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Abstract

Context Conversations about end-of-life (EOL) wishes are
challenging for many clinicians. The Go Wish card game
(GWG) was developed to facilitate these conversations.
Little is known about the type and consistency of EOL wishes
using the GWG in advanced cancer patients.

Methods We conducted a randomized controlled trial to as-
sess the EOL wishes of 100 patients with advanced cancer
treated at The University of Texas MD Anderson Cancer
Center. The purpose of this study was to determine the EOL
wishes of patients with advanced cancer and to compare pa-
tients’ preference between the GWG and List of wishes/
statements (LOS) containing the same number of items.
Patients were randomized into four groups and completed
either the GWG or a checklist of 35 LOS and one opened
statement found on the GWG cards; patients were asked to
categorize these wishes as very, somewhat, or not important.
After 4-24 h, the patients were asked to complete the same or
other test. Group A (n = 25) received LOS-LOS, group B
(n = 25) received GWG-GWG, group C (n = 26) received
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GWG-LOS, and group D (n = 24) received LOS-GWG. All
patients completed the State-Trait Anxiety Inventory (STAI)
for adults before and after the first test.

Results Median age (interquartile range = IQR): 56 (27-83)
years. Age, sex, ethnicity, marital status, religion, education,
and cancer diagnosis did not differ significantly among the
four groups. All patients were able to complete the GWG
and/or LOS. The ten most common wishes identified as very
important by patients in the first and second test were to be at
peace with God (74 vs. 71 %); to pray (62 vs. 61 %); and to
have family present (57 vs. 61 %). to be free from pain (54 vs.
60 %); not being a burden to my family (48 vs. 49 %); to trust
my doctor (44 vs. 45 %); to keep my sense of humor (41 vs.
45 %); to say goodbye to important people in my life (41 vs.
37 %); to have my family prepared for my death (40 vs. 49 %);
and to be able to help others (36 vs. 31 %). There was signif-
icant association among the frequency of responses of the
study groups. Of the 50 patients exposed to both tests, 43
(86 %) agreed that the GWG instructions were clear, 45
(90 %) agreed that the GWG was easy to understand, 31
(62 %) preferred the GWG, 39 (78 %) agreed that the GWG
did not increase their anxiety and 31 (62 %) agreed that having
conversations about EOL priorities was beneficial. The medi-
an STAI score after GWG was 48 (interquartile range, 39-59)
vs. 47 (interquartile range, 27-63) after LOS (p = 0.2952).
Conclusion Patients with advanced cancer assigned high im-
portance to spirituality and the presence/relationships of fam-
ily, and these wishes were consistent over the two tests. The
GWG did not worsen anxiety.

Keywords Wishes at end of life - Advanced cancer -
Communication
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Introduction

End-of-life (EOL) conversations can be difficult for patients,
families[1-3] and other caregivers, physicians, and
nurses[4-9] but can provide an opportunity for patients and
their caregivers to express their wishes about care.[10, 11]
Patient-centered communication is a key approach to navigat-
ing these emotional conversations.[ 1-3] To maximize the best
possible quality of life for patients with advanced cancer and
other terminal illnesses, healthcare personnel must have a sen-
sitive and culturally competent communication style with pa-
tients and their caregivers to promote a healing environment.

Several studies have proposed different ways to communi-
cate with patients and families about EOL issues.[12, 13]
Important skills include eliciting patients’ and families’ per-
spectives in an open-ended fashion, listening intently, and
responding to emotions with empathy.[1-3] For example,
Stewart et al. described four evidence-based dimensions of
good patient-doctor communication: providing clear informa-
tion; empowering patients to take an active role in decision-
making; demonstrating empathy, support, and positive affect;
and establishing mutual goals [14].

