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Short Graphic Values History Tool for
decision making during

serious illness

John J You

! Peter Allatt,”> Michelle Howard,® Carole A Robinson,*

Jessica Simon,” Rebecca Sudore,® Amy Tan,’ Carrie Bernard,®®
Marilyn Swinton,'® Xuran Jiang,'" Doug Klein,'*> Michael McKenzie,'?

Gillian Fyles," Daren Keith Heyland"

ABSTRACT

Objectives To develop and validate a values
clarification tool, the Short Graphic Values
History Tool (GVHT), designed to support person-
centred decision making during serious illness.
Methods The development phase included
input from experts and laypersons and assessed
acceptability with patients/family members. In
the validation phase, we recruited additional
participants into a before—after study. Our
primary validation hypothesis was that the tool
would reduce scores on the Decisional Conflict
Scale (DCS) at 1-2 weeks of follow-up. Our
secondary validation hypotheses were that the
tool would improve values clarity (reduce scores)
more than other DCS subscales and increase
engagement in advance care planning (ACP)
processes related to identification and discussion
of one’s values.

Results In the development phase, the tool
received positive overall ratings from 22 patients/
family members in hospital (mean score 4.3;
1=verypoor; 5=verygood) and family practice
(mean score 4.5) settings. In the validation
phase, we enrolled 157 patients (mean age
71.8 years) from family practice, cancer clinic
and hospital settings. After tool completion,
decisional conflict decreased (-6.7 points,

95% Cl —=11.1 to =2.3, p=0.003; 0-100 scale;
N=100), with the most improvement seen in
the values clarity subscale (=10.0 points, 95% Cl
-17.3 to =2.7, p=0.008; N=100), and the ACP-
Values process score increased (+0.4 points,
95% Cl1 0.2 to 0.6, p=0.001; 1-5 scale; N=61).
Conclusions The Short GVHT is acceptable to
end users and has some measure of validity.
Further study to evaluate its impact on decision
making during serious illness is warranted.

INTRODUCTION
A clear understanding of patients’ values
by substitute decision makers, clinicians

and the patients themselves is critical to
high-quality, person-centred decision
making during serious illness.' * However,
patients with serious illness are some-
times unclear about their own values or
make value statements that are internally
inconsistent. Substitute decision makers
and clinicians too are often unaware of
patients’ values.>™ Without sound knowl-
edge of patients’ values, care during
serious illness may not be concordant
with their values and goals, and patients
may receive unwanted aggressive inter-
ventions.®’

In this paper, we define values as things
that are important to an individual in the
context of medical decision making.® By
helping individuals identify and consider
values in a more systematic way, values
clarification tools may support better
advance care planning (ACP) conversa-
tions between patients and their future
substitute decision maker(s) or better
goals-of-care conversations between clini-
cians, patients and substitute decision
makers during serious illness.””’ Although
many values clarification tools have been
previously developed, they have typically
been created to address illness-specific
medical or screening decisions.'’ In
contrast, the purpose of ACP and goals-
of-care discussions is to inform a wide
array of future decisions in the context of
any serious life-limiting illness. Although
some generic values history tools do exist,
their development is not well described,
they are not validated, or they may be too
difficult or complex to be used by individ-
uals with lower literacy or lower health
literacy.""™ Recently, to address these
limitations, the Graphic Values History
Tool (GVHT) was developed to be an easy
to use, disease-agnostic tool to support
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better ACP between patients and substitute decision
makers. Based on end-user feedback from patients
and laypersons during its development, the GVHT
includes graphic elements to increase clarity, including
images to portray different health states.'*

In September 2014, the Canadian Researchers at
End of Life Network hosted a protocol development
meeting focused on opportunities to test tools aimed
at improving communication and decision making
during serious illness. At this meeting, 20 investiga-
tors with expertise in serious illness communication
and decision making, clinical ethics, palliative care,
critical care, general internal medicine, questionnaire
development, and health research methods reviewed
the original GVHT. There was consensus that this tool
could be useful in supporting serious illness communi-
cation and decision making in a broad range of clinical
settings. However, investigators voiced concern about
the length of the tool if it were to be implemented in
clinical settings and recommended the development
of a shorter version for this purpose. Accordingly, the
objective of this study was to develop and validate
an abridged version of the original GVHT, called the
Short Graphic Values History Tool.

METHODS

Design

This study consisted of two phases: a developmental
phase and a validation phase.

