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Shorter hospital stays and greater emphasis on outpatient care means that family mem-
bers have the primary responsibility for supporting a person with brain tumor to manage
the physical, cognitive, behavioral, and emotional effects of the illness and its treatment.
Given the integral role of family caregivers, it is essential to understand their experience of
the impact of brain tumor and their own support needs. Accordingly, this qualitative study
aimed to investigate family caregivers' experiences of support and relationship changes
in the context of brain tumor. In-depth interviews were conducted with 11 family care-
givers (8 spouse/partner, 3 parents) of people with malignant or benign tumor. A thematic
analysis of interview transcripts identified two major themes, namely, “Meanings of Sup-
port” and “Relationship Impacts.” The Meanings of Support theme was characterized by
intertwined and distinct support needs, varied expectations of support and factors influenc-
ing support expectations. The Relationship Impacts theme depicted mixed experiences of
strengthened, maintained, and strained relations with the person with brain tumor. Overall,
the findings highlight that there is considerable variability in caregivers’ experiences and
expectations of support and the impact of brain tumor on relationships. The implications

of these findings for the provision of caregiver support are discussed.
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INTRODUCTION

Family caregivers of people with brain tumor experience high lev-
els of stress related to unique care demands associated with both
cancer and brain injury. Stressors include their loved one’s uncer-
tain prognosis, protracted treatment, and reduced lifespan, as well
as neurocognitive deficits and personality changes commonly aris-
ing from the tumor or its treatment (1). Due to the trend for
shorter hospital stays and increased emphasis on outpatient care,
family members assume the primary role in supporting individu-
als to cope with their symptoms and the day-to-day impact of the
illness. Although the majority of primary caregivers are spouses,
parents, and children can also function within a support role,
thus reinforcing the notion that brain tumor is a family disease
(2). There is a paucity of research examining caregivers’ experi-
ences in the context of brain tumor, particularly studies focusing
on their own support needs and the impact of brain tumor on
relationships.

A diagnosis of a brain tumor is usually traumatic and can occur
after the sudden onset of neurological symptoms such as a seizure,
or following a prolonged period of more gradual and perplex-
ing changes in a person’s functioning (3). Caregivers often find
themselves in a rapidly changing situation with a short time frame
between the diagnosis, start of treatment, and their commence-
ment of caregiver responsibilities (4). Most feel under-prepared
and overwhelmed by the demands of caregiving, which may vary

from minimal assistance with activities of daily living (ADLs) to
the complete care and supervision of someone with severe dis-
ability (5, 6). Caregiver tasks include supporting the person with
basic and instrumental ADLs, monitoring his/her health status
and administering medication, organizing and attending appoint-
ments, decision making, and providing emotional and social sup-
port (7, 8). Caregivers also usually assume greater responsibilities
for childcare, running the household, earning an income, and
managing finances (3, 9).

The increased responsibilities placed on family members can
lead to significant strain on their relationship with the per-
son with brain tumor and, in some cases, relationship break-
down (9). Carlson (10) reported that females with brain tumor
were nearly 10 times more likely to become divorced or sep-
arated during the course of their illness compared to males
with brain tumor. Other negative consequences of caregiving
include physical and psychological health problems and eco-
nomic and social burden (9, 11, 12). Caregivers often perceive
their role as physically exhausting and experience health prob-
lems such as insomnia and headaches (3, 7). They also com-
monly develop mental health problems, with 20-30% endorsing
clinical levels of depression (13, 14), 40-60% reporting clin-
ical levels of anxiety (13, 14), and 35% found to experience
significantly higher levels of stress than the general population
(15). In a study by Petruzzi and colleagues (16), caregivers were
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found to report poorer quality of life than individuals with brain
tumor.

The considerable uncertainty associated with the illness repre-
sents a major source of stress for caregivers. In a series of in-depth
interviews conducted over a 6-month period, Wideheim et al. (17)
identified that caregivers of people with malignant brain tumor
experienced fear concerning their loved ones’ prognosis for sur-
vival and treatment outcome and had a low sense of security in
their everyday lives. Planning ahead was difficult and caregivers
often wanted to be near their loved one in case their condition
deteriorated. Edvardsson and Ahlstrom (7) similarly found that
caregivers experienced a sense of uncertainty, shock, despair, and
apprehension about the future as the tumor progressed. Caregivers
referred to the “emotional rollercoaster” experienced when a set-
back (e.g., seizures) occurred, which reminded them of the life
threatening nature of brain tumor.

The neurological and functional effects of the illness (e.g.,
behavioral and personality changes) can restrict the social partic-
ipation of people with brain tumor and their caregivers and con-
tribute to a sense of isolation (11, 17, 18). In particular, Edvardsson
and Ahlstrom (7) identified that caregivers often felt “invisible
and neglected” by friends, family and doctors. Loss of friends and
diminished social ties contributed to caregivers’ grief regarding the
long-term prospects of caring for an individual with extensive care
needs without the benefit of social support (11). Consistent with
this notion, research has identified that social support can buffer
the impact of functional impairments. Specifically, caregivers sup-
porting an individual with more severe functional impairment
had better psychological wellbeing when they were highly satisfied
with their social support (19).

Research has found that caregivers especially value support
from family and friends during the early phases of diagnosis and
treatment (11, 19, 20). Interestingly, Hricik et al. (21) found that
as the disease progressed, caregivers often sought more support
from people going through a similar situation because they were
able to relate to their situation and provide information on how to
cope. Brain tumor support groups and online support networks
can provide a helpful forum for caregivers to troubleshoot diffi-
cult situations and express their frustration. Support groups can
also serve as a valuable source of information and help caregivers
to maintain their morale (3, 11). However, it can be difficult for
caregivers to access support for their own needs because the focus
of support is generally on the person with brain tumor (7).

Caregivers of people with brain tumor perceive a range of
unmet support needs, including a lack of practical support, such
as help managing financial issues and government agencies, access
to information about brain tumor and caregiving (5, 22) and exis-
tential and emotional support around end of life issues (5, 9, 11,
12, 23, 24). Cornwell and colleagues (23) found that caregivers
were often unsure about support available to them, and expressed
that they would have accessed services, such as support groups, if
they had been made aware of them by hospital staff. Janda and
colleagues (11) identified some parallels in the support needs of
people with brain tumor and their caregivers. Although many of
the unmet practical, informational, and emotional support needs
were similar, their study did not specifically investigate caregivers’
support needs as distinct from the needs of the person with brain

tumor. Furthermore, the influence of support on caregivers’ ability
to adjust to their changing roles in the family was not explored.

