This article was downloaded by: [National Taiwan University]

On: 29 April 2009

Access details: Access Details: [subscription number 789751481]

Publisher Informa Healthcare

Informa Ltd Registered in England and Wales Registered Number: 1072954 Registered office: Mortimer House,
37-41 Mortimer Street, London W1T 3JH, UK

Cancer Investigation
Publication details, including instructions for authors and subscription information:
http://www.informaworld.com/smpp/title~content=t713597231

CANCER _ _
NN/ Sy [e-yg/e] Y Congruence of Knowledge, Experiences, and Preferences for Disclosure of

s B et e Diagnosis and Prognosis between Terminally-1ll Cancer Patients and Their

Family Caregivers in Taiwan

Siew Tzuh Tang ?; Tsang-Wu Liu ; Mei-Shu Lai ¢; Li-Ni Liu 3, Chen-Hsiu Chen ¢; Shin-Lan Koong ©

2 Graduate School of Nursing, Chang Gung University, Tao-Yuan, Taiwan, R.O.C. ® Taiwan Cooperative
Oncology Group, Taipei, Taiwan, R.O.C. ¢ Division of Cancer Research, National Health Research Institute,
National Taiwan University, Taipei, Taiwan, R.O.C. ¢ Kang-Ning Junior College of Medical Care and
Management, Taipei, Taiwan, R.O.C. ¢ Cancer Control and Prevention Division, Bureau of Health Promotion,
Department of Health, Taipei, Taiwan, R.O.C.

informa

Online Publication Date: 01 July 2006

To cite this Article Tang, Siew Tzuh, Liu, Tsang-Wu, Lai, Mei-Shu, Liu, Li-Ni, Chen, Chen-Hsiu and Koong, Shin-
Lan(2006)'Congruence of Knowledge, Experiences, and Preferences for Disclosure of Diagnosis and Prognosis between Terminally-
Il Cancer Patients and Their Family Caregivers in Taiwan',Cancer Investigation,24:4,360 — 366

To link to this Article: DOI: 10.1080/07357900600705284
URL: http://dx.doi.org/10.1080/07357900600705284

PLEASE SCROLL DOWN FOR ARTICLE

Full terms and conditions of use: http://ww.informaworld. confterns-and-conditions-of-access. pdf

This article may be used for research, teaching and private study purposes. Any substantial or
systematic reproduction, re-distribution, re-selling, |oan or sub-licensing, systematic supply or
distribution in any formto anyone is expressly forbidden.

The publisher does not give any warranty express or inplied or make any representation that the contents
will be conplete or accurate or up to date. The accuracy of any instructions, formul ae and drug doses
shoul d be independently verified with primary sources. The publisher shall not be liable for any |oss,
actions, clainms, proceedings, demand or costs or damages whatsoever or howsoever caused arising directly
or indirectly in connection with or arising out of the use of this nmaterial.



http://www.informaworld.com/smpp/title~content=t713597231
http://dx.doi.org/10.1080/07357900600705284
http://www.informaworld.com/terms-and-conditions-of-access.pdf

07:16 29 April 2009

[ National Taiwan University] At:

Downl oaded By:

Cancer Investigati

on, 24:360-366, 2006
ISSN: 0735-7907 print / 1532-4192 online e
Copyright © Taylor & Francis Group, LLC
DOI: 10.1080/07357900600705284

ORIGINAL ARTICLE

Taylor & Francis

Taylor & Francis Group

Congruence of Knowledge, Experiences, and
Preferences for Disclosure of Diagnhosis and
Prognosis between Terminally-lll Cancer Patients

and Their Family Caregivers in Taiwan

Siew Tzuh Tang, RN, DNSc,! Tsang-Wu Liu, M.D.,2 Mei-Shu Lai, M.D., Ph.D.,? Li-Ni Liu, RN, MSN," Chen-Hsiu Chen,

