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Decision making in palliative radiation therapy:
reframing hope in caregivers and patients
with brain metastases

Abstract Goals of work: To explore
the major factors important in deci-
sion making for whole-brain radio-
therapy (WBRT) for patients with
brain metastases and their caregivers.
Patients and methods: Two parallel
qualitative studies, one for patients
and one for caregivers of patients with
newly diagnosed brain metastases,
were conducted. Semistructured in-
terviews were conducted and audio-
taped with each participant. Content
analysis and theme extraction of the
transcripts were undertaken to identi-
fy recurring themes and relational
patterns. Results: Twenty patients
and 19 caregivers (including eight
patient and caregiver pairs) were
recruited into the study. Four major
factors were identified to influence

decision making of whole-brain radi-
ation: hope, knowledge, expectations
of radiation therapy, and current
symptoms. Analysis reveals that
patients generally focus on current
informational needs, while caregivers
want more information about the
future (e.g., life expectancy and
anticipated symptoms). Caregivers
expressed frustration when unable to
explore future needs because patients
were unprepared to discuss prognostic
issues. Participants expressed sub-
stantial relief when offered WBRT
after the diagnosis, but WBRT is often
considered the only available plan
rather than an informed choice.
Conclusions: Given the importance
of caregivers in the care of patients
with brain metastases, fulfilling their
unique informational needs appears to
require more attention. The blurred
boundary between hopes and expec-
tations for WBRT creates unique
challenges in joint treatment decision
making for patients with brain
metastases and their caregivers.

Keywords Decision making .
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Introduction

About 25% of cancer patients are diagnosed with brain
metastases [43]. Brain metastases can be the initial pre-

sentation of an incurable illness, or it can present during the
trajectory of a malignancy previously thought to be
curable. The diagnosis of brain metastases is often a
sudden one, following an event such as hemiplegia, seizure
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activity, severe headaches, nausea, and vomiting. Depend-
ing on the primary site, life expectancy is almost uniformly
limited to less than 6 months [11, 12].

For selected patient groups with solitary metastases,
aggressive interventions are available. These include
surgery [30, 33–35], stereotactic radiotherapy [22, 41],
and whole-brain radiotherapy (WBRT), where there are
good data to support survival benefit and improved local
control. For the vast majority of patients, however, where
there are multiple metastases and active systemic disease,
the outlook is poor. The Radiation Therapy Oncology
Group (RTOG) prognostic grouping describes patients
with life expectancy ranging from 2 to 6 months,
depending on prognostic factors. WBRT represents the
major treatment modality available to these patients and
typically consists of 20–30 Gy in five to ten fractions of
daily radiation therapy given over 1–2 weeks [2, 3, 8, 16,
17, 24, 32, 38]. For these patients, dealing with the
psychological and physical impact of brain metastases
presents unique challenges to patients and their families in
terms of coping and treatment decision making.

There have been no previous studies addressing the
informational needs and decision making of patients with
brain metastases. Leavitt et al. found that patients with
brain tumors required more information with regard to the
side effects of radiation and symptom management, and
support groups were valuable sources of information for
patients [26]. Lantz and Fox identified the importance of
information being delivered to those patients in ways that
are easy to comprehend [25].

Caregivers are important partners in the care of patients
with brain metastases, having to take more significant roles
than in many other advanced cancer situations. For
example, decision-making capacities (e.g., appreciation,
reasoning, and the ability to express a consistent choice)
may be impaired in seriously ill patients [4, 7, 29, 36],
especially in those with cognitive impairment, as is
commonly seen in patients with brain metastasis. In taking
on such roles, caregivers project their own values onto the
decision-making process, which may differ from patient
values. The following are factors that need to be considered
when optimizing the care of patients with brain metastases:

how caregivers handle decision making, whether they
themselves are aware of potential discrepancies, and how
decisions may impact on the patient–caregiver relationship
and their relationship with the health care team.

The purpose of this paper is to describe major factors
important in decision making for WBRT for patients and
caregivers at the time of radiation consultation. The result
of this study provides useful information for health care
professionals in helping patients and caregivers adopt more
realistic hope and make informed treatment decisions.

