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Background Our breast cancer clinic promotes patient use of deci-
sion and communication aids (DAs/CAs) through two mecha-
nisms: coaching and prompting. From January through September
2010, we provided services to 462 of 1106 new visitors (42%). Of
those 462 visitors, 267 (58%) received coaching. For the remainder
(195 or 42%), the best we could do was prompt them to self-
administer the DA and CAs.

Objective We wanted to learn whether patients prompted to use
DAs/CAs did so.

Methods We surveyed prompted patients after their visits. We
asked how much of each DA they reviewed, whether they listed
questions, made notes and audio-recorded their consultations. We
tallied frequencies and explored associations using logistic
regression.

Results Of the 195 prompted patients, 82 responded to surveys
(42%). Nearly all (66/73 or 90%) reported reviewing some or all
of the booklets and 52/73 (71%) reported viewing some or all of
the DVDs. While 63/78 (81%) responded that they wrote a ques-
tion list, only 14/61 (23%) said they showed it to their doctor.
Two-thirds (51/77 or 66%) said someone took notes, but only 16/
79 (20%) reported making audio recordings.

Discussion More patients reported following prompts to use DAs
than CAs. Few reported showing question lists to physicians or
recording their visits. Our exploratory analyses surfaced associa-
tions between using CAs and race/ethnicity or education that merit
further investigation.

Conclusion Prompting patients assures better use of decision than
communication aids. Clinicians may need to take a more active
role to ensure patients receive adequate notes and recordings.
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Introduction

In response to patient information and com-
munication needs, our university-based breast
cancer clinic launched a Decision Services unit
to assist patients in using decision and commu-
nication aids. Decision aids are materials that
present information about treatments and out-
comes. Communication aids include question
lists, audio recordings and notes.

In prior randomized controlled trials, deci-
sion and communication aids were associated
with educational and psychological benefits
such as increased question-asking, knowledge
and information recall."™* Our implementation
studies corroborate these research findings in
our patient population. For example, we have
found that decision aids improve our patients’
knowledge of key breast cancer facts.’
Regarding question lists, previously other
researchers found that prompting cancer
patients to review suggested questions
increased the number of questions patients
ask during consultations by 6, from 6 on
average to around 12.°° Our question coach-
ing goes further and is associated with identi-
fication of on average 15 questions that might
otherwise have been forgotten or
looked."” Our evaluations also reflect prior
research findings that cancer patients listen to
audio recordings of their oncology visits and
include other people in these reviews.'®'?

The Decision Services unit promotes the use
of decision and communication aids through
two mechanisms: coaching and prompting. For
a maximum 30% of new patients visiting our
surgeons and oncologists each year, we have
the capacity to provide coaches who facilitate
review of relevant decision aids and then per-
sonally assist with the use of communication
aids for the visit. Specifically, the coaches call
patients to encourage review of decision aids
sent by clinic schedulers; help patients develop
a list of questions; send the list of questions to
doctors prior to the visit; and then accompany
the patient to take notes and audio record the
appointment. Our coaching programme is
described in more detail elsewhere.'* !¢

over-
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Because of resource limitations, we cannot
provide coaching to all patients. Therefore, we
prompt the remainder of patients to self-
administer decision and communication aids.
We were curious as to whether patients who
were prompted to self-administer the decision
and communication aids, actually did so.

The question of how many patients self-
administers decision and communication aids is
not fully addressed in the existing literature.
While patients involved in randomized control
trials reported valuing decision and communi-
cation aids,''® we found only limited research
reporting on the success of implementations
where patients were prompted to self-adminis-
ter these interventions. For example, one short-
term implementation found that 44% of
patients used question prompt sheets during
their consultations.'” As for audio recording,
we found no studies addressing the question of
how many patients audio-recorded their visits.
In 2002, Tattersall and Butow'®!? strongly rec-
ommended providing consultation audio tapes
to patients with cancer. In 2008, Pitkethly®
reviewed 16 studies and concluded that provid-
ing recordings of consultations is beneficial to
most adults with cancer, as did Stephens and
van der Muelen.?® But in all of these studies,
the practice of providing the recording was ini-
tiated by the researcher or medical provider.