Setting and participants

To maximise generalisability of the findings, for both
phases, we recruited patients from a variety of settings.
In the family practice setting, patients were eligible if
they were 50 years of age or older. In the oncology
setting, patients were eligible if they were 18 years
of age or older and had a diagnosis of cancer. In the
hospital setting, patients were eligible if they were
(1) 80 years of age or older, (2) 55 years of age or
older with a chronic illness, such as congestive heart
failure or chronic obstructive pulmonary disease at an
advanced stage (see online Supplementary Appendix 1
for detailed clinical criteria), or (3) if a member of the
healthcare team would not be surprised if the patient
died in the next year. In all three settings, patients
were excluded if they could not speak, read or write
in English, or were unable to understand or participate
in the study due to cognitive impairment (clinically
assessed by research staff) or other medical reasons (eg,
too unwell, hearing impairment, visual impairment
and so on). If a hospitalised patient met the inclusion
criteria but did not participate, we approached family
members for enrolment instead, defined as individ-
uals who knew the patient best, inclusive of partners,
significant others and close friends (but excluding paid
caregivers), and who had visited the patient in the
hospital at least once. Family members were excluded
if they were unable to communicate due to cognitive

impairment or if they did not speak or read English.
Participating family members were asked to complete
the Short GVHT to reflect the patient’s values and not
their own.

Phase 1: development of the Short GVHT

The development of the original, longer GVHT,
and demonstration of its face and content validity, is
reported in detail elsewhere.'* The original tool (online
supplementary appendix 2) has both a patient and
substitute decision-maker version, and was developed
based on literature review, input from content experts,
laypersons and patients, and comprised 52 questions
in 8 sections: quality of life—independence (eg, being
able to go outside, needing help with self-care); quality
of life—medical condition (eg, pain, breathing prob-
lems, cognitive deficits); value conflicts—part 1; value
conflicts—part 2; are some conditions worse than
death?; how do you weigh chances of survival?; impact
of decisions on others; and religious, spiritual and
cultural beliefs. The tool presents items on a S-point
Likert scale with colour shading, that is, 1=totally
unacceptable (red), S=totally acceptable (green).
There was a free-text box after each question to allow
the respondent to further elaborate on their response.
One section (values conflicts—part 1) assessed value
conflicts using a line with two anchors to depict trade-
offs between different values (eg, quality and quantity
of life). The tool contained graphic elements to increase
clarity, including images to portray the concept (eg,
being wheelchair users) beside each question.

The development of the Short GVHT was an itera-
tive process. Based on input from content experts who
attended the September 2014 protocol development
meeting and further deliberation of a study steering
committee (PA, JJY, MS and DKH), items were
retained, combined or removed based on their face and
content validity to produce an initial draft of a Short
GVHT comprising five rather than eight sections: (1)
acceptable quality of life; (2) value conflicts; (3) are
some conditions worse than death?; (4) impact of deci-
sion on others; and (5) religious, spiritual and cultural
beliefs. In March 2015, we then asked 20 laypersons
of varying age (range 20-95 years), education (grade
school to postgraduate) and health status (healthy to
multiple comorbidities) to review the draft version of
the tool and provide comments, written directly on
the tool or by email. Based on this feedback, we did
not add or remove any items, but made 3 formatting
changes and 11 wording revisions (see online supple-
mentary appendix 3) to create final versions (patient
and substitute decision maker) of the Short GVHT
(full name: “What’s Important to Me: Graphic Values
History Tool’) consisting of 32 questions in § sections
(online supplementary appendix 4).

For the final step of phase 1, we obtained patient
and family member ratings of the acceptability and
sensibility of the Short GVHT. To do this, we enrolled
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Table 1 Acceptability of the Short Graphic Values History Tool

Family

Hospital practices

Item (n=10) (n=12)
Clarity of language (1=very unclear; 5=very clear) 4.4(0.5) 4.5(0.5)
Amount of information (1=much less than | wanted; 5=much more than | wanted) 3.4(0.7) 3.0(0.0)
Ease of use (1=very difficult; 5=very easy) 4.2(0.4) 4.1(0.9)
Helpfulness for a person thinking about medical treatment for a serious illness (1=very unhelpful; 5=very helpful) 4.5(0.5) 4.8(0.5)
Likely to use if recommended by doctor (1=definitely would not; 5=definitely would) 4.4(0.8) 4.3(0.7)
Recommend to someone else for the purpose of discussing options for medical treatment of a serious illness 4.2(1.0) 3.8(1.2)
(1=definitely would not; 5=definitely would)
Global rating of tool: ‘Overall, how would you rate the tool?" (1=very poor; 5=very good) 4.3(0.8) 4.5(0.5)

All data are reported as mean (SD).