RN, MSN,? and Shin-Lan, Koong, Ph.D.5

Chang Gung University, Graduate School of Nursing, Tao-Yuan, Taiwan, R.O.C.1
Taiwan Cooperative Oncology Group, Taipei, Taiwan, R.O.C.2

Division of Cancer Research, National Health Research Institute, National Taiwan University, Taipei, Taiwan, R.O. c3

Kang-Ning Junior College of Medical Care and Management, Taipei, Taiwan, R.O.C.#

Cancer Control and Prevention Division, Bureau of Health Promotion, Department of Health, Taipei, Taiwan, R.O. cb

ABSTRACT

Background. Over the last 40 years, studies have shown cultural differences in attitudes
toward truth telling at the end-of-life. Nevertheless, the argument that cancer patients from an
Asian culture have different preferences about information disclosure that necessitate signif-
icantly modifying information disclosure practices has not been validated by direct investiga-
tion from patients’ points of view. Methods. Six hundred seventeen dyads of patient-designated
family caregivers across 21 hospitals throughout Taiwan were surveyed and interviewed by a
semistructured interview guide. Percentage of agreement, kappa coefficients, McNemar tests,
and paired t-tests were conducted to examine the extent of congruence of knowledge, experi-
ences, and preferences for disclosure of diagnosis and prognosis between the dyads. Results.
There were substantial discrepancies in the knowledge and experiences of being informed
about the diagnosis and prognosis between Taiwanese terminally-ill cancer patients and their
family caregivers (kappa values ranged from 0.08 to 0.44). Cancer patients strongly proclaimed
their superior rights to be informed about their disease over their family and preferred their
physicians to inform themselves before releasing any information to their family caregivers.
Conclusion. The arguments that cancer patients from an Asian culture (i.e., Chinese/Taiwanese
culture) have different preferences regarding being informed of their diagnosis and progno-
sis and that family members have legitimate superior power in decision making could not be
supported by data from this group of terminally-ill cancer patients. Physicians need to respect
patients’ preferences rather than routinely taking the family’s opinions into consideration first
in the event of disagreement. Equipped with adequate information, terminally-ill cancer patients
from Asia may have better opportunities to make end-of-life care decisions that are in accord
with their wishes.
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Over the last 40 years, studies have shown cultural differences
in attitudes toward truth telling, life-prolonging, and decision
making styles at the end-of-life. In the United States, Oken’s (1)
and Novack’s (2) studies mark the transition from beneficence
and paternalism to respect for patient autonomy as the reigning
principle in contemporary medical ethics—a movement away
from rigid paternalism toward an approach more responsive to
patients’ wishes. Cancer patients’ information needs are sub-
stantial. Surveys (3—5) have shown that patients were unanimous
in their view that they want accurate, even if grim, information
about their diagnosis and prognosis. However, doctors world-
wide seriously underestimate the information needs of their can-
cer patients (6-8) and, consequently, leave patients inadequately
informed and prepared to participate in the decision of selecting
the most desirable treatment (9, 10). A key dilemma in commu-
nicating disease-related information to cancer patients is how to
respond to the family’s requests to withhold information from
patients. Mystakidou and colleagues (11) concluded from their
review of published studies that family requests to withhold in-
formation from the patient occurred within every ethnic group,
including those from Southern and Eastern Europe (i.e., Spain
and Greek), Africa, France, Iran, Panama, Japan, Singapore,
China, and Saudi Arabia.

In Asian countries, such as Japan and China/Taiwan, a
“family-consent for disclosure” (12) approach commonly is
adopted based on the assertions of filial piety and the relative
power attributed to the social world. Families are expected to
protect their parents or those they are caring for from dangers
or threats. Therefore, in order to protect patients from the harm
associated with knowing their diagnosis and prognosis, there
is a need to keep information about the disease and prognosis
from the patient and to release disease-related information only
to patients’ families (12—14). Furthermore, in Asian cultures a
model of family autonomy is well-recognized in which fam-
ily members have legitimate superior decision making authority
even over fully competent patients (15, 16). Physicians’ respect
for patient autonomy frequently is subordinate to the power of
family (13-15). Consequently, in the case that families decide
that, based on their judgments of the best interest of the patients,
diagnosis and prognosis information should not be disclosed to
the patients, physicians will withhold the information from the
patients in accord with the families’ requests.