Changes in relationship dynamics and family roles have been
highlighted in numerous brain tumor studies (3, 9, 25, 26). In par-
ticular, caregivers have described their experience of grieving the
loss of the person still living and a loss of intimacy and relationship
breakdown (1, 9). McConigley et al. (4) referred to the process
of “renegotiating relationships,” which was required to adapt to
changes, such as the person with brain tumor no longer being able
to contribute intellectually or financially to the relationship due to
cognitive difficulties. Spousal caregivers often perceived a loss of
equality in their relationship whereby they no longer had an equal
partnership (4, 27). In the study by Edvardsson and Ahlstrom (7),
some caregivers described feeling like a single parent, despite being
one of two parents. They also perceived a change from a being
romantic partner to assuming the role of parent due to helping the
individual with personal care tasks such as dressing and hygiene.
Such role changes were distressing for some caregivers, whereas
others viewed these in more positive light, expressing their sat-
isfaction with supporting their loved one with these tasks (7).
Salander (28) found that personality changes were the hardest
to adjust to. In particular, spousal caregivers were more likely to
report relationship strain when their spouse displayed personality
changes (e.g., “demanding” and “dominating”), which contributed
to caregivers distancing themselves from the person.

Notwithstanding the detrimental physical, psychological, and
social effects, caregivers have also been found to report positive
outcomes associated with their role. Consistent with findings in the
broader cancer literature (8, 29), providing care to a person with
brain tumor can have many positive psychological consequences,
including increased strength and resilience, greater appreciation
of life and development of closer relationships (7, 27, 30, 31).
For example, some caregivers of people with primary malignant
brain tumor felt they had formed a stronger bond with their loved
one because the illness created more opportunities to spend time
together (27). In their interviews of bereaved caregivers, Sherwood
et al. (3) identified that many caregivers felt “grateful” and “privi-
leged” to have provided care to the person with brain tumor and
perceived a strengthening of their relationship. In reflecting on
the past, caregivers identified both difficult and satisfying aspects
of their role. Although it is evident that caregiving can be asso-
ciated with negative and positive consequences for relationships,
the influence of support on relationship changes is unclear.

Opverall, there is little understanding of caregivers’ perceptions
of their support needs and how these may differ to those of the
person with brain tumor. Given the findings that lack of social sup-
port contributes to psychological distress and lower perceptions
of coping (19, 23), greater understanding of caregivers’ perception
of their own support needs is essential to provide holistic psy-
chosocial support. Further, although changes in family roles and
responsibilities after brain tumor have been well researched, the
issues contributing to relationship changes and the influence of
support has received little attention.

Qualitative research methods are particularly well suited to
understanding complex social situations or contexts in which the
perceptions of the people directly involved provide a rich source
of data (32). The aims of this qualitative study were, first, to
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investigate how caregivers perceive their support needs, and sec-
ond, to identify relationship changes in the context of brain tumor.
The two main research questions were as follows:

1. How do caregivers perceive their support needs in the context of
brain tumor? In addressing this question, emphasis was placed
on their perceptions of (a) the support needs of the person with
brain tumor; and (b) the caregiver’s own support needs.

2. How does brain tumor impact on the relationship between
the caregiver and person with brain tumor? Additionally,
the influence of social support on relationship changes was
explored.

MATERIALS AND METHODS

DESIGN

The study methodology was informed by guidelines for conduct-
ing and assessing qualitative research, as summarized in Table 1
(33-35). A phenomenological approach was considered most
consistent with the nature of the aims and research questions.
Phenomenology is concerned with understanding “the meaning,
structure, and essence of the lived experience of this phenome-
non, for this person or group of people” [(36), p. 104]. Interviews
are the most common means of data collection and data analysis
techniques are designed to facilitate the interpretation of meaning
(37). Questionnaire data were also used in the current study to
provide information about caregivers’ psychological functioning
and their sources of and satisfaction with social support.

PARTICIPANTS
Caregiver participants (n = 25) were part of a broader study, which
examined how individuals with brain tumor make sense of and
adjust to their illness (38). In this broader study, individuals with
brain tumor (n = 30) were recruited from a brain tumor support
group or a neurosurgical practice and interviewed regarding their
experiences of adjustment with a family caregiver present. After
a pilot interview, a semi-structured interview was developed to
explore caregivers’ experiences of support throughout the illness.

A subgroup of caregivers from the broader sample (n = 25) was
selected to participate in this research. Purposive sampling was
used to identify 12 caregivers with diverse characteristics likely
to impact on perceptions of support, including tumor type, gen-
der, age, and relationship to the person with brain tumor. The
aim of purposive sampling is not to generalize findings to the
larger population, but to select information rich-cases for study
that provide an in-depth understanding of a topic (36). The pri-
mary sampling criterion was that participants were caring for an
adult with a benign or malignant tumor, followed by selection
on the basis of caregiver gender, age (<50, 50-60, >60 years) and
relationship to the individual with brain tumor (married/de facto
or parent). Although 12 caregivers were identified, 1 audio file was
corrupted and therefore the data for participant 12 (the mother
of 28-year-old woman with malignant brain tumor) could not be
included in the study, resulting in a final sample of 11 caregivers.
The demographic characteristics and pseudonyms of the caregiver
participants are shown in Table 2.

The 11 caregivers included 6 males and 5 females who were
aged 33-79 years (M = 57.91,SD = 12.62). Six were married to the

Table 1 | Guidelines and considerations for conducting and appraising
qualitative research [see Ref. (33-35)].

Guidelines Specific considerations

Relevance of Research question is relevant

research Aim is sufficiently focused and clearly stated

Appropriate Qualitative research method chosen is the best

method and design  approach for the research question/aims
Researchers acknowledge their personal background
and experiences relevant to the phenomenon under

investigation (i.e., reflexivity)

Data collection and  Strategy for data collection is clearly stated and

sampling appropriate to the research question
Theoretical: based on preconceived or emergent
theory
Purposive: diversity of opinion
Volunteer: feasibility, hard to reach groups
Justification for the approach is given
Recruitment is conducted using appropriate methods
Characteristics of the sample and setting are stated

clearly and in sufficient detail

Data analysis The type of analysis is appropriate for the study
Principles and procedures for data analysis are fully
described

How categories and frameworks were identified is
clearly stated

Trustworthiness/rigor of the data and interpretation is

established (e.g., triangulation)

Findings Quotes are used appropriately and effectively to
support findings
Findings are relevant to the aims

Discussion Findings are compared with appropriate theoretical

and empirical references

The design is scrutinized

Limitations are considered

Clear consequences of the study are proposed

Ethical issues Approval from an appropriate ethics committee
received
Informed consent was sought and granted