a convenience sample of participants from a family
practice in Ontario, a family practice in Alberta and
a hospital medical ward (Foothills Medical Centre,
Calgary, Alberta) using the eligibility criteria described
above. Participants completed the Short GVHT, then
completed a questionnaire (see table 1) that was
informed by the framework for evaluation of sensi-
bility developed by Feinstein, and included items
from other instruments that have also measured these

constructs. 518

Phase 2: validation phase

For the validation phase, we recruited participants
from 12 family medicine practices in the provinces of
Ontario (n=9), Alberta (n=1) and British Columbia
(n=2), 2 oncology centres in British Columbia, and
medical wards of 2 teaching hospitals in Calgary,
Alberta (Foothills Medical Centre) and Hamilton,
Ontario (Hamilton General Hospital), all in Canada.
Sites used different recruitment procedures depending
on the clinical setting. In the family practice and
oncology clinic settings, physicians identified eligible
patients, and research assistants approached interested
patients in person at clinic appointments or by tele-
phone for their consent to participate in the study. In
the hospital setting, eligible patients were identified by
screening medical records of patients who had been
admitted to the medical ward for 2-7 days. Bedside
nurses approached eligible patients to introduce the
study, and consent to participate in the study was
obtained by the research assistant.

Baseline questionnaires administered in person by
research assistants included participants’ demographic
information, preferences for use or non-use of life-
sustaining treatments, the low-literacy version of the
Decisional Conflict Scale (primary outcome) with
respect to the above preference about life-sustaining
treatments,'” 2 and the values domain of the vali-
dated Advance Care Planning Engagement Survey
(ACP-Values).”'

The low-literacy version of the Decisional Conflict
Scale (online supplementary appendix 5) is a 10-item
validated instrument consisting of four subscales that

captures personal perceptions of feeling: (1) uncer-
tain about a treatment choice (uncertainty subscale),
(2) uninformed about choosing treatment options
(informed subscale), (3) unclear about personal values
(values clarity subscale), and (4) supported in decision
making (support subscale). The overall scale and each
subscale are each scored from 0 to 100, with lower
scores corresponding to more desirable scores, that is,
less decisional conflict, more certain about best choice,
more informed, more clarity about personal values
and more supported in decision making, respectively.

The ACP Engagement Survey is a validated instru-
ment that covers four domains of ACP behaviours
related to surrogate decision makers, values (quality
of life), flexibility for surrogates and asking doctors
questions. Each domain has been validated for indi-
vidual use. For this study, we used the 22-item values
domain (ACP-Values) which focuses on the identifi-
cation and discussion of one’s values (online supple-
mentary appendix 6). The instrument includes both
14 ‘Process’ items of knowledge, contemplation, self-
efficacy and readiness assessed on Likert scales from
1 to 5 points, and 8 ACP ‘Action’ items using binary
(yes/no) response options. Accordingly, the ACP-Values
scale produces both a process score (average of Likert
scale responses from 1 to 5) and an action score (total
of yes/no responses from 0 to 8).

In the oncology and family practice settings, after
collection of baseline measures, participants were
introduced to the Short GVHT by research staff and
asked to complete the tool at home. Two weeks after
enrolment, we contacted the participants by telephone
to readminister the low-literacy Decisional Conflict
Scale and the ACP-Values scale. In the hospital setting,
after collection of baseline measures, research staff
introduced the Short GVHT and recorded participants’
responses to the tool. After 1 week, we readministered
the low-literacy Decisional Conflict Scale and the ACP-
Values scale. Because the primary aim of this phase of
the study was to evaluate construct validity (ie, this
was not a study of clinical effectiveness), we wanted
to focus on measuring very proximal perceptions of
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participants after completing the tool. For this reason,
we elected to use a relatively short follow-up time of
1-2 weeks; however, before considering participants
lost to follow-up, we made several attempts to contact
participants for up to 6 weeks postenrolment.

Statistical analysis

We describe the ratings of acceptability and sensibility
and the baseline characteristics of participants using
counts and proportions for categorical variables, and
means, SD and ranges for continuous variables; we
excluded cases from these analyses if they had missing
data for 50% or more of baseline items.

For the validation phase, we assessed construct
validity of the Short GVHT by testing a series of
hypotheses that would provide evidence that the tool
does what it is intended to do. Our primary vali-
dation hypothesis was that the tool would be asso-
ciated with a reduction in decisional conflict. Our
secondary validation hypotheses were that (1) the
tool would improve the values clarity subscale of the
Decisional Conflict Scale more than other subscales;
and (2) the tool would increase engagement in ACP
processes related to identification and discussion of
one’s values (ACP-Values process scores), but not
necessarily lead to a change in ACP-Values action
scores, since our study procedures did not include
explicit steps to encourage participants or clinicians
to take further action. To test these hypotheses, we
used paired t-tests to compare scores on outcome
measures of interest (eg, Decisional Conflict Scale
and its subscales, ACP-Values process and action
scores) before versus after completion of the Short
GVHT. We reported the change in scores as absolute
differences and 95% CI. We used a complete case
analysis approach for these analyses; that is, we only
included cases with non-missing data for items before
and after completion of the Short GVHT. We calcu-
lated that a sample size of 120 evaluable participants
would provide 90% power to detect an effect size as
small as 0.3 in the change in decisional conflict from
baseline to follow-up. We used the SAS V.9.4 statis-
tical package to conduct the analyses. A p value of
0.05 was considered statistically significant.