In explaining the phenomena for withholding diagnosis and
prognosis information from cancer patients, it has been sug-
gested that it may be difficult to disentangle the cultural practice
of beneficence toward the patient from family’s or physicians’
reluctance to disclose negative information because of their own
anxieties (17, 18). Furthermore, the argument that cancer pa-
tients from an Asian culture have different preferences about
being informed of their diagnosis and prognosis that dictate sig-
nificantly modifying information disclosure practices has not
been validated by evidence-based studies. Preferences for infor-
mation disclosure in Asian countries were explored primarily
from surveys of general public or noncancer patients (5, 13, 19).
Results from those studies may be different from the opinions of
patients who were directly impacted by cancer and who need to

make day-to-day treatment decisions. Except for a few studies
(20, 21), responses expressed directly from cancer patients were
predominantly based on anecdotal case reports (22, 23). Little is
known of the worldviews of cancer patients from Asian cultures.
In addition, comparisons of preferences for information disclo-
sure between cancer patients and their family caregivers have not
been extensively investigated, including in Western countries. It
is unclear whether the differences in disclosing disease-related
information to cancer patients between Western countries and
Asia are simply because they are at a different stage of evolu-
tion of ethical practices or they truly reflect major differences
in cultural values. The attitudes regarding information disclo-
sure to cancer patients in Asian cultures such as in Chinese
and Taiwanese cultures should be better characterized and ex-
plored, especially from both patients’ and family’s opinions.
Therefore, the purposes of this study were to: (1) compare Tai-
wanese terminally-ill cancer patients’ and their primary family
caregivers’ knowledge of their diagnosis and prognosis; (2) iden-
tify diagnosis and prognosis disclosure practices of physicians as
experienced by terminally-ill cancer patients and their primary
family caregivers; and (3) explore attitudes toward the well-
recognized practice of disclosing information to family, even
respecting family’s opinions not to disclose the life-threatening
diagnosis and prognosis to patients, from cancer patients’ and
their family caregivers’ points of view. Based on the facts that
Chinese Americans are one of the fastest growing ethnic groups
in the United States and worldwide, Chinese/Taiwanese repre-
sent nearly a quarter of the world’s population, findings from
this study also can provide insight to clinical care around the
world.

METHODS

Sample

From February 2003 to May 2004, a survey was conducted
across 21 hospitals throughout the country. These hospitals pro-
vide the great majority of care for cancer patients in Taiwan.
The human subject research review committees of the study
hospitals granted approval for this study and permission for the
researchers to contact patients was obtained from the primary
physicians of the study subjects. Due to the infeasibility to ob-
tain a complete list of terminally-ill cancer patients from the
study sites and the difficulties in recruiting patients at end-of-
life care research (24), subjects were recruited by a convenience
sampling strategy. Eligibility criteria for subjects were patients:
(1) who had a disease at a terminal stage, which was continu-
ing to progress with distant metastases and was unresponsive
to current curative cancer treatments; (2) who were cognitively
competent; (3) who could communicate with the data collec-
tors; and (4) whose designated family caregivers also agreed to
participate in the survey. The family caregiver was defined as
the person most involved in the patient’s care and health care
decision making.

Potential subjects were identified and referred by primary
physicians of the patients in each study site by the request of
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the research review committees. Primary physicians were given
a detailed explanation regarding the purpose of the study. The
patients’ names were asked to give to the data collectors without
judging the emotional readiness of the patients to talk about
their preferences for information disclosure. After verifying the
eligibility of patients, data collectors invited potential patients
to participate in this study without asking permission of the
contacted patient’s family to avoid the exclusion of patient due
to any conflict of opinion between the family caregiver and the
patient’s participation. Written informed consent was obtained
from all participants, separately from patients and their family
caregivers.