Participants anonymity and confidentiality ensured

Clarity Well-written and accessible

person with brain tumor, two were de facto partners and three were
parents (mother = 2, father = 1). Six participants were caregivers
of a person with a benign or low grade brain tumor and five were
caregivers of someone with a malignant tumor. Caregivers’ level of
education ranged from 9 to 18 years (M = 12.80, SD = 3.04). Two
caregivers were working full-time, three were employed on a part-
time/casual basis, one was a volunteer, one was unemployed, three
were retired, and one caregiver did not provide this information.
Caregivers were supporting an individual with brain tumor
who was between 9 months and 22 years post diagnosis (M = 5.88,
SD=6.30). All had undergone treatment involving surgery
and either radiation, chemotherapy or both. The majority of
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Table 2 | Caregiver demographic characteristics and tumor type (note: the pseudonym and participant number are used to indicate caregivers’

gender, age, and relationship status to the person with brain tumor and the tumor type).

Caregiver characteristics Tumor type
Grades IHI Grades llI-IV
Relationship status Married/De facto Parent Married/De facto Parent
Caregiver gender Age
Male <50 James (PT 4)
50-60 Sam (PT 9) Barry (PT 1)
>60 Jim (PT 10) William (PT 8) Michael (PT 7)
Female <50 Wendy (PT 6) PT 12
50-60 Susan (PT 11) Laura (PT 5) Joanne (PT 2)
>60 Shelley (PT 3)

individuals had one type of tumor; however, one person had
three different tumors diagnosed at different time points (Wendy).
Tumor types included Grade I or Grade I tumors (low grade astro-
cytoma = 2, meningioma = 3, colloid cyst= 1, unknown benign
subtype=1); and Grade III or Grade IV tumors (oligoden-
droglioma = 2, glioblastoma multiforme = 2, anaplastic astrocy-
toma = 1, unknown malignant subtype =1).

MEASURES

Caregivers completed the depression, anxiety and stress scales
[DASS-42; (39)], caregiver strain index [CSI; (40)], and brief social
support questionnaire [BSSQ; (19)] to provide descriptive infor-
mation regarding their emotional wellbeing, level of demands
experienced in their caregiving role and social support.

The DASS-42 is a 42 item questionnaire designed to assess
symptoms of depression, anxiety, and stress. Each scale includes
14 questions and participants rate their responses from 0 “did not
apply to me at all” to 3 “applied to me very much” with higher scores
indicating increased levels of depression, anxiety, and stress-related
symptoms.

The CSI is a 13 item measure of the degree of strain caregivers
experience in their role. The yes/no items refer to physical, emo-
tional, and financial strain, family, social, and work adjustments
and demands on the caregiver’s time. A total score is calculated by
summing the number of yes responses, with a score of 7 or higher
indicating clinically elevated strain.

The BSSQ is a modified brief version of the social support
questionnaire [SSQ; (41)]. Caregivers were asked to list up to nine
people or services that have provided them with support since
their loved one’s diagnosis. For each source of support, caregivers
rated their level of satisfaction on a 6-point Likert scale ranging
from 1 “very dissatisfied” to 6 “very satisfied.” These scores were
averaged to derive a mean satisfaction with social support score,
whereby higher scores reflected greater satisfaction with support.

DATA COLLECTION

In-depth semi-structured interviews were conducted in caregivers’
homes, with the exception of one caregiver (Laura) who elected
to complete the interview over the telephone. Time was spent
building rapport prior to the interview. The format and topics
were designed to support caregivers to reflect back on the time

when their family member was diagnosed with a brain tumor and
to facilitate open dialog regarding their experiences of support,
the impact on their relationship, and what they have learnt from
their experience. Although the latter topic was not directly related
to a research aim or question, it was considered as a positive topic
on which to conclude the interview. Throughout the interview
prompts were used to facilitate further discussion and topics of
relevance to caregivers were explored in a responsive and flexi-
ble manner. The interview guide, questions, and example prompts
were as follows.

Introduction to interview

Can I get you to think back to the time when (name of person
with brain tumor) found out about the brain tumor. I would
like to know about the different types of support received during
that time.

1. Support

o What were the different types of support received by (name
of the person with brain tumor) following diagnosis? (Exam-
ple prompts: during treatment, when leaving hospital, after
hospital)

o What type of support, if any, did you receive? (Example
prompts: particular people at the hospital, medical, and
nursing professionals, people in your own social network)

o BSSQ: for each source of support identified, caregivers were
asked to rate their satisfaction with the support received on
ascale of 1 (extremely dissatisfied) to 6 (extremely satisfied).

2. Impact on relationships

o What impact, if any, has the brain tumor had on your

relationship with (name of the person with brain tumor)?
3. Lessons learned from experiences and insights to share with
others in a similar situation

o If you met someone today who just found out their relative
has a brain tumor, would there be any advice you would give
them, and if so, what would that be?

The two interviewers were females with an Honors degree in
psychology, who were enrolled in a Masters or PhD in Clinical
Psychology. Both received specific training in qualitative inter-
viewing techniques (36). All interviews were audio-taped and the

Frontiers in Oncology | Neuro-Oncology

February 2015 | Volume 5 | Article 33 | 4


http://www.frontiersin.org/Neuro-Oncology
http://www.frontiersin.org/Neuro-Oncology/archive

Ownsworth et al.

Family caregivers' experiences of support

average recorded duration was 51 min (range = 27-88 min). Two
caregivers, Shelley and Barry, chose to complete their interviews
with their family member with brain tumor present.

PROCEDURE

The study was approved by a university human ethics com-
mittee prior to recruitment. All research procedures were con-
ducted in accordance with the National Statement on Ethical
Conduct in Human Research. People with brain tumor were ini-
tially approached by the coordinator of a brain tumor support
service at the Cancer Council Queensland or the neuro-oncology
nurse practitioner at a private neurosurgery clinic to discuss the
study. If the person with brain tumor agreed to participate in the
research, his or her caregiver was also approached. Researchers met
with caregivers in their own homes (note: Laura was an excep-
tion as she preferred a telephone interview) and gained written
informed consent. Caregivers participated in the interview first
and then completed the questionnaires. The audio-recordings
were transcribed verbatim prior to coding and thematic analy-
sis. Sources of support identified by caregivers throughout the
interview and comments regarding the benefits or effectiveness of
support sources were tabulated using a frequency table during the
transcription process. Throughout the transcription and analysis,
a reflexive journal was kept by the researcher (Elizabeth Goadby)
to record personal feelings and opinions to monitor any potential
source of bias or influence on the findings (36).