RESULTS

Phase 1: acceptability and sensibility of the Short GVHT

To formally assess the acceptability and sensibility
of the tool, we enrolled a convenience sample of 10
participants (5 patients, age 77.8%9.6 years, 40%
female; 5 family members, age 66.2+17.7, 100%
female) from a hospital medical ward and 12 patients
(age 66.4+7.7 years, 75% female) from a family prac-
tice setting. Participants gave the tool positive ratings,
including global rating scores of 4.3+0.8 and 4.5+0.5
from hospital and family practice participants, respec-
tively (1=very poor; S=very good) (table 1).

Phase 2: validation of the Short GVHT

Between July 2015 and August 2016, we approached
560 eligible patients from family practice, cancer clinic
and hospital settings. Of these, 403 did not partici-
pate, resulting in a study cohort of 157 participants
(participation rate of 28%). Of the 157 participants,
12 patients did not complete all baseline measures (ie,
defined as greater than or equal to 50% of questions
having missing data), resulting in an evaluable cohort
of 145 participants (table 2).

Decisional Conflict Scale

Baseline and follow-up scores on the Decisional
Conlflict Scale and its subscales for all 100 patients with
non-missing data for both time points are reported in
table 3. The total score at baseline was 25.0+26.1
(mean+SD) out of a maximum score of 100 (0=no
decisional conflict; 100=extremely high decisional
conflict). After completion of the Short GVHT, there
was a statistically significant decrease in the total score
compared with baseline (decrease of 6.7 points, 95%
CI —11.1 to —2.3, p=0.003). Of the four subscales
(0=desirable; 100=undesirable) of the Decisional
Conlflict Scale, the largest decrease was in the values
clarity subscale (ie, respondents had greater clarity
about their personal values), which decreased by 10.0
points (95% CI —17.3 to —2.7, p=0.008). This is in
contrast to smaller changes in the uncertainty subscale
(decrease of 8.5 points, 95% CI —14.6 to —2.4,
p=0.007), informed subscale (decrease of 8.0 points,
95% CI —14.8 to —1.2, p=0.02) and support subscale
(decrease of 2.0 points, 95% CI —5.7 to 1.7, p=0.29)
(table 3).

ACP Engagement Survey: values domain (ACP-Values)

Baseline and follow-up scores on the ACP-Values
instrument for all 61 patients with non-missing data
for both time points are reported in table 4. At base-
line, the ACP-Values process score was 3.3+0.9 out of
a maximum possible score of 5, and the ACP-Values
action score was 2.6+2.9 out of a maximum possible
score of 8. After completion of the Short GVHT, there
was a statistically significant increase in the ACP-Values
process score compared with baseline (+0.4 points,
95% CI 0.2 to 0.6, p=0.001), but no statistically
significant change in the ACP-Values action score (+0.2
points, 95% CI —0.4 to 0.8, p=0.58) (table 4). The
increase in the ACP-Values process score was driven
by increases in the contemplation (+0.4 points, 95%
CI 0.2 to 0.6, p=0.0001) and readiness (+0.5 points,
95% CI 0.1 to 1.0, p=0.01) components of the score.

DISCUSSION

We have developed the Short GVHT, a disease-agnostic
values clarification tool designed to support person-
centred decision making during serious illness. Our
findings demonstrate that the tool has face and content
validity and good acceptability based on the input of
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Table 2 Baseline characteristics of study population for the

validation phase

Patients
N=145

Age, years, mean=+SD (range)
Sex
Male
Female
Missing
Ethnicity
Caucasian
Asian
East Indian
First Nations/Inuit/Metis or Aboriginal
African/Black North American
Other
Missing
Formal religious group
Protestant
Catholic
Jewish
Muslim
None
Other
Missing
Highest level of education
Did not complete high school
Completed high school

