Will Older Persons and Their Clinicians Use a Shared Decision-making Instrument?
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OBJECTIVE: To examine experiences of older persons and their clini-
cians with shared decision making (SDM) and their willingness to use
an SDM instrument.

DESIGN: Qualitative focus group study.

PARTICIPANTS: Four focus groups of 41 older persons and 2 focus
groups of 11 clinicians, purposively sampled to encompass a range of
sociodemographic and clinical characteristics.

APPROACH AND MAIN RESULTS: Audiotaped responses were tran-
scribed, coded independently, and analyzed by 3 reviewers using the
constant comparative method. Patient participants described using in-
formal facilitators of shared decision making and supported use of an
SDM instrument to keep “the doctor and patient on the same page.”
They envisioned the instrument as “part of the medical record” that
could be “referenced at home.” Clinician participants described the in-
strument as a “motivational and educational tool” that could “custom-
ize care for individual patients.” Some clinician and patient
participants expressed reluctance given time constraints and unfamil-
iarity with the process of setting participatory clinical goals.

CONCLUSIONS: Participants indicated that they would use a shared
decision-making instrument in their clinical encounters and attributed
multiple functions to the instrument, especially as a tool to facilitate
agreement with treatment goals and plans.
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lder persons bring complex and highly individualized

medical, functional, and social problems to their clini-
cal encounters, and often have perceptions and preferences for
care that diverge or conflict with their clinicians’ preferences.'™
Shared decision-making (SDM) models are increasingly advo-
cated to improve the process®® and outcomes!®™!! of clinical
decision making for patients with serious and chronic illness-
es; however, few studies*®'2 have described processes for de-
veloping shared treatment plans that older adults might
find acceptable.®'3!* As a first step in developing shared de-
cision-making interventions for the process of geriatric care,
we conducted a focus group study of older persons and their
clinicians to evaluate the desire for SDM, existing strategies to
facilitate participation in decision making, and reactions to a
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formal SDM instrument. The proposed SDM instrument
(Fig. 1) was developed from the principles of goal setting de-
15.16 prior work of the
authors,?1? and external review by an expert panel.

scribed in the social science literature,

METHODS

We used a qualitative study design consisting of 4 focus groups
with older adults and 2 with clinicians. We chose focus group
methodology to elicit breadth of responses and to encourage
intragroup dialogue and exchange of experiences.'” As is com-
mon in qualitative studies,'® participants were purposively
sampled to ensure diversity in gender, socioeconomic varia-
bles, and clinical and functional status. Older adult partici-
pants were recruited from 2 urban, subsidized assisted living
facilities, 1 suburban assisted living facility, and 1 affluent
senior residential community. Participants had at least 1
chronic illness or functional impairment. Clinician focus
groups consisted of physicians and nurses in an academic
medical center who expressed interest and experience in col-
laborative health care. Focus groups, which lasted 45 to 60
minutes, consisted of open-ended questions regarding how
participants set goals and made treatment decisions in clini-
cal encounters. Participants were also shown the SDM instru-
ment (Fig. 1) and asked “How might this instrument help or
hinder your discussions with your clinicians (patients)?” and
“What changes would you make?” We used standardized
probes to encourage elaboration and discussion of partici-
pants’ initial responses.'® In all cases, participants were en-
couraged to give examples and detailed stories that illustrated
their statements. The Human Investigation Committee of Yale
School of Medicine approved the study protocol.

We analyzed focus group transcripts using the constant
comparative method of qualitative data analysis'® to describe
common themes from the groups. Three investigators (ADN,
DSG, and STB) independently reviewed each transcript line by
line, coding quotations with similar concepts into distinct con-
tent areas. Using established procedures in qualitative analy-
sis,'® a code key was drafted from a review of the first two
transcripts. During coding, new data were constantly com-
pared with previous quotes in the same content areas. When
all focus groups were completed, the final code key was reap-
plied to each transcript. After additional rounds of independ-
ent coding, discrepancies among investigators were resolved
by careful review, negotiation, and consensus building.
Atlas.ti software (version 4.1, Scientific Software Inc., Berlin,
Germany) was used for data coding and analysis.

