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Family caregiver knowledge of treatment
intent in a longitudinal study of patients

with advanced cancer

Abstract Goals of work: Caregivers
have become part of a triad of care
and frequently attend patient consul-
tations in the ambulatory cancer set-
ting. Effective caregiving and deci-
sion making require that they under-
stand the course of the disease and
the changing treatment goals. This
study sought to evaluate caregiver
perception of treatment intent.
Patients and methods: A cohort of
317 subjects (181 patients and 136
caregivers) from The Canberra Hos-
pital’s Cancer Services were fol-
lowed for 6 months. Caregiver un-
derstanding of patient treatment in-
tent was measured over time togeth-
er with sources of information.

Main results: Most caregivers under-
stood that the illness was life-threat-
ening (92% at week 12) and that
treatment goals were to control ill-
ness and improve quality of life. On-
ly half understood that treatment was

noncurative (48% at week 12); 27%
were unsure and 25% believed that
treatment would cure. A high propor-
tion of caregivers identified the spe-
cialist as the source of information
(77%) and almost half also included
the general practitioner (47%). These
figures remained fairly constant over
time. There were significant gender
and age differences in understanding.
At baseline, more women than men
had an accurate perception of treat-
ment intent and these numbers in-
creased over time. Men’s perception
did not change. Conclusions: Care-
givers’ ability to fully engage in the
task of caring for those with a termi-
nal illness may be hampered by their
lack of understanding of the treat-
ment patients receive.
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Introduction

Family caregiving is an indispensable part of the care
and management of patients with cancer. The responsi-
bility and burden upon family members have increased
as more cancer including advanced cancer is treated in
an ambulatory setting. Research on the role of family
caregivers is still sparse, focusing mainly on the impact
of caring on caregivers’ psychological and physical
health.

An early review of the literature concerning commu-
nication about cancer concluded that caregivers feel the
need to conceal their feelings, have difficulty acquiring

information and identify their chief emotional problem
as coping with helplessness [1]. In these descriptive
studies families said that they have difficulties contact-
ing physicians [2, 3]. Reviewing the information needs
of families of cancer patients, Houts et al. confirmed that
their key problem is a lack of medical information in re-
gard to the course of the disease [4]. All studies have
found that family caregivers have marked difficulties in
both obtaining information and understanding what is
happening [5, 6, 7, 8, 9, 10].

Recent research is shedding new light on the process
of cancer family caregiving [11, 12]. Caregivers need
knowledge to define, act on and organize around the pa-
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tient’s illness [13]. Olesen outlined food preparation,
emotional management and monitoring health practices
as productive work in caring for people who are ill. With
appropriate information, patient/family decision making
can ensure that the family tasks of assistance with self-
care and the conduct of medical care are blended with
those of the health team. Equally important, family mat-
ters such as emotional care, financial management and
the provision of social support can be structured to re-
spond to individual patient and family need [14].

Research on perceptions of a good death undertaken
in the 1990s has drawn attention to differences in the uti-
lization of health systems internationally. In the UK a
retrospective study found that most people are now
aware when they are dying, in contrast to an earlier study
in which most people were unaware of their impending
death. This increased awareness is associated with fami-
ly caregivers knowing for some time that the patient is
dying [15]. British hospice best practice recommends
that attention be paid to the individual nature of each
family’s information needs relating to illness and prog-
nosis [16]. It has been found that caregiver knowledge of
impending death helps ensure access to hospice care and
enables a greater opportunity for the patient to die at
home. Family ties are strengthened with the opportunity
for close relatives to be present at the time of death [17].

The introduction of managed care in the US and in-
creased ambulatory cancer care have now highlighted
the need for decision making to be a negotiated process
between physicians, patients and their families in which
information and decision making are increasingly shared
[18, 19]. The necessity to expand the research focus to
understand different cultural perceptions surrounding
death and dying is also acknowledged as a priority [20].
In Australia, health-promotion strategies have been in-
corporated into palliative care with an emphasis on com-
munity education and information [21].

The theoretical model of Weitzner et al. develops the
stress process model as a way for clinicians to view the
emerging large-scale social challenge of caregiving [22].
Because caring for a dying relative is stressful, family care-
givers—Ilike other people experiencing stress—require re-
alistic appraisal of their situation in order to be able to
cope. Individual appraisal relies upon effective information
sharing between patient, family, and health-care team.