Some university education or completed

other postsecondary programme
University undergraduate degree
University graduate degree
Missing
Place of residence in the past month
Own home
Retirement residence
Long-term care home
Hospital
Other
Missing
Comorbidities*
Heart disease
High blood pressure
Lung disease
Diabetes
Ulcer or stomach disease
Kidney disease
Liver disease
Anaemia or other blood disease
Cancer
Depression
Osteoarthritis, degenerative arthritis
Back pain
Rheumatoid arthritis

71.8£12.6 (21

74 (51.0%)
68 (46.9%)
3(2.1%)
130 (89.7%)
1.4%)

36 (24.8%)
28 (19.3%)
51 (35.2%)

8 (12.4%)
10 (6.9%)
2 (1.4%)

13

43 (29.7%)
78 (53.8%)
24.(16.6%)
32 (22.1%)
37 (25.5%)
8 (12.4%)
5(10.3%)
26 (17.9%)
70 (48.3%)
40 (27.6%)
0(0.0%)

71 (49.0%)
16 (11.0%)

.8-101.0)

Continued

Table 2 Continued

Patients
N=145

3.8+2.1(0.0-10.0)

Number of comorbidities per patient,
mean=SD (range)

Frailtyt
Very fit 8(12.4%)
Well 24 (16.6%)
Managing well 44 (30.3%)
Vulnerable 39 (26.9%)
Mildly frail 2 (8.3%)
Moderately frail 4(2.8%)
Severely frail 2 (1.4%)
Very severely frail 0(0.0%)
Missing 2 (1.4%)

Quality of life*
Excellent 21(14.5%)
Very good 42 (29.0%)
Good 41 (28.3%)
Fair 32(22.1%)
Poor 8 (5.5%)
Missing 1(0.7%)

*Based on patient self-report.
tBased on patient self-report using the Clinical Frailty Scale.”*

content experts and laypersons during its development
and field testing with patients and family members
in outpatient and inpatient settings. Our study also
provides some evidence of construct validity of the
Short GVHT based on the results of our before—after
evaluation.

In particular, our results were consistent with our
primary validation hypothesis that the Short GVHT
would be associated with a reduction in decisional
conflict. Furthermore, because the Short GVHT is a
values clarification tool, we anticipated that the values
clarity subscale of the Decisional Conflict Scale would
show the most improvement compared with other
subscales. Finally, we hypothesised that the Short
GVHT would be associated with an increase in the
ACP-Values process score (ie, constructs of contem-
plation, self-efficacy and readiness), but not neces-
sarily a change in actions related to the identification
or discussion of values. This was because our study
protocol did not include a follow-up visit with their
clinician to discuss their responses to the Short GVHT,
or any other explicit actions for participants or clini-
cians to take related to the discussion of their values.
Given that our findings were consistent with our vali-
dation hypotheses, we conclude that the Short GVHT
has some evidence for construct validity.

Our study adds to the literature on values clarifi-
cation tools. First, many existing values clarification
tools are too narrowly focused on specific medical
decisions (eg, in cancer or reproductive care) to be
broadly applicable to decision making during serious
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e781



Original research

Table 3 Decisional Conflict Scale before and after completion of the Short Graphic Values History Tool

Before After
n Mean=SD Mean=SD Change (95% CI) P value
Total score 100 25.0+26.1 18.7+20.3 —6.7 (=11.1t0 -2.3) 0.003
Uncertainty subscore 100 19.4+31.9 11.3+26.2 —8.5(-14.6 to 2. 4) 0.007
Informed subscore 100 38.2+38.0 31.0+31.4 -8.0(-14.8t0 -1.2) 0.02
Values clarity subscore 100 27.9+36.1 18.4+29.0 -10.0 (=17.3 to —2. 7) 0.008
Support subscore 100 13.4+20.2 11.6+19.5 -2.0(-5.7t0 1.7) 0.29

Total score: 0 (no decisional conflict) to 100 (extremely high decisional conflict); subscales: 0 (‘good’, eg, ‘extremely certain’) to 100 ('bad’, eg, 'extremely

uncertain’).

illness.'® In contrast, since the Short GVHT is a disease-
agnostic tool, it can be helpful in supporting the wide
range of decisions that may be encountered during
serious illness. Second, although some generic values
history tools have been previously developed, they
have limitations. For instance, in the late 1980s and
early 1990s, Justin,'! Lambert et al,'* and Doukas and
McCullough® each described their own values history
tools intended to inform future decisions about life-
sustaining treatments. Although similar in nature to
the Short GVHT, the development of these tools was
not well described and none of these tools were eval-
uated for their validity in supporting communication
or decision making during serious illness. Our study
addresses these limitations by describing the develop-
ment of the Short GVHT in detail, asking end users to
assess its acceptability and sensibility, and evaluating
the validity of the tool in a before-after study.