Knowing and honoring EOL wishes could improve the
patient’s sense of control,[15, 16] affirm the patient as a whole
person, provide adequate symptom control, facilitate decision-
making, prepare the patient for death, and ultimately provide
the patient with a good death.[16, 17] In the past decade,
research has emphasized the importance of eliciting patients’
values and goals rather than patients’ preferences for a partic-
ular life-sustaining treatment.[18, 19] A survey of a national,
cross-sectional, stratified random sample of 340 seriously ill
patients found that the most important attributes of EOL qual-
ity included freedom from pain, peace with God, the presence
of family, mental awareness, and the honoring of treatment
choices.[17] These values are consistent with findings from
other studies that have shown that although pain management
is often patients’ highest priority, spiritual, financial, and in-
terpersonal issues are also important.[19-21] Limited research
has explored important EOL wishes of patients with advanced
cancer, and few tools have been validated for this population.

One tool that is available is the Go Wish card game (GWG),
which was developed by the Coda Alliance. Coda was funded
in 2005-2006 by Archstone Foundation to develop and test a
program to educate assisted-living residents, their family mem-
bers, and assisted-living facility staff about EOL care options
and advance care planning. The GWG was developed to stim-
ulate discussion that would focus on values and wishes about
EOL care. It was found to be effective for elderly people with
mild limited cognition, as well as for people with limited literacy
and limited skills in the English language without seeming too
simplistic for those with higher education [22].

The final design of the 36 cards incorporates lessons learned
during the assisted-living facility trials, as well as from other
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tryouts of the cards with community groups and in training con-
ferences with health care professionals. With the advice of a com-
munication consultant, the wording on the cards was revised to be
consistent in tone, predominantly stated in a positive voice, and
simplified in reading level. The text was put onto a large, easy-to-
read layout.[22] Currently, the GWG is a set of 36 cards designed
to allow patients to identify and prioritize their EOL wishes. This
tool is beneficial for promoting EOL conversations among pa-
tients, their loved ones, and their medical care providers [22].

Different methodological issues have been documented in
the evaluation of patient problems and concerns during the
terminal stage of life.[23] The GWG provides a wide selection
of examples of EOL concerns with which the patient can
agree, disagree, or amend and interpret.[22-24] In an obser-
vational study, Lankarani-Fard et al. evaluated the feasibility
of using the GWG with seriously ill inpatients to determine
their EOL priorities. Of the 133 patients, 33 (25 %) completed
the game and prioritized freedom from pain, peace with God,
and prayer [19]. However, limited literature describes the fea-
sibility of the GWG in patients with advanced cancer. The
purpose of this study was to determine the EOL wishes of
patients with advanced cancer and to compare patients’ pref-
erence between the GWG and list of wishes/statements (LOS)
containing the same number of items.

Patients and methods

Our randomized controlled trial was approved by the
Institutional Review Board of The University of Texas MD
Anderson Cancer Center, and written informed consent was
obtained from all participants.

Patient population

Patients with advanced cancer who were aged 18 years or
older, who were cognitively intact, and who were seen in the
Inpatient Acute Palliative Care Unit were included in this
study. Advanced cancer was defined as locally advanced or
metastatic disease that was considered incurable. Patients
were excluded if they had delirium (Memorial Delirium
Assessment Scale score > 7)[25-27] or could not complete
the GWG independently because of severe emotional and/or
physical symptom distress or because of physical limitations
(visual or motor impairment) as determined by the clinician in
charge of the patient. From the medical record, baseline infor-
mation was collected on age, sex, ethnicity, marital status,
religion, education, and cancer diagnosis.

Randomization

Patients were randomized into four groups; each group of
patients was asked to complete either the GWG or LOS, and
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4-24 h later, the patients were asked to complete the same or
the other instrument. Group A (n = 25) received LOS and
LOS, group B (n = 25) received GWG and GWG, group C
(n = 26) received GWG and LOS, and group D (n = 24) re-
ceived LOS and GWG. A minimum of about 4 h between tests
was required to ensure that the patients might not remember
their previous answers and their clinical environment remains
stable. Figure | shows the study design.