The work reported here, part of a larger longitudinal
study, sought to measure caregivers’ knowledge of pa-
tient illness and their sources of knowledge measured
over time. The aims were:

— To measure caregiver knowledge of treatment intent

— To identify caregiver sources of information about the
illness

— To investigate associations over time between care-
giver knowledge of treatment intent and selected vari-
ables, including sources of information

Patients and methods

Study population

The Canberra Cancer Quality of Life Project (CCQLP) was de-
signed to observe the experience of patients with advanced cancer
and their caregivers. The study randomly selected 237 patients over
18 years of age. All patients had a diagnosis of incurable malignant
disease with symptoms attributable to their disease or anticipated
as likely to occur within a 6-month observation period. Of the 237,
183 (77%) agreed to participate, 1 withdrew and 1 died, leaving
181 patients at enrolment. Caregivers were described as “a carer or
support person, e.g. a spouse/partner, other relative or friend who
gives you physical and/or emotional support”. Caregivers were
nominated by 167 (92%), of whom 136 agreed to participate. Pa-
tients were observed until March 2003 to record deaths, at which
time nine only remained alive. All participants gave written in-
formed consent. Approval was given by the Australian Capital Ter-
ritory (ACT) Health and Community Care Ethics Committee.

The survey instrument for this report was completed by 136
caregivers at week 1, and 92 caregivers at week 12. Loss to follow-
up was due to the death of 18 patients. The remaining caregivers in-
cluded 5 where the patient was seriously ill, and the remainder tend-
ed to be Australian, living in the non-metropolitan area, were the
child of the patient and were more likely to be aged under 50 years.

Data collection

Patients screened from March to August 1996 were enrolled to-
gether with their caregivers. Trained nurse interviewers collected
data for this study during weeks 1 and 12.

Measures

Questionnaires were administered at enrolment to obtain relevant
sociodemographic and clinical characteristics of patients and care-
givers. A survey instrument to obtain details of information-giving
was presented at week 1. We sought to determine caregiver knowl-
edge of patient treatment intent, whether they understood that the
illness was life threatening and to identify their sources of informa-
tion. Three aspects of treatment goals were specified: to monitor
the illness, to improve quality of life, and to control the illness. A
fourth aspect was included to evaluate overall perception of treat-
ment intent and asked whether they considered treatment was to
cure. All four dimensions offered a three-point response scale—
yes, no, don’t know. A wide-ranging index of sources of informa-
tion was offered with more than one response permitted. Categories
were based on interpersonal communication (formal and informal)
and written and other media (commercial and educational).

Data analysis

Sociodemographic and clinical variables were designed to ensure
a comprehensive picture. We sought to capture the illness course
of the patient population who were in reality approaching death
using three types of analytic measures: the Eastern Cooperative
Oncology Group (ECOG) measure, a time to death measurement,
and a psychosocial classification. The ECOG indicator is now ac-
cepted throughout cancer medicine worldwide. It uses an ordinal
approach for clinical evaluation of physical functioning amongst a
cancer patient population:

0 Able to carry out normal activities without restriction

1 Ambulatory—capable of light work, restricted with strenuous
activity

2 Ambulatory—capable of self-care, but unable to work

3 Resting in bed/chair more than half waking hours, only capable
of limited self-care
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Table 1 Sociodemographic and clinical characteristics of patients

Table 2 Sociodemographic and care details of caregivers

Percentage (n=181)

Percentage (n=131)

Sex: female 50.8
Age (years)
<40 5.5
40-49 11.6
50-59 21.5
60-69 28.2
>70 33.1
Marital status
Never married 7.1
Married/de facto married 70.6
Widowed 12.9
Divorced 7.6
Separated 1.8
Performance status
0 1.1
1 40.3
2 34.8
3 17.1
4 5.5
Not recorded 1.1

Diagnostic groups

Breast 24.3
Lung 19.9
Gastrointestinal 13.8
Lymphoma/myeloma/leukaemia 9.9
Prostate 7.7
Ovarian 5.5
Other 18.8
Sites of disease
Persistent or recurrent local/regional 29.8
disease only
Metastases 70.2

