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Abstract

Objective: To provide high-quality healthcare, it is essential to understand values that guide the
healthcare decisions of older adults. We investigated the types of values that culturally diverse
older adults incorporate in medical decision making.

Methods: Focus groups were held with older adults who varied in cognitive status (mildly
impaired versus those with normal cognition) and ethnicity (Hispanic and non-Hispanic).
Investigators used a qualitative descriptive approach to analyze transcripts and identify themes.
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Results: Forty-nine individuals (49% with cognitive impairment; 51% Hispanic) participated.
Participants expressed a wide range of values relating to individual factors, familial/cultural beliefs
and expectations, balancing risks and benefits, receiving decisional support, and considering
values other than their own. Participants emphasized that values are individual-specific, influenced
by aging, and change throughout life course. Participants described barriers and facilitators that
interfere or promote value solicitation and incorporation during medical encounters.

Conclusion: Study findings highlight that in older adults with various health experiences,
cognitive and physical health status, and sociocultural backgrounds, medical decisions are
influenced by a variety of values.

Practical implications: Clinicians should take time to elicit, understand, and reassess the
different types of values of older adults.
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Health priorities; decision-making; elders/elderly; ethnic groups

Introduction

Patient values are influenced by multiple factors, including personal health beliefs,
religiosity, race/ethnicity, social and family customs, and life-long experiences [1-3].
Soliciting and incorporating patient values and preferences in healthcare decisions are key
components of patient-centered care [4]. Eliciting patient values promotes shared decision-
making (SDM) between patients and clinicians and improves patient understanding,
satisfaction, autonomy, and trust [5, 6].

Having a clinician who understands their patients’ values is one characteristic of optimal
quality care for patients facing frailty [7]. Many older adults, including those with
cognitive impairment, want to be involved in healthcare decision-making [8-10]. Yet, the
process of decision-making with older adults frequently fails to focus on individual needs
and preferences [9, 11-13]. Understanding the values that affect healthcare decisions is
particularly important in aging populations, given the frequency with which older adults
face medical decisions and challenges such as cognitive and functional decline and multi-
morbidities. Soliciting older adults’ values plays an essential role in decision-making,
particularly when competing risks and benefits are present or no best option is available
[14]. Further, values can change and are impacted by changes in life priorities, disease
stages, or external support [3]. Having older adults express their values when relatives are
present can also help caregivers make patient-centered surrogate decisions if required in the
future [15].

We aimed to identify the values that diverse older adults incorporate in medical decision-
making, including older adults from different cultural backgrounds with and without mild
cognitive impairment. We also aimed to investigate if reported values aligned with a
published taxonomy of patient values at the point of care [3]. The ultimate goal was

to understand the types of values that commonly influence older adults’ medical decision-
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making in order to guide clinical encounters by improving value solicitation, SDM, and
potentially decisions made by surrogates on behalf of older adults.

2. Methods

2.1 Design

Focus groups were conducted to explore the values that older adults incorporate into medical
decision-making. Focus groups were used to build synergy in expressed values, prompting
participants to explore individual and shared perspectives while listening to the views

of others. Identified themes were organized according to the draft taxonomy of patient
values [3]. University of Florida (UF) (201802275) and Mount Sinai Medical Center (15—
29-H-06) IRBs approved study conduct. The study used a waiver of documentation of
informed consent. Consolidated criteria for reporting qualitative research [16] are depicted
in Supplemental file 1.

2.2 Conceptual Framework

The study used a taxonomy of patient values at the point of care published shortly before
study design and funding as a framework [3]. The taxonomy outlines four categories

of patient values impacting decision-making, with values reflecting “unique preferences,
concerns, and expectations that each patient brings to a clinical encounter” [17]. While
some research makes no distinction between values and preferences [18], for this study,
values were conceptualized as patient views/characteristics influencing decision-making.
This is distinct from preferences, where an individual voices a greater liking for one option
over alternatives [19]. Global values reflect life priorities that impact all decisions, such as
religious beliefs. Global values can also represent value traits, such as risk aversion or a
desire to try the “new thing”. Decisional values are those most commonly discussed in SDM
and involve values tied to diagnostic or therapeutic options such as efficacy, toxicity, quality
of life, and cost. Situational values reflect context-specific factors that influence a decision
differently now than in the past or future, such as an upcoming event (e.g. a wedding).
External values reflect a patient’s choice to consider others’ values and preferences when
making a decision, an approach that may be personal or cultural [3].