Tools

GWG The GWG is designed to stimulate conversations about
EOL care/issues and allow patients to prioritize their wishes.
Each of the 36 GWG cards includes a short statement describ-
ing an important EOL issue. These statements are based on the
results of a study that investigated important issues for patients
to consider in the last few months of their lives [22]. The
GWG is designed to be easy to use with minimal instructions.

The patients were instructed by our trained research coor-
dinator to divide the cards into three groups: ten very impor-
tant issues, ten somewhat important issues, and 16 not impor-
tant issues. For our analysis, we used 35 cards (we excluded
one card, the open-ended statement card because none of the
participants used it). The patients completed the task by

themselves in the presence of our trained research coordinator.
The patients did not have EOL discussions prior to completing
the tasks.

List of wishes/statements To validate the GWG for patients
with advanced cancer, we developed a list of wishes/
statements (LOS), a checklist with the same 35 statements
and one blank space used on the GWG cards. Patients were
asked to check the ten statements that were very important in
the first column and the ten statements that were somewhat
important in the second column and to leave unchecked the 16
statements that were not important.

Tool preference questionnaire To explore patients’ prefer-
ences between the GWG and LOS, we created a questionnaire
with questions about patients’ experience with card games
(question 1) and the GWG (question 2), understanding of
the tools (questions 3 and 4), and preference between the cards
and the checklist (question 5). We also asked whether the
GWG increased patients’ anxiety (question 6) and whether
patients considered EOL conversations beneficial (question
7). This questionnaire was provided to the patients after the
second test completed (GWG or LOS).

Fig. 1 Study design.GWG Go
Wish card game, LOS list of
wishes/statements, STAI State-
Trait Anxiety Inventory

Total Patients (N=100) ]

*STAI before GWG or LOS ]
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Abbreviations: GWG, Go Wish card game; LOS, list of wishes/statements; *STAI, State-Trait Anxiety Inventory
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To determine the consistency of patients’ EOL priorities,
we analyzed the responses from the first and second tests for
groups A and B. The agreement percentage for each patient
was calculated as the number of items selected as very impor-
tant on both tests divided by 10.

State-trait anxiety inventory The State-Trait Anxiety
Inventory (STAI) for adults is commonly used to assess
anxiety.[28] The S-Anxiety scale consists of 20 statements
that evaluate how respondents feel at that moment (e.g., “I
am tense,” “I am worried,” “I feel calm,” or “I feel secure”).
All items are rated on a 4-point scale (from “not at all” to
“very much”). Higher scores indicate greater anxiety. STAI
was given to the patients before and after completing the first
EOL test to evaluate anxiety levels.

Statistical analysis

GWG was determined feasible if at least 50 % of the patients
completed it following all of the rules of GWG. One hundred
patients allowed us to construct a 95 % confidence interval
around the proportion of patients who completed the test of
90 % + 5.9 % (assuming an observed proportion of 90 %;
NQuery 7.0). Using a two-sided binominal exact test, 100
patients provide 80 % power at a type I error rate of 5 % to
test the hypothesis of 64 % correct completion versus a null
hypothesis of 50 % or less correct completion.

Test-retest consistency compared the agreement percent of
the follow-up test and baseline test between the A group and B
group. The agreement percent for each patient was defined as
the ratio of the number of items selected as “Very Important”
for both tests over 10.

Data were summarized using standard descriptive statistics
and contingency tables. Correlation of continuous variables
was assessed using the Spearman correlation coefficient.
Association between categorical variables was determined
using the chi-squared test or Fisher exact test. A paired ¢ test
was used to assess the differences between the two STAI
scores within each patient group. A two-sample ¢ test was used
to assess the differences in age and STAI score between
groups. Histograms were used to show the distribution of
the data. All computations were performed using SAS soft-
ware, version 9.3 (SAS Institute Inc., Cary, NC).