Specific therapy within 1 month of enrolment

Supportive care only 16.6
Chemotherapy and radiotherapy 5.5
Radiotherapy only 33.7
Chemotherapy only 30.9
Hormonal manipulation 13.3

4 Totally confined to bed/chair, not capable of any self-care
9 Not recorded

Time to death was accurately determined for all respondents by
accessing the Australian National Death Index in conjunction with
the clinical records within the Canberra Hospital and the ACT
Health System. A four-stage classification captured the distribu-
tion of mortality amongst the sample. In addition, we calculated a
psychosocial stage of disease classification that records time phas-
es in the natural history of disease [23]. The variable was con-
structed by defining the crisis phase as 90 days from diagnosis and
calculating the terminal phase as 60 days from date of death. The
chronic phase was calculated as the period between these time-
points. For patients who died within 90 days of diagnosis, the peri-
od before death was classified as crisis phase.

The characteristics of caregiving captured aspects of primary
and secondary caregiving, key details related to household compo-
sition, and the impact of caring on employment patterns and social
activity. Specific information was sought in regard to whether care-

Sex: female 65.4
Age (years)
<40 13.2
40-49 17.1
50-59 27.1
60-69 24.0
>70 18.6
Marital status
Never married 4.7
Married/de facto married 88.3
Widowed 3.1
Divorced 3.9
Separated 0.0
Relationship to patient
Spouse 71.5
Son 0.8
Daughter 16.9
Mother 2.9
Other relative 3.9
Friend 3.8
Living in same household as patient 80.2
Children living at home 12.2
Secondary support for the caregiver
No-one 16.2
Daughter/s 48.5
Son/s 39.7
Sister/s 19.8
Brother/s 12.5
Mother 8.8
Father 5.1
Other male relative 14.7
Other female relative 11.0
Visit doctor together
Yes, often 61.8
Yes, sometimes 24.7
No 12.4
Employment status
Working 41.0
Retired 29.9
Stopped work due to caring 29.1
Average weekly assistance over past month (h)
0-10 17.4
10-30 24.0
31-100 33.1
>100 25.6

givers accompanied the patient to the clinical consultation, their
perception of the amount of average weekly assistance they provid-
ed and some global indices of difficulty in caregiving were sought.

Statistical analysis

Simple kappa statistics were used to assess the magnitude of asso-
ciation. The statistical significance of these associations was as-
sessed using McNemar’s test. All statistical analyses were done
using both the SPSS and the SAS statistical software packages.
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Table 3 Caregiver knowledge of treatment intent over time

Aim of treatment Baseline (n=136) (%)

Matched sample (n=93) (%)

Yes No Don’t know Week 1 Week 12
Yes No Don’t know Yes No Don’t know
Monitor illness 60.9 164 226 62.8 128 244 68.6 15.1 16.3
Improve quality of life 78.5 8.5 13.1 78.8 82 129 82.4 2.4 15.3
Control illness 83.0 8.1 8.9 84.9 7.5 7.5 81.7 9.7 8.6
Cure illness 25.0 445 305 294 40.0 30.6 2477 482 27.1

Table 4 Caregiver sources of
information compared over
time (more than one response

Source of information

Baseline (n=136) (%) Matched subsample N=93 (%)

could be made). There were no Week 1 Week 12

significant changes over time F )

as measured by McNemar’s orma

test Specialist 77.2 77.4 79.6
GP 434 47.3 54.8
Other health professional 18.4 17.2 23.7
Informal
Patient 36.0 344 37.6
Family/friend 11.0 6.5 7.5
Commercial 11.0 10.8 10.8
Educational 17.6 17.2 16.1

Results givers who had no-one to support them in their role.

Patient and caregiver characteristics

Sociodemographic, clinical and care characteristics of
patients and caregivers are presented in Tables 1 and 2.
Most patients nominated a caregiver. Only 14 patients
(7.7%) did not nominate a caregiver. The characteristics
of patients not nominating a caregiver were similar to
those who did nominate, with the exception of marital
status: only 3 of the 14 patients not nominating a care-
giver were married compared with 124 of 167 patients
with caregivers (P<0.001, Fisher’s exact test).