2.3 Population

Individuals were recruited from the 1Florida Alzheimer’s Disease Research Center (ADRC)
and from a behavioral intervention program for persons with mild cognitive impairment,
called Physical Exercise And Cognitive Engagement Outcomes For Mild Neurocognitive
Disorder (PEACEOFMND) (convenience sampling) [20]. Four distinct populations were
recruited to form the following groups: 1) cognitively normal Hispanics, 2) Hispanics with
mild cognitive impairment, 3) cognitively normal non-Hispanics, and 4) non-Hispanics
with mild cognitive impairment. Self-reported ethnicity/race was used to identify potential
participants and assign them to groups. All four groups were recruited through the 1Florida
ADRC. Only non-Hispanics were recruited from PEACEOFMND. Cognitive status was
based the parent study’s criteria. For PEACEOFMND, participants with mild cognitive
impairment had a Clinical Dementia Rating [21] scale score <0.5 and Telephone Interview
for Cognitive Status for Memory (TICS-M) [22] score =25; normal cognitive status required
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a TICS-M score 232 [20]. For 1Florida ADRC participants, mild cognitive impairment or
cognitively normal assignment was made by a clinician or consensus panel following the
National Alzheimer’s Coordinating Center protocol [23].

2.4 Recruitment

PEACEOFMND and 1Florida ADRC research personnel identified and contacted active
participants via telephone. Interested individuals were able to ask questions during the call,
later via telephone or email, and at focus groups prior to study activities. The informed
consent document was available in English and Spanish. Participants verbally agreed to
participate prior to focus group questions and recording.

2.5 Data collection

Investigators (MJA, AMK) drafted the semi-structured focus group guide. It was revised
based on suggestions from neuropsychologists and Spanish-fluent investigators who interact
heavily with older adults. The guide was pilot-tested with English and Spanish-speaking
psychology doctoral students prior to finalization (Supplemental file 2). A bilingual Latina
clinical psychology doctoral student (AMK) interested in cultural and patient-centered
research moderated all focus groups. She received mentorship from a neurologist with
qualitative research experience (MJA) focusing on patient engagement, communication, and
SDM. A research assistant (AR) provided on-site assistance and was present for the focus
groups but did not contribute to the discussion. AMK and AR did not previously interact
with participants.

Focus groups took place in private conference rooms at the 1Florida ADRC site in

Miami, Florida and at a UF-affiliated senior-living facility in Gainesville, Florida. After
an introduction of the moderator and study goals, focus groups started with free discussion
to explore values impacting participants’ medical decision-making. Conversations took place
predominantly in Spanish and English for Hispanic and non-Hispanic groups, respectively.
After free discussion, the moderator presented a vignette describing a common medical
decision to stimulate additional discussion (Supplemental file 2). Finally, the moderator
presented the types of taxonomy values to generate further discussion about value types
affecting decision-making. A whiteboard was used to capture key terms and concepts
provided by participants, allowing for visual cues to facilitate discussion. Interviews were
audio recorded with participant knowledge. Participants received $25 gift cards at study
conclusion.

2.6 Analysis

A professional service transcribed the discussions verbatim and translated Spanish
discussions to English. Participant checking was not performed. Investigators used Microsoft
Word® tables and a qualitative descriptive approach [24] to identify and organize themes.
MJA and AMK independently double coded the first full transcript to develop a codebook
using content analysis (open coding). Emerging themes were compared and discussed

to reach consensus. AMK analyzed remaining transcripts using a constant comparative
technique to identify all instances of the coding framework, identify items not corresponding
to initial framework themes, and expand or merge thematic codes (axial coding). This
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was iteratively reviewed by MJA and consensus was achieved on themes, subthemes, and
codebook revisions. Co-investigators gave feedback after initial analysis. After axial coding,
investigators jointly identified themes that matched taxonomy categories and assessed
whether certain themes expanded the value types or were not well-captured by the existing
taxonomy.

