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ABSTRACT

Objective To evaluate the effect of a video decision
support tool on the preferences for future medical care in
older people if they develop advanced dementia, and the
stability of those preferences after six weeks.

Design Randomised controlled trial conducted between 1
September 2007 and 30 May 2008.

Setting Four primary care clinics (two geriatric and two
adult medicine) affiliated with three academic medical
centres in Boston.

Participants Convenience sample of 200 older people (=
65 years) living in the community with previously
scheduled appointments at one of the clinics. Mean age
was 75 and 58% were women.

Intervention Verbal narrative alone (n=106) or with a
video decision support tool (n=94).

Main outcome measures Preferred goal of care: life
prolonging care (cardiopulmonary resuscitation,
mechanical ventilation), limited care (admission to
hospital, antibiotics, but not cardiopulmonary
resuscitation), or comfort care (treatment only to relieve
symptoms). Preferences after six weeks. The principal
category for analysis was the difference in proportions of
participants in each group who preferred comfort care.
Results Among participants receiving the verbal narrative
alone, 68 (64%) chose comfort care, 20 (19%) chose
limited care, 15 (14%) chose life prolonging care, and
three (3%) were uncertain. In the video group, 81 (86%)
chose comfort care, eight (9%) chose limited care, four
(4%) chose life prolonging care, and one (1%) was
uncertain (x>=13.0, df=3, P=0.003). Among all
participants the factors associated with a greater
likelihood of opting for comfort care were being a college
graduate or higher, good or better health status, greater
health literacy, white race, and randomisation to the
video arm. In multivariable analysis, participants in the
video group were more likely to prefer comfort care than
those in the verbal group (adjusted odds ratio 3.9, 95%
confidence interval 1.8 to 8.6). Participants were re-
interviewed after six weeks. Among the 94/106 (89%)
participants re-interviewed in the verbal group, 27 (29%)
changed their preferences (k=0.35). Among the 84/94
(89%) participants re-interviewed in the video group, five

(6%) changed their preferences (k=0.79) (P<0.001 for
difference).

Conclusion Older people who view a video depiction of a
patient with advanced dementia after hearing a verbal
description of the condition are more likely to opt for
comfort as their goal of care compared with those who
solely listen to a verbal description. They also have more
stable preferences over time.

Trial registration Clinicaltrials.gov NCT00704886.

INTRODUCTION

Respecting patients’ preferences for treatment is a key
component of high quality end of life care."* Tradition-
ally, physicians help patients to engage in advance care
planning for future health states by describing
hypothetical situations such as advanced dementia
and by exploring possible goals of care.”® This tradi-
tional approach is limited because it is challenging to
realistically envision hypothetical future disease states
such as dementia from verbal descriptions,” descrip-
tions are inconsistent among providers,*'’ and the
degree to which patients understand verbal descrip-
tions of complex medical conditions depends on their
level of health literacy.

Visual images can improve communication of com-
plex health information'®'? and inform decision mak-
ing at the end oflife.*** In our previous investigations,
a video decision support tool for advanced dementia
seemed to improve communication and decision mak-
ing for patients by helping them to visualise future
health states.?*** However, there were significant
shortcomings to these studies: they were conducted
in healthy middle aged patients; they used a before
and after study design that did not allow comparison
of the video to the standard advance care planning
approach of a verbal narrative; they did not measure
knowledge of the disease to test whether understanding
of the disease improved; and they did not follow
patients’ preferences over time.

To address these shortcomings, we conducted a ran-
domised controlled trial of the video decision support
tool among a diverse group of older patients to study
the video with a higher level of rigour. We
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Patients asked to participate (n=225)

Excluded (n=25):
Refused to participate(n=20)
Cognitively impaired (n=5)

Assigned to verbal description (n=106)
All heard verbal description and were
included in primary end point analysis of
preferences for medical care

Randomised (n=200)
[

{

Assigned to video (n=94)
All viewed video and were included in primary
end point analysis of preferences for medical

{

Included in secondary end point analysis of
stability of preferences (n=94)

Excluded from secondary analysis (n=12)
Refused to provide phone number (n=1)
Did not return phone messages (n=6)
Wrong phone numbers (n=2)
Could not recall the study (n=2)
No access to a phone (n=1)

care

Included in secondary end point analysis of
stability of preferences (n=84)