Data collection process

Data were gathered from the patients’ medical records and
from in-person interviews with patients as well as their desig-
nated family caregivers. Study subjects were asked a series of
questions regarding knowledge, experiences and preferences for
information disclosure. Interview guides were developed based
on an extensive review of existing literature and have been used
and validated in a previous study (25). In brief, diagnosis and
prognosis were defined as whether the disease was a cancer
and curability of the disease, respectively, which were in line
with the common definitions of diagnosis and prognosis from
published studies (3, 4). Detailed disease-related information
included: location of cancer, the nature of malignancy, the ex-
tent of metastasis, chance of survival, and expected length of
survival. The degree of expectation for physicians to disclose
information of diagnosis and prognosis to (a) patient personally,
(b) the family, (c) patient first followed by informing the family,
and (d) the family first followed by informing the patient was
measured on a 5-points Likert scale (1 = strongly not expected;
5 = strongly expected).

Subjects were first asked whether they knew their diagnosis
and prognosis separately. Subjects who reported knowing their
diagnosis and/or prognosis were asked to indicate the name of
their disease and whether it was curable or incurable. Experi-
ences of being informed of diagnosis, prognosis, and detailed
disease-related information were only explored for patients re-
porting that they knew their diagnosis and prognosis. Partici-
pants were invited to share their knowledge, experiences, and
preferences for physician disclosure of information in detail.
Consenting patients and their designated family caregivers were
interviewed separately to ensure the independence of the re-
sponses from each party.

To standardize presentation of questions, interviewers were
trained in conducting the interviews through small-group didac-
tic sessions and individually coached by the principal investiga-
tor and two senior project managers. At the end of the training,
consensus about data collection was reached and each data col-
lector had demonstrated sufficient data collection skills such that
the principal investigator was satisfied with their competence.
The initial interviews of each data collector were conducted un-
der the supervision of the principal investigator or one of the
two senior project managers.

Responses to the research questions were coded based on
the trained data collectors’ judgments of the implications of
the interviews. At the training stage of this study, participant
responses were interpreted and coded by both the trained data
collector and the supervisor separately. Any discrepancies in the
coded responses were discussed and resolved. Satisfactory con-
sensus about coding of responses was achieved before each data
collector was allowed to conduct interviews independently. The
principal investigator served as a resource person for resolving
problems or any concerns with the data collection process.

Statistical analysis

Descriptive statistics were computed to describe the charac-
teristics of subjects and to present frequencies of information dis-
closure and the extent of preferences for information. The extent
of differences in knowledge and experiences of being informed
of diagnosis and prognosis between terminally-ill cancer pa-
tients and their designated family caregivers was analyzed using
the McNemar tests to examine differences in the proportions of
binominal responses for paired data. In addition to percentage of
agreement, kappa coefficients were computed to assess the con-
gruence between terminally-ill cancer patients’ and their family
caregivers’ knowledge and experiences of physician disclosure
of information to correct or adjust for the amount of agreement
that can be expected to occur by chance alone (26). Criteria pro-
posed by Landis and Koch (27) for kappa as a measure of the
strength of agreement were followed: <0.20, poor; 0.21-0.40,
fair; 0.41-0.60, moderate; 0.61-0.80, substantial; 0.81-1.00, al-
most perfect. Paired ¢-tests were conducted to explore the de-
gree of preferences for physicians to disclose information to
(1) patient personally, (2) the family, (3) patient first followed
by informing the family, and (4) the family first followed by
informing the patient between the dyads of patients’ and their
family caregivers’ points of view. All statistical analyses were
conducted using Statistical Analysis System (SAS) version 8.2.