Theme saturation for the overall study population was assessed by investigators during focus
group conduct and again during analysis. Investigators did not plan for or assess theme
saturation for individual subgroups. The aim of the current analysis was to understand values
that diverse older adults use for medical decision-making, not between-group differences.

3. Results

3.1 Sample characteristics

Forty-nine individuals participated. Mean age was 72.6 (SD=6.9); 63% of participants were
female (Table 1). Six focus groups were conducted at the ADRC site (2 Hispanic and 1
non-Hispanic with mild cognitive impairment, 2 Hispanic and 1 non-Hispanic cognitively
normal) and two were conducted at the UF site (1 non-Hispanic with mild cognitive
impairment, 1 cognitively normal-non-Hispanic). On average, six people participated in
each group (range: 4-11). Focus groups were conducted October 2018-May 2019. Mean
discussion duration was 54 minutes. The moderator noted that cognitively impaired
individuals needed more prompting and help to stay on track, but all groups were able

to discuss proposed topics. Participants confirmed taxonomy values but expanded on the
values included in each category.

3.2 Values corresponding to taxonomy

3.2.1 Global: Participants reported that characteristic/personality traits, caregiver roles,
preventative care, quality of life, and thinking about the future were global values impacting
how they approached medical decisions (Table 2). Multiple participants referenced
approaching decisions with optimism, including expecting positive outcomes and having
faith in treatment efficacy. Several voiced religious beliefs impacting their approach to
medical decision-making, although select individuals dissented:

There are people who have very strong religious convictions. . . but | do not agree
with that. (H-cognitively normal-11)

3.2.2 Decisional: Participants reported decisional values including one’s personal and
family medical history, how the decision (e.g. medication) might affect their ability to do
their job, whether the treatment’s mechanism of action was plausible, potential side effects,
and cost concerns (Table 3). Multiple participants described the importance of making
decisions with balance. Participants also discussed the importance of weighing the different
values and priorities involved in a decision, such as pain versus having a colostomy bag

or whether in chemotherapy, “the cure is worse than the disease” (Table 3). Sometimes
participants felt like they did not have much of a decision, either because there was only one
good choice or no good options existed.
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3.2.3 External: Many participants described taking family members’ advice because of
their long-standing relationship (e.g. spouses) or the family member’s honesty or medical
experience (Table 4). Valuing the physician’s recommendation was an external value that
guided many participants” medical decision-making. A few participants expressed valuing
the opinions of family members and physicians, but emphasized they were the ones making
the final decision. Participants also described making decisions in order to benefit their
families more than themselves, something that overlapped with global values (Table 2).

3.2.4 Situational: Situational was the taxonomy category mentioned least by
participants. Few participants endorsed situational values such as delaying treatments or
procedures until after a family wedding or election year.

...once | had a colonoscopy, and it was about fifteen days before my daughter
got married, and | changed the date... | thought, well, nothing happens ever, but
what if something happens and | mess up my daughter’s wedding? (H-cognitively
normal-11)

... is there an election coming up? Do | need to put this particular procedure off
until after November 8t... (NH-cognitively normal-3)

3.3 New emerging themes

3.3.1 Changing values over time: Participants noted that values affecting medical
decision-making were not constant. Experiences affecting their priorities included growing
older in general, experiencing worsening health, having near-death experiences, and
watching friends die. Many voiced thinking about death; reflections varied from death being
an inevitable part of life to choosing how to die. Participants described worsening health or
new diagnoses prompting them to make decisions about life changes and medications. Some
voiced the importance of tests because they have reached a certain age, while others voiced
they have to pick what symptoms are worth pursuing or should be considered normal as they
age.

