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Abstract

Background Persons with dementia (PWD) and their carepartners must often make complex medical decisions,
weighing the benefits of medical (surgical and non-surgical) interventions with uncertainty regarding outcomes, both
dementia- and non-dementia related, in the short-term and long-term. This study informs gaps in clinical guidance
for patient-centered decision-making about medical and surgical interventions for PWD and advancecare planning.

Methods We conducted a qualitative study using thematic analysis based on semi-structured interviews with PWD
and carepartners.

Results We interviewed 30 participants (9 PWD, 21 carepartners). Four themes were identified (with related
subthemes): 1) PWD and carepartners varied in using decision-making approaches for medical interventions for
PWD (a) variations in views about decision-making load; (b) Progressive involvement of carepartners in ACP decision-
making as cognition erodes; 2) medical intervention decisions were an inflection point to evaluate values for dyads
and involved tradeoffs with implications for end-of-life care and quality of life 3) lack of discussion with clinical team
about impact of medical interventions on dementia burdened dyads; 4) decisional quality was facilitated by: (a) a
trusting relationship with clinicians; and (b) a multidisciplinary team approach.

Conclusion Most patients with mild-to-moderate dementia and carepartners approach medical intervention
decision-making guided by their understanding of the dementia prognosis, but the risks of medical interventions are
often unaddressed in discussions with the clinical team, sometimes burdening dyads with undesirable consequences
to their quality-of-life. Clinicians should provide dementia-related risks regarding medical intervention outcomes to
best facilitate decision-making conversations and advance care planning.
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Introduction

Dementia is a set of progressive, neurodegenerative con-
ditions affecting over 6.5 million Americans, and its inci-
dence is expected to grow [1]. Among older persons with
dementia (PWD), many non-surgical and surgical medi-
cal interventions pose a heightened but underappreciated
risk for cognitive decline and mortality compared with
older adults without dementia [2, 3]. Commonly recom-
mended non-surgical medical interventions among older
adults, such as screening tests for cancer (e.g. colonos-
copies) and others, have greater risk of harm in patients
with PWD than those without, including distress from
the tests and complications from follow-up testing and
treatment [4]. PWD are also at increased risk of adverse
post-surgical outcomes, including delirium, sedation
impairment, post-operative infection, prolonged recov-
ery time, and hospital readmission [5, 6]. For example,
one study of 626 persons undergoing hip fracture repair
report a one-year post-surgical mortality of 33.8% for
PWD, compared to 18.7% for those without dementia [7].
In this context, PWD and their carepartners must weigh
both dementia- and non-dementia related outcomes,
including overall health in the short-term and long-term,
when consenting to interventions.

Limited guidance exists for clinicians regarding how to
best describe the risks and benefits of proposed medical
interventions with older PWD and their carepartners [8,
9]. To date, the literature mostly focuses on promoting
advance care planning (ACP). ACP is a process designed
to help patients and their carepartners discuss their pref-
erences for their current and future medical care based
on their values and goals [10], in order to help preserve
patient autonomy by having formal, preference-clarifying
conversations between patients, carepartners, and clini-
cians. Despite high complications rates for PWD under-
going medical interventions, ACP is seldom completed as
part of discussions with PWD [11, 12].