RESULTS
Participant Characteristics

The 6 focus groups consisted of 52 total participants. The
4 groups of older persons had 41 total participants. Patient
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PATIENT’S HEALTHCARE PRIORITIES
‘What arc goals for your healthcare that affect your daily life?

1. -0+l
2. 210+l
3. 210+l
TREATMENT PLAN

PROBLEM:

GOAL: 210+
TREATMENT:

FOLLOW-UP ASSESSMENT IN DAYS/ WEEKS/ MONTHS

Figure 1. Shared Decision Making Instrument

Definitions, and Directions on Use

Goals are desired outcomes

Goals can be broad enough to include cffects on everyday life

Goals can be used for specific problems that arise at medical visits

Discussions should conclude with a definite and agreed-upon course of action

1 Patient’s Healthcare Priorities: Patient’s goals for health care that affect everyday life.
« General goals for health care (time-span of months to years).

« Listed by highest to lowest priority for the patient.
« Priorities should change little over time.

« Priority changes occur with long-term health or lifestyle shifts.
II._Treatment Plan: Comprised of sub-sections for each problem discussed at the visit.

* Problem—new issue or a follow-up issue from a prior visit.
a. Describe the problem in the patient’s words.

b. Clinician adds a brief assessment or diagnosis of the problem (in parentheses).

« Goal—Specific desired outcomes
a. Develop goals with mutual agreement.

b. Define goal in specific, challenging, and finite terms.

c. State in the words of the patient.

*Discussions should link specific goals to the Patient’s Healthcare Priorities listed above.

 Treatment—all treatments for the problem.

a. Include medications, diagnostic tests or procedures.
b. List specific dosage and frequency for medications.

c. List appointment times for tests and procedures.

* Follow-up—specific time frame for follow-up appointments or phone contact.

a. Stated in terms of days, weeks, or months.

b. Explicitly identify the evaluation period of a treatment.
IIT. Goals Scoring: Mutual assessment of shared goals and patient priorities.

Score goals at every follow-up.

opo o

Score patient priorities infrequently (usually with significant changes).
Scores of zero indicate that the patient attained the goal, as expected
Scores >0 indicate that the patient surpassed the goal

Scores <0 indicate that the patient did not attain the goal

FIGURE 1. Shared decision-making instrument.

participants were 82 + 7 years of age and cognitively intact.
Two thirds were female and lived alone. They had, on average,
2 chronic illnesses, difficulty with 2 instrumental activities of
daily living, and high self-rated health. There were 2 groups of
clinicians consisting of 5 nurses and 6 physicians. They cared
for patient panels with primarily older persons. Physician par-
ticipants were fellows and junior faculty trained in geriatrics
and general internal medicine. Nurse participants worked in a
geriatrics clinic or rehabilitation ward and had, on average,
more than 20 years of clinical experience.

Desire for Shared Decision Making

Focus groups with older persons revealed strong desires to ex-
change information and preferences for care with clinicians.
One woman described the relationship with her doctor as “very

strong” because “communication always occurred in two di-
rections.” An older man reported that he would not use med-
ication until he could “talk to the doctor and discuss why you
are taking the new medicine and what the medicine is sup-
posed to do for you ... and any side effects.” Mirroring the
comments of older participants, clinician participants reported
implicitly factoring patients’ preferences.

Existing Strategies to Facilitate Shared Decision
Making

Participants described using an array of informal strategies to
improve decision making during clinical encounters. They re-
ported using notepads and tape recorders to increase the
quantity and quality of information retained from their en-
counters. A second method was to bring a detailed list or bag of
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medications to review with clinicians at each visit to generate
discussion of treatment preferences. Several participants de-
scribed using prioritized lists of complaints and problems to
facilitate discussions based on their priorities and preferences.
Finally, participants reported bringing second listeners, such
as a spouse or family member to the visit to improve the ex-
change of information and preferences and to help interpret
information given by clinicians.