While most caregivers were married to the patient
(71.5%), adult daughters (17%) also provided care, and a
small cluster comprised either relatives or friends (8%),
or were parents (3%). Most caregivers were married
(88%) and 12% had dependent children. A comparative-
ly high number of caregivers were male (35%). One-fifth
of caregivers did not live in the same household as the
patient. One-quarter had taken leave or stopped work as
a result of their caring role. They were supplying sub-
stantial amounts of care: more than 80% had given an
average of over 10 h weekly in the past month, the ma-
jority invested more than 30 h weekly and one-quarter
undertook over 100 h weekly. Caregivers identified a
web of secondary supports for themselves, nominating
their daughters (48.5%), and sons (39.7%) as well as sib-
lings (around 18%). There were, however, 16% of care-

Most caregivers attended patient consultations (87%),
and 62% did so regularly.

Knowledge of illness

All caregivers were aware that the patient had a cancer
diagnosis. Most understood that the illness was life
threatening (89.5% at week 1 rising to 92% at week 12).
The majority of caregivers understood that treatment in-
tent was both to improve patient quality of life and to
control the illness. However, fewer than half clearly un-
derstood the fundamental aspect that treatment was non-
curative. One-quarter believed that treatment was to cure
(Table 3).

Over time, there was little change in caregivers’
knowledge of treatment intent but a trend towards im-
proved understanding was discernible (Table 3). While at
week 1, 40% said they understood that treatment would
not cure, by week 12 this figure had increased to 48.2%.
A large proportion (77%) nominated the specialist and
just under half mentioned the general practitioner (47%)
as sources of illness information (Table 4). For more
than one-third of the caregivers the patient was an im-
portant source of knowledge of the illness, but other
family members and friends had little input. Few care-
givers identified written information about the illness
from either commercial or educational sources.
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Table 5 Factors significantly associated with caregivers’ percep-
tion of treatment goal (other variables tested but not significantly
associated included: marital status, place of birth, residence, patient

ECOG performance status (0-4), site of disease, type of therapy,
and the relationship of the caregiver to the patient, household com-
position, secondary supports and whether visited doctor together)

Exposure variable Monitor illness Improve quality of life Control illness Cure illness
(n=128) (n=130) (n=135) (n=128)
Yes No Don’t Yes No Don’t Yes No Don’t Yes No Don’t
know know know know
Sociodemographic
Sex Male 51.1%  25.5% 23.4%* 77.1 125 104 77.5 14.3 8.2 35.4%% 48.0%* 16.7%*
Female 66.7* 11.1* 22.2% 79.3 6.1 14.6 86.0 4.6 9.3 18.7#% 42.5%% 38.7%*
Age <40 73.7 10.5 158 73.7 15.8 105 94.7 5.3 0.0 15.8%  73.7% 10.5%
(years) 40-49 63.6 182 182 81.8 45 13.6 77.3 13.6 9.1 27.3 364 364
50-59 75.8 12.1 121 85.3 59 8.8 86.5 8.1 54 26.5% 52.9% 20.6*
60-69 51.6 226 258 81.2 9.4 9.4 84.4 6.2 9.4 23.3*%  40.0% 36.7*
70+ 39.1 174 435 65.2 8.7 26.1 72.3 8.0 200 304%  21.7% 47.8*%
<65 45.9% 21.6% 32.4% 67.6 13.5 189 76.9 7.7 154 29.7 324 378
>65 67.0% 14.2* 18.7* 82.8 64 107 85.4 8.3 6.2 23.1 494 275
Employ- Working 463 244 293 69.8 11.6 18.6 83.6 5.5 10.9 25.5%% 35.3%* 392%*
ment Retired/un- 69.0 103 20.7 89.7 34 6.9 85.0 5.0. 10.0 31.6%* 31.6%* 36.8%*
status employed
Stopped 640 12.0 24.0 80.0 4.0 16.0 82.1 12.8 5.1 18.4%*% 65.8%* [5.8%%*
work to care
Clinical
Disease  Lung 63.0 222 148 88.9 3.7 7.4 85.7 7.1 7.1 11.1%%  66.7%% 22.2%%*
type Breast 58.1 129 290 71.0 9.7 193 90.3 32 6.4 45.2%% 32.3%*% 22.6%*
Prostate 60.0 20.0 20.0 90.0 0.0 100 80.0 10.0 10.0 20.0%* 30.0** 50.0%*
Haemato- 69.2 231 7.7 69.2 154 154 93.7 6.2 0.0 27.3%% 45.5%% 27.3%%*
logical
Ovary 83.3 16.7 0.0 714  28.6 0.0 75.0  25.0 0.0 50.0%% 37.5%* 12.5%*
Gastro- 66.7 56 278 83.3 56 11.1 72.2 11.1 16.7 11.1%% 27.8%% 61.1%*
intestinal
Other 47.8 174 348 75.0 83 167 75.0 8.3 16.7 17.4%% 57.5%% 26.1%*
Selection Medical 80.6%* 12.9%* (.4%* 84.4%* 10.9%* 4.7%* 88.2% 8.8  2.9% 27.4%% 54.8%% 17.7%%*
source oncology
Radiation 42.3%% 19.2%% 38.5%%* 75.0%%  3.8%* 21.1%%* 81.1% 5.7+ 13.2% 25.0%% 32.7%* 42 3%*
oncology
Inpatient 42.9%% 2] .4%* 357 64.3%% 14.3%* 2] 4%* 64.3*% 14.3*% 21.4* 14.3%% 42 9%% 42 9%*