There is little insight into how PWD and carepartners
can be better supported in medical intervention decision
making and ACP from their perspective. Yet, PWD often
express a strong desire to participate in decision-making
regarding medical interventions, such as for cancer treat-
ment [8] and Alzheimer’s disease treatment [13]. PWD
also report a preference for being involved in end-of-life
care discussed in ACP, such as a DNR order [14, 15]. The
limited studies on the carepartners’ perspective elucidate
that some prefer for medical procedures, such as cancer
screenings, to stop as dementia progresses, and are open
to discussions of screening cessation that focus on quality
of life, burdens and benefits, but these rarely happen [4]
and carepartners for PWD are often left feeling excluded
from medical intervention decision-making [16, 17].
Still, little is known about how PWD and carepartners
approach these decisions together.
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Owing to inevitable cognitive decline for PWD, there
are differing levels of PWD and carepartner decision-
making involvement, reflective of their cognitive ability
and relationship dynamics [18]. The range includes ‘sup-
ported decision-making, which refers to a person living
with dementia (PWD)-led process by which PWD make
their own decisions with the support from a trusted
other [19]. The trusted other, often being the carepartner,
work to integrate the patient as much as possible despite
a PWD’s impaired decision-making capacity, as well as
‘surrogate decision-making’ which occurs when carepart-
ners must make decisions based on their best knowledge
of a PWD’s goals and values because of complete deci-
sional impairment [15, 18, 20]. But less is known about
how PWD and carepartners approach complex medi-
cal decision-making involvement as shifts occur due
to disease progression. Concordantly, as shifts in deci-
sion-making dynamics take place, the effect of complex
decision-making dynamics, disagreement, and discor-
dant values among PWD and their carepartner on ACP
and treatment decisions remain incompletely understood
[21, 22].

Current studies acknowledge the need to develop cli-
nician ACP trainings and further research on medical
intervention decision-making for PWD [21, 23, 24]. This
study informs gaps in clinical guidance for patient-cen-
tered decision-making about high-risk medical (surgical
and non-surgical) interventions for PWD from PWD and
the carepartner perspective.

Methods

We conducted a qualitative study using thematic analy-
sis based on semi-structured interviews with PWD and
carepartners.

Participant recruitment

PWD and carepartners were recruited via convenience
sampling from three health systems in the Northeast and
Mountain regions of the United States. Inclusion criteria
for patients included being a Medicare beneficiary (e.g.
US federal health insurance for people 65 and older),
English speaking, and having a documented diagnosis of
mild-to-moderate dementia as determined by their neu-
rologist. Patients were identified by providers through
the participating sites. Carepartners were identified by
patient participants as non-clinician individuals with
whom they are most likely to discuss medical decisions.
Only one carepartner was included for each person living
with dementia and no people with dementia participated
without a carepartner. Some carepartners who cared
for a PWD who was either unwilling to be interviewed
or did not pass the cognitive screener chose to still par-
ticipate in the study. Purposive sampling criteria included
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recruiting patients with early dementia that passed the
cognitive screening.

Recruitment strategies at each site reflected the pref-
erences of the health system and all included an opt-in/
opt out letter, followed by a phone call. At one site, the
health system’s NIA-designated Alzheimer’s Disease
Research Center was used to identify patients from a lon-
gitudinal cohort study based having a Clinical Dementia
Rating Score (0 normal to 2 moderate dementia) of 0.5-
2. At another site, the local study champion selected eli-
gible patients from site’s dementia program for patients
and carepartners. At the final site, patients were recruited
from the site’s geriatrics center and Alzheimer’s disease
center. Eligible geriatric center patients were identified
in the system’s electronic medical record. Patient contact
was provided to the study team, and an opt-in/opt-out
letter was sent, followed by a phone call.

PWD participants were screened for research capacity
using an 8-item cognitive assessment designed to evalu-
ate their understanding of the study’s purpose, consent
procedures, and the voluntary nature of participation. To
be eligible to provide consent, PWD participants were
required to achieve a full score (8/8, 100%). This screen-
ing tool was developed in accordance with local IRB
requirements (See supplementary material). Following
an approach used in prior research [25], providers and
health systems assisted in identifying individuals with
mild to moderate dementia as potential participants.
Carepartners were eligible to participate whether or not
their associated PWD was eligible based on the cogni-
tive assessment. This study was approved by the Partners
HealthCare Institutional Review Board.