Our evaluation of construct validity was focused on
measuring very proximal perceptions of participants
after completing the tool. Accordingly, the magnitude
of effect that we observed was small and we did not
observe an increase in ACP-related actions. This was
anticipated due to the relatively short follow-up time,
which may not have allowed sufficient time for partic-
ipants to complete these actions and because our inter-
vention did not include explicit supports or prompts
to patients, substitute decision makers or clinicians to
discuss values during follow-up. Future research could
focus on the development and evaluation of clinician
communication strategies to leverage the information

gleaned from patients or substitute decision makers
using the Short GVHT. For example, an unanswered
question is whether values clarification methods
should precede clinical encounters, be used during
clinical encounters or follow these conversations.”
Finally, future research could include the conduct of
prospective studies that evaluate the effect of the Short
GVHT on the quality of actual medical decisions that
are made during future episodes of serious illness.
The strengths of our study include the involvement
of a wide range of individuals, including end users, in
the development of the Short GVHT. In addition, we
used validated instruments to prospectively assess effi-
cacy and construct validity and conducted this work in
several different clinical settings to enhance the cred-
ibility and applicability of our findings. Finally, we
adhered to best practices in the conduct and reporting
of survey research.”> However, our study also has
limitations. First, an appreciable proportion of partic-
ipants who were approached did not participate or
were lost to follow-up and had missing outcome
data. To the extent that non-participating patients
or patients with missing outcome data were system-
atically different from those who had completed
the outcome assessments, this may introduce a risk
of bias and limit the generalisability of our findings.
In addition, our findings may not be applicable to
more diverse populations who may have different
approaches to engaging in decision making during
serious illness. Second, the magnitude of effects that
we observed was modest. However, this study was

Table 4 Values domain of Advance Care Planning Engagement Survey (ACP-Values) before and after completion of the Short Graphic

Values History Tool

Before After
n Mean+SD Mean+SD Change (95% CI) P value

Process score® 61 3.3+0.9 3.7+0.9 4(0.2100.6) 0.001
Contemplation 61 2.8+1.1 3.2+1.0 4(0.2100.6) 0.0001
Self-efficacy 61 4.3+0.8 4.3+0.8 .0(=0.2t00.2) 0.90
Readiness 61 3.1+1.2 3.7+1.7 .5(0.1t0 1.0) 0.01
Action scoret 61 2.6+£2.9 2.8+3.0 .2(-0.4t00.8) 0.58
Health situations 61 1.3+1.5 1.3+1.5 .0(=0.3t00.3) 0.92
Medical care 61 1.3+£1.5 1.5+1.6 .2(-0.21t00.5) 0.29

*Process score: 1-5.
tAction score: 0-8.
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not an implementation study aimed at assessing the
clinical effectiveness of the tool in clinical practice.
Instead, our objective was to develop and validate
the tool. Our findings of statistically significant and
clinically sensible changes in constructs in response to
the tool provide some evidence of the tool’s construct
validity.

In conclusion, the Short GVHT is a disease-agnostic
values clarification tool that has good acceptability,
face validity, content validity, and some evidence of
efficacy and construct validity. Further evaluation may
be warranted to prospectively evaluate whether the
tool can increase the quality of decision making during
serious illness and improve concordance of care with
patients’ values and goals.

Author affiliations

"Medicine, McMaster University, Hamilton, Canada

2Bridgepoint Active Healthcare, Toronto, Ontario, Canada

*Family Medicine, McMaster University, Hamilton, Ontario, Canada

“School of Nursing, University of British Columbia Okanagan, Kelowna, British
Columbia, Canada

*Oncology and Community Health Sciences, University of Calgary Cumming
School of Medicine, Calgary, Alberta, Canada

®Division of Geriatrics, University of California, San Francisco, California, USA
"Department of Family Medicine, University of Calgary Cumming School of
Medicine, Calgary, Alberta, Canada

8Department of Family Medicine, McMaster University, Hamilton, Ontario,
Canada

°Department of Family and Community Medicine, University of Toronto, Toronto,
Ontario, Canada

"Clinical Epidemiology and Biostatistics, McMaster University, Hamilton,
Ontario, Canada

YClinical Evaluation Research Unit (CERU), Kingston General Hospital, Kingston,
Ontario, Canada

"“Department of Family Medicine, University of Alberta, Edmonton, Alberta,
Canada

BBC Cancer Agency, Vancouver, British Columbia, Canada

YBC Centre for Palliative Care, Vancouver, British Columbia, Canada
"*Department of Critical Care Medicine, Queen's University, Kingston, Ontario,
Canada

Acknowledgements The authors would like to acknowledge
research staff Erin McFee, Bhavan Panghali, Lorenz Yeung,
Carol Mantle, Georgina Freeman, Anna Consoli, Nishan
Sharma, Aaron Bonham, Denise Campuzano, Dawn Elston,
Neha Arora, Rebecca Heyland and Nola Fuller for their
support in the implementation of this project, and patient
advisors Ivy Hoffman and Karen Robson for their input into
the shortening of the original GVHT.