... is this something | want to pursue, or is this something that | don’t feel like
pursuing... if you’re 50, you might feel a little differently about that. Maybe
you’ll pursue that. At 70 or 80, you start making those decisions, because frankly,
everything hurts, and you just - you’ve got to help your doctor along. Otherwise,
you can be busy at tests all day long every day (NH-cognitively normal-18)

3.3.2 Preferences for the decision-making process: Participants noted
preferences relevant to value solicitation and the decision-making process. Preferences
pertained to self (autonomy, empowerment), the clinician (compassion, professionalism,
responsiveness, personal characteristics), the patient-clinician interaction partnership, and
healthcare in general (Table 5). Participants described the advantages of knowing oneself,
having support from others, self-educating, and making informed decisions. Participants
voiced the importance of finding the right doctor and having a good relationship, versus
challenges relating to distrusting their physician. Participants described a willingness to
change doctors if dissatisfied and the value of getting second opinions. Participants valued
physicians who had good bedside manners and communication skills, were receptive, and
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discussed alternative approaches. Participants preferred clinicians who were caring and
made them feel valued and unique. Negative experiences related to clinicians focused

on technology during medical visits (e.g. limited eye contact due to clinicians staring at
computer screens) and poor communication between themselves and clinicians and between
different medical team members. Some participants believed that knowing their physicians’
credentials and years of experience was important. Opinions differed as to whether a
physician’s personal attributes (e.g., sex, gender, or heritage), beliefs, or lifestyle (ability to
separate personal from professional life) should impact whether to stay with that physician.
Some participants preferred older doctors who could relate better to their own experiences;
others preferred younger doctors who would be available long-term. At the systems level,
some participants described distrust of the medical system and pharmaceutical companies.
Limited insurance coverage and online misinformation also hampered care.

3.4 Taxonomy feedback

Most participants felt that their values were adequately represented in the taxonomy. A

few dissenting voices expressed that each person’s point of view was not captured. Some
participants described that values represent a combination of factors, making it difficult

to confine within specific categories. One theme not fully captured in the framework was
quality of life. Although the original taxonomy included quality of life as a decisional value,
many participants described quality of life as an overarching goal.

4. Discussion and Conclusion

4.1 Discussion

This study investigated the types of values influencing medical decision-making among a
diverse sample of older adults. Participants expressed a wide range of values relating to
individual factors, familial/cultural beliefs and expectations, and particular life experiences.
When making medical decisions, older adults voiced the importance of social and decisional
support from relatives and clinicians. Participants highlighted that medical decisions are
unique; it is usually a combination of values and factors guiding decisions, rather than any
one value at one given time. It was evident that values change throughout life course.

4.1.1 Comparison to published taxonomy—Focus groups themes generally
supported the value taxonomy while expanding on examples originally considered within
categories [3]. Participants’ global values encompassed those in the taxonomy (e.g.
religious beliefs, personality) but also included themes reflecting older adults’ experiences
and considerations (e.g. prevention, considering future/death). Decisional values included
making decisions based off therapeutic options and outcomes, with many voicing concerns
with medications’ side effects and efficacy. Further, decisional values captured needing

to “make decisions with balance”, which was often associated with improving health/
increasing longevity and avoiding age-related risks and/or complications. External values
reflected the bidirectional influence between older adults and their relatives, but also
desiring and relying on physician guidance, an external value not specifically included in
taxonomy examples. Situational values were rarely described. Transient situations impacting
medical decision-making may be less common among older adults, particularly for those
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navigating comorbidities and balancing multiple treatment regimens and side effects. These
findings inform additional examples for existing taxonomy categories but also highlight that
some values, particularly quality of life, may overlap multiple value categories. Throughout
discussions of global, decisional, and external values, themes demonstrated that aging
shapes preferences, values, and medical decision-making, reflecting values changing over
time (Fig. 1).

These findings are consistent with approaches to values and preferences published since

the taxonomy used for this study and subsequent to study execution [19, 25]. For example,
a descriptive study using published taxonomies (including the one guiding the current
study) and video-recordings of primary care visits found that within clinical encounters,
patients mentioned life goals, philosophies, and broader contextual/sociocultural values
(global values), as well as treatment-specific values (decisional values) [19]. External values
were not mentioned, but these might not be explicitly stated in discussions with clinicians.

4.1.2 Emphasis on individualized approach—In line with existing research
conceptualizing patient values and preferences [19, 25], the types of values expressed in our
study were distinct yet interconnected. Participants expressed that values are specific to each
individual and the decision-making context, making it difficult to categorize certain values
into specific value types (e.g. quality of life) or approach older adults’ health concerns
ubiquitously (Fig. 2). Prior studies also show that older adults want to be involved in their
healthcare decisions and be treated uniquely, as a person, rather than a health problem [18].