Data collection

The interview guide was pilot tested and iteratively
revised. Data collection occurred between April 2019 and
March 2021. Each interview was completed by phone by
either a researcher clinician with expertise in demen-
tia or social science researchers who also had expertise
in dementia (J.T., PK.G., A.J.R., S.P.). Most of the inter-
views were carried out by two researchers. Participants
provided verbal consent and completed a demographic
survey. The interview lasted 38 min on average with a
standard deviation of 12.63 min.

A semi-structured interview guide was created by J.T.,
PK.G,, AJR, S.P. KL, a multidisciplinary team com-
prised of social scientists with expertise in qualitative
methods and clinicians with expertise in geriatric pal-
liative care and dementia care (see Supplementary Mate-
rial). Open-ended questions examined how patients
and carepartners engaged in medical decision-making,
as well as what goals, values and preferences were pri-
oritized in making these decisions. Participants were
also asked to choose on a scale of 1 to 10, what number
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would characterize their level of shared decision-making
and what circumstances would shift their decision-mak-
ing load now or in the future. Other questions included
descriptions of ACP conversations.

Analysis

We adopted a post-positivist framework, which focuses
on maintaining objectivity, reliability, and accuracy in
coding while minimizing researcher bias. This approach
involves strategies such as using structured codebooks,
having multiple coders independently analyzing the same
data, calculating intercoder agreement, and applying
consensus coding methods [26].

Interviews were audio-recorded and professionally
transcribed verbatim, then uploaded to NVivo 11 (QSR
International; Melbourne, Australia). Sampling of partici-
pants continued until thematic saturation was achieved
and confirmed through deliberation by the research team
[27]. The preliminary codebook was concept driven,
based on interview questions and revised over time.
Codes were deductively pre-defined based on the inter-
view guide as well as inductively allowing for emergent
codes [27]. T.P,, A.C., and M.L independently coded 6 of
30 interviews (20%) line-by-line and iteratively revised
the codebook to include emergent codes. Codes were
then amended and organized into categories through a
consensus process to reflect the range and variability of
subthemes, and to characterize both confirmatory and
contradictory narratives [28, 29]. This study follows the
Consolidated Criteria for Reporting Qualitative Health
Research (Supplementary material) [30].

Results

Overall, 30 participants completed interviews: 9 patients
with mild-to-moderate ADRD and 21 carepartners. Of
the carepartners, 5 (23.8%) were children of the patients
and 16 (76.2%) were spouses/partners. All the patients’
carepartners were interviewed (total of 9 dyads). Sample
characteristics can be found in Table 1.

We found four overarching themes (with related sub-
themes) characterizing decision-making dynamics
around medical interventions for older PWD and their
carepartners: 1) PWD and carepartners varied in using
decision-making approaches for medical interventions
for PWD (a) divergent and convergent views about dis-
tribution of decision-making load; (b) accommodating
shifts from shared, to supported, to surrogate ACP deci-
sion-making; 2) medical intervention decisions were an
inflection point to evaluate values for dyads and involved
tradeoffs with implications for end-of-life care and qual-
ity of life 3) lack of discussion with clinical team about
impact of medical interventions on dementia burdened
dyads; 4) decisional quality were facilitated by: (a) a
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Table 1 Participant characteristics

Participant Characteristics Patients Carepartners
(n=30) (n=9) (n=21)
Age, mean (SD) 74.0 (9.6) 69.9 (10.4)
45-54 0 (0.0%) 1 (4.8%)
55-64 2(22.2%) 8(38.1%)
65-74 1(11.1%) 3(14.3%)
75-84 6 (66.7%) 9 (42.8%)
No Reply 0 (0.0%) 1 (4.8%)
Gender, N (%)

Female 0 (0.0%) 19 (90.0%)
Male 9 (100.0%) 1(4.8%)
No Reply 0 (0.0%) 1 (4.8%)
Race, N (%)