Excluded from secondary analysis (n=10)
Refused to provide phone numbers (n=3)
Did not return phone messages (n=6)
Could not recall the study (n=1)
Disconnected phone (n=1)

Fig 1| Flow of participants through study
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hypothesised that compared with participants rando-
mised to a verbal description of advanced dementia,
those viewing the video decision support tool after lis-
tening to a verbal description would have greater
knowledge of advanced dementia, be more likely to
opt for comfort oriented care that focuses on the relief
of symptoms, and would be less likely to change their
preferences over time. A secondary, exploratory
hypothesis was that the goals of care would be pre-
dicted by health literacy.

Advanced dementia is an excellent model on which to
test the hypothesis that visualising a hypothetical health
state improves decision making. Advanced dementia is
an ultimately fatal, progressive, neurological disease in
which the median survival after the onset of symptoms is
three to six years.”®** Patients with advanced dementia
are at high risk of developing multiple yet predictable
medical problems over the course of their illness, includ-
ing aspiration pneumonia, pressure ulcers, and difficulty
in swallowing. By virtue of their cognitive impairment,
patients will seldom be able to participate in decisions
about their care at the time problems develop. Healthy
patients or patients in the early stages of dementia can,
however, influence the treatment they will receive by
exploring their goals of care with their physician. This
entails deciding whether they would want specific inter-
ventions, such as cardiopulmonary resuscitation, intra-
venous antibiotics, or admission to hospital. This
randomised controlled trial examined whether a video
of a patient with advanced dementia could shape the
choices made by people about the kind of care they
would want in the future.

METHODS

Participants

Participants were recruited from a convenience sample
of patients cared for at four primary care clinics located
at three teaching hospitals in the greater Boston area.

These comprised an urban geriatric clinic, a suburban
geriatric clinic, an urban adult primary care clinic, and
a suburban adult primary care clinic. Recruitment
occurred between 1 September 2007 and 30 May
2008. Clinic staff gave all scheduled English speaking
patients aged 65 or over a leaflet outlining the study
after patients registered for their clinic visit, which
was scheduled as part of their usual care. At the end
of the visit, clinic staff asked patients if they were inter-
ested in participating in the study. If patients indicated
interest, the research team initially interviewed them
for eligibility. Eligibility criteria included ability to
communicate in English, ability to provide informed
consent, and absence of moderate or severe cognitive
impairment based on a short portable mental status
questionnaire (SPMSQ) score of >7 (scores <7 indicate
moderate or severe cognitive impairment).”’

Study design and randomisation

After we obtained informed consent, all patients who
met the eligibility criteria were randomised into one of
two groups: listening to a verbal narrative describing
advanced dementia (control group) or listening to the
same verbal narrative followed by watching a two min-
ute video depicting a patient with advanced dementia
(intervention group). We used simple randomisation
based on a computer generated scheme. Individual
assignments were concealed in numbered envelopes,
half of which were made available to each interviewer.
One randomisation list was generated for all four
clinics. At the end of the trial, the randomisation
order of participants was checked against the computer
generated list. A trained member of the research team
followed a structured script to collect data in a quiet
room in the clinic area.

For both groups, the interviewer read aloud the ver-
bal narrative describing advanced dementia (see
appendix on bmj.com). This description was based
on the functional assessment staging (FAST) stage
7a.% The FAST criteria include seven stages of demen-
tia, with the later stages depicting more advanced dis-
ease. Stage 7 is further broken down into six substages
(7a-7f). Stage 7a is generally considered the threshold
for advanced dementia. The narrative states that
advanced dementia is an incurable illness of the brain
caused by many years of Alzheimer’s disease or a ser-
ies of strokes. Its salient features are the inability to
communicate understandably with others, inability to
walk without assistance, and inability to feed oneself.