Contributors All authors contributed to the design of the
work, or the acquisition, analysis or interpretation of data. JJY
drafted the manuscript and all authors revised it critically for
important intellectual content. All authors gave final approval
of the version of the manuscript submitted for publication.
JJY agrees to be accountable for all aspects of the work and
ensuring that questions related to the accuracy or integrity

of any part of the work are appropriately investigated and
resolved.

Funding This work was supported by research grants from the

Ontario Ministry of Health and Long-Term Care, the Canadian
Frailty Network (core research grants 2013-30, 2013-13A), the
Canadian Institutes of Health Research (PHE-135930) and the
British Columbia Cancer Foundation.

Competing interests None declared.
Patient consent for publication Not required.

Original research

Ethics approval This study received full approval from the
health research ethics board of each participating site, and all
participants provided written, informed consent.

Provenance and peer review Not commissioned; externally
peer reviewed.

Open access This is an open access article distributed in
accordance with the Creative Commons Attribution 4.0
Unported (CC BY 4.0) license, which permits others to copy,
redistribute, remix, transform and build upon this work for
any purpose, provided the original work is properly cited,

a link to the licence is given, and indication of whether
changes were made. See: https://creativecommons.org/
licenses/by/4.0/.

ORCID iD
John J You http://orcid.org/0000-0003-2300-3338

REFERENCES

1 Bernacki RE, Block SD, American College of Physicians High
Value Care Task Force. Communication about serious illness
care goals: a review and synthesis of best practices. JAMA
Intern Med 2014;174:1994-2003.

2 Sudore RL, Fried TR. Redefining the "planning" in advance
care planning: preparing for end-of-life decision making. Ann
Intern Med 2010;153:256-61.

3 Heyland DK, Heyland R, Dodek D, et al. Discordance between
patients' stated values and treatment preferences for end-of-life
care: results of a multicentre survey. BMJ Support Palliat Care
2017;7:292-9.

4 Abdul-Razzak A, Heyland DK, Simon ], et al. Patient-family
agreement on values and preferences for life-sustaining
treatment: results of a multicentre observational study. BMJ
Support Palliat Care 2019;9:€20.

5 You JJ, Dodek P, Lamontagne F, et al. What really matters in
end-of-life discussions? perspectives of patients in hospital
with serious illness and their families. CMAJ 2014;186:E67
9-E687.

6 Heyland DK, Ilan R, Jiang X, et al. The prevalence of medical
error related to end-of-life communication in Canadian
hospitals: results of a multicentre observational study. BM]
Qual Saf 2016;25:671-9.

7 Heyland DK, Barwich D, Pichora D, et al. Failure to engage
seriously ill hospitalized patients and their families in advance
care planning: results of a multicenter prospective study. JAMA
Intern Med 2013;173:778-87.

8 International Patient Decision Aids Collaboration, 2006.
IPDAS 2005: criteria for judging the quality of patient decision
aids. Available: http://ipdas.ohri.ca/ipdas_checklist.pdf
[Accessed Aug 2018].

9 Sinuff T, Dodek B, You JJ, et al. Improving end-of-life
communication and decision making: the development of a
conceptual framework and quality indicators. | Pain Symptom
Manage 2015;49:1070-80.

10 Witteman HO, Scherer LD, Gavaruzzi T, et al. Design features
of explicit values clarification methods: a systematic review.
Med Decis Making 2016;36:453-71.

11 Justin RG. The value history: a necessary family document.
Theor Med 1987;8:275-82.

12 Lambert P, Gibson JM, Nathanson P. The values history: an
innovation in surrogate medical decision-making. Law Med
Health Care 1990;18:202-12.

13 Doukas DJ, McCullough LB. The values history. The
evaluation of the patient's values and advance directives. | Fam
Pract 1991;32:145-53.

14 Allatt B You JJ. Development and pilot testing of a novel
graphic values history tool to support communication and
decision making during serious illness. Canadian Journal of
General Internal Medicine. In Press.