Patients and methods

Qualitative descriptive methods have been used to guide
study development [27, 39]. Two parallel qualitative
studies, one for patients and one for caregivers of patients,
were conducted. The University Health Network Research
Ethics Board reviewed and approved this study. Purposeful
sampling was used to select the participants. Individuals
were selected for their ability to articulate their experience
with brain metastases.

Inclusion criteria were patients or caregivers of patients
whowere diagnosedwith brainmetastases from solid tumors
within the past 2 months and were assessed for consideration
of brain radiotherapy during that time. Exclusion criteria
were language barriers precluding an interview, and patients
or caregivers of patients with a life expectancy of more than
1 year or with primary brain tumors as those patients may be
eligible for more aggressive therapies.

Data were collected by a single, open-ended, semistruc-
tured interview to fully explore the perspectives of patients
and caregivers about their experiences with brain metas-
tases. The interview was scheduled within 2 weeks of each
patient’s initial consultation for consideration of radiother-
apy and was conducted during their treatment course. All
patients interviewed subsequently received WBRT treat-
ments. This consisted of 400 cGy given daily for 5 days for
a total of 2,000 cGy. Prompts used in the interviews are
listed in Table 1. Patients’ medical charts were also
reviewed to further verify information about medical
status. The length of the interview was 30–90 min, and it

Table 1 Interview guideline

Introduction to the interview

Thank you for agreeing to participate in this interview. Feel free to let me know if you need a break or would like to stop the interview at
any time. We are interested in talking to you about how a decision about treatment for brain metastases was made. Your insights will help
us to understand concerns and strategies patients and caregivers have when making choices.
Prompts
1. What does the diagnosis of brain metastases mean?
2. What types of symptoms did patients have prior to steroids, prior to commencement of radiotherapy, and in the present?
3. What are the expectations of radiation therapy?
4. How was the treatment decision made?
5. What information is important for treatment decision making?
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was tape-recorded and transcribed. Content analytic
techniques were used for data analysis. An iterative process
by which new patterns and themes emerge with contribu-
tions from new participants was used [27]. A sample size of
20 patients and caregivers, or when the data reach the point
of thematic saturation, was planned. Our sample size is not
intended to provide sufficient power to provide estimates in
regard to the generalizability of the identified themes in the
general population. Investigators read and independently
coded based on the first six interviews. The initial coding
was applied to subsequent interviews with ongoing re-
visions to incorporate new patterns. The codes were divided
into categories and further condensed and organized into
themes. Regular team debriefing and independent coding
and analysis assessed credibility of the study. Interrater
reliability of the study was maintained through discussing
and reexamining coding discrepancies to ensure consis-
tency. Analysis was continued until no new information
was identified.

Results

Between November 2003 and July 2004, a total of 39
patients and caregivers (20 patients and 19 caregivers),
including eight patient and caregiver pairs, were recruited
into the study (Tables 2 and 3). Patients were generally
older than the caregivers in this sample. The median age of
patients and caregivers were 62 and 42 years, respectively.
There was a higher portion of male patients (75% male)
and a predominance of female caregivers (89% female).
The primary tumors of the patients were 13 (65%) lung, 3
(15%) renal, 2 (10%) melanoma, 1 (5%) colon, and 1 (5%)
mesothelioma. Fifty-five percent of patients had an ECOG
(Eastern Cooperative Oncology Group) performance status
of 1, and 35% had an ECOG performance status of 2. In the
19 caregivers, there were 8 (42%) daughters, 7 (37%)
wives, 2 (11%) sisters, and 2 (11%) husbands.

Four major factors were identified to influence decision
making of whole-brain radiation: hope, knowledge,
expectations of radiation therapy, and current symptoms
(Fig. 1). Descriptions of the four themes with quotes to
illustrate the factors are included below.