DATA ANALYSIS

Descriptive statistics and frequency data were examined using IBM
SPSS statistic software version 20. The qualitative analysis involved
thematic analysis of the transcribed interviews based on the open,
axial, and selective coding approach (42), as outlined in the fol-
lowing section. Although this analytic process is most commonly
employed in grounded theory research, it is suitable for use in
phenomenological studies as it facilitates in-depth understanding
of subjective experience (43).

Open and axial coding

During these initial stages of coding, three caregiver transcripts
were read through and a preliminary coding framework was devel-
oped. This framework highlighted a number of initial codes and
categories relating to caregivers’ experiences of support and the
impact of brain tumor on their relationship with the person with
brain tumor. Using this preliminary coding framework, one tran-
script was coded separately by two authors (Tamara Ownsworth
and Elizabeth Goadby). Consensus coding was conducted on the
39 paragraphs of the transcript, which yielded an agreement level
of 74%. Through this initial process a number of changes were
made to the coding framework and consensus coding was then
completed on three additional transcripts (184 passages), which
yielded an agreement level of 90%. In the instances where there
were differences in coding, these were discussed to reach consen-
sus on an appropriate category. The remaining eight transcripts
were then read through and experiences that were consistent with
this framework were identified. This process also highlighted new
experiences not captured by the coding framework, and thus it was
altered to incorporate different experiences through collaborative
discussion between the researchers.

Selective coding

As the final stage of the coding process, selective coding involves
in-depth reflection and discussion of the coding framework by the
research team, to draw a higher level of abstraction and meaning
from the data (42). The categories identified during the open and
axial coding stages were examined and overarching themes around
support and relationships were developed, along with a number of
subthemes that were considered to best represent the experiences
of the caregiver sample.

Strategies to enhance rigor

A number of strategies were utilized to enhance the rigor
or trustworthiness of the findings and minimize the potential
for researcher bias. These included keeping a reflexive journal,
accounting for the “positionality” or background and preconcep-
tions of the researcher (i.e., reflexivity) and consensus coding (36).
A reflexive journal was kept by the researcher throughout the data
transcription and analysis process to record personal feelings and
opinions that emerged as the research proceeded, in order to mon-
itor the influence of these experiences on the interpretation of
the results. As described previously, consensus coding was uti-
lized throughout each stage of data analysis. During the open and
axial stages of coding, this process involved transcripts being inde-
pendently coded and then discussed by two researchers. During
the selective coding phase, in-depth and collaborative discus-
sion occurred between members of the research team to facilitate
scrutiny and clarity of the emerging themes (36).

The consensus coding process also helped to ensure that the
researchers’ past experiences and preconceptions did not unduly
influence the interpretation of the data. For example, in addition
to her professional experience as a psychologist, the researcher
primarily involved in the data analysis had personal experiences
of caring for a relative with breast cancer and another relative
with brain tumor. Her experiences as a caregiver were acknowl-
edged and considered in the process of formulating the themes
and subthemes to limit the potential for researcher bias (33-35).

RESULTS

CAREGIVER WELLBEING AND PERCEPTIONS OF SUPPORT

Caregivers were administered with the DASS and the CSI to pro-
vide information regarding their emotional wellbeing and the level
of demands experienced in their caring role. Two caregivers (James
and Laura) did not return the questionnaires despite multiple
follow ups. According to the DASS, one caregiver (Susan) was
experiencing a moderate level of anxiety (score = 10) and another
caregiver (Wendy) was experiencing a moderate to severe level of
stress (score =25). Other caregivers were experiencing levels of
depression, anxiety, and stress in the normal range on the DASS.
The CSI indicated that most caregivers were experiencing non-
clinical levels of strain (M =3.55, SD =2.29, range: 0-8). One
caregiver, Joanne, reported a clinically elevated level of caregiver
strain (score = 8/13).

Scores on the BSSQ indicated that although the number of
sources of social support varied (range: 1-9/9), caregivers were
typically satisfied with the support they received (M =4.55,
SD =1.50). Table 3 provides the frequency data regarding the
number of caregivers who identified different sources of support
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Table 3 | Sources of support and caregiver comments on the nature of

support (N =9).

Source Comments (no. of people providing Source N Comments (no. of people providing
comment) comment)
Brain tumor support Sharing experiences with others (4) Church 3 Supportive (2)

group

International brain
tumor website

Brain injury outreach
service

Cancer support
association

Hospital (generally)

Oncologist
Doctor (specialty not

specified)

Nursing staff

Social worker

General practitioner

Neurosurgeon

Acupuncturist
Psychologist
Government agency

Health insurance

Cancer community
(i.e., online,
face-to-face contact)
Family (children,
partner, siblings,
parents)

Friends

Neighbors

A person with brain
tumor

Provided information (3)
Could not attend due to work conflicts (2)
Provided useful information (4)

Supportive (1)

Provided information (2)

Was unsure if helpline could help (1)
Friendly staff (1)

We never got a follow up call at home (1)
Nice manner of interacting (1)

Lovely, explained it all (1)

Knew who you were (1)

Medical support, not emotional support (1)
They knew our situation (1)

Nice, but busy (1)

Medical support rather than psychological (2)

No follow up post discharge (1)

Gave information about other services (1)
Too busy to see us (1)

No information about available services (2)
Emotional support (2)

Provided reassurance (1)

Provided information (3)

Kind, caring, supportive (3)

Provided information (1)

No reassurance provided (2)

Blunt, lacking in empathy, defensive (2)
Easy to talk to, supportive manner (1)
Supportive (1)

Provided financial assistance (1)

Friendly (1)

Helped to alleviate financial pressure (1)
Provided financial assistance (2)

Shared similar experiences (1)

Shared information (2)

Emotional support (3)

Practical support (e.g., making meals) (3)
No emotional support (1)

Infrequent support (1)

Supportive (3)

Provided practical support (2)

Did not know how to be supportive (2)
Supportive (1)

Available for a chat (1)

Provided practical support (1)
Supportive (1)

(Continued)

No support offered (1)
Work colleagues 5  Supportive (2)

Allowed time off (1)

Financial support (1)

as well as their comments regarding the effectiveness or nature
of support. Caregivers identified both informal (e.g., family and
friends) and formal support from professionals in their health care
team and community services.

RESULTS OF OPEN, AXIAL, AND SELECTIVE CODING

The open and axial coding stages of the thematic analysis aimed to
generate categories representing caregivers’ perceptions of support
and the impact of the brain tumor on their relationship. Exam-
ples of key words and phrases highlighted during the open coding
process included

+ Friend: “We had a friend who was a good support for a little bit
there”

+ Knowledge: “The support that I was looking for was knowledge”

+ Stronger: “It is made our relationship a lot stronger over time.”