Acceptance and Functions of a Shared Decision-
making Instrument

Patients’ Perceptions. Overall, participants reported positive
perceptions of the SDM instrument. Few participants ex-
pressed unwillingness to accept the instrument in their clini-
cal encounters. Patient participants described potential
functions of the SDM instrument (Table 1). An older woman
described the instrument’s utility as a reference tool,

I think it would be useful for me to have a copy of this form at home
... to have written information to look at after you get home that
supplements your memory.

Another man expressed his perceptions of the instrument
as a means to improve agreement,

I think it would be good to have so [the doctor] would know what
you are thinking and you would know what he was thinking and it
would help you . . . so we’d [the doctor and patient] be on the same
page.

Negative perceptions reported by older persons centered on
the reluctance of clinicians to use the form, given time con-
straints. In addition, one participant expressed his negative
view of the whole concept of SDM as follows,

I don’t know why we need this. I mean we’ve been going along for
80 years without any and you go to the doctor and you are
depending on his knowledge. He tells you what to do, you walk out
and you go get a prescription filled.

Clinicians’ Perceptions. Clinician participants expressed gen-
erally positive perceptions of the SDM instrument and identi-
fied several additional functions (Table 1). One geriatrician
asserted,

Ireally think [the instrument] is good for the complex patients or your
problem patients where you're just not getting anywhere with them.

Nurse participants described the educational and motivational
roles of the instrument. However, clinicians did express some
reservations about using a formal SDM instrument. One phy-
sician said,

I think if you gave [the instrument] to some patients they would be
confused. I don’t think they understand medical care [in terms of]
patient goals and preferences.

Another physician described economies of time that the in-
strument could accomplish:

Do we have time in a 15-minute encounter to write it out as a
physician? I don’t know . .. . Some might also argue that if you
would take some time to do this on your own, the overall quality of
care would be more effective and more efficient . . . . To save time so
the next ten visits you are not addressing the same basic issues.

DISCUSSION

The findings of the current study enrich the shared decision-
making model’"”® and counter the notion that older persons
shun participatory medical decision making.>!%1* While no
universal definition exists, models of SDM typically describe 3
key elements: information exchange, deliberation regarding
preferences, and developing agreement between clinician and
patient (i.e., concordance) with treatment goals.>”-® Older per-
sons in the current study described their desire to exchange
information and express preferences for care. These desires
were aligned with participants’ practice of using various infor-
mal strategies to facilitate 2 of the 3 elements of SDM. At the
same time, they identified few instances of treatment plans
based on collaborative goals and offered no examples of using
informal facilitators of concordance. Some participants did pro-
pose, however, that the SDM instrument could facilitate dis-
cussion and collaboration regarding treatment goals and plans.

The results of this qualitative study are not universally
generalizable as we sampled only a small group of older per-
sons, nurses, and physicians. Clinicians from other specialties
or practice locations may offer different insights regarding
SDM. Our recruitment procedures did attempt to capture a
diverse group of older participants; therefore, the comments
and perceptions offered by the study participants may reso-
nate, generally speaking, with other older persons. In addition,
the study was not designed to validate an SDM instrument,
and participants offered important caveats. Qualitative meth-
odologies are ideally suited to generate, rather than test, hy-
potheses. As such, this study suggests that SDM for older
patients is feasible, but may require more than physician-di-
rected decision aides.?® Additional empirical research in this
area will be necessary to confirm this hypothesis. Instruments
that enable the process of SDM could engender a paradigm
shift in medical decision making from the current practice of
identifying and applying objective and utilitarian treatments
for disease, to one of customizing treatment based on a pa-
tient’s life and health goals.'!-12:20

Table 1. Potential Functions of a Shared Decision-making Instrument

Function

Comments

Reference tool
Organizes discussion
Develop concordance
Customizes care
Improves education
Motivational tool

“Take home and use as a reminder”

“Helps patients address all their concerns”

“Keeps doctors and patients on same page”

“It’s good for the complex or problem patients ... so you can work out the barriers”

“It's a vehicle for tailored education”

“They can actually see what they have really done, it's a big encouragement [for patients]”
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