White, non-Hispanic 9 (100.0%) 17 (81.5%)
White, Hispanic 0 (0.0%) 1 (4.8%)
Asian 0 (0.0%) 0 (0.0%)
Black or African American 0 (0.0%) 2 (9.5%)
Mixed 0 (0.0%) 0 (0.0%)
No reply 0 (0.0%) 1 (4.8%)
Ethnicity, N (%)

Hispanic 0 (0.0%) 1 (4.8%)
Non-Hispanic 9 (100.0%) 19 (90.0%)
No Reply 0 (0.0%) 1 (4.8%)
Education Level, N (%)

High School 2 (22.2%) 3(14.3%)
< High School 7 (78.8%) 18 (86.7%)
Child of participant (%) 5 (23.8%)
Spouse/partner of participant (%) 16 (76.2%)

trusting relationship with clinicians; and (b) a multidisci-
plinary team approach. (Table 2)

PWD and carepartners vary in using decision-making
approaches for medical interventions for PWD
Variation in views about distribution of decision-making load
Participants described a spectrum of approaches to inte-
grating carepartners into decision-making around medi-
cal interventions for persons with mild and moderate
dementia: ACP-informed shared decision making, sup-
ported decision making and surrogate decision mak-
ing. Some Dyads expressed different perspectives about
how the decision-making load was distributed between
patient and carepartner regarding medical interven-
tions. For example, when a carepartner was prompted
to rate on a scale of 1 to 10, with 1 meaning the patient
makes all of his healthcare decisions alone, and 10 mean-
ing carepartner makes all decisions, the carepartner said
“Probably at least I do 8” Her husband a PWD, had a dif-
ferent perspective. He rated decision making as “5, or
maybe 6, a little bit more to my favor” (PT #2 and CP#5).
Other participants, however, expressed similar views
on how medical intervention decisions are made. One
carepartner explained that shared values and her trust-
ing spousal relationship enabled possible future surrogate
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decision making, whereby the carepartner would approx-
imate an autonomous decision. “We've been married 57
years and probably know each other as well as you could
know each other. We're both very conservative. We both
like each other, luckily. So I feel like I would do for him
what I would do for me” (CP #8) Her husband echoed
this mutual trust, believing that she would adhere to
their shared values and operate with their best interest in
mind, if he could no longer advocate for himself: 7 think
if I were in a position where I couldn’t make decisions,
Id feel like [she] could do any of it. She could take it over
completely” (PT# 3).

Progressive involvement of carepartners in ACP decision-
making as cognition erodes

Participants described a progressive involvement of
carepartners in ACP decision-making as dementia
progressed. In describing her husband’s shift towards
needing supportive decision-making around ACP, one
carepartner explained: “He was having a hard time put-
ting all of the information together, so I kind of stepped
in to help him make decisions, which I had never done
before. He always made all those decisions on his own..”
(CP #10). Participants emphasized the need of early ACP
conversations for successful shifts to supported decision-
making, which allowed the patient to play an active role
in designating their health care proxy, and expressing
their ACP preferences. When probed about the timing of
ACP conversations, one carepartner explained: “.. we've
had everything in place now for probably close to two
years... proactively done at her suggestion” (CP #9).

Some carepartners in the more supported decision-
making role aimed to build a balanced dynamic with their
PWD by frequently encouraging the patient to engage in
ACP conversations, prompting them to verbalize their
values and goals. A carepartner explained:“] would say
I involve [my husband] in the process as much as pos-
sible. I've never wanted to take away his independence
--making those kinds of decisions without him, until the
time comes that that’s not an option anymore” (CP #3).
Another carepartner explained that clear communication
and having her spouse, a person with dementia, take an
active role in making decisions around an intervention,
was empowering for him. “It’s very important to him. He
needs to feel that he’s part of the decision.... he’s very much
a part of the process, and he does let me know if he just
doesn’t understand,” (CP #20).