Results

One hundred patients completed the study. Patients’ character-
istics are summarized in Table 1. The groups did not differ
significantly in age, sex, ethnicity, marital status, religion, edu-
cation, or cancer diagnosis. The ten most common “very
important” wishes identified by patients during the first and
second tests were “to be at peace with God” (74 vs. 71%,
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r=0.73, p < 0.0001); “to pray” (62 vs. 61 %, r = 0.57,
p < 0.0001); “to have my family with me” (57 vs. 61 %,
r=0.23, p = 0.0280); “to be free from pain” (54 vs. 60 %,
r=0.31, p = 0.0019); “not being a burden to my family” (48
vs. 49 %, r = 0.23, p = 0.0241 ); “to trust my doctor” (44 vs.
45 %, r=0.49, p < 0.0001); “to keep my sense of humor” (41
vs. 45 %, r=0.53, p < 0.0001); “to say goodbye to important
people in my life” (41 vs. 37 %, » = 0.46, p <0.0001); “to have
my family prepared for my death” (40 vs. 49 %, r = 0.48,
p < 0.0001); and “to be able to help others” (36 vs. 31 %,
r=0.52, p <0.0001). The frequency and correlation of each
item identified as very important during the first and second tests
are presented in Table 2.

Among the 50 patients in groups C (GWG-LOS) and D
(LOS-GWG), only five (10 %) had used the GWG before; 43
(86 %) agreed that the GWG instructions were clear; 45 (90 %)
agreed that the GWG was easy to understand; 31 (62 %) pre-
ferred the GWG; 39 (78 %) agreed that the GWG did not in-
crease their anxiety; and 31 (62 %) agreed that discussing EOL
priorities was beneficial (p = NS for all items). Table 3 summa-
rizes the patients’ evaluation of the GWG.

Test-retest consistency for group A showed a median agree-
ment percent (IQR) of 60 % (40100 %) vs. 70 % (30—100 %)
for group B. The difference of agreement percent between
these two groups was not statistically significant (p = 0.68).

The concordances on the wish statements among all groups
are showed in Table 4. The wishes with higher and significant
correlation were as follows: to be at peace with God, to die at
home, not being short of breath, to be free from anxiety, and to
have human touch.

We compared the median STAI scores of the GWG group
and the LOS group and analyzed the differences in the STAI
total score within and between these two groups. The median
STAI scores before the first test were 49 (IQR, 25-80) for the
GWG group and 46 (IQR, 20-65) for the LOS group
(» = 0.0350). The median STAI scores after the first test were
48 (IQR, 39-59) for the GWG group and 47 (IQR, 27-63) for
the LOS group (p = 0.2952). The changes in the STAI total
score in the GWG group and LOS group were not statistically
significant within or between groups.