During the axial coding process, key words and phrases with
common meanings were grouped together to generate subcate-
gories. For example, lending money, doing housework, and making
meals were grouped together under the sub-category “Practical
Support.” Practical support was grouped together with emotional
support and information under the main category, “Types of Sup-
port.” A summary of the coding framework derived from the open
and axial coding stages is presented in Table 4.

Following in-depth reflection and discussion of the cate-
gories and subcategories by the research team, two overarching
themes around support and relationships were identified. The
first major theme was “Meanings of Support” and the second
one was “Relationship Impacts.” The following section presents
the major themes and subthemes related to support and relation-
ships. Quotes from transcripts are used to illustrate caregivers’
experiences, and questionnaire data are drawn on when relevant
to consider caregivers’ perceptions in the context of their levels of
strain, emotional distress, and support.

Meanings of support

The first major theme that emerged from the data related to the
different meanings of support for caregivers. It was not merely the
presence or absence of support that appeared to influence care-
givers’ perceptions, but rather the extent to which support met
their expectations. The Meaning of Support theme was character-
ized by three subthemes, namely, intertwined and distinct support
needs, varied expectations of support and factors influencing
support expectations.
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Table 4 | Summary of categories, subcategories, and example key

words or phrases.

Main
category

Sub
category

Example key words or phrases

Source of
support

Type of
support

Nature of
support

Factors
impacting
on support

Impact on
relationships

Health
professionals

Services

Informal
network

Emotional

Practical

Information

Time frame

Manner of
interacting

Support
being offered

Support
being sought

Changes in
relationship

Changes in
roles

Nurse

General practitioner
Neurosurgeon

Oncologist

Social worker

Psychologist

Brain tumor support group
Cancer support association
Health insurance provider
Government (e.g., disability support)
Brain injury outreach service
Family

Friends

Neighbors

Work colleagues

Cancer community

Someone to talk to

Keeping in touch

Being there when it mattered
Sharing experiences

Financial support

Housework

Made meals for us, childcare
Brain tumors

Treatment

Supporting someone with a tumor

Not daily, but there when we needed it
No support when we left hospital

Only contacted every couple of months
Warm, kind

Gave hope

Blunt

Not empathetic

Gave no reassurance

Distance

Short time between diagnosis and treatment

People not knowing what to say

Short time between diagnosis and treatment

Shock after diagnosis

We thought he would be ok

Lack of knowledge about services
Time constraints/work conflicts
No services in our area

Made us closer

Abuse and criticism all day

Close before and still close now
Full-time parent

Main breadwinner

Increased household responsibilities
Change in employment

Intertwined and distinct caregiver support needs. When care-
givers were specifically asked about their own support needs, some
expressed that their support needs were closely intertwined with
the needs of the person with brain tumor. For these caregivers,
there was no distinction made between support perceived for
themselves and that of the individual with brain tumor. For exam-
ple, when Michael was asked if friends were supportive of him
and his wife he replied: “Yes, which are basically the same thing.”
These caregivers often used phrases like “when we were diagnosed”
or “when we went through treatment,” highlighting their shared
experiences of both the brain tumor and support.

Other caregivers reported feeling supported if their loved one
was supported. Laura (mother): The oncologist wasn’t personally
supportive of me, I didn’t expect that, but by the fact that I knew
she was so wonderful for my daughter that supported me. When
discussing support groups, which typically focused on the individ-
ual with brain tumor, some caregivers reported feeling supported
if their loved one was receiving support and benefiting from
this. Similarly, when asked to reflect on support he would have
liked, James (partner) expressed: Not really for myself — more for
Lucy. .. for other people to support her. These caregivers did not
appear to expect support for themselves because their focus was
on their family member. Although some caregivers acknowledged
the general lack of support for caregivers, they were often unsure
if they would have access this support had it been available. Sam
(husband): No one really worries about you (the caregiver); they
worry about the person with the brain tumor. I'm not sure I needed
it either.

While most caregivers did not refer to seeking support specif-
ically for themselves, one caregiver, Wendy (wife) identified her
own need for psychological support. Distinct from other caregivers
she reported significant changes in her husband’s personality: I've
actually started to admit to myself he’s not the person he used to
be...you've lost that person youw’ve married and you've got to deal
with that. Wendy reported moderate to severe levels of stress on
the DASS and was seeking counseling to cope with her feelings of
grief regarding changes in her husband.

One area in which caregivers often perceived their own dis-
tinct support needs was information. In particular, they wanted
easy to understand information on what to expect when caring
for someone with a brain tumor, including different types of brain
tumor, treatment, and side effects. Barry (partner): I wasn’t really
seeking support, most of the support that I was looking for was knowl-
edge. Caregivers perceived that access to information would have
helped them to adjust to their caregiver role. William (father): Even
if we had been aware of the support group and all the information
available . . . that could have made our lives so much easier.

Varied expectations of support. Caregivers held different expec-
tations of support with respect to the time frame over which it
was provided, the type or nature of support and the extent to
which support should be offered to, or sought by the caregiver. In
terms of the time frame, some caregivers had expected that support
from family, friends, or professionals would continue through-
out treatment and post-treatment. When asked about support
following her daughter’s discharge from hospital, Joanne noted:
We never had any call back from them (hospital)...or a call at
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home to see if we got there, nothing. Another caregiver reported
ongoing support from family and professionals, but felt that the
support was too infrequent. James (partner): There were family
members . . . and they kept in touch, but that was only every couple
of months. Other caregivers perceived that ongoing support even
on a less frequent basis was supportive. Michael (husband): Well,
(Hospital) you know there was support there all the time. ... Even
now when we go in we still meet some of them. Professionals were
viewed as supportive when support was available as needed. For
example, in discussing their GP, Sam (husband) noted: He wasn’t
a daily source of support, but when we had to go and talk to him he
was excellent.

Caregivers’ expectations of the type of support also varied.
Most caregivers received a range of practical supports including
financial assistance, house-keeping, childcare, and workplace flex-
ibility. However, their perceptions of emotional support appeared
to impact the most on their overall sense of feeling supported.
For example, when reflecting on support from friends and family,
Shelley (mother) expressed: It’s the emotional support I think peo-
ple need more than anything. For Shelley, despite receiving support
from multiple sources including friends, family, and profession-
als (BSSQ = 9/9 sources), a lack of emotional support from these
sources appeared to influence her perception: I don’t think we got
very much support at all from anywhere. Caregivers who received
minimal or no emotional support typically reported low satisfac-
tion with support, even if they received practical assistance. For
example, James (partner) noted: My parents have been there. . . but
they’ve been more financial support when we really needed it, not
emotional.