Illness course

ECOG Ambulatory  61.9 16.5 21.6 78.6 8.2

perfor- Non- 58.6 172 241 76.7 10.0

mance ambulatory

status

Psycho-  Initial crisis 67.9 7.1 250 79.3 34

social Chronic 57.8 189 233 78.0 9.9
Preterminal 70.0 20.0 10.0 80.0 10.0

Time <6 months 61.0 220 17.1 88.4 2.3

todeath  0.5to<lyear 50.0 10.0 40.0 65.0 15.0
lto<2years 474 21.0 31.6 80.0 10.0
>2 years 70.8 125 16.7 745  10.6

133 85.3 78 6.8 30.0%* 40.2%* 29.9%*
133 77.4 9.7 129 10.3%% 58.6%*% 31.0%*
17.2 83.3 6.7 10.0 26.7 40.0 333
12.1 84.2 7.4 8.4 26.1 443 295
10.0 70.0  20.0 10.0 10.0  60.0  30.0
9.3 75.0 114 13.6 0.8%% 58.5%* 31.7%*
20.0 76.2 9.5 14.3 15.0%* 50.0%* 35.0%*
10.0 90.5 9.5 0.0 42.9%*% 28.6%* 28.6%*
14.9 89.8 4.1 6.1 34.8%% 37.0%* 28.3%%*

*#P<0.05,*%P<0.1

In the quest to understand whether subpopulation dif-
ferences in our sample were evident, or whether patients’
clinical or caring factors determined response patterns
amongst their caregivers, a bivariate analysis was under-
taken. Both sociodemographic and clinical characteris-

tics were identified as important and a number were sig-
nificant (P<0.05; Table 5). Predictors for believing that
treatment intent was “to cure” included caregiver gender,
age and whether they were employed or not (see Ta-
ble 5). More males (35%) than females (19%) thought
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Table 6 Congruence of caregiver respondents at weeks 1 and 12—cross-tabulation (n=85)

Week 1 Week 12 cure Total

Yes No Don’t know n %

n ) n % n %
Yes 16 18.8 5 5.9 4 4.7 25 29.4
No 1 1.2 30 35.3 3 3.4 34 40.0
Don’t know 4 4.7 6 7.0 16 18.8 26 30.6
Total 21 24.7 41 48.2 23 27.0 85 100.0
treatment was curative (P=0.01). Most of those aged un- Discussion

der 40 years (73%) understood that treatment was not
expected to cure, with 10.5% saying they didn’t know.
By contrast, amongst those over 70 years of age, 21.7%
said that treatment was noncurative and almost half
(47.8%) said they did not know. Amongst caregivers
who had stopped work to care, almost twice as many as
those still working or retired/unemployed had a correct
grasp of treatment goals.

A range of patient clinical characteristics and the
course of the illness were significant. Caregivers of lung
cancer patients showed comparatively high levels
(66.7%) of accurate understanding of treatment, in con-
trast to caregivers of patients with breast cancer and can-
cer of the ovary of whom around half believed that treat-
ment was curative. Many caregivers (43.4%) of patients
recruited through radiation oncology indicated uncertain-
ty as to whether treatment was curative in intent.