Because of these gaps in the literature, we
formulated our own study to ask how many of
our prompted patients were able to self-admin-
ister decision and communication aids. Specifi-
cally, we asked, how many prompted patients:

Reviewed the decision aid(s) they received?
Wrote down a list of questions?

Successfully recorded their appointments?
Brought someone along to take notes at the
appointment and how did they use those
notes?

o=

We also asked how the patients who self-
administered communication aids actually used
their question lists and recordings, and whether
there were any demographic subsets more
likely to follow the prompts and make use of
the decision and communication aids.

© 2013 Blackwell Publishing Ltd
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Methods

Study design and timing

This is a case series based on a review of pro-
gramme records, including 4-week follow-up
survey responses obtained between January
and September 2010. We obtained ethics
approval from the UCSF Committee on
Human Research to abstract and de-identify
our programme records for research analysis
and reporting purposes.

Setting and population

The UCSF Breast Care Center (BCC) is a
high-volume clinic providing multidisciplinary
care in an NCl-designated Comprehensive
Cancer Center at the University of California,
San Francisco. The study sample was drawn
from the population of new patients treated for
breast cancer at the BCC. In 2010, the BCC
served a total of 554 new patients, 70% of
whom were White, 18% were Asian, 6% His-
panic and 6% African American.

Intervention

Our programme distributes five decision aids
coproduced by the Informed Medical Decisions
Foundation and Health Dialog. The aids are
designed to assist patients with breast cancer
making treatment decisions at five different
crossroads:

1. DCIS (stage 0) treatment options

2. Early stage surgical options (stage 1 or 2)

3. Early stage adjuvant chemotherapy and hor-
mone therapy options (stage 1 or 2)

4. Reconstruction options (any stage)

5. Newly diagnosed metastatic (stage 4)
options.

We distribute these decision aids through
multiple mechanisms. The underlying trigger
consists of a patient contacting a clinic sched-
uler to make an appointment to discuss treat-
ment options with a surgeon or oncologist.
Clinic schedulers then requisition appropriate
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decision aids for patients based primarily on
the type of specialist they are seeing and their
stage of disease. Patients seeing surgeons who
are stage 0 are sent the DCIS programme,
those who are stage 1 or 2 are sent the early
stage surgical options programme and those
seeing a plastic surgeon the reconstruction pro-
gramme. We also routinely send the recon-
struction programme with the DCIS or early
stage surgical option programmes, as we want
all patients who may find themselves consider-
ing mastectomy to be aware of reconstruction
options. There are two decision aids for
patients seeing oncologists, one for patients
seeking post-surgical treatment therapies and
are stage 1 or 2, and one for individuals who
have recently been diagnosed with metastatic
(stage 4) breast cancer. Patients seeing both
surgeons and oncologists may have received
three or four programmes over their course of
treatment.

The Decision Services team fulfils the requi-
sition, by mailing a package that includes a
decision aid in the form of a digital video disc
(DVD) and accompanying booklet, along with
a cover letter. The cover letter prompts patients
to review the decision aid. The cover letter also
prompts patients to make a list of questions as
they review the decision aid, bring the list of
questions to their appointment, bring a friend
to take notes and borrow a recorder if neces-
sary from the Cancer Resource Centre in our
hospital lobby.

There are three scenarios in which patients
might end up self-administering decision and
communication aids. Some visitors may have
been sent a decision aid but were never offered
coaching. Another set of visitors declined
coaching but accepted one or more decision
aids. The third set of visitors accepted coaching
but did not receive it because they had not
been picked up from our waiting list.

Visitors placed on the coaching waiting list
are prioritized by need (we assess interest,
English language proficiency, cognitive deficits,
emotional distress and whether the visitor will
be alone) but ultimately the number of coaches
available in any 1 week is constrained by the
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coaches’ overall schedule. Each coach is
expected to coach one visitor each week, and
while coaches will provide additional sessions as
their other duties allow, our capacity during the
study period averaged 10 sessions per week.