Participants randomised to the intervention
group viewed the video decision support tool
on a portable computer after listening to the same
verbal narrative. The two minute video depicts the
principal features of advanced dementia as described
in the narrative. The video presents an 80 year old
female patient with advanced dementia together
with her two daughters in the nursing home setting
(www.bmj.com/video/care_preferences_dementia.dtl;
also available at www.ACPdecisions.com). The patient
fails to respond to their attempts at conversation
(inability to communicate). The patient is next shown
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being pushed in a wheelchair (inability to ambulate).
Lastly, the patient is fed pureed food (inability to feed
oneself). Before filming we obtained consent from her
designated healthcare proxy to film the patient and to
use the video for research purposes.

The development of the video followed a systematic
approach,” starting with a review of the literature on
dementia and advance care planning. We then used a
panel of physicians with an iterative process of com-
ments to review the design, content, and structure of
the video intervention. This panel included five geria-
tricians and five neurologists, all of whom specialise in
the care of patients with dementia.

The video was filmed without the use of prompts or
stage directions to convey a candid realism.*® The prin-
cipal investigator (AEV) did all filming and editing,
following previously published filming criteria.”’ The
video is accompanied by the same narration that was
used in the verbal description arm of the study.

Data collection and other variables

At all four study sites, two members of the research
team (AEV and AE]), who were not blinded to the
randomisation group, used structured questionnaires
to interview participants before and after they listened
to the verbal narrative alone or listened to the narrative
and watched the video. At the baseline structured inter-
view (15 minutes) we collected demographic data and
data on health status and knowledge about advanced
dementia. Sociodemographic data included age, race
(self reported), sex, educational status, and marital sta-
tus. Health status was self rated on a Likert scale as
excellent, very good, good, fair, or poor. Participants
were also asked if they had had a diagnosis of dementia
and whether they had known a person with advanced
dementia. We assessed knowledge of advanced
dementia with five true/false questions that asked
whether advanced dementia is curable and if patients
with advanced dementia are able to communicate with
others, recognise family members, ambulate, and feed
themselves. Knowledge scores therefore ranged from
0-5, with higher scores indicating better knowledge.

Participants underwent a second structured inter-
view (15 minutes) immediately after the intervention.
This included knowledge of advanced dementia, pre-
ferences for goals of care, health literacy, and, for the
video group, comfort with the video decision support
tool. The knowledge questions were identical to those
asked in the baseline interview.

There were three options for preferences for goals of
care: life prolonging care, limited care, and comfort
care (see appendix on bmj.com). Researchers verbally
described examples of the kinds of care implied by
each goal. The first option, life prolonging care, was
described as aiming to prolong life at any cost. It trans-
lates into all potentially indicated medical care that is
available in a modern hospital, including cardio-
pulmonary resuscitation and treatment in the intensive
care unit. The second option, limited care, was
described as aiming to maintain physical functioning.
It includes treatments such as admission to hospital,

intravenous fluids, and antibiotics but not attempted
cardiopulmonary resuscitation and treatment in the
intensive care unit. The third option, comfort care,
was described as aiming to maximise comfort and to
relieve pain. Only measures that provide comfort are
performed. It is compatible with oxygen and analge-
sics but not with intravenous treatments and admission
to hospital unless necessary to provide comfort. After
these explanations, participants were asked about their
preferences for care if they developed advanced
dementia. Participants who were unable to select a
level of care were considered “uncertain.”

We assessed health literacy using the rapid estimate
of adult literacy in medicine tool (REALM).* This is a

Table 1|Characteristics of older people living in the
community randomised to verbal description and video
decision support groups. Figures are numbers (percentages)
of participants unless stated otherwise

Characteristics Verbal (n=106) Video (n=94)
Mean (SD) age (years) - 75 (8) B 75 (8)
Women 59 (56) 57 (61)
Race: B B
Black/African-American N 35(33) N 24 (26)
White 71(67) 70 (74)
Health literacy*: B o
<6th grade (11 years) 19 (18) 16 (17)
7-8th grades (12-14 years) 15 (14) 9 (10)
29th grade (214 years) N 72 (68) N 69 (73)
Education: N N
Elementary N 5(5) - 6 (6)
Some high school N 17 (16) N 16 (17)
High school graduate 19 (18) 17 (18)
Some college 19 (18) 17 (18)
College graduate 16 (15) 14 (15)
Postgraduate or professional N 29 (27) N 24 (26)
Refused to say o 1(1) N 0
Marital status: N B
Married I )
Widowed 508 290D
Divorced o 21 (20) N 13 (14)
Never married N 17 (15) N 10 (10)
Self reported health status: B B
Excellent 15 (14) 9 (10)
Very good 23(22) 37 (39)
Good 27 (26) 26 (28)
Fair 3008 190
Poor N 9(8) - 202
Refused to say 22 1(1)
Diagnosis of dementiat: 12 (11) 6 (6)
Previous relationship with 11 (10) 18 (19)
person with advanced dementia
Knowledge score before 2.3 2.1