The stage of patient illness highlighted the evolution
of caregiver understanding. Caregivers were frequently
optimistic when the patient was more than 1 year from
death (Table 5). But a realistic trend was clearly demon-
strated in the last year of life, with very few caregivers
still believing treatment to be curative when there was
less than 1 year of life remaining. In the last 6 months of
life, almost no caregivers believed treatment would cure
and two-thirds were clear that treatment was noncura-
tive.

Cross-tabulation of caregiver response to aim of treat-
ment at weeks 1 and 12 provided insight into the pattern
of response: 30 of 85 respondents understood at both
times that treatment was noncurative (Table 6). There
were four respondents who shifted from an accurate per-
ception at week 1 to a view that treatment would cure
(one) or that they no longer knew the aims of treatment
(three). The overall improvement in awareness (41 re-
spondents) flowed in almost equal proportions from the
other two categories of response.

This cancer caregiving population contained more male
caregivers than previously estimated for caregivers of
Australian cancer and non-cancer patients [24]. This may
reflect our patient population, of whom nearly a quarter
had breast cancer. Along with spousal caregivers, our
study identified adult daughters caring for aged parents
and other smaller groups including other family/friends
caring for those without a partner and parents caring for
children. Adult sons did not undertake a primary caring
role in the main, but did provide secondary support with-
in the extended family network.

Our findings confirm that family caregivers in the ad-
vanced cancer care setting are part of the health-care tri-
ad. Most attend some medical consultations and 62% do
so often. The majority of caregivers appreciated the seri-
ous nature of the illness in that they acknowledged it was
life threatening and that treatment was aimed only at
controlling the illness and its symptoms. Most agreed
that the treatment aim was also to improve quality of life
with the notable exception of elderly caregivers.

However, fewer than half understood that treatment
was noncurative. One-quarter believed treatment intent
to be curative. Caregivers indicated that they relied over-
whelmingly on the medical team for information about
the patient’s illness: four-fifths identified the specialist,
with around half also including the general practitioner
as their source. While we found most caregivers attended
consultations most of the time, qualitative research in the
US exploring physicians’ patterns of cancer consultation
have noted an individualistic approach to the doctor-pa-
tient relationship. In fact, Miyaji found that physicians
who saw themselves as the principal information-giver at
times expressed a distrust of family members [25]. By
contrast the family member is accorded the right of in-
volvement in cultures such as the southern European
countries of Italy, Greece and Spain, as well as India and
the Arab states [26]. Disclosure of prognosis goes to the
heart of the patient’s (and implicitly the caregiver’s) un-
derstanding of the goals of treatment and of its critical
nature in the advanced cancer setting. Interviews with
physicians in both the US and the UK confirm doctors’
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information-giving as a process that showed marked dif-
ference in discussions of treatment compared with prog-
nosis. Miyaji reports that while full details are frequently
given in regard to treatment, many physicians are delib-
erately vague when discussing prognosis, giving opti-
mistic estimates and using euphemisms [25, 27, 28, 29].
Recent research has shown that doctors are only pre-
pared to provide a frank estimate in 37% of cases [30].
Medical practitioners explained they shape their evalua-
tion of what a patient wishes to know to fit an estimate
of the patient’s intellectual capacity and emotional state,
and researchers have concluded that information sharing
with patients and caregivers may often be inhibited [25,
27].

Our findings emphasize the relevance of gender to
caregiving through its association with treatment knowl-
edge. Women in this study demonstrated better knowl-
edge of what was happening both initially and over time.
By contrast, twice the proportion of men as women did
not correctly understand treatment intent, and showed no
improvement in their understanding over time. Recent
research into the stress response has introduced gender
as an important factor in differing responses. The con-
cept used for 70 years of the “fight/flight” syndrome has
been complemented by the new concept of “tend/be-
friend” in which women are said to engage when under
stress [31]. These differing responses may in cancer care
lead to a range of behavioural repertoires underpinning
caregivers’ perception of their role and enable women to
draw upon a range of resources to help clarify the nature
of the problem and how best to respond. Age was a sig-
nificant predictor of knowledge amongst these caregiv-
ers, with 74% of caregivers under 40 years of age (com-
pared with only 22% of those over 70 years) having ac-
curate knowledge. This may be because the management
of the information-giving process appears still to be
dominated by physicians who may communicate differ-
entially across age strata, affecting dissemination of ac-
curate knowledge [25].