Study sample and data collection procedures

We formed the case series that comprises our
study sample by identifying the patients who
had received only the prompted intervention
described previously (Fig. 1). At 4 weeks post-
intervention, we contacted patients with a sur-
vey. We invited patients with email addresses
to take the survey online by sending an email
message with a weblink. If after 2 weeks a
patient had not yet completed the survey,
author SV called the patient and administered
the survey over the telephone. If there was no
answer, she sent a reminder email. Two weeks
after the second attempt at contact, SV again
contacted non-responders by telephone, and if
unavailable emailed a final request to complete
the survey.

Study Participant Flow Diagram

‘ New visitors assessed for eligibility (N = 1106)

No Services (N = 610)
Not able to contact (N = 401)
Declined coaching and DAs (N = 129)
Other reasons (N = 80)

|

Accepted services (N = 496)

Did not receive coaching (not picked up from waiting list), nor receive
Decision A|d (N =34)

4{ Received services (N = 462)
Coaching (N = 267)

Decision Aid (DA) only (N = 195)
Declined coaching but accepted DAs (N = 85)

¢ Accepted coaching, not picked up, sent DAs (N = 70)
Not offered coaching but given DAs (N = 40)

Did not respond to surveys (N = 113)

Completed decision aid only survey (N = 82)
STUDY SAMPLE

Figure 1 Study Participant Flow Diagram. DA denotes
Decision Aid.
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For patients without email addresses, we
mailed them the survey by US Postal Service
with a stamped, return envelope. We contacted
non-responders as described earlier for the
email survey group, except that we followed up
by mail and telephone.

Outcomes, measures, instruments and analysis
plan

Our programme evaluation included the fol-
lowing items aimed at patients who had
received prompting but not coaching from
Decision Services.

Study question 1: How many patients reviewed
the decision aids they received?

Our survey asked patients to check off which
of the five decision aids they had received. For
each title, we asked how much of the DVD
(all, some or none) they watched, and how
much of the booklet (all, some or none) they
reviewed.

Study question 2: How many patients wrote
down a list of questions and how did they use
the list?

We asked each patient ‘did you write down a
list of questions to take with you to your
appointment?’ If yes, we asked whether they
referred to the list during the appointment and
if they showed the list to their doctor.

Study question 3: How many patients
successfully recorded their appointments and
how did they use the recording?

We asked patients ‘did you bring an audio-
recording device to your appointment?” If yes,
we asked if they successfully recorded the
appointment, if they listened to the recording
since the appointment and whether anyone else
listened to the recording.

Study question 4: How many patients brought
someone along to take notes at the appointment
and how did they use those notes?

We asked patients ‘did someone take notes
during the appointment?” If yes, we asked who

© 2013 Blackwell Publishing Ltd
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took the notes (patient, spouse, friend or
other), if they reviewed the notes since the
appointment and if they shared the notes with
anyone else.

Study question 5: Were any demographic
subsets more likely to follow the prompts and
make use of the aids?

On the surveys we asked patients to provide
information about their demographics, specifi-
cally their breast cancer stage, age, educational
level, marital status, employment status, ethnic-
ity and race.

To learn whether any of the demographic
variables were predictors of patient adoption
of communication aids, we conducted stepwise
linear regression for all the demographics for
each of the three dichotomous variables: list,
recorder and notes. For the other study ques-
tions, we calculated and tabulated descriptive
statistics.

Results

Sample characteristics

Between January and September of 2010, we
identified 195 patients who had received the
intervention prompting them to self-administer
decision and communication aids and invited
them to participate in our follow-up survey. A
total of 82 (42%) responded to our surveys
(Fig. 1). The average age of our respondents
was 57 years old. Of the 82 respondents, the
majority (71%) were White (58/82) and most
(82%) were non-Hispanic (67/82). The majority
(67%) were married or in a committed rela-
tionship (55/82). The majority (60%) com-
pleted college or had advanced graduate
degrees (49/82), although most (51%) were not
working (42/82). The majority (55%) were
diagnosed with Stage 1 or 2 breast cancer (45/
82).