randomisationt

*Assessed with rapid estimate of adult literacy in medicine (REALM).
TParticipants were asked if they had diagnosis of dementia.
FKnowledge score calculated by adding responses to five questions that
test respondent’s knowledge of advanced dementia. Each question has
possible response of 1 (correct) or O (incorrect or unsure). Total
knowledge score ranges from 0-5, with higher scores indicating greater
knowledge.
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Verbal group (n=94)

Initial preference Preference 6 weeks later
% (No) % (No)
1% (1)

13% (12) —<E
7% (7)

5% (5)
17% (16) 11% (10)

1% (1)
2% (2)

4% (4)

68% (64) 62% (58)

| 4% (4)

2% (2) [ ————————F = 133 (i)
k=0.35 o (1)

[ Life prolonging care  [[Z] Comfort care

Video group (n=84)

Initial preference Preference 6 weeks later
% (No) % (No)
2% (2)
4% @) B———x B8 1%

sy []——= 0O 7 Eﬂ

= 2% )

87% (73) 83% (70)
S— = 1% (1)
1% (1) = — 1%(1)

xk=0.79

[ Limited care  [_] Uncertain

Fig 2| Initial preferences and stability of preferences after six weeks

two to three minute English test of medically relevant
vocabulary. Itis a validated test of word pronunciation
and has been shown to correlate well with tests that
evaluate a range of literacy skills.** As others have
done, we defined three categories for health literacy
based on the REALM scores: 6th grade and below
(up to age 11; score 0-45); 7-8th grade (ages 12-13;
45-60); and 9th grade and above (age 14 and over; 61-
66).5192

For those participants randomised to the video inter-
vention group, we used a four point Likert scale to
assess the perceived value of the video by asking parti-
cipants whether they had a better understanding of the
disease after viewing the video, if they were comforta-
ble watching the video, if they would recommend the
video to others, and whether they thought videos
would be helpful for eliciting preferences for care in
other diseases like cancer.

One interviewer (AEV) contacted participants by
telephone six weeks after the initial interview to deter-
mine again what their preferences would be if they had
advanced dementia in exactly the same manner as the
initial interview. We chose a follow-up period of six
weeks to ensure that an adequate amount of time
elapsed from exposure to the intervention and to assess
whether the video had an enduring effect.

Statistical analysis

Our analyses were based on the decision making group
to which participants were randomised. The primary
outcome measure was preferences for care if they
developed advanced dementia categorised as four
options (life prolonging, limited, comfort, or uncer-
tain). Additional outcomes included change in knowl-
edge scores before and after the intervention and the
stability of preferences after six weeks.

All characteristics of participants and outcomes were
described by using proportions for categorical vari-
ables and means (SD) for continuous variables. We
used y* tests to compare preferences for care (life
prolonging, limited, comfort, or uncertain) between
the two groups.

Two sample ¢ tests compared change in knowledge
scores before and after the intervention between the
two groups. We used « statistics to summarise the sta-
bility of preferences six weeks after the clinic interview
for each group and compared the proportions who
changed preferences with Pearson y* exact test
between the two groups.

The measure for the primary outcome analysis was
the unadjusted difference in proportions of partici-
pants preferring comfort care between the two study
groups. We conducted secondary analyses to identify
factors associated with a preference for comfort care
among all participants. Bivariate analyses determined
the association between individual characteristics of
participants (age, sex, race, education, marital status,
health status, personal history of dementia, previous
relationship with a person with advanced dementia,
health literacy, and randomisation group) and a
preference for comfort care with Fisher’s exact test.
Multivariable logistic regression analyses were used
to identify factors independently associated with
preferences for comfort care. Factors significant at
0.10 in the bivariate analyses were entered into a step-
wise algorithm, retaining factors in the model that were
significant at the 0.05 level. We used the variance
inflation factor to diagnose colinearity among potential
predictors.