Discussion

A high proportion of our population expressed their most im-
portant wishes as those involving spiritual aspects (“to be at
peace with God” and “to pray”). Although several studies
have shown that patients with advanced illness assign a high
priority to freedom from pain and consider painlessness one
component of a good death.[17, 29] our study showed that
spiritual issues also have high priority for patients and should
be considered aspects of a good death. We previously found
that 98 of 100 patients with advanced cancer considered
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Table 1  Characteristics of patients with advanced cancer
Characteristic Total Test group p value
Group A Group B Group C Group D
(N =100) (N =25) (N =25) (N =26) (N =24)
n n (%) n (%) n (%) n (%)
Median age (IQR) 56 (27-83) years 53 (27-78) years 57 (27-74) years 56 (30-83) years 54 (31-75) years 0.7391"
Sex 0.7856>
Female 60 17 (68) 15 (60) 15 (58) 13 (54)
Male 40 8(32) 10 (40) 11 (42) 11 (46)
Ethnicity 0.53552
White 68 17 (68) 19 (76) 15 (58) 17 (71)
Hispanic 17 4 (16) 2(8) 727 4(17)
African American 9 14 2(8) 3(12) 3(13)
Asian 3 14) 2(8) 0 (0) 0 (0)
Other 3 2(8) 0(0) 14 0 (0)
Marital status 0.1758°
Married 62 16 (64) 14 (56) 21 (81) 11 (46)
Single 17 3(12) 6 (24) 2 (8) 6 (25)
Divorced/separated 11 3(12) 4 (16) 0(0) 4(17)
Widowed 10 3(12) 14 3(12) 3(13)
Religion 0.7575°
Christian 74 17 (68) 21 (84) 18 (69) 18 (75)
Catholic 19 6 (24) 2(8) 6 (23) 5(21)
Buddhist 1 0(0) 0(0) 14 0(0)
Other 6 2(0) 2(8) 14 14
Education 0.7301
College or more 71 18 (72) 20 (80) 18 (69) 15 (63)
High school 20 5(20) 4(16) 4 (15) 7(29)
Less than high school 9 2(8) 14 4 (15) 2 (8)
Primary cancer diagnosis 0.5752°
Gastrointestinal 30 7 (28) 5(20) 2(8) 3(13)
Lung 13 0(0) 2(8) 2 (8) 1(4)
Breast 11 3(12) 3(12) 2 (8) 3(13)
Urinary 10 4 (16) 2(8) 14 0 (0)
Gynecological 7 14) 3(12) 0(0) 0(0)
Skin 7 4 (16) 3(12) 2 (8) 14
Head or neck 6 1(4) 2(8) 727) 11 (46)
Prostate 6 14 2(8) 14 14
Leukemia/lymphoma 5 14 2(8) 2 (8) 1(4)
Central nervous system 1 14 0(0) 0(0) 0(0)

p values correspond to comparison between the four test groups

IOR interquartile range

! p value determined by the two-sample t-test

2 p value determined by the Fisher exact test

themselves spiritual [30], and True et al. found that 84% of 68
patients with advanced lung cancer considered themselves to
be “moderately to very spiritual.”[31] Collectively, these find-
ings suggest the importance of asking patients about their
EOL spiritual needs and wishes.[32] Whether patients were

exposed to GWG or LOS, the findings were very consistent
and it is very reassuring that either of these forms could be
used according to the patient’s preferences.

Good communication about EOL issues and the use of
tools to explore EOL wishes such as GWG can help prevent
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Table 2 Frequency of “Very

Important” wishes and correlation ~ Item Test 1 Test 2 Correlation®
between the first and second test N=100 N =100
n* n* r p
1 To be at peace with God 74 71 0.73  <0.0001
2 To pray 62 61 0.57  <0.0001
3 To have my family with me 57 61 023 0.0280
4 To be free from pain 54 60 031  0.0019
5 Not being a burden to my family 48 49 023 0.0241
6 To trust my doctor 44 45 0.49  <0.0001
7 To keep my sense of humor 41 45 0.53  <0.0001
8 To say goodbye to important people in my life 41 37 046  <0.0001
9 To have my family prepared for my death 40 49 048  <0.0001
10 To be able to help others 36 31 0.52  <0.0001
11 To have my financial affairs in order 36 27 040  <0.0001
12 To maintain my dignity 33 34 040  0.0001
13 Not being short of breath 32 31 0.73  <0.0001
14 Not dying alone 29 31 0.52  <0.0001
15 Not being connected to machines 28 29 0.56  <0.0001
16  To prevent arguments by making sure my family knows 28 22 0.55  <0.0001
what I want
17 To be kept clean 27 31 044  <0.0001
18  To be mentally aware 25 24 037  0.0003
19  To have a doctor who knows me as a whole person 25 21 0.57  <0.0001
20 To feel that my life is complete 24 26 032 0.0033
21 To be free from anxiety 23 24 0.50  <0.0001
22 To have my funeral arrangements made 22 23 0.63  <0.0001
23 To be treated the way I want 22 17 0.38  0.0004
24 To have someone who will listen to me 20 16 026 0.0167
25  To have close friends near 19 19 049  <0.0001
26  To take care of unfinished business with family and friends 17 15 045 <0.0001
27  To have human touch 14 14 0.50  <0.0001
28  To die at home 13 16 0.67  <0.0001
29  To have a nurse I feel comfortable with 13 10 0.40  0.0001
30  To be able to talk about what death means 11 9 024 0.0297
31  To be able to talk about what scares me 11 9 029  0.0060
32 To meet with clergy or chaplain 10 16 0.55 <0.0001
33 To know how my body will change 9 5 0.35 0.0011
34  To have an advocate who knows my values and priorities 7 15 044  <0.0001
35  To remember personal accomplishments 4 6 025 0.0247