Demographically, our survey respondents
are not significantly different from the overall
2010 BCC population (Fisher exact chi square
for race = 0.99 and for Hispanic = 1.0); those
who did not respond to the survey (Fisher’s
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exact chi square for race = 0.468 and for His-
panic = 0.170); or those who received coaching
during the same time period (Fisher’s exact chi
square for race =0.236 and for His-
panic = 0.374). Table 1.

Survey administration

To rule out differences in survey administration
(33 email, 31 telephone and 18 paper/pencil),
we conducted chi square analysis (using Fish-
er’s exact testing) on the responses to all the
survey questions. Only one question (whether
they had viewed the booklet) demonstrated a
statistically  significant difference  (Fisher’s
exact = 0.026). This difference is attributable to
the fact that 7/29 respondents surveyed by tele-
phone said they viewed ‘none’ of the booklet,
while 0/17 mail and 0/27 email respondents
said they viewed ‘none’.

How many patients reviewed the decision aids
they received?

Almost all (90%) of those who responded to
the question reported reviewing ‘Some’ (19/73)
or ‘All’ (47/73) of the booklets and 71%
reported viewing ‘Some’ (8/73) or ‘All’ (44/73)
of the DVDs (Table 2). Forty-five respondents
received more than one decision aid, but for
consistency of comparisons, we only included
patient responses to the first decision aid they
received. Nine of the 82 respondents (11%) did
not answer the viewership section of the ques-
tionnaire for the first decision aid they
received.

Using chi square analysis to compare the
titles of the programmes as a proxy for spe-
cialty (we sent three programmes to surgeons
and two to oncologists), we found no statisti-
cally significant differences in the use of deci-
sion aids.

How many patients wrote down a list of
questions and how did they use the list?

Of 78 respondents, 63 (81%) reported that they
wrote down a list of questions. When asked if
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Table 1 Distribution of categorical demographic variables

Study non- Coaching
Study participants respondents participants BCC Clinic 2010
Variables n Percentage n Percentage n Percentage n Percentage
Race
White 58 71% 69 61% 111 69% 417 75%
Asian 12 15% 9 8% 15 9% 101 18%
African American 1 1% 3 3% 8 5% 33 6%
Other 2 2% 4 4% 15 9% 3 1%
Missing 9 11% 28 25% 13 8% 0 0%
Total 82 100% 113 100% 162 100% 554 100%
Hispanic
Non-Hispanic 67 82% 69 61% 141 87% 523 94%
Hispanic 8 10% 3 3% 10 6% 31 6%
Missing 7 9% 41 36% 11 7% 0 0%
Total 82 100% 113 100% 162 100% 554 100%
Age
Mean age 82 57 years 113 54 years 162 55 years 434 56 years
Breast Cancer Stage
Stage 0 (DCIS) 20 24% — - - — 80 18%
Stage 1 26 32% - - - - 160 37%
Stage 2 19 23% — - - - 128 29%
Stage 3 5 6% - - - - 43 10%
Stage 4 (metastatic) 4 5% - - - - 22 5%
Unknown 3 4% - - - - 1 0%
Missing 5 6% - - - - 0 0%
Total 82 100% — - - - 434 100%
Education
Some high school 2 2% - - - - - -
High school grad 7 9% - - - - - -
Some college 15 18% - - - - - -
College grad 22 27% - - - - - -
Some grad school 2 2% - - - - - -
Master’s 14 17% - - - - - -
Doctorate 5 6% - - - - - -
More than college grad 6 7% - - - - - -
Missing 9 11% — - - - - -
Total 82 100% - - - - - -
Less than college grad 24 29% - - - - - -
College grad and beyond 49 60% - - - - - -
Missing 9 11% - - - - - -
Total 82 100% — - - - - -
Marital status
Married 49 60% - - - - - -
In a committed relationship 6 7% - - - - - -
Single 6 7% - - - - - -
Divorced/separated 11 13% - - - - - -
Widowed 6 7% - - - - - -
Missing 4 5% — - - - - -
Total 82 100% - - - - - -
Employment status
Working full time 18 22% - - - - - -
Working part time 15 18% - - - - - -
Not working 42 51% - - - - - -
Missing 7 9% - - - - - -
Total 82 100% — - - - - -