Hope

Hope is a major factor that influences the expectations of
radiation therapy among patients and caregivers. Hope is
generally defined as “a desire accompanied by expectation
of or belief in fulfillment/success” (Merriam-Webster On-
Line; http://www.m-w.com/dictionary.htm). In the health
care setting, hope is defined as “a multidimensional dynamic
life force characterized by a confident yet uncertain
expectation of achieving a future good which, to the hoping
person, is realistically possible and personally signifi-

cant”[10]. The nature of hope varies depending on the
participants. Their responses about hope fell into four
categories: (1) cure, (2) increased life expectancy, (3)
improved symptom management, and (4) acceptance. The
categories were organized based on decreasing level of
expectations for treatment. In the fourth category, partici-
pants acknowledged that treatment may not provide benefits.

Table 2 Patient demographics

Characteristic N=20

Gender (%)
Male 15 (75)
Female 5 (25)
Age (years)
Median 62
Range 50–72
Eastern Cooperative Oncology Group performance
status (%)
0 1 (5)
1 11 (55)
2 7 (35)
3 1 (5)
4 0
Primary tumor (%)
Lung 13 (65)
Renal 3 (15)
Melanoma 2 (10)
Colon 1 (5)
Mesothelioma 1 (5)
Main presenting symptom (%)
Nausea and/or vomiting 5 (25)
Headache 4 (20)
Weakness 4 (20)
Vision change 2 (10)
Fatigue 2 (10)
Confusion 1 (5)
Dysarthria 1 (5)
No symptoms 1 (5)

Table 3 Caregiver demographics

Characteristic N=19

Gender (%)
Male 2 (11)
Female 17 (89)
Age (years)
Median 42
Range 22–58
Relationship
Daughter 8 (42)
Wife 7 (37)
Sister 2 (11)
Husband 2 (11)
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Hope for cure

Cure was defined by participants as the eradication of all
tumors. As one patient in this category said,

1. Patient: I will continue to improve, I believe.
Confidently.

2. Interviewer: Do you think the tumors will go away
completely, resolve part way?

3. Patient: I think completely for me.

Caregivers expressed that they wanted to maintain the
patient’s hope for cure because they feared their loved
ones would become desperate or not be able to cope with
the news of death. A sister explained,

Well, I haven’t... We haven’t told her that she’s going
to die. We’ve told her everything but. We’ve told her
she’s got cancer and where it is, and that she’s very ill.
But I’ve told the doctors that this is a person who’s
always lived in fear and depression, and I didn’t want
to end her life that way. (Caregiver)

Generally however, patients were aware of the immi-
nence of death.

One daughter stated, “And usually cancer to her means
you’re going to die automatically... I mean she keeps telling
me she’s not afraid to die, and that she’s not in any pain. So
she knows”. (Caregiver) In our study sample, 16 of 20
patients said that end-of-life issues were on their minds and
generally welcomed invitations from family members to
discuss them.

Hope for increased life expectancy

The second category of what participants hope for is
increased life expectancy. Both patients and caregivers
expressed the importance of the fact that there were

treatments available to deal with the situation and provided
an opportunity to extend life. They experienced substantial
relief when WBRT was offered. One patient described,

I’m just glad that they didn’t say to me: I’m sorry ... ,
there’s nothing more we can do. I mean at least with
radiation therapy I’ve got some hope that I’ve got more
time. I mean I honestly thought on Sunday they were
going to say: There’s nothing we can do. You’ve got
weeks. I really did. So this is a little bit of hope. (Patient)

Another caregiver stated,

We are given a life expectancy of six months to a year,
but that could change. I’m sure it can be two years, three
years, maybe even ten years. But I just would like to
know if the cancerous cell didn’t go anywhere else. And
this way maybe check on that before it arises. This way
if we catch it maybe we can treat that too. (Caregiver)

Patients and caregivers demonstrated the great therapeutic
benefit they felt by just receiving treatment. They expressed
the belief that they would improve and were continuing their
cancer fight. As one patient stated, “But I mean I’ll fight. I’ll
fight. And, you know, somebody wants to fight with me, I’ll
go right along with it”. In oncology care, especially with a
curative intent, the analogy of a battle with cancer is used to
motivate patients to continue treatments and cope with the
side effects. Cancer is considered the enemy that can be
beaten with the patients’ effort and medical treatments.
However, there were concerns expressed about whether the
analogy of battle with cancer remains appropriate for brain
metastases patients. This analogy can lead to great suffering
if patients or caregivers felt they were losing their fight with
cancer. One patient said, “I mean I know like having cancer
is a bit like being an alcoholic—you got to kind of be looking
over your shoulder, but I really thought I’d won. And I
wasn’t winning”.