4.1.3 Global values & changing over time—-Prior studies identified life
philosophies, socio-cultural background, and personal history as a category of patient values,
[1, 18, 19] similar to global values represented in the taxonomy used in the current study.
Specifically, current participants echoed the sentiments of avoiding suffering, not being a
burden, religion, family obligations, and fatalism [1, 18, 19, 26, 27]. Participants reflected
that values changed over time as a function of life experiences, health complications, and
growing older in general. Although these experiences are not unique to older adults, older
adults are at greater risk of experiencing the impact of common age-related changes (e.g.,
physical state changes, health complications, worsening chronic conditions) [28]. For several
participants, values in life previously focused on extending life expectancy and shifted to
prioritizing quality of life in older age. Longitudinal studies on how patient preferences
change are lacking and our findings, along with others [28, 29], illustrate the need for
reassessment of values during late life. Previous research offers a structured outline and
phrasing to help solicit values pertaining to patient’s life priorities and desired quality of life
[19, 25, 30].

4.1.4 Decisional values—Decisions with trade-offs can be challenging for older adults
who often balance quality and quantity of life. Prior studies focused on cost-benefit
analyses in the context of end-of-life preferences or life-threatening illness [31]. From

a societal perspective, these topics may be challenging; some clinicians report difficulty
communicating prognoses to older adults and concerns for patients’ reaction [32]. However,
participants in our study openly discussed prioritizing quality of life, advanced care
planning, and thinking about death and the future. When patients balance quality of life
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vs. increasing life expectancy, clinicians should help patients achieve their goals while
disrupting quality of life as little as possible [33]. In these situations, clinicians should seek
to understand why a patient may be prioritizing certain symptoms over others (Fig. 2).
Knowing the patient’s values and preferences provides the context for understanding how
a patient’s decision translates to daily functioning or their involvement in valued activities
[34]. Pharmaceutical research with older adult populations should include functional and
quality of life outcomes in addition to traditional efficacy measures. Additionally, more
research is needed on how to best engage older adults when facing choices with multiple
treatment options, life-long implications, and/or uncertain cost-benefit considerations [8,
35].

4.1.5 External values—Our findings support prior studies suggesting that older adults
want their physicians’ input when making decisions, [8, 18] but that several contingencies
are associated with taking their doctor’s recommendations. For example, trusting and feeling
comfortable with the clinician was often voiced as being necessary to follow a doctor’s
recommendation. These findings suggest that older adults value the perspective of clinicians
but also value the quality of the relationship between them and the clinician [8]. Many
participants in our study rejected taking a passive role in decision-making and stated

that the “doctor knows best” mentality has diminished among their generation [8]. Our
findings support that family members are often involved in healthcare decision of older
adults. Participants described the involvement of adult children, spouses, and other relatives,
particularly of those with healthcare backgrounds. More novel to this study is that several
participants described serving in a caregiver role as an external value. This reflects the
diverse health statuses and experiences of participants, contrasting prior studies focusing on
older adults with life-threatening or chronic conditions [1, 31].

4.1.6 Preferences for the decision-making process—Although this study did not
systematically assess preferences for the decision-making process, participants described
experiences that promoted the integration of values in decision-making and conversely,
experiences that interfered. Consistent with prior findings, participants emphasized
preferring empathic, caring, and compassionate clinicians [18, 36]. Novel to our study was
the identification of preferences pertaining to healthcare in general and those related to

the clinician’s personal attributes. Reported barriers to the decision-making process (and
by extension, incorporation of values into this process) included poor communication (e.g.
using terminology that the patient doesn’t understand), body language (e.g. lack of eye
contact), and interpersonal skills (e.g. hurried, robatic, not listening, and treating patients
as numbers), also reported in other research [11, 36, 37]. Participants echoed previously
reported concerns navigating healthcare with multiple physicians, concerns regarding
insurance companies and healthcare systems, and the belief that doctors are motivated by
financial gains [11, 30, 37].