© 2013 Blackwell Publishing Ltd
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Table 2 Viewership of decision aids

n Percentage Some + All Percentage

View booklets

None 7 9%

Some 19  23% (19 + 47 = 66) 90%

All 47  67% 66/73

Missing 9  11%

Total 82 100% 66/82 80%
View videos

None 21 26%

Some 8 10% 8+ 44=52) 71%

All 44 54% 52/73

Missing 9  11%

Total 82 100% 52/82 63%

they had referred to the list of questions during
their appointment, 56 (90%) of those listing
questions replied yes; however, only 14 (23%)
said they showed the list to their doctor
(Table 3).

Nearly all (96%) patients reported having
All (55/72) or Most (14/72) of their questions
answered by their provider at the appointment.
Using chi square analysis to compare the titles
of the programmes as a proxy for specialty,
respondents seeing surgeons were more likely
to respond to the question ‘did you get all your
questions answered’ and generally responded
more favourably than those seeing oncologists.
Surgeons: 4/54 missing, 42/54 All, 6/54 Most

Table 3 Usage of communication aids

and 2/54 None. Oncologists: 6/28 missing, 13/
28 All, 8/28 Most and 1/28 Some.

How many patients successfully recorded their
appointments and how did they use the
recording?

Sixteen of 79 respondents (20%) reported hav-
ing brought a recorder to their appointments.
Of those 16 patients, all but one reported suc-
cessfully recording the appointment. Eight of
15 (53%) who made recordings reported hav-
ing listened to the recording after the appoint-
ment. Six of 15 (40%) reported sharing the
recording with someone else (Table 3).

How many patients brought someone along to
take notes at the appointment and how did
they use those notes?

Fifty-one of 77 patients (66%) said they took
notes or had family and friends do so. Twenty
(39%) patients said their spouses took notes at
the appointment; 18 (35%) said friends or
someone else took notes; and 13 (25%) took
notes themselves. Thirty-seven of the respon-
dents (73%) reviewed the notes after the
appointment, and 28 (55%) shared the notes
with someone else (Table 3).

Total Yes as %
n Yes No  Missing  responses possible  Yes as % responses  Total possible

Question lists

Created question list 78 63 15 4 82 81 77

Referred to question list 62 56 6 16 78 90 72

Showed QL to MD 61 14 47 17 78 23 18
Recordings

Brought recorder to appt 79 16 63 3 82 20 20

Used recorder 16 15 1 63 79 94 19

Listened to later 15 8 7 64 79 53 10

Shared with someone 15 6 9 64 79 40 8
Appointment notes

Took notes 77 51 26 5 82 66 62

Reviewed notes later 48 37 11 29 77 77 48

Shared notes with someone 46 28 18 31 77 61 36

© 2013 Blackwell Publishing Ltd
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Were any demographic subsets more likely to
follow the prompts and make use of the aids?

We conducted stepwise linear regression for all
the demographics (race, Hispanic, education,
marital status, employment status, breast cancer
stage and age) for each of the three dichotomous
variables: question list, recorder and notes.

Question lists

The likelihood for patients to make a list of
questions increased by a factor of 1.46 for each
unit increase in education (Table 1 for educa-
tional levels). Specifically, the odds ratio for
making a list of questions was 1.46 [95% CI
0.99-2.16, P = 0.058].

Most who made a list indicated they had
referred to the list during the appointment (56/
62). In the context of such low variability,
demographics were not a predictor of who
would refer to the list.

Non-White, less educated participants were
more likely to report showing their question
list to their doctors than White participants
with more education. Specifically, the odds
ratio for showing a list was 4.9 [95% CI: 1.2—
21.3, P-value <0.01] for non-White race or His-
panic ethnicity compared with non-Hispanic
whites; and 3.7 [95% CI 0.9-15.5, P = 0.05] for
education less than a college degree compared
with college degree or higher.