 
 

 

Hope
(To cure, increase
life expectancy,

improve symptom
management and

acceptance)

Knowledge
Expectation of

Radiation
Therapy

Current
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Decision Making

Fig. 1 Factors influencing
decision making of whole-brain
radiation therapy
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Patients and caregivers with responses in the first two
categories of hope typically requested more investigations
to follow disease progression and to rule out or treat other
metastasis elsewhere in the body. One spouse stated, “I think
knowing that it went to the brain ... maybe she should be
told to get a CT scan on the body. Just to see”. (Caregiver)

Hope for improved symptoms

The third category that participants hope for is improved
symptom management. Areas of control important to
patients included pain, cognitive ability, and body function.
These factors influence the patients’ independence and
quality of life. Participants expressed the importance of
preserving one’s capacity to cope with the situation.
Patients and caregivers experienced a loss of direction,
hopelessness, and great suffering when they no longer felt
in control. Below are quotes to illustrate this category.

Pain: A patient indicated, “Yes. I don’t mind dying
either. I don’t mind dying in peace ... But to go with pain
and suffering...it’s too much”.

Cognitive ability: A caregiver shared the importance of
the patient “feeling more himself, not feeling as confused. I
think if he feels more himself, he’ll be much happier”.

Independence: A patient described, “So if I can stand
downstairs and do a little more woodworking... It makes
me feel functional. It makes me feel like I have some
purpose. Right now I just hang around and feel innate”.

Acceptance

The fourth category of hope is acceptance, which occurs
when participants acknowledge that treatment may not give
benefits. Below are quotes to illustrate this category. A
patient explained, “You have to sort of accept what you
have and whatever it’s going to dish out. That’s where I
am”. Another patient said, “With the brain now I hope it’ll
be stopped for maybe a few years. I’m thinking that. But if
not, well, my number’s come up. That’s the way I look at it.
I’m prepared one way or the other”.

Patients explained that because the future is so
unpredictable and unknown, they prefer taking things
1 day at a time. As one patient explained,

It’s the sort of thing that you have to take one step at a
time, to see how it goes, without making major
decisions, because we don’t know what this cancer is
doing to me, and how far it’s progressed, or how it’s
going to affect me as we go through treatment, etc.
And when you’re dealing with something like this
here, you can’t make too long-range plans. You can
think about them, but you have to see how things turn
out before you do anything. (Patient)

Patients in this category generally felt very fortunate and
believed they had lived a good life. With the acceptance of
death, patients were open to prepare for the end of life.
Caregivers expressed that it was easier to accept the
patient’s illness if they felt that the patient had a good life,
was dying of old age, or if the patient would have relief
from their sufferings. This lady explained,

When you reach a certain age... not that you’re
supposed to die when you reach a certain age, but it’s
more understood. When you reach like eighty-two
years old, you start wondering are they going to last to
the next year or two. You know, ‘cause that’s the way
life is. (Caregiver)

When comparing patients and caregivers, it is noted that
pairs may not necessarily be operating in the same
categories of hope. Below is a quote from a patient
describing the disappointment she had because her children
had not accepted the severity of her illness.

Over the last few years I’ve felt like they [children]
were more or less in denial of the whole thing. Of
course no one wants to lose their mom, and it’s easier
just to pretend that it’s not something serious. But I
think that now this has happened... I directly told them
that this is very serious ... and if there isn’t a lot of
time, we should make the best use of the time. Like
don’t deny it anymore ... I would love more support
from my daughter, but I don’t really get it. My son is
very good, but I just find that he doesn’t want to accept
the reality. (Patient)

Knowledge

Another factor that influences the expectation of radiation
therapy among patients and caregivers is knowledge.
Patients and caregivers had different information needs.
Patients generally wanted to focus more information on the
present, while the caregivers wanted more information
about the future.