4.1.7 Limitations—Study results may not be applicable to other geriatric populations,
given that participants do not reflect the diversity found in the general population. We did
not collect information regarding comorbidities or patient health status, beyond cognitive
status. Participants were from one geographic region and were highly engaged and able to
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participate in research. All participants were exposed to a large medical/university system
through research participation, with some receiving clinical care in this setting. Values and
preferences relating to healthcare setting (e.g. convenient to go to one place for healthcare,
obtaining care from a training hospital) and clinician credentials (e.g. considering healthcare
system affiliation) may not generalize considering our sample’s educational attainment.
Previous data suggests that higher education is associated with preferences for being actively
involved in healthcare encounters [8]. The study was not designed to compare themes
between different focus groups, as such, saturation of themes was likely not reached for

any given subgroup. Despite limitations in generalizability, this study adds to the existing
body of literature by emphasizing the heterogeneity of values held by a diverse sample in
regard to various health experiences, cognitive and physical health status, and sociocultural
backgrounds. Prior studies of older adult patient preferences often focus on a specific
condition (e.g. diabetes or other life-threatening/chronic illnesses) or are restricted to a
specific decision-making context (e.g. deprescribing) [1, 31, 37]. Unlike our study, ability
to speak English is commonly an inclusionary criteria across qualitative studies in the

U.S. Additionally, few studies have facilitated free discussion of values while also using a
taxonomy to assess results.

4.2 Conclusion

This study emphasizes that older adults incorporate diverse values in medical decision-
making that are informed by past experiences, age, and individual characteristics. Values
are multifaceted, change with aging, and include considerations relating to quality of life,
familial roles and influences, and balancing risks/benefits. Participants valued receiving
advice from their clinicians and/or family. This study highlights the need for clinicians

to query and respect individual beliefs and identify how social/cultural roles and external
influences may impact patient decision-making. Participants emphasized the need for
patient-centered approaches to engaging, eliciting and incorporating older adults’ values
and priorities when making medical decisions, many of which focused on strong clinician-
patient relationships and communication skills.

4.3 Practice Implications

Irrespective of care settings and specific decisions, clinicians should take time to elicit and
understand the values older adults incorporate in decision-making. Some values described
by current study participants, such as desiring input from their family and/or physicians,
were not identified by a prior study reviewing transcripts of patient-clinician discussions
occurring during routine clinical care [19]. Thus, clinicians may need to intentionally

ask for patients to voice their specific values as part of clinical visits. Clinicians should
reassess values over time, considering that values are likely to change during aging and
throughout unique life circumstances. Given that older adults value their families” input in
decisions and that families may be needed for surrogate roles in cases of advancing cognitive
impairment, clinicians should involve family members in value discussions when desired by
their patients.
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Highlights
. Older adults incorporate unique and multifaceted values in health decisions.
. Values that influence medical decisions change with aging.
. Values include consideration of familial roles and decisional support.
. Older adults value quality of life and balance risks versus benefits.
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Figure 1: Example of how values change over time throughout late life
While individual experiences and values varied, participants in this study suggested

values change over time. For the exemplar individual presented in Figure 1, the overall
focus shifted from disease prevention to an overarching focus on quality of life (i.e.,
global values). Based on interviews, when an individual is in earlier disease stages,

they prioritize medication changes that balance side effects and treatment efficacy. Later
in life, an individual may prioritize avoiding medication side effects when evaluating
therapeutic options (i.e., decisional values). Similarly, many participants described valuing
independence in medical decision making but desiring more family and clinician
involvement in decision making encounters over time (i.e. external values).
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Figure 2: Intersection of values across different individuals
Person A’s global value is taking a prevention-oriented approach in all decisions. When

faced with their doctor’s recommendation to undergo a routine screening procedure, Person
A evaluates relevant risks, but values quality of life in the long run (i.e., decisional value)
resulting from potentially identifying cancer early, while also balancing competing demands
as a caregiver (i.e., external value).