While many caregivers had optimistic misconceptions
when patients were 2 years and more from death, by the
time of the terminal phase (the last 6 months) many more
caregivers (60%) had obtained accurate knowledge, and
major distortions in their understanding had disappeared.
Family caregivers in the advanced cancer setting have
been identified as using three specific strategies to man-
age their emotional struggle: hoping, pretending and pre-
paring for death [32]. Timmermans’ qualitative research
found that the process of developing an awareness of dy-
ing is a gradual one for family caregivers [33]. It is char-
acterized by uncertainty and anguish. It was found that
the uncertainty is heightened at times by interactions
with health-care providers. Our findings would seem to
confirm the analysis of Timmermans in the trends un-
covered in our time-from-death analysis. We found that
those caregivers who had ceased full-time employment

had a relatively accurate understanding of the treatment
aims. We could not determine causality—whether
knowledge led to withdrawal from the workforce, or
whether withdrawal facilitates acquisition of knowledge.
This pattern may be due to gradual clarification with
changing disease stage, or greater opportunity to discuss
illness with the patient and health-care providers, or the
opportunity to create with the patient and for themselves
a more emotionally supportive environment. While pa-
tients, observed over time in St Christopher’s Hospice in
the UK, were found to only slightly increase their aware-
ness of dying over time, their caregivers in contrast pro-
gressed markedly in their understanding [34].

It was beyond the scope of this study to assess the
communication ability of individual clinicians, or to con-
trol for treatment and other professional patient interac-
tions. Since most caregivers attended consultations in
this cohort, it is possible that the predominantly male
physicians in the consultation room with the female pa-
tients and male caregivers focused on life-extending
treatment options. An Australian cross-sectional study
specifically exploring information needs in regard to
prognosis of women with early-stage breast cancer has
confirmed that the patients rarely understand the statisti-
cal language used by cancer specialists [35]. Do doctors
respond to their female patients in a different way to
male patients in discussing prognosis? While research is
still limited on how doctors discuss treatment options,
we do know that it is closely related to the realities of
clinical practice including their own emotional coping
[25]. It also may be that doctors’ own emotional respons-
es are influenced by caregiver gender and be part of the
explanation for why nearly half the male caregivers be-
lieved that treatment was curative for patients with
breast or ovarian cancer, while most caregivers of pa-
tients with lung cancer understood that treatment was
noncurative. It may also be due to the overall differences
in baseline prognosis for breast cancer compared to lung
cancer (and other cancers) that affects either slower up-
take of updated prognoses, or attenuated communication
of the changed status by the physician.

We had insufficient statistical power to conduct a
multivariate analysis of explanatory variables for respon-
dent knowledge of treatment intent. A study with a larger
sample and an extension of the study follow-up with ad-
ditional measures would be needed to elucidate influenc-
es on caregivers’ knowledge over time. This study
sought to measure knowledge content. As there is as yet
no suitable validated instrument to measure this domain,
there may be considerable misclassification and mea-
surement error for this variable in our study. Despite
these shortcomings, this study provides valuable baseline
prevalence measures of caregiver knowledge and chang-
es in their knowledge over time.
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Conclusions

Our study provides prevalence estimates for caregiver
understanding of treatment intent for patients seriously
ill with cancer. Only around half understood that treat-
ment was noncurative. While age differences in under-
standing of medical information have been established
for some time in the literature, only recently have studies
begun to examine gender differences. We found women
caregivers to be more successful than men in understand-
ing treatment goals.

Our findings indicate that there is unacceptably low
understanding of treatment intent amongst caregivers for
patients with advanced cancer. More understanding of
the dynamics is needed, including an examination of the
determinants of awareness. Without additional informa-
tion it is not possible to recommend feasible, practical
suggestions for changes that may improve this caregiver

awareness. Questions that further explore gender, cultur-
al, age and educational differences, the potential differ-
ential of information-giving by health workers, and the
role of self-preservation amongst the caregivers first
need to be addressed through more research. Answers to
these questions will enhance understanding of how peo-
ple cope and lead to suggested strategies.

Research and service providers must develop a better
understanding of how to support family caregivers if
“the care triad” is to supply optimum care to cancer pa-
tients, and to avoid imposing an undue burden on family
members who care for them.
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