Caregivers also perceived that emotional support from health-
care professionals was very important, particularly in their man-
ner of interaction. When discussing his wife’s neurosurgeon Sam
expressed: His manner’s been very encouraging and very supportive
and I would classify him as being a source of support. Doctors with
a kind and caring manner were perceived as providing emotional
support even when giving bad news. Laura (mother): She (neuro-
surgeon) 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 support in what we were going through. These two caregivers
also described negative experiences with other medical profession-
als who were perceived as cold and clinical or offering little hope
or reassurance. Sam (husband): There was no hello, we walked into
the room and he (neurosurgeon) looked up from his desk and said
you’ve got a very large brain tumor and it is an eight hour opera-
tion. Laura (mother): (We asked) do you think she will live? and he
very tersely told us well, you want to be grateful that we’re not dead
now. .. from our point of view all we really wanted was a little bit of
reassurance.

Caregivers differed in their views on whether support should
be offered to, or sought by them, which in turn influenced their
support seeking behaviors. Some caregivers were very proactive in
seeking the support they needed. Wendy (wife) lived in a remote
community away from support and services and noted: That’s
something I had to strike out and find on my own. These caregivers
often used the Internet to access information about brain tumors
and treatment and to share their own experiences with the online
cancer community. Jim (husband), who utilized multiples website

to search for information, noted: I’ve taken to tumors like a hook to
a fish. I just had to — I was hungry for information.

Other caregivers had expected professionals and services to
extend offers of support. When reflecting on support from the hos-
pital Shelley (mother) expressed: Nobody ever rang up and said oh
your daughter’s got a brain tumor, how can I help you? You know I'm
from the hospital what can I do? Similarly, Joanne (wife) thought
that services would contact her to provide information and sup-
port: I mean no one has sent us a letter or gave us a phone call and
said as soon as you had a cancer you want to come to this seminar.
For some caregivers, additional stressors had impacted their ability
to seek support for themselves. For example, Shelley (mother) was
also the caregiver of her husband who had terminal cancer.

Factors influencing expectations of support. Factors that
appeared to influence caregivers’ expectations of support included
the time frame between diagnosis and treatment, geographical
distance, work commitments, lack of awareness about support
available, and expectations about their family member’s prognosis.

Most caregivers recalled the shock they experienced in learning
about the brain tumor. There was often a very short time frame
between diagnosis and treatment. Barry (partner): They looked at
the CAT scan . . . and got her straight back in for an MRI and then it
was within a week that the operation happened. Caregivers advised
that in the early stages following diagnosis they did not expect
to receive nor seek support as they were more focused on treat-
ment for their family member. Sam (husband): That was a time
I guess of great shock in terms of support no, you’re basically just
dealing with the issue. As an exception, Michael sought support
from his church community and friends and family shortly after
his wife’s diagnosis. He and his wife had previously experienced
major health issues and were able to quickly mobilize the support
that had helped them to cope in the past.

Several caregivers advised that they would have liked to receive
more information about brain tumor once the initial shock had
subsided. Sam (husband): I guess we just wish that someone would
have said to us right at the beginning here’s a very good guide, because
when you have a brain tumor situation, oh you’re lost. Susan (wife)
noted: I think that’s the time when some sort of support would be
very helpful perhaps to a lot of families. The range of support ser-
vices available, and what to expect as a caregiver, were identified
as important types of information helpful for caregivers to receive
soon after diagnosis. Wendy (wife): I think that’s one of the biggest
problems with the services, it’s hard when you don’t know where
to even begin. .. I did not know where to go really and I suppose
that was half the problem of not getting help. Some misconceptions
about support services also posed a barrier to accessing support.
For example, Susan perceived that people with benign tumor were
unable to access support from a cancer support service. Other
caregivers suggested the need for better publicity and marketing
around services so people are more aware of the support they can
access.

Practical issues such as time and distance and expectations
about prognosis impacted caregivers” expectations of support. In
particular, caregivers’ work commitments reduced the amount of
time they could spend looking for information on brain tumors
or seeking options for support for themselves. James (partner): I
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could have done with something myself but I was pretty busy working.
Those living a long distance away from family or friends had less
expectation of support from their informal support network, and
hence the person with brain tumor and caregiver had become more
reliant on support from each other. Expectations of positive out-
comes after treatment were perceived to impact support seeking
for two caregivers. They were advised that their family members
would regain their former functioning. Susan (wife) noted: We did
not know we needed any . . . all the indications were everything was
going to be fine. .. and when everything is going to be fine you don’t
need any help.

In summary, the Meanings of Support theme highlighted varia-
tions in caregivers’ perceptions of their own support needs in rela-
tion to those of the person with brain tumor. However, there was a
general consensus on the need for caregiver-specific information.
Caregivers had different expectations regarding the timing and
type of support received, which was influenced by various factors
(e.g., work commitments, their family member’s prognosis).

Relationship impacts

From the caregivers’ perspective, the brain tumor was associated
with three main relationship outcomes, namely, the experience
of strengthened, maintained, or strained relations. Issues that
appeared to influence these outcomes were mood and personality
changes of the person with brain tumor, changes in caregiver roles
and responsibilities and the quality of the relationship before the
diagnosis. Social support was perceived to influence relationship
outcomes to varying degrees.

Strengthened. Two caregivers noted that their relationship was
strengthened by the experience of brain tumor. Susan noted that
she and her husband now share more as a couple; I think it has
made us closer . .. I'm a lot more tuned into him than I was before.
She advised that there were no major changes in her husband’s per-
sonality and only minor changes in her household responsibilities,
which they had coped with by re-structuring their home environ-
ment. She felt that the limited support from friends, family, and
professionals had drawn them closer together: We pulled together
for the family because we’ve always lived away from our families.

A second caregiver, Barry advised that he had been through his
own health issues and his partner had cared for him. Their mutual
experiences as caregivers had brought them closer as a couple: I
think things like that have happened with Sarah and me; we’ve grown
very close together as soul mates. Similar to Susan’s experience with
her husband, there were no major changes to Sarah’s personal-
ity or abilities. Barry had also made small modifications to their
home environment to make things easier for his partner; however,
he did not perceive any major changes to his role or responsibil-
ities within the household. Barry advised that his work was very
supportive, allowing him to take days off and have remote access.