Person B’s global value is prioritizing quality of life. When deciding to proceed with

a screening procedure, they weigh the short-term deficit of quality of life associated

with procedure (e.g. colonoscopy preparation), but value the high predictive value of the
procedure (i.e., decisional value). They value their family’s opinion, so they seek advice
before making a decision (e.g., external value).

Person C is anxious-avoidant for all non-emergency procedures (e.g., global value/
characteristic). When their doctor recommends a screening exam, Person C further hesitates
because they anticipate difficulties requesting time off from work (i.e., decisional value).
Although both global and decisional values reflect hesitancy to undergo the diagnostic exam,
Person C ultimately decides to proceed after realizing they’ve met their deductible (i.e.,
situational value).
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Table 1.

Participant demographics

Hispanic Non-Hispanic Total (n = 49)

CN(n=10) MCI(n=15) CN(n=14) MCI (n=10)

Female,n (%) 7 (70%) 9 (60%) 9 (64%) 6 (60%) 31 (63%)
Age (mean, SD)  70.09 (7.08) 73.04(6.85)  72.8(7.13)  74.04(5.78)  72.57 (6.91)
Edu (mean, SD)  14.7 (2.75)  14.9 (3.55) 1657 (2.71) 155 (2.64) 15.47 (2.99)

Edu: Years of education; CN: Cognitively Normal; MCI: Mild Cognitive Impairment
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Table 2.

Theme

Exemplar Quotes

Religion/faith in
God

And have faith in God. He’s the only one able to help us, right? (H-MCI-7)

Well, my religion. . . is a global value for me. . . Infant stem-cells ... if they found a cure but they killed the infants to do
it, | just can’t imagine that . . . that’s a global value where those two things would so contradict each other that that, to
me, is just unthinkable. . . You just can’t do anything that’s against what | believe like that. I just couldn’t. (NH-CN-17)

Familial
responsibility

I was thinking of my daughters. . .So | didn’t think twice. In fact, | didn’t even talk about it with anyone. . . (H-CN-2)

Thinking about

Well, there is the philosophical attitude that you have towards life. That’s very important (H-CN-10)

the future ... I think to let them know whether or not we want to be kept on life support and how long it would need to be. | mean,
that would be something | think that you should talk over with your family . . . (NH-MCI-22)

Quality of life If | have to sit in a wheelchair for the rest of my life, that’s better than the alternative of having no ability to interact
meaningfully with other people (NH-MCI-21)
Imagine you’re 65 and you’re still very young, but you’re having a horrible quality of life. . . sometimes you have to
value the quality of life versus how many more years you’re going to live. . . Quality of life is very important to me.
(H-CN-3)

Prevention- ... I tend to want to focus on prevention as much as possible, things that will help prevent something from getting

oriented worse . . . (NH-CN-16)

Avoid undue harm

I suppose my global values would be - I think the only one that I sort of - “First, do no harm,” and maybe “Simple is
better than complex.” (NH-CN-18)

Personality traits

So, character is something very ... is what will influence the most what decision you make and how you make it.
(H-CN-11)

I think that impacts the decision, | mean, the character you have, the way you are, how you see things, that is
fundamental. (H-CN-13)

Subtheme: Being Optimistic

I have the same...ah...ideology... | always think, “I will do very well.” “I won’t have problems here”... | always try to
have a positive attitude; it’ll be fine . . . | mean, I’m always very positive. (H-CN-5)

I’m very positive, | believe in the power of thinking positively (H-MCI-6)

Subtheme: Procrastinating

I just put if off until I can’t put it off anymore (NH-CN-2)

NH: Non-Hispanic, H: Hispanic, MCI: Mild cognitive impairment, CN: Cognitively normal
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Table 3.