Both patients and caregivers generally felt the need to be
proactive about asking questions. One daughter described,

I just wish that the doctors were more direct in
answering, or at least providing information, because
as a patient you don’t always have the right questions
to ask ... When I received the news that my mom had
cancer, it was hard, and I wasn’t able to think ... At that
time I didn’t have questions. And I think the doctors
should have taken the proactive step to say: Okay,
well, this is what’s going to happen. Like explain it
more in detail. Or be more direct in what to expect for
the future. But you just can’t think. It’s very serious.
It’s very serious. And that’s it ... I didn’t have any
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more information, so I was left to conclude it with my
own thoughts. Like I had to read in between the lines
of what they were saying. So I don’t think that was
fair. (Caregiver)

However, there are some patients (2/20) and caregivers
(1/19) who do not want such information. As this patient
said, “I didn’t even read what was wrong with me because I
didn’t want to know, I know whatever they’re curing but I
didn’t want to know much”. In this circumstance it is
important to explore the patients’/caregivers’ anxieties and
support them in making the most informed choice they are
capable of making at the time.

Consistent with decision making in other cancer patients
[9, 14], while some patients want more information, others
have less need for knowledge to facilitate their decision
making, preferring instead to defer to the knowledge of
their doctors.

Well, I totally trust my medical doctors. I don’t see any
other way ... There’s two things I believe in—my
medical treatment and my belief in God ... I just
believe that. I think that nowadays the doctors are right
on the upper levels of knowing what they know, and I
should trust them. (Patient)

Caregivers expressed the importance of anticipatory
guidance, which is defined in this paper as instructions or
descriptions provided to help patients and caregivers
prepare for progression of the disease. One daughter said,
“You know, I can’t stay indefinitely off work. I can’t
project what will happen or what I’m going to do”. This
husband described,

This way if you give them a life expectancy, I guess
you can do a lot of things too. Like maybe if there’s
something that she wanted to do that she feels
comfortable talking with me about that. I can maybe
do that for her and make that dream happen.

Caregivers expressed frustration when unable to explore
future needs because patients were unprepared to deal with
prognostic issues. Below are two caregivers sharing their
thoughts:

I need to know life expectancy. I need to know what’s
going to happen as this progress. What can I do? What
should I do? And what should I be expecting to do?
Like right now my main concern was that if he gets
better, can he travel?
I know my mom just doesn’t want to know too much
right now. She is in a minute-by-minute, hour-by-hour
battle just to keep her spirits up and quell her own
anxiety. So I don’t want to ask too many questions
when my mom is there because... for fear that I might

be forcing information upon her that she’s not ready
right now to receive.

Expectations of radiotherapy

The two factors, hope and knowledge, direct expectations
of radiation therapy, which in turn influences the decision-
making process.

Hope

A wife explained,

He’s a strong man. He’s healthy. He wants to live. And
that’s why, I think, this is so devastating, ‘cause he
wants it so badly. He doesn’t want to die. And I keep
hoping beyond hope ... that radiotherapy is going give
us more time. (Caregiver)

Knowledge

A daughter said,

Without radiation he’s getting three to six months.
With radiation he’s given three to six months. So the
only thing the doctor said it will change is the way of
life. Like more or less the symptoms are gone. So he’s
got better quality of life within those three to six
months. (Caregiver)

Some patients paradoxically exhibited both a knowledge
of their prognosis and hope that is inconsistent with that
knowledge. Patients were able to acknowledge the terminal
nature of their illness and still remain hopeful for a cure or
remission. One lady said, “I’ll be around for another ten years.
This brain tumor is going to be cured. It’s going to be shrunk
to nothin”. However, when asked regarding the prognosis of
her disease she said, “Well it’s not curable disease”. At times,
there appeared to be a tension between a patient’s hope for
cure and a suppressed realization of their true prognosis.