Consultation recordings

While there was a greater likelihood for His-
panic patients to bring a recorder (38%) as
compared to non-Hispanics (17%), the small
number of Hispanic participants (8) makes this
finding non-significant (P = 0.70). Overall,
there were too few observations to determine
whether demographics predicted how the
recordings were used, although there were
trends towards Hispanic and married partici-
pants being more likely than average to share
the recordings with someone.

Consultation notes
Demographics did not predict whether or not
anyone took notes at their appointments or

386 Decision and communication aids, S Volz, D H Moore and ] K Belkora

shared the notes later, but increasing educa-
tion [odds ratio=1.8 (95% CI: 0.9-3.4,
P =0.060)] and increasing stage [odds
ratio =59 (95% CI: 1.3-27.4, P =0.022)]
were associated with increased probability that
respondents had reviewed the notes since their
appointment.

Decision aids

We conducted regression analysis on how
much patients reviewed each decision aid com-
ponent (DVD or booklet) starting by including
all the demographic variables, then removing
one at a time (highest P-value). None of the
demographic variables predicted how much of
the DVD or booklet respondents reviewed.

Discussion and conclusion

Discussion

Survey administration

All respondents to the email and paper/pencil
surveys indicated they had reviewed ‘all’ or
‘some’ of the booklets. Seven of the 31 tele-
phone respondents stated they had not
reviewed the booklets, although one had
watched ‘all’ of the DVD. The fact that these
respondents had not viewed the decision aids
may be why they had not completed the sur-
vey when invited earlier. This response bias is
what motivated us to contact non-respondents
by phone to learn whether visitors who do
not respond actually do follow the prompts to
use decision and communication aids.

How many patients reviewed the decision aids
they received?

Most patients (Table 2) followed the prompts
to review the decision aids they received. This
makes sense to us because 95% of households
in the United States have a DVD player.?! It is
also logical that reviewing the booklets have a
higher uptake as most people might review the
booklet to help them decide whether they
wanted to view the companion DVD.

© 2013 Blackwell Publishing Ltd
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How many patients wrote down a list of
questions and how did they use the list?

The uptake on the suggestion to ‘write down
your questions’ is also not surprising. In addi-
tion to our prompting, more and more
resources are making similar suggestions. A
popular website available to help patients cre-
ate their questions is the Agency for Healthcare
Research and Quality’s ‘Questions are the
Answer’ (http://www.ahrq.gov/questions/).
Books such as ‘Dr. Susan Love’s Breast Book’
suggest questions you should ask your doctor
at the end of each chapter’ and two of the
decision aids we send include suggested ques-
tions for your doctor. Additionally, patients
with breast cancer manage families and offices,
they make lists on a regular basis (shopping,
to-do, etc.), and so making a list of their ques-
tions is a reasonable thing to do.

What surprised us was how few patients
(23% of those listing questions) actually
showed their list of questions to their physi-
cians. There are possible demographic associa-
tions that may explain this (see Were any
demographic subsets more likely to follow the
prompts and make use of the aids?) or it may
be as simple as no one specifically prompted
them to show the list to their doctor. In our
experience, doctors appreciate knowing the full
list of questions in advance or at the start of a
visit as this allows them to plan the discussion
better. While some physicians are concerned
that this might slow down a consultation, a
majority of studies that measured the impact
of interventions such as prompt sheets on con-
sultation length found no change in the length
of appointments.®*}

Our results are distinct from those of a
prior study; Dimoska'’ reported that while
91% of the patients seeing radiation oncolo-
gists, surgeons and palliative care clinicians
accepted a standardized question prompt list,
88.5% reported reading it, but only 44%
reported using it during the consultation. We
found 90% reported using their question list
during the consultation even if only 23%
showed it to their doctor. We believe this dis-
crepancy may be explained by the extent to
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which patients feel their list of questions is
personalized. Indeed, in most of the other
published  research®®”>2>  on  question
prompting, the intervention consists of a stan-
dardized list of relevant questions that
patients personalize by circling those they
wish to ask. Patients in our study may have
been more likely to use their lists because they
were personally generated and therefore per-
haps more personally relevant than the stan-
dardized lists in the Dimoska study. While
prompt sheets do leave patients space to add
in additional questions, perhaps question
prompting interventions should begin with
patients listing their personally unique ques-
tions first. Patients may need to be prompted
to share their lists with the doctor at the start
of the visit, in addition to just making a list
of questions and using it during the visit.