RESULTS

Characteristics of study samples

A total of 617 dyads of terminally-ill cancer patients and
their family caregivers were recruited from 907 eligible patients
(68.0 percent participation rate). Age was the only difference
in sociodemographic and medical characteristics between the
patient participants and nonparticipants. Patients participated in
this study were significantly younger by 3 years than the non-
participants by mean age (p = 0.0003). Except for gender, there
were no differences in age and relationships with patients be-
tween the family participants and non-participants. More male
family caregivers participated in this study (p = 0.006). The
primary reasons given for declining to participate were a frag-
ile physical condition (201 out of 273 patients who rejected to
participate; 73.6 percent) for the patients and a lack of interest
(161 out of 233 family caregivers who declined to participate;
69.1 percent) for the family caregivers.
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Slightly over one-half of the patients (58.5 percent) were
male. The median age of patients was 62 years old (range: 22—
89 years). The majority of patients were married (83.9 percent),
lived with their spouse (77.8 percent) and children (75.0 per-
cent), and had an educational level equal to or less than high
school (67.8 percent). The most common diagnoses of patient
participants were lung cancer (30.0 percent), colon-rectal can-
cer (9.6 percent), hematological malignancies (9.4 percent), hep-
atoma (7.8 percent), and head and neck cancer (7.4 percent). The
median length of time since diagnosis was 9 months (range: 1—
288 months). At the time of interview, the diseases of one-fourth
of patients had metastasized to bone, lung, liver, or brain.

Approximately two-thirds (63.4 percent) of the primary fam-
ily caregivers were female and half of them (51.9 percent) were
the patient’s spouse, with the other 31.8 percent being one of the
patient’s children. The median age of family caregivers was 48
years old (range: 17-85 years). Over four-fifths (82.8 percent)
of the family caregivers were married and 78.4 percent of them
lived with the patient. The majority (87.2 percent) of the family
caregivers had contacts with the patients daily.

Congruence of knowledge and experiences of
being informed of diagnosis and prognosis

Approximately 90 percent of terminally-ill cancer patients
reported that they knew their disease as cancer (Table 1) and
86.3 percent of them indicated that such knowledge came
from the physicians’ disclosure. Almost all of the designated
family caregivers (99.5 percent) knew about the patient’s cancer
diagnosis and 96.5 percent of them reported having being
informed by physicians. Overall congruence of knowledge and
experiences of being informed of the patient’s cancer diagnosis
between terminally-ill cancer patients and their designated
family caregivers was 90.0 and 86.5 percent, respectively.
However, kappa values for the extent of congruence were
0.08 (95% CI: 0.01-0.16) and 0.17 (95% CI: 0.06-0.27)
for knowledge and experiences of being informed of cancer
diagnosis, respectively, indicating poor agreement between the
two respondents on these issues. In addition, results from the
McNemar tests showed that there were significant differences
between terminally-ill cancer patients’ and their designated

family caregivers’ knowledge and experiences of physician
disclosure of information about diagnosis.

Less than one-half and one-third of the patients indicated
that they knew or had been informed of their prognosis (Ta-
ble 1), respectively. The proportions of family knowledge and
experiences of physician disclosure of prognosis were 66.7 and
57.5 percent, respectively. There were significant differences be-
tween the patients’ and their family caregivers’ knowledge and
experiences of being informed of prognosis. Overall percentages
of agreements were 67.9 and 63.7 percent, respectively. Kappa
statistics for the extent of congruence were 0.38 (95% CI: 0.31-
0.44) and 0.31 (95% CI: 0.25-0.38), respectively. Such kappa
values imply that knowledge and experiences of being informed
of prognosis between the two respondents were only fairly
correlated.