You JJ, et al. BMJ Supportive & Palliative Care 2022;12:e777-e784. doi:10.1136/bmjspcare-2018-001698

e783


https://creativecommons.org/licenses/by/4.0/
https://creativecommons.org/licenses/by/4.0/
http://orcid.org/0000-0003-2300-3338
http://dx.doi.org/10.1001/jamainternmed.2014.5271
http://dx.doi.org/10.1001/jamainternmed.2014.5271
http://dx.doi.org/10.7326/0003-4819-153-4-201008170-00008
http://dx.doi.org/10.7326/0003-4819-153-4-201008170-00008
http://dx.doi.org/10.1136/bmjspcare-2015-001056
http://dx.doi.org/10.1136/bmjspcare-2016-001284
http://dx.doi.org/10.1136/bmjspcare-2016-001284
http://dx.doi.org/10.1503/cmaj.140673
http://dx.doi.org/10.1136/bmjqs-2015-004567
http://dx.doi.org/10.1136/bmjqs-2015-004567
http://ipdas.ohri.ca/ipdas_checklist.pdf
http://dx.doi.org/10.1016/j.jpainsymman.2014.12.007
http://dx.doi.org/10.1016/j.jpainsymman.2014.12.007
http://dx.doi.org/10.1177/0272989X15626397
http://dx.doi.org/10.1007/BF00489463
http://dx.doi.org/10.1111/j.1748-720X.1990.tb00023.x
http://dx.doi.org/10.1111/j.1748-720X.1990.tb00023.x
http://www.ncbi.nlm.nih.gov/pubmed/1990042
http://www.ncbi.nlm.nih.gov/pubmed/1990042

Original research

15

16

17

18

19

Feinstein AR. The theory and evaluation of sensibility. In:
Feinstein AR, ed. Clinimetrics. Westford, MA: Murray Printing
Company, 1987: 141-66.

Barry MJ, Fowler FJ, Mulley AG, et al. Patient reactions

to a program designed to facilitate patient participation in
treatment decisions for benign prostatic hyperplasia. Med Care
1995333:771-82.

Sepucha KR, Ozanne EM, Partridge AH, et al. Is there a role
for decision aids in advanced breast cancer? Med Decis Making
2009;29:475-82.

O'Connor AM, Cranney A. User manual - acceptability.
Available: http://decisionaid.ohri.ca/docs/develop/User_
Manuals/UM_Acceptability.pdf [Accessed Jun 2018].
O'Connor AM. Validation of a decisional conflict scale. Med
Decis Making 1995;15:25-30.

20

21

22

23

24

O'Connor AM. User manual - decisional conflict scale.
Available: https://decisionaid.ohri.ca/docs/develop/User
Manuals/UM_Decisional_Conflict.pdf [Accessed Oct 2018].
Sudore RL, Stewart AL, Knight SJ, et al. Development and
validation of a questionnaire to detect behavior change in
multiple advance care planning behaviors. PLoS One 2013;8.
Fagerlin A, Pignone M, Abhyankar P, et al. Clarifying

values: an updated review. BMC Med Inform Decis Mak
2013;13(Suppl 2).

Kelley K, Clark B, Brown V, et al. Good practice in the conduct
and reporting of survey research. Int | Qual Health Care
2003;15:261-6.

Rockwood K, Song X, MacKnight C, et al. A global clinical
measure of fitness and frailty in elderly people. CMAJ
2005;173:489-95.

e784

You JJ, et al. BMJ Supportive & Palliative Care 2022;12:e777-e784. doi:10.1136/bmjspcare-2018-001698


http://dx.doi.org/10.1097/00005650-199508000-00003
http://dx.doi.org/10.1177/0272989X09333124
http://decisionaid.ohri.ca/docs/develop/User_Manuals/UM_Acceptability.pdf
http://decisionaid.ohri.ca/docs/develop/User_Manuals/UM_Acceptability.pdf
http://dx.doi.org/10.1177/0272989X9501500105
http://dx.doi.org/10.1177/0272989X9501500105
https://decisionaid.ohri.ca/docs/develop/User_Manuals/UM_Decisional_Conflict.pdf
https://decisionaid.ohri.ca/docs/develop/User_Manuals/UM_Decisional_Conflict.pdf
http://dx.doi.org/10.1371/journal.pone.0072465
http://dx.doi.org/10.1186/1472-6947-13-S2-S8
http://dx.doi.org/10.1093/intqhc/mzg031
http://dx.doi.org/10.1503/cmaj.050051

	Short Graphic Values History Tool for decision making during serious illness
	Abstract
	Introduction
	Methods
	Design
	Setting and participants
	Phase 1: development of the Short GVHT
	Phase 2: validation phase

	Statistical analysis

	Results
	Phase 1: acceptability and sensibility of the Short GVHT
	Phase 2: validation of the Short GVHT
	Decisional Conflict Scale
	ACP Engagement Survey: values domain (ACP-Values)


	Discussion
	References