Our results demonstrate a ceiling effect
towards patients having gotten all their ques-
tions answered. While it appears most are get-
ting their questions answered, it may not be
sufficient to measure the proportion of ques-
tions answered but rather investigate the quan-
tity and range of topics that were asked and
answered. Studies have demonstrated coaching
increases the number of questions asked from a
median of 8.5 to a median of 13." Over the last
three programme years our records indicate an
increase from a mean of 9 to a mean of 23 after
coaching. These additional questions might not
have been made explicit without coaching and
therefore gone unanswered. Future studies
should investigate the range of topics asked and
answered during consultations.

How many patients successfully recorded their
appointments and how did they use the
recording?

The prompt with the smallest uptake was the
suggestion to make a recording. Less than 20%
of respondents reported they had
fully recorded their appointments. We found
this  result surprising since so much
research®!1%2926 has found audio recordings
to be effective in promoting patient recall of
complex consultations. In addition to the

SucCCess-
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prompts in our communications with patients,
there are signs on our clinic exam room walls
suggesting that patients are welcome to borrow
a recorder. In other settings, students increas-
ingly record their lectures, and the introduction
of the smart phone has made recording interac-
tions as easy as pushing a button or download-
ing an app. While our patients are older than
typical college students, many carry smart
phones, and digital recorders are relatively
inexpensive, easy to use and small enough to
easily transport. We can only speculate on
what barriers prevented patients from attempt-
ing to make recordings, leading us to the con-
clusion there is need for further research into
the barriers to routine implementation of such
an effective communication aid.

While more than half our respondents (8/15
or 53%) indicated they had listened to the
recordings later it was such a small sample that
we did an analysis of our programme data over
the past three programme years. Patients who
received coaching and responded to our fol-
low-up surveys (338/857, 38% response rate)
routinely listened to the recordings (175/300 or
58%) and 84% (253/300) said they would rec-
ommend recording to others. These numbers
are consistent with a recent implementation
study promoting consultation recordings in
oncology that found 69% of their participants
listened to at least a portion of the recording
within a week of the consult.?’

How many patients brought someone along to
take notes at the appointment and how did they
use those notes?

Two-thirds of patients (51/77 or 66%) said that
they took notes or had family and friends do
so for them. This left over a third who did not
have notes; most of whom (21/26) left with nei-
ther notes nor recordings. Given the complex-
ity and amount of information to absorb in
breast cancer consultations, we are concerned
about this gap. We are also concerned about
the quality of notes taken by family members
or friends. We see an analogy with the practice
of having family members or friends serve as
language interpreters. This was common in the
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past but has fallen out of favour for ethical
and safety reasons.

Instead of patients depending on their own
ability to bring a note taker or take notes them-
selves, providing a summary of the consultation
could be an effective strategy to help patients
remember facts from their consultations.
Research is mixed on the impact of providing
patients with a summary of their consultation
and relatively scarce. In van der Meulen’s sys-
tematic review, summaries were not found to
contribute as much to patient recall as record-
ings or a physician endorsing a question prompt
sheet; whereas Pitkethly es al.* endorsed equally
providing recordings or summaries of consulta-
tions. Further research is needed to clarify
whether the quality of consultation summaries
has an impact on patient recall of information.

Were any demographic subsets more likely to

follow the prompts and make use of the aids?