The process of decision making

Generally, patients and caregivers did not see the
acceptance of WBRT as a choice but rather the only option
available to them because supportive care was not viewed
as a real alternative. A patient said, “And when you’re told
that’s pretty much the only chance you have, side effects be
damned. You’re going to do it, right”? A wife explained,
“We choose WBRT because that was our only option... It
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wasn’t a difficult choice at all. It was that or nothing, and
I’m glad we had something”. (Caregiver)

Some caregivers strongly believe in the need to protect
patients from distressing information, and that the
caregivers should make the treatment decisions. This
daughter said,

... in terms of her thinking that she only have five
cycles of radiation left ... so she should be getting
better at some point. That’s just (to) make her
hopeful... And going through the process of radiation.
If she knew she was going to die, she wouldn’t go
through radiation. (Caregiver)

However, caregivers may feel burdened with the
responsibility of the decision if they make treatment
decisions in isolation. Awife described, “I’m afraid that... I
don’t want to feel guilty afterwards that I’ve talked him into
doing something and then it’s made him feel worse or
whatever”. (Caregiver)

Current symptoms

Current symptoms is an important factor that contrib-
utes to decision making. If the symptoms were
considered intolerable, patients were more likely to
choose radiotherapy.

1. Interviewer: Were you concerned about any side
effects?

2. Caregiver: Can’t get a lot worse than it already is.
3. Interviewer: What do you mean by that?
4. Caregiver: He’s very sick. He’s very, very sick. I mean,

try anything. That’s his attitude. He feels very strongly
about it.

Discussion

Treatment decision making for brain metastasis patients
and their caregivers poses unique challenges given its
profound potential impact on life expectancy and cognitive
ability. Our study identified hope, knowledge, expectations
of radiotherapy, and current symptoms as important factors
in the process of decision making.

When exploring what patients and caregivers hope for as
treatment outcome, there was a great variability ranging
from cure, better symptom control, to acceptance. Kirk et
al. identified the importance of hopeful messages provided
by health professionals. Both our study and Kirk et al.
identified that patients and caregivers expressed “compart-
mentalised awareness”, concurrently recognizing the ter-
minal nature of the illness, while retaining a need for a
sense of hope [20]. Patients appear to oscillate between a
state of continuing to live and plan and a state of preparing
for death [5]. Recognizing this duality and helping patients

reframe hope is highly beneficial. Realistic hope has been
identified by studies to provide considerable support for
patients [18, 23, 31, 37, 42]. Unrealistic hopes can be
destructive because they impede patients’ ability to make
appropriate treatment decisions, lead to ineffective use of
patients’ remaining time, and promote strategies to delay
dealing with difficult issues [28].

Gaps between patient’s expectations and their actual
circumstances are a major determinant of quality of life [6].
Calman’s model suggests that realistic goals can improve
quality of life by reducing disappointments from unrealistic
expectations. Our participants have emphasized the
importance of providing honest information but leaving
the door open to hope for miracles. One approach that
health care professionals can use is to encourage patients to
“hope for the best and prepare for the worst”. This
approach may help patients and caregivers create a
treatment plan that is receptive to various potential
outcomes for the patient [5]. If this approach is taken, it
is important to explore the patient’s hopes and begin the
work of reframing hope when appropriate.

We found that many patients and caregivers have limited
knowledge about their prognosis even after the radiother-
apy consultation. Many also expressed the need to be
proactive about asking questions to obtain information.
Even with direct request from patients for survival
estimates, physicians have reported that they will provide
frank estimate of life expectancy only 37% of the time [40].
Participants expressed distress, frustration, and uncertainty
when they perceived having insufficient information.
Health care providers can enhance communication by
proactively asking patients about what they know about
their illness and what they want to know. The use of a
simple form between patients and physicians that includes
specific information such as diagnosis, prognosis, stage of
the illness, treatment goals, and options and contact
information can be an effective communication tool [13]
and a starting point in the radiation consultation. The form
can create a framework for a comprehensive discussion
between health care workers and patients/caregivers and
provide a written record for patients about their diseases
[13, 15].