Allreported P values are two sided, with P<0.05 con-
sidered as significant. The study was designed to detect
a 25% difference in the proportion of participants
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choosing comfort care between the two groups, assum-
ing the rate in the verbal group was 60%. With a target
of 100 patients in each group, the power of the study
was estimated to be >90%. Data were analysed with
SAS software, version 9.1 (SAS Institute, Cary, NC).

RESULTS
Participant flow

We approached 225 consecutive and potentially eligi-
ble patients, of whom 205 (92%) agreed to be inter-
viewed. Patients who declined did not differ
significantly from the recruited participants in terms
of age, sex, or race. The most common reason given
for not participating was lack of time. Of the 205
recruited for the study, five were disqualified because
their mental status questionnaire score was <7, result-
ing in a total of 200 study participants. Of these, 106

were randomised to the control group and 94 to the
video intervention group (fig 1). Table 1 shows the
baseline characteristics. Despite the randomisation
process there were some baseline differences in the
two groups, including diagnosis of dementia and pre-
vious relationship with someone with dementia,.

Outcomes

Among the 106 participants receiving only the verbal
narrative, 68 (64%) chose comfort care, 20 (19%) chose
limited care, 15 (14%) chose life prolonging care, and
three (3%) were uncertain of their preferences. Among
the 94 who also saw the video, 81 (86%) chose comfort
care, eight (9%) chose limited care, four (4%) chose life
prolonging care, and one (1%) was uncertain of her
preferences (y*=13.0, df=3; P=0.003). Thus a signifi-
cantly greater proportion of participants in the video

Table 2|Unadjusted differences in proportions and multivariable analyses of associations with likelihood of choosing
comfort care as primary goal of care

Difference in % 0dds ratio (95% CI)
Frequency choosing  choosing comfort care
aracteristics comfort care o nadjusted P value nadjuste juste
Characteristi fort (95% ClI) Unadjusted P vall Unadjusted Adjusted
Age (years):
<80t 104 (71)
>80 45 (83) 12% (=0.3% to 25%) 0.10 2.0(0.9t04.5) —
Sex:
Femalet 88 (76)
Male 61(73) -3% (-16% to 9%) 0.62 0.8(0.4t01.6) —
Education:
<College graduatet 79 (68)
>College graduate * 69 (83) 15% (3% to 27%) 0.021 2.3(1.2t04.6) —
Marital status:
Not marriedt 82 (71)
Married 67 (79) 8% (=4% to 20%) 0.25 1.5(0.8t02.9) —
Health statust: N N N N N
Fair or poort 35 (58)
Good or better * 111 81) 23% (9% to 37%) 0.001 3.0(1.6t06.0) —
Diagnosis of dementia:
Not 136 (75)
Yes * 13 (72) =3% (=25% to 19%) 1.0 0.9(0.3t02.5) —
Previous relationship with person with a&anced dementia: N N N N
Not 125 (73)
Yes 24 (83) 10% (-6% to 25%) 0.36 1.8(0.6t04.9) —
Randomisation:
Verbalt 68 (64)
Video 7 81 (86) 22% (11% to 34%) <0.001 3.5(1.7t07.1) 3.9 (1.8t08.6)
Health literacy§: N N N N N
<6th gradet 16 (46)
7-8th grades 14 (58) 13% (-13% to 38%) 1.7(0.6t04.7) 1.7 (0.54 to
5.3)
29th grade 119 (84) 39% (21% to 56%) <0.001 6.4 (2.9to 4.1 (1.6to
- - o o 14.4) o 10.8)
Race:
Black/ African-Americant 30 (51) 5.2 (2.6t0
o 0 0, 0, . .
White 119 (84) 34% (19% to 48%) <0.001 10.4) 72.9 (1.3t06.6)

*For multivariable analysis, characteristics excluded from model if they were not related to outcome—that is, choosing comfort care—at P<0.05.
tReference category.

fHealth status was one of excellent, very good, good, fair, or poor.