Congruence of experiences of being informed
of detailed diagnostic and prognostic
information

In comparison with the experiences of being informed of
diagnosis and prognosis, detailed disease-related information
was reported as being disclosed less frequently to the patients
and their family caregivers. Approximately one-half and one-
quarter of the patients had been informed of the location of can-
cer and nature of malignancy or extent of metastasis, respectively
(Table 2). For detailed prognostic information (expected length
of survival and chances of survival), almost all of the terminally-
ill cancer patients had never been informed. The proportions of
family caregivers who had been informed of detailed diagnos-
tic information ranged from 38.3 to 55.6 percent and less than
12 percent of family caregivers had ever been told of de-
tailed prognostic information. The same patterns of significant
differences between the patients’ and their designated family
caregivers’ experiences of being informed of diagnosis and
prognosis by their physicians were observed in the detailed
disease-related information too. Kappa values indicated fair to
moderate congruence in the experiences of being informed of
detailed diagnostic information (ranged from 0.32 (95% CI:
0.24-0.39) to 0.44 (95% CI: 0.37-0.51)) and poor to fair agree-
ment in detailed prognostic information between the two parties

Table 1. Comparison of knowledge and experiences of being informed of diagnosis and prognosis between terminally

ill cancer atients and their families

Patients Family Kappa** McNemar***

Knowledge/Experience N (%) (%) %™ (95% Cl) (df =1)
Diagnosis

Knowledge 608 89.1 99.5 90.0 0.08 (—0.01, 0.16) 63.0

Experience 607 86.3 96.5 86.5 0.17 (0.06, 0.27) 46.9
Prognosis

Knowledge 604 45.9 66.7 67.9 0.38 (0.31, 0.44) 81.8

Experience 600 30.5 57.5 63.7 0.31 (0.25, 0.38) 120.4

*Percentage of agreement.

**All kappa values are significant at P < .0001 level.

%P < .0001.

Congruence of Preferences for Information Disclosure
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Table 2. Comparison of experiences of being informed of detailed disease-related information between terminally

ill cancer patients and their families

Patient Family

Variables (%) (%)
Diagnosis (N = 606)

Location 48.8 55.6

Nature of malignancy 24.9 38.3

Extent of metastasis 26.9 42.6
Prognosis (N = 600)

Expected length of survival 4.2 11.2

Chance of survival 2.8 7.5

*Percentage of agreement.
**All kappa values are significant at P < .0001 level.

Kappa** McNemar
%* (95% Cl) (df=1) P
725 0.44 (0.37,0.51) 9.8 (P =.002)
73.2 0.38 (0.30, 0.45) 39.9 (P < .0001)
68.8 0.32 (0.24, 0.39) 46.8 (P < .0001)
87.7 0.14 (0.03, 0.25) 23.8 (P < .0001)
93.3 0.33 (0.17, 0.48) 19.6 (P < .0001)

(ranged from 0.14 (95% CI: 0.03-0.25) to 0.33 (95% CI: 0.17-
0.48)).

Comparison of the extent of preferences for
information disclosure to oneself versus to the
counterpart

Regardless of the nature of information on diagnosis or prog-
nosis, terminally-ill cancer patients in this study expressed a
significantly stronger preference of their physicians to inform
them personally (mean scores ranged from 3.11 to 3.20 on a
5-point Likert scale) (Table 3) than to inform their family mem-
bers (mean scores ranged from 2.99 to 3.05). The patients also
preferred their physicians to inform themselves before releasing
any information to their family caregivers (mean scores ranged
from 3.58 to 3.61). Correspondingly, the patient less preferred
their physicians to inform their family caregivers prior to in-
forming them (mean scores = 3.41 for both diagnosis and prog-
nosis). However, a totally opposite direction of preferences was
expressed by the family caregivers towards the expectations of
physicians to disclose information to them personally versus to
their ill family members.

Table 3. Comparison of expectations of information disclosure to one-
self or to the counterpart

Patients Families

Variables Mean (SD) Mean (SD) t value*

Diagnosis (N = 595)

Inform patients 3.20 (1.50) 2.51 (1.51) 11.45
Inform family 3.05 (1.49) 3.65 (1.56) —10.60
Inform patients prior to

informing family 3.61 (1.01) 2.75 (1.26) 14.68
Inform family prior to

informing patients 3.41 (1.00) 3.79 (1.25) —6.51

Prognosis (N = 587)

Inform patients 3.11 (1.48) 2.28 (1.44) 13.01
Inform family 2.99 (1.47) 3.64 (1.55) —-11.09
Inform patients prior to

informing family 3.58 (1.03) 2.65 (1.30) 15.48
Inform family prior to

informing patients 3.41 (1.00) 3.73 (1.29) -5.18

* P <.0001 by paired t-tests.