Our exploratory analyses surfaced associations
between using communication aids and race/
ethnicity or education that merit further inves-
tigation. Our sample size was small but further
analysis is warranted to validate our prelimin-
ary findings that there is a trend for increased
education to be positively related to patients
making a list of questions. In addition, while
most patients reported not showing their ques-
tion lists, those that did show their questions
to their medical providers were more likely to
be non-White and less educated than the other
respondents. In other words, higher education
is associated with making a list, but those who
showed their lists to the providers were gener-
ally less educated and non-White.

We speculate that non-White, less educated
patients felt the doctor might understand their
questions better if the doctor looked at their
lists rather than depend on their ability to ver-
bally communicate their questions. Following
that logic, our better educated patients may
have felt more confident in their ability to com-
municate directly with their doctors.

Whether or not respondents reviewed their
notes after their appointment was also

© 2013 Blackwell Publishing Ltd
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associated with increased education and an
increased stage of cancer. The ingrained study
skills that go with increased education proba-
bly contribute to this population spending
more time reviewing their notes. An increased
stage of disease is an indication of disease pro-
gression associated with poorer outcomes. The
need for reflection on the diagnosis, impact on
quality of life of treatment options could lead
to a need to review the information the physi-
cian had provided. Further research on these
associations is warranted.

Study quality

The strengths of this study include that it is the
only one we are aware of that measures the
impact of prompting patients to self-administer
Decision and Communication Aids as part of
routine clinical care. Limitations to our study
include the fact that this is a small sample of
specialty care patients and the results may not
generalize beyond our practice. Other limita-
tions include the possibility of a social accept-
ability bias towards answering positively that
respondents looked at some of the programme
we sent them. Our low-response rate might be
because it is uncomfortable for patients to
admit they have not used our decision and
communication aids, motivating them not to
return the survey. It was specifically this
response bias that motivated us to contact indi-
viduals by telephone who had not yet
responded to earlier invitations to complete the
survey. As telephone respondents were willing
to tell us they had not used the decision aids
when that was the case, we do not believe
social desirability bias is a concern.

Because this was a retrospective study, we
have discovered shortcomings in our data
tracking mechanisms. While we can identify
the total number of individuals who entered
the study pool, we did not have a mechanism
in place to identify how each respondent
arrived into the pool of visitors who had to
self-administer decision and communication
aids, limiting our ability to make comparisons
between those who refused coaching vs. those
we were not able to serve.

© 2013 Blackwell Publishing Ltd
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Conclusion

Research demonstrates decision aids are valu-
able tools to improve patient knowledge of key
breast cancer facts. Communication aids are
associated with patients asking questions and
remembering the information provided by phy-
sicians. Prompting patients alone was associ-
ated with good use of decision aids, but did
not assure effective use of communication aids.
We have identified two areas where prompting
patients by itself is insufficient: Patients did not
on their own share their lists with their provid-
ers, nor did they make recordings of their con-
sultations. Anecdotally physicians suggest
patients will sometimes wait until a doctor lit-
erally has his/her hand on the door and is
ready to leave to ask the most important ques-
tion.”?? Patients need to be coached to share
their questions at the beginning of consulta-
tions rather than leaving it up to the medical
provider to elicit all their questions.

In specialty settings that make decision aids
available and prompt patients to use communi-
cation aids, it is reasonable to expect that
patients will make good use of decision aids
and that they will write down and bring their
questions. Prompting alone will probably not
get patients to show their lists to their provid-
ers at beginning of consultations or make notes
and recordings of their own consultations. Pro-
viders might request to ‘take a look’ at patient
question lists. Clinicians might also consider
routinely making recordings of consultations to
give to their patients or providing patients with
a copy of their dictated notes.

People with cancer may simply be too over-
whelmed to manage decision and communica-
tion aids without assistance. For these aids to be
used most effectively, it may be necessary to do
a better job of identifying which patients need
coaches to assist connecting them with decision
aids, listing their questions and making notes
and recordings.>'® We are also seeking to
expand the pool of available coaches by reduc-
ing labour costs by training students who gain
experience and academic credit in exchange for
providing free assistance with decision and
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communication aids.'® Additional studies are
needed to identify barriers and facilitators to the
routine use of audio recordings and consultation
summaries in oncology settings.
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