There is an average age gap of approximately 20 years
between the patients and caregivers. However, we did not
observe any major discrepancies in the values and
perspectives that may have arisen from this. In this study,
the only area where there is a gap between the needs of the
patients and the caregivers lies in the need for anticipatory
guidance. Caregivers described a greater need to know what
the future holds, while patients may prefer to avoid this
information. The reason for this is unlikely to be due to the
age difference, but rather, likely relates to the fact that
caregivers have an absolute need to be able to handle the
future given their capacity as the caregiver, while patients
could, with their caregiver by their side, take a more passive
role. Both Kirk et al. [20] and our study found that patients
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require more information about managing current symp-
toms, while caregivers need more information about prog-
nosis and anticipatory guidance for future care needs.
Information exchange on those latter topics may be limited if
patients are not prepared or are perceived as not prepared to
handle longer-term information. Providing opportunities for
caregivers to obtain additional informationmay be important
in the treatment decision-making process. It is recommended
that time be set aside, if the patient agrees, in which a health
care worker and the caregiver can discuss concerns alone.
Provision of additional resources through electronic media,
including online resources that include clips of interviews
with patients and short stories can be useful complementary
strategies to facilitate anticipatory guidance [19].

Radiation consultation occurs within days to weeks after
the diagnosis of brain metastases. This is a very short time
for patients and their caregivers to absorb distressing
information. While intense information exchange may
occur at the treatment-decision stage, the opportunity to
fulfill informational needs may be greatest at the conclu-
sion of the treatment, when the pressure for treatment
decision making has been alleviated. Participants have also
indicated that learning about the experiences of others
would be a comfort and a reassurance to them. More
longitudinal information provision through an ongoing and
continual education process with the family physician and/
or palliative care doctors may be useful in providing
knowledge to patients and caregivers when they are less
overwhelmed.

Our participants did not see the acceptance of WBRT as a
choice but rather as the only option. Practically, alternative
options include delaying radiation therapy with steroid
therapy alone to manage symptoms and, for selected
patients, systemic chemotherapy such as temozolomide
may be offered. But more significantly, the importance of
realigning their expectations to what is realistic as well as
adequate pain and symptom management cannot be over-
emphasized. Patients appear to have difficulty considering
symptom management as a feasible option compared to
radiotherapy, implying the need for more education for both
health care professionals and patients in this domain.
Similarly, Koedoot and de Haes [21] found that patients
accepted chemotherapy because they perceived it as the only
remaining option. Medical oncologists generally provide

only one explanatory sentence to supportive care, and the
nature and consequence of that option were not explained
[21]. Accepting aggressive treatment was thought to provide
both patients and physicians with a sense of control over the
disease [21]. It may be beneficial for health care workers to
devote more time to receptive patients and caregivers to
discuss the nature of supportive care, including providing
adequate pain and symptommanagement, living as normally
as possible, and strengthening the relations with loved ones
[1, 21].

One limitation of this study is that only patients with
better performance status were able to participate. All
participants had elected to receive radiotherapy. It is
probable that sicker patients, those who are not radiother-
apy candidates, or those that declined radiotherapy may
have different perspectives.

Conclusions

The process of decision making in patients and caregivers
with brain metastases brings unique complexity. Both hope
and factual information contribute to forming the expecta-
tion of radiotherapy treatments. It is thought that the
paradox of hoping for a miracle and realizing the terminal
nature of their illness is a way patients and caregivers
initially cope at a time of crisis. As health care workers,
respecting the need for hope while simultaneously helping
patients prepare for the dying process can help them
gradually adjust to the diagnosis of brain metastases rather
than triggering a violent confrontation with reality.
Proactively providing disease information and the goals
of radiation therapy to receptive patients and spending
more time explaining alternative options can help patients
recognize their lost autonomy. Issues uncovered in this
study will facilitate a better understanding of the factors
influencing treatment decision making in patients with
brain metastases. This would pave the way to improving
joint treatment decision making for patients and their
families with this devastating complication of cancer.
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