DISCUSSION

The strengths of this study include the large sample size and
the first direct comparison of knowledge, experiences, and pref-
erences of physician disclosure of information of diagnosis and
prognosis between terminally-ill cancer patients and their fam-
ily caregivers outside the Western countries. The first notewor-
thy finding from this study was that, taking the patient and the
family subjects as a whole, there were significant differences
in their knowledge and experiences of being informed of diag-
nostic and prognostic information. Diagnostic information was
more likely to be known or be disclosed to terminally-ill cancer
patients and their family caregivers than information on cur-
ability of the disease, expected length, and chances of survival.
This phenomenon was also observed by Caruso and colleagues
from Italy (28). In addition, general information on diagnosis
and prognosis was more likely to be known and be released to
the subjects than detailed diseased-related information. Similar
observations have been made by several groups of researchers
(7, 29).

The development of specialized cancer units and centers in re-
cent years in Taiwan and the rapid propagation of cancer-related
information through the media and internet make it harder to
conceal diagnosis information from patients and their families.
However, the lack of adequate information on prognosis, such as
curability of the disease and expected length or chances of sur-
vival, has significant implications for end-of-life care decision
making for terminally-ill cancer patients and their family care-
givers. In spite of the difficulties inherent in making an accurate
prognosis (30) and the reluctance of physicians to communi-
cate survival estimate to patients (10), empirical evidence (9)
showed that terminally-ill cancer patients and their family tend
to be over-optimistic with their prognosis. Consequently, based
on their overestimated prognosis, aggressive and maybe futile
treatments may be chosen and efficacies of such treatments may
be overexpected (10). Adequate disclosure of prognosis infor-
mation can assist in sensitive planning of appropriate treatments
to balance the goals of supporting patient values and limiting
the use of “futile” interventions at the end-of-life.

The second major finding from this study was that there were
substantial discrepancies in the knowledge and experiences of
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being informed about the diagnostic and prognostic informa-
tion between terminally-ill cancer patients and their designated
family caregivers. Kappa values also illustrated poor-to-fair con-
gruence in the majority of issues examined in this study between
the two respondents. Only the agreement of disclosure of loca-
tion of cancer exceeds the threshold for a moderate association.
Without exception, the family caregivers were more aware of
and more likely to have had diagnostic or prognostic informa-
tion disclosed to them than patients were. This phenomenon
not only occurs in Taiwan but also was reported from England
(31), the United States (7), Spain (32), Italy (33), and Greece
(34).

At a time when terminally-ill cancer patients need honesty
and support while trying to make important final life choices, a
conspiracy of silence may envelop them and hinder adjustments.
In contrast, Prigerson (35) documented that, whereas patient in-
formation preferences and sociodemographic characteristics do
not significantly influence the patient’s likelihood of death ac-
knowledgment, the odd is increased if the terminal prognosis is
disclosed to them and disclosed “matter-of-factly.” Furthermore,
without frank disclosure, patients may be left with wildly inaccu-
rate impressions of their future and unable to prepare appropri-
ately for the end-of-life care issues (10). Conversely, Bradley and
colleagues (7) found that having discussions with terminally-ill
patients about prognosis documented was significantly associ-
ated with having discussions of life-sustaining treatments and
with having DNR orders. Scholars (36, 37) suggested that to
maintain dignity, terminally-ill cancer patients must have a sense
of control over their dying circumstances and must be able to
make their own decisions and to preside over their own dying.
Open disclosure of diagnosis and prognosis is a safety valve to
promote control of decision making at the end-of-life by an au-
tonomous, fully informed patient. Every effort should be made
to facilitate open dialogue among patients, their family, and
health care professionals no matter which ethnicity the patient
belongs to.