§Assessed with rapid estimate of adult literacy in medicine (REALM).
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WHAT IS ALREADY KNOWN ON THIS TOPIC

Advance care planningis a complex process involving communication of future health states
such as advanced dementia

Visual images might be helpful to improve decision making and communication of complex
information regarding what type of medical care patients would want at the end of life

WHAT THIS STUDY ADDS

Video images of advanced dementia improved knowledge for patients choosing the type of
medical care they would like if they developed advanced dementia

Patients who viewed a video decision support tool of advanced dementia after hearing a
verbal description were more likely to choose a comfort oriented approach compared with
patients solely listening to a verbal narrative of the disease

Patients using the video decision support tool had more stable preferences for end of life care
overtime

Video decision support tools might be most useful for patients with low health literacy

group opted for comfort care (difference 22%, 95%
confidence interval 11% to 34%).

Mean knowledge scores (range 0-5) were signifi-
cantly higher in the video group than in the control
group (4.5 (SD 1.0) v 3.8 (SD 1.3), respectively;
P<0.001). The mean increase in knowledge scores for
the video group was 2.4 (2.1t02.7) and 1.5 (1.2 to 1.9)
for the control group, which was significant (P<0.001).

Table 2 shows the unadjusted differences in propor-
tions of participants and odds ratios preferring comfort
care for each of the characteristics. The factors asso-
ciated with a greater likelihood of preferring comfort
care among all participants were being a college grad-
uate or higher, good or better health status, greater
health literacy, white race, and randomisation to the
video group. The first four factors were highly corre-
lated: those with higher degree of education were more
likely to have better health status, greater health lit-
eracy, and more likely to be white; those with better
health status were more likely to have greater health
literacy and were more likely to be white; and those
with greater health literacy were more likely to be
white (all with P<0.05). The variance inflation factors,
however, were all less than 2.5 when we tested these
four factors in the regression model, which indicated
weak evidence of multicollinearity. After inclusion of
these variables in a multivariable logistic regression
model, participants randomised to the intervention
group had a greater likelihood of opting for comfort
care (adjusted odds ratio 3.9, 1.8 to 8.6). Other factors
independently associated with opting for comfort care
included a health literacy level of greater than 9th
grade (4.1, 1.6 to 10.8) and white race (2.9, 1.3 to 6.6)
(table 2).

Six weeks after the initial clinic visit, we attempted to
contact each participant by telephone. Among the 94
(89%) in the control group who could be contacted, 27
(29%) changed their preferences; the « statistic for pre-
ference stability was 0.35 (0.15 to 0.54) (fig 2). Among
the 84 (89%) participants contacted in the video group,
five (6%) changed their preferences; the « statistic for
preference stability was 0.79 (0.62 to 0.98). After six
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weeks, the proportion of participants changing prefer-
ences was lower in the video group (P<0.001).

The video decision support tool was highly accepta-
ble to participants: 83 of 94 (88%) found the video
“very helpful” or “somewhat helpful”; 80 (85%) said
they were “very comfortable” or “somewhat comforta-
ble” viewing the video; 89 (95%) said they would “defi-
nitely” or “probably” recommend the video to others;
and 78 (83%) thought that using videos for other dis-
eases (such as cancer) would be “very helpful” or
“somewhat helpful.” There were no adverse events in
either group.

DISCUSSION

Principal findings

When presented with the possibility of developing
advanced dementia, older patients living in the com-
munity are more likely to choose comfort as the pri-
mary goal of care after viewing a video of a patient
with the disease and listening to a verbal description
rather than just hearing a verbal description of
advanced dementia. Moreover, viewing the video
improved knowledge of advanced dementia and
enhanced stability of preferences for treatment over
time compared with hearing only the verbal narrative.
Finally, health literacy seems to be associated with end
of life preferences among older patients.

Comparison with other studies

To the best of our knowledge, this study represents the
first randomised controlled trial in a group of older
patients of a video decision support tool for decision
making at the end of life. In our previous before and
after investigation of the advanced dementia video
conducted in healthy middle aged participants, the
video promoted preferences for comfort care, but it
was not a randomised trial, was conducted with a
younger healthy cohort, and did not follow the stability
of preferences over time.”” Our current study extends
this earlier work by showing the efficacy of the video in
a randomised controlled trial among older patients.
Moreover, the participants in the video group were
more likely to have improved knowledge after the
video and stable preferences over time. The stability
of preferences is a critical consideration in evaluating
preferences at the end of life**° and suggests a more
accurate reflection of patients’ values and wishes.