Themes expressed related to decisional values

Theme Exemplar Quotes

Side effects If | read up on the side effects of it- | would see if maybe I could manage with an alternative drug, you know?
(NH-MCI-11)
Yeah, but if you were to sit down and read the side effects you would never take the medication, you would shoot
yourself first, you know? (NH-MCI-10)
and | began to read and after about a year of taking that medicine, how bad these medicines were...And | was the one
who educated myself about it...and | stopped taking the medicine, I did it on my own, and | know it’s not the best thing,
but I had already read enough to be sure | had to stop taking the medicine. (H-MCI-21)

Regarding Well, I would go along with the brand name because you don’t know if that other drug, even though it would’ve been

medications approved by the FDA. . .and | would ask my doctor obviously if I really needed that drug because it was a question of if
I had a serious illness, whether it would be — this other drug would work. (NH-MCI-10)

Costs I’m also interested in how to make a medical decision about the cost. (H-MCI-19)

You can go to someone who charges you less (H-MCI-18)
Then money issues too, because if it’s — if something’s going to be very expensive, and that would mean, “Well, how am
I going to eat?” And many people go without proper healthcare because of the cost issue. (NH-CN-5)

Have to experience
the situation to
know what
decision you would
make

You know, | think that’s hard to answer unless you have the experience . . .I don’t think you can say, “I would do this or
that” until you’re there and you have to make a decision (NH-MCI-24)

Making a decision
with balance

Subtheme: Decisions driven by health status, treatment options, risks, expectations, and side effects

That’s the risk evaluation. I mean, what your expectation would be and probabilities and so forth and just making a
decision. (NH-MCI-23)

Subtheme: Deciding for/against treatment

I mean, if they tell me I need chemotherapy, | say no. The only thing they can give us is artificial respiration, mouth to
mouth, that’s all...(H-MCI-15)

Subtheme: Cure or treatment worse than disease/illness

Well, if the cure’s worse than the — sickness then | would — probably decide not to take it, not to take the cure.
(H-MCI-8)

Mechanism of
action of treatment
is plausible

You just like to have a logical reason why it’s working, you know? (NH-CN-18)

NH: Non-Hispanic, H: Hispanic, MCI: Mild cognitive impairment, CN: Cognitively normal
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Table 4.

Themes expressed related to external values

Theme

Exemplar Quotes

Taking advice of
others

Subtheme: Family’s advice

My son’s — works here as a doctor. . . | just listen and | just do what | think is best for me. (NH-MCI-13)

... now my current wife, she’s a retired physician,. . . so those things that | don’t really understand, she can interpret for
me. (NH-MCI-20)

| pay attention to her, after so many years of marriage, you have to learn to live together. And part of living together is
accepting what they ask of me, and | know it’s for the sake of my health (H-CN-4)

Subtheme: Clinician’s advice

So, then | decided to come... here to the hospital which the doctor recommended me. So yeah, he’s been the one in
charge. . .. (H-MCI-8)

...but I keep up because | am aware of it and | do my...my...my...what the doctor tells me. (H-MCI-19).

...if you have confidence in your physician, | think you’re - at least my general standpoint is I’m pretty much going to
try what he prescribes. (NH-CN-15)

Considering others’
opinions and values
alongside one’s
personal values

When you have children, you usually consult at our age, even if you are the one who decides. (H-CN-11)

Making decisions
out of concern for
family

I think that this way of thinking that we all agree is very typical of our generation. Because the previous generation, our
parents’ generation thought, | don’t worry, that’s my children’s thing, let them take care of it. Our generation is much
more practical and we think more of those who are left behind. It’s an interesting difference that | find. (H-CN-3)

NH: Non-Hispanic, H: Hispanic, MCI: Mild cognitive impairment, CN: Cognitively normal
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Table 5.

Preferences related to value solicitation and decision-making

Theme

Subthemes

Patient autonomy

Knowing oneself, self-advocating, self-educating, seeking support from others (family, support groups)

Patient empowerment

Being able to make informed decisions, willingness to change doctors, getting a second opinion

Clinician compassion

Being sensitive, personal

Clinician professionalism

Knowing the clinician’s credentials, considering the clinician’s healthcare system affiliation, clinician’s years
of experience

Clinician’s responsiveness

Good bedside manner and communication skills, receptive, attentive, taking time with patient, discussing
alternative approaches, being able to schedule an appointment without difficulty

Clinician personal
characteristics

Demographics (sex, gender, heritage), beliefs, and lifestyle (ability to separate personal from professional
life), age

Interaction partnership

Important to find the right doctor, having a good relationship with one’s doctor, treating, considering the
patient as a person/uniquely, eye contact

Healthcare system

Integrated care settings (academic-medical center)
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