In response to the common belief that the family is more val-
ued than the individual in Asian culture and disclosure of cancer
diagnosis and prognosis information has to be adjusted in ac-
cordance with the family’s wishes, the findings have indicated
the contrary. Cancer patients in this study strongly proclaimed
their superior rights to be informed about their disease over the
family. Taiwanese terminally-ill cancer patients had a higher
preference for physicians to inform them personally than to in-
form their family members. They also preferred to receive in-
formation before their family members did. These findings were
similar to the preferences of patients in Benson and Britten’s
(38) study from England, Marwit and Datson’s (39) work
from the United States, and research from Yun’s group (40) in
Korea.

The arguments that cancer patients from Asian cultures (i.e.,
Chinese/Taiwanese culture) have different preferences regarding
being informed of their diagnosis and prognosis and that fam-
ily members have legitimate superior power in decision making
could not be supported by data from this group of terminally-ill
cancer patients. Cancer patients in this study do want to know

and be informed of their diagnosis and prognosis if given the
opportunity. It is important for families of Chinese/Taiwanese
terminally-ill cancer patients to “hear’”” and honor the preferences
for information of their loved ones. By facilitating understand-
ing and communication between terminally-ill cancer patients
and their family, health care professionals may increase the pos-
sibility for an appropriate end-of-life care decision being made
to meet the needs of terminally-ill cancer patients.

The convenience sampling scheme may compromise the rep-
resentation of the targeted population. The generalizability of
the findings from this study may not be applied to terminally-ill
cancer patients receiving care other than at the 21 study sites
and residing in other geographic areas. Relying on physicians’
referrals of potential subjects may further restrict the generaliz-
ability of the findings to terminally-ill cancer patients who were
judged by primary physicians as “appropriate” to share their
opinions. Patients who declined to participate in this study may
have different knowledge, experiences, and preferences of diag-
nosis and prognosis disclosure than those who were “willing” to
share their experiences and preferences in medical discussion.
The heterogeneity of study population by sampling patients at
various stages of their disease trajectories (as manifested by the
wide range of time since diagnosis) may introduce another po-
tential bias in study subjects. Patients with long disease periods
may be more experienced in oncology treatments; therefore,
there may be a higher likelihood for them to be informed of or
learned about their diagnosis and prognosis. This study also did
not verify patients’ reports of physicians’ information disclosure
practices from physicians’ point of views.

Despite these limitations, this study underscores important
implications for clinical care. In contrast to the long-standing
and well-recognized proposition that cultural differences dic-
tate significantly modifying Western approaches in communi-
cating with Asian cancer patients, findings from this study sug-
gest that Taiwanese terminally-ill cancer patients share the same
information needs as Western patients. They expressed a strong
preference for physicians to inform them of diagnostic and prog-
nostic information prior to disclosing information to their family
members. Physicians need to seek and respect cancer patients’
preferences rather than routinely taking the family’s opinions
into consideration first in the event of disagreement. Although
not all Asian terminally-ill cancer patients want the same amount
of information about their diagnosis and prognosis, the call is to
honor the information preferences for those who wish to know
about their diseases and the fate of their future. Equipped with
and empowered by adequate information, terminally-ill cancer
patients from Asia may have better opportunities to make end-
of-life care decisions that are in accord with their own wishes (6,
41). Future research should be focused on investigating factors
that will facilitate or impede disease-related information disclo-
sure and communication among Taiwanese terminally-ill can-
cer patients, their family caregivers, and health care providers.
Knowledge gained from such studies will highlight the direc-
tions for future interventions to close the gap between what
terminally-ill cancer patients prefer and what they really get in
relation to disclosure of diagnosis and prognosis of their disease.
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By providing culturally sensitive care that is tailored to the pa-
tient’s informational needs, ultimately the quality of end-of-life
care may be improved.
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