Maintained. Two parent caregivers (Laura and Shelley) reported
no change in their relationship with their adult children. Both
noted that they were close to their daughters before the tumor
and continued to be close after diagnosis and treatment. Laura
(mother): We did then and still have a close relationship. Neither
caregiver reported changes in their daughter’s mood or person-
ality, although both caregivers reported minor changes in their

responsibilities, such as driving their daughters to appointments
or spending more time looking after their grandchildren. These
caregivers differed in their perceived support needs; Shelley, who
also cared for her husband with terminal cancer, reported a need
for more emotional support as a caregiver, whereas Laura felt
emotionally support by her husband.

Strained. The remaining caregivers perceived that the brain
tumor had placed varying levels of strain on their relationship with
their family member. These caregivers often reported changes in
their loved one’s mood and personality, such as irritability and
frustration. Sam (husband): That was hard to take, to cop the
abuse and criticism all day long. In one instance, the personality
of the person with brain tumor was perceived to have dramatically
changed. Wendy (wife): I've had to grieve for the man I married
even though Ive still got him. . .. It’s hard because some days John
is really almost like the old John and you could sort of, do you say
something to him or not? Yeah that’s hard.

Changes in roles and responsibilities, such as taking on more
household chores and childcare, also contributed to relationship
strain. James reflected on the changes in his life following his part-
ner’s treatment: I did not really have too much to do with kids. I
was riding dirt bikes and having a good time out there and sort of
being single, to looking after Lucy and having bubs and the whole
tumor ordeal. Many caregivers described taking on more of the
decision making regarding finances as they become the main or
sole breadwinner. For caregivers who took on additional roles and
responsibilities, lack of support appeared to contribute to their
experience of relationship strain. For example, Wendy reported
few sources of support (3/9) and low satisfaction with the support
received (score: 2/6).

For other caregivers, the quality of the relationship prior to the
brain tumor and other pre-existing stressors impacted on their
current relationship. For example, Sam discussed the loss of the
family business and his wife’s earlier diagnosis of breast cancer as
issues contributing to relationship strain prior to the brain tumor
diagnosis. I was finding I was getting a lot of abuse and this was
months before the diagnosis.

Overall, while most caregivers perceived that their family mem-
ber’s brain tumor placed strain on their relationship, some per-
ceived no change or a strengthening of their bond. Mood and
personality changes, role demands and responsibilities, and the
quality of the relationship prior to diagnosis appeared to influence
relationship outcomes. Social support was not found to have a con-
sistent influence on relationship functioning. In particular, a lack
of support was perceived to bring one couple closer together, have
minimal impact on some relationships, and place strain on others.

DISCUSSION

This study aimed to understand how caregivers perceive their
own support needs and the impact of brain tumor on relation-
ship functioning. The two main themes highlighted the different
meaning of the concept of support and diverse ways in which
brain tumor affects relationships. Caregivers’ perceptions of sup-
port were influenced by their expectations of the timing and
type of support received. More generally, their sense of being
supported was dependent upon their subjective understanding of
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what constitutes support (e.g., practical vs. emotional, short-term
vs. long-term, frequent vs. infrequent).

Overall, caregivers tended to view their support needs as indis-
tinguishable from, or secondary to those of the person with brain
tumor. For some caregivers, no distinction was made between sup-
port for themselves and support for the person with brain tumor;
hence, they typically felt supported if their loved one was receiving
support. Other caregivers had not considered their own support
needs because they viewed these as secondary to their family mem-
bers’ treatment and support needs. Wasner et al. (31) also found
that caregivers often prioritized the support needs of the individ-
ual with brain tumor over their own. The intertwined vs. distinct
support needs subtheme represents a novel finding in the context
of brain tumor.

Caregivers in the present study nevertheless expressed a desire
to receive more information about brain tumor, treatment effects,
what to expect in caring for someone with a brain tumor and
options for support. Other research has found that access to infor-
mation can reduce caregivers’ anxiety and frustration (20, 23, 44).
For example, Cornwell et al. (23) reported that during the early
stages of the illness (i.e., 2 weeks post discharge) caregivers were
often not receptive to information offered to them because they felt
overloaded with information and unable to process it, due to their
worries about the person with brain tumor. In contrast, Schubart
etal. (9) found that information seeking by caregivers was highest
immediately following the diagnosis of brain tumor, and helped
families to cope with changes in their loved one and the challenges
of their role. These mixed findings concerning caregivers’ prefer-
ences for information soon after diagnosis may be related to the
type of information and the way in which it is delivered.

Emotional support was also recognized as an important com-
ponent of support. For some caregivers the provision of practical
support alone (e.g., financial assistance) did not contribute to a
sense of being supported if emotional support was perceived to
be lacking. Other studies have similarly highlighted the impor-
tance of emotional support from caregivers’ informal support
network, which can include support groups or meeting other peo-
ple in a similar situation (3, 11, 44). Caregivers also stressed the
importance of emotional support from health care professionals,
as conveyed by a kind and reassuring manner of interaction. In
research by Wideheim et al. (17), caregivers described encoun-
ters with health care professionals as positive when they patiently
listened to and answered their questions. Conversely, health pro-
fessionals who failed to provide reassurance or focused solely on
physical care as opposed to emotional support were perceived as
unsupportive (20).

Caregivers’ expectation of the timeframe over which support
would be provided varied. For example, some caregivers per-
ceived that formal and informal support was most important
during the early stages of the brain tumor, whilst other caregivers
expressed the desire for ongoing or long-term support. A simi-
lar issue found in previous research is that that while family and
friends may initially offer practical and emotional support, this
dwindles over time (3, 45). Such findings are concerning when
considering that the stressors experienced by caregivers are often
long-term and their support needs may potentially increase due to
tumor recurrence and functional decline (17). Overall, the findings

highlight the importance of seeking to understand individual care-
giver’s expectations and preferences for support at different times
throughout the illness.

The main issues found to impact on caregivers’ access to sup-
port in the present study were lack of awareness of available
supports, time and work commitments, and expectations around
support seeking. Although there is limited previous research on
support seeking behaviors in caregivers of people with brain
tumor, Arber et al. (5) found that caregivers who perceived a lack
of support often developed their own strategies for accessing infor-
mation to reduce the uncertainty and stress related to brain tumor.
However, Schmer et al. (27) found that caregivers were less likely to
seek or access support options (e.g., attend support groups) when
they had high care demands placed upon them. Given the findings
of previous research (19) that social support can buffer the effects
of caring for someone with severe disability, there is a need for
more accessible and flexible avenues of support for caregivers of
people with brain tumor.