*Number (%) of patients who prioritized this item as “very important”

® Spearman correlation coefficient between test 1 and test 2, which was completed 4-24 h after test 1

distress associated with the dying process. In our study, most
of the patients felt comfortable exploring their EOL wishes
using the GWG and this did not increased anxiety on them.
Abba et al. evaluated an intervention in the general population
(n=498) to encourage participants to plan the end of their life
and to communicate their wishes. The study showed that peo-
ple are comfortable with talking about EOL issues (mean
score, 8.28/10).[33] For patients with advanced illness or
those near death, an early exploration of EOL needs and
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wishes is necessary to improve individual care.[34]
Healthcare professionals may find it difficult to understand a
patient’s needs in the patient’s last week of life when the most
complex physical and emotional problems arise.[35, 36] In a
national survey, Steinhauser et al. found that eight items, in-
cluding being mentally aware, being at peace with God, and
not being a burden, were rated as very important by patients
but were rated as less important by physicians.[20] In this
setting, the GWG can help address patients’ priorities and help
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mentioned wishes seems to be across the types of illnesses,
since in our study with advanced cancer patients, high-priority
wishes included appropriate relationships with a higher power
(God) and with others (family and clinicians), appropriate
attitudes, and symptom control.

Our findings validate the GWG for patients with advanced
cancer. We found an adequate test-retest consistency and a
high correlation of several wish statements among all the
groups. As in previous studies,[ 19, 22] our results showed that
the GWG was a feasible way to prioritize patients’ EOL
wishes and did not increase anxiety in patients.

Interestingly the wishes with higher and significant corre-
lation among our population, especially “to be at peace with
God and to pray”, were consistent in all the different groups
independently of the order of the tool given (as shown in
Table 4). This might suggest the strong connection among
our population with a higher power/God, and/or possible the
need to be closer to a higher power, and/or a needed spiritual
connection at the end of life.

Our study was limited by its single-institution setting. A larg-
er study involving a more diverse population is needed.
However, the GWG is a simple tool to start discussions about
EOL wishes, is preferred over the LOS, and elicits consistent
wishes; these wishes highlighted the importance of connected-
ness through relationships with a higher power and with family/
caregivers. Another important point to consider is that our study
was conducted in the South Texas area where a high percentage
of individuals consider themselves spiritual and/or religious.
[30, 41] Further research is needed to evaluate these findings
in different geographic regions. Patients assigned high impor-
tance to spirituality and the presence/relationships of family, and
these wishes were consistent over the two tests. The GWG was
preferred to a LOS and did not worsen anxiety. These findings
are important in our daily practice since exploring the EOL
wishes of patients and paying attention to their spiritual needs
and struggles would benefit quality of life and improve care at
the end of life. Patients’ cultural and spiritual beliefs may yield
different views about who should make decisions for the indi-
vidual at the end of life and what constitutes optimal care at the
end of life. [42] This provides a personalized inventory of pri-
orities across different cultural and sociodemographic groups.
The importance of this influence and the nature of the interaction
between cultural aspects, spiritual beliefs, and EOL care prefer-
ences remain poorly understood. Multicenter prospective stud-
ies, at national and international levels will increase our under-
standing about EOL wishes of patients of advanced and terminal
illnesses in a multicultural setting.
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