Strengths and limitations

Our study has several important limitations and
numerous strengths. Firstly, the research staff collect-
ing data at baseline and at the immediate and six week
follow-up interviews were not blinded to randomisa-
tion, which could have introduced bias into our find-
ings. Previous randomised studies of interventions
aimed at improving end of life decision making, how-
ever, have seldom been blinded because limiting the
number of interviewers eases the burden on partici-
pants of addressing difficult and often painful subject
matter.*'° Furthermore, participants might disclose
whether they viewed the video or not. We attempted

BMJ | ONLINE FIRST | bmj.com



BMJ | ONLINE FIRST | bmj.com

to reduce the influence of this potential bias by using
structured interviews and outcome measures. Sec-
ondly, despite randomisation there were some base-
line differences between the two groups. This can be
expected in a relatively small sample. Thirdly, videos
can be manipulated to favour a particular perspective.
Our study used one video of a white woman with
dementia. We did not assess responses of participants
to videos of people of different sex and race. Fourthly,
we asked participants for their preferences in the con-
text of a research study. The next step would be to
investigate whether patients and physicians would
document their preferences in the medical record or
complete an advance directive.”' Finally, our sample
was primarily white and African-American and
drawn from primary care clinics in teaching hospitals
in metropolitan Boston. Thus, our findings might not
be generalisable to other minority groups (such as Lati-
nos and Asian-Americans).

Policy implications and future research

Previous uses of video decision support tools have pri-
marily focused on helping patients to make treatment
or screening decisions.”” Our use of video redirects
attention to the underlying health state by clarifying
the nature of the condition about which patients are
expected to make decisions. Our use of video portrays
the illness to add a sense of verisimilitude that might be
lacking in verbal descriptions. Moreover, these images
might offer a more objective and straightforward
approach to describe complex medical conditions,
which is particularly pertinent to patients with low
health literacy. In the US such patients are more likely
to be elderly and African-American® and are among
the most vulnerable populations in our healthcare sys-
tem. As the video led to better knowledge of advanced
dementia, our study supports the claim made by others
that pictorial or visual methods improve decision mak-
ing processes.'*

Previous studies have suggested that non-white peo-
ple receive and opt for more aggressive end of life
care.”®* The reason for this observation is not well
elucidated but might be, in part, because of variation
in the quality of counselling they receive and their
understanding of that counselling. As we have shown
elsewhere,”” our study lends additional support to the
notion that health literacy potentially mediates the role
of race in end of life decision making, and video deci-
sion support tools offer an approach to circumvent this
disparity. Future work is needed to explore this finding
as health literacy was highly correlated with other vari-
ables and our study lacked adequate power to conduct
detailed analyses of mediation.

The next step in using videos is to explore other dis-
eases and the goals of care with video portrayals. We
suspect that numerous other diseases and inter-
ventions, such as advanced cancer and cardio-
pulmonary resuscitation, would also be more
accurately conveyed to patients through a visual med-
ium than solely by verbal descriptions. As we have
shown here and elsewhere,® criteria regarding the

necessary content and editing of each video portrayal
must be carefully considered before clinical applica-
tion of these videos.

Active debate exists surrounding the development
of decision support technologies, especially when
highly subjective content (patients’ narratives and tes-
timonials) and non-traditional media (video) are
used.”””! While important steps have been taken to

develop objective criteria for the development and

field testing of decision support tools,”* more

research is needed particularly as they apply to the
use of video.

Including patients in the decision making process
has been an important yet complex advance in modern
medical care. To secure the delivery of high quality
end of life care, patients must be informed regarding
their decision making. Education of patients using
video decision support tools can improve their com-
prehension of disease states such as advanced demen-
tia that are difficult to envision solely with words.
Future work could extend the use of video decision
support tools to other disease states such as advanced
cancer and the goals of care. We have shown that video
decision support tools enhance elderly patients’ deci-
sion making by ensuring that it is both more informed
and consistent over time.
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