The experience of brain tumor was found to impact on relation-
ships in different ways, including strengthened, maintained, and
strained relations between the caregiver and person with brain
tumor. The experience of major personality change, or the sense
that the person is no longer who they were prior to the illness,
and cognitive difficulties appeared to contribute to relationship
strain. Other research suggests that the excessive strain placed
on caregivers can contribute to a relationship breakdown (4, 9,
17). It is noteworthy that all caregivers in the present study were
currently supporting the person with brain tumor, and therefore
issues precipitating relationship breakdown could not be explored.

The complex cognitive and behavioral changes that distinguish
brain tumor from other cancers have been documented in pre-
vious studies (1, 3, 28). In particular, behavioral problems have
been found to contribute to caregivers distancing themselves from
their loved one (28), and are associated with lower levels of care-
giver mastery and greater depressive symptoms (46). The link
between behavioral problems and relationship strain highlights
the need for behavioral support interventions for this popula-
tion. Encouragingly, Whiting and colleagues (47) have developed
a multi-tiered intervention approach for managing cognitive and
behavioral deficits after brain tumor. A single case study was used
to evaluate a behavioral therapy and skills training intervention
for reducing problem behaviors (e.g., excessive talking, lack of
turn taking) displayed by the person with brain tumor. A second
intervention focused on educating and training family members
(n=7) in a half-day workshop on managing challenging behavior.
The third intervention for health professionals (n = 43) involved a
one day workshop on psychoeducation and skills training for man-
aging clients’ challenging behaviors. Each intervention was found
to be effective in terms of decreasing target behaviors, increas-
ing knowledge and use of strategies. These findings highlight the
potential value of multi-level behavioral support interventions,
although controlled trials are needed to determine their efficacy.

Despite the more common experience of relationship strain,
other caregivers in the present study reported an ongoing closeness
or strengthening of their bond with their family member. These
caregivers did not report changes to the person’s personality or a
major shift in their responsibilities. Rather, becoming caregivers
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for their spouse was perceived to have brought them closer as they
shared more as a couple. Salander and Spetz (26) similarly found
that couples with more open communication about the tumor
developed a joint platform for coping. Conversely, when the indi-
vidual with brain tumor would not share their experiences with
their spouse and there was no shared understanding of the situa-
tion they were more likely drift apart. These observations suggest
that couples therapy interventions may be beneficial for this pop-
ulation in addition to caregiver education and skills training (48).
For example, Leboeuf (49) described a family centered approach
used by a clinical nurse specialist to enhance communication and
coping strategies of a couple in the context of malignant brain
tumor.

The quality of the relationship prior to the brain tumor
also appeared to influence relationship functioning in this study.
Although this is a novel finding for brain tumor, previous cancer
research found that caregivers who perceived a close relationship
prior to diagnosis felt less burdened by caregiving and reported
fewer depressive symptoms (50). Similarly, greater relationship
satisfaction prior to the onset of dementia has been found to be
associated with less burden and reactivity to cognitive and behav-
ioral problems (51). Overall, the present findings suggest that a
more cohesive relationship prior to the illness onset contributes to
better dyadic adjustment. Couples with a pre-existing close bond
may be able to draw upon their mutual knowledge of coping skills
(e.g., communication and problem-solving) and commitment to
support each other.

CLINICAL IMPLICATIONS

The finding that caregivers’ sense of being supported is subjectively
construed highlights the importance of professionals seeking to
understand their expectations of the timing and nature of support.
Although a support needs assessment can be conducted by any
health professional involved in the person’s care, some researchers
have suggested that a designated staff member be allocated to pro-
vide tailored information and support throughout the illness (11).
The integral support role of brain tumor care coordinators is being
increasingly recognized (52); however, lack of funding is a key bar-
rier to increasing the number of coordinator positions within the
community. Pilot research suggests that a brain tumor specific
question prompt list may help to reduce the unmet information
needs of individuals with brain tumor (53), and this resource could
potentially be extended to caregivers’ support needs.

As preferences concerning the timing and type of informa-
tion received vary it would be beneficial to develop modular
information kits that can be personalized to caregivers’ needs
at different time points (e.g., shortly after diagnosis, before and
after treatment, or following discharge). These modules could
provide information about different types of brain tumor, treat-
ment, side effects, care following discharge, long-term caregiver
responsibilities, and support options. In the present study, online
international forums and websites were perceived as valuable
sources of support in addition to support services within peo-
ple’s local area. Caregivers identified that living in remote areas
or having work commitments posed barriers to accessing support
services in person (e.g., attending support groups). Tele-health
services offer considerable scope to overcome these barriers. In

addition to video-conferencing with health professionals, web-
cameras or teleconferencing may encourage caregivers to attend
support groups remotely (54). Further, information seminars can
be made available using audio-recordings and podcasts.

LIMITATIONS

Although this study provides important insights into caregivers’
experiences of support and relationship, some limitations need
to be considered. First, convenience sampling was used to recruit
caregivers within a broader study focusing on the adjustment of
individuals with brain tumor. While a purposive sampling strat-
egy was used to select caregivers with diverse characteristics likely
to influence perceptions of support, none of the caregivers had
experienced a relationship breakdown with the person with brain
tumor whereby they were no longer in a support role. Further, a
larger sample size would have enabled exploration into the influ-
ence of caregiver gender on experience of support and the impact
on relationships.

A prospective longitudinal study that monitors dyadic adjust-
ment over time would enhance understanding of issues contribut-
ing to relationship strain and protective factors. A second related
issue is that the interviews required caregivers to reflect back on
their experiences of diagnosis and treatment which, for some,
was over 20 years ago. It is possible that this approach affected
caregivers’ recall of experiences relevant to their support and rela-
tionship functioning. As a third limitation, member checks were
not used to enable caregivers to check their transcript after the
interview or to more broadly verify that the key findings reflect
their experiences (36). Finally, the present study was only con-
cerned with caregivers’ perceptions of support and relationship
outcomes. In future research it would be valuable to incorpo-
rate the perspectives of individuals with brain tumor on their
caregivers’ support needs.

CONCLUSION

This study identified variations in caregivers’ experiences of sup-
port and the effects of brain tumor on relationship functioning.
The major finding concerning meanings of support underscores
the value of seeking to understand what constitutes support for
caregivers. Although caregivers varied in their expectations of the
timing and type of support, most perceived the need for greater
access to information and valued emotional support from pro-
fessionals and their informal support network. Caregivers who
perceived major changes in their family member, and had greater
role adjustments typically experienced relationship strain. Over-
all, the findings highlight the importance of flexible and accessible
support options and need for future research to evaluate caregiver
support interventions.
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