Medical intervention decisions were an inflection point

to evaluate values for dyads and involved tradeoffs with
implications for end-of-life care and quality-of-life

Despite high risk of complications for PWD, few patients
and carepartners engaged in formal goals of care or
ACP discussions prior to their medical intervention
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Table 2 Notable quotes from patients and carepartners
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PWD and carepartners vary in decision-making approaches for interventions for PWD

“We talk all the time about our feelings, and she pretty much leaves the finances and that kind of thing up to me, and that's fine with her. | mean, she
trusts me, and she knows that I'm going to— one of our main goals was to have a good amount of money that we could pass on to our son! (CP #6).
“I'm making all the—[decisions]... | would be making all the decisions for (PT #8) and I, most likely” (CP #20)

“Well, he's still involved in the decision-making. I still give him choices, | guess, currently. But they could change in the future, and he verbally will say
to me,"(CP #20), | don't know what you're talking about," or, “Could you just decide for me?"Whether it's for a text you received or to call someone
back, if he’s getting agitated or frustrated, then | would be making the decision, | guess, for him...But he's very much a part of the process, and he

does let me know if he just doesn't understand” (CP #20)
“(CP #20) does all of it. I mean, that's what happens every day” (PT #8)

Lack of discussion about impact of medical intervention on dementia posed a barrier to decision-making and burdened dyads

"I've asked them, all the reading that I've done, what stage is he in, and the doctor at [institution] said, “Don't even look at stages,” he said, “we don't
think of it that way."No, we haven't gotten a lot of answers about anything...Well, | mean how quickly is this going to progress? They don't know. How
long is he going to be able to function as well as he is now? They don't know. | mean | don't ever get answers to anything(CP #13)

"I wish [he] would have told me a little bit more about how the general anesthesia and the hospital experience would have made her. Because she

was really agitated. She was really confused.” (CP #7)

“Oh, no. No. No. And we have a doctor at [institution] who is aware. We go like twice a year to see him, but anytime we have questions or something.
But that never came under consideration at all, no. | didn't believe that the surgeries -- | never even asked anybody. | didn't believe that the surgeries

should be put off, and nor did he, and nor did the doctors (CP #11)

“The main takeaway is that you really have to advocate on behalf of your loved ones and yourself in terms of medical care and whatnot. | mean, you
have to ask a lot of questions. In some cases, sometimes you have to challenge things! (CP #9)

Medical intervention decisions were an inflection point to evaluate values for dyads and involved tradeoffs with implications for end-of-

life care and quality of life

“So | can definitely imagine a situation where if [the patient] were really sick, and let’s say she had a real bad stomach ailment or something like that,
and she just didn't want to have any medical care, see any care at all, | can imagine that would be a situation where | would override what she wishes

in that moment and seek care! (CP #9)

"And you get to a certain age, it's like so you can have a lot of chemo and get yourself all together and then die tomorrow because of your age. So
that’s a factor in decisions with regard to surgery. If you can live with stuff- | think both [the patient] and | are of the same mind. If you can live with it,

then do so! (CP #1)

Decisional quality were facilitated by a trusting relationship with clinicians and a multidisciplinary team approach.

Trusting relationship with clinicians

"Yeah, just work with your medical team. That's the best advice | have, yeah. They've been the biggest help to me, just knowing they're there; | can call

and talk to people, and... good help that way” (CP #4).

“Some do. Some don't. I think the best do understand that. And | think those who don't are just sort of blindly— you become a series of body parts
that needs to be fixed, and then that's how it's approached. But | think, really, superior physicians really get it about the quality of life. And it’s a real

factor, | think, when you're making those kinds of decisions” (CP #1).
Multidisciplinary Team Approach

"And then we would break off into separate groups. And all the caregivers would go into one room, and the patients, | guess, whatever, our loved
ones, would go in another room. And | always found it so helpful, because in that support group of just the caregivers getting together, or through
Surrey, | guess, also. There was a caregiver support group there also. That, to me, would be the place to have those discussions” (CP #1).

“That they have a nurse advocate for the patient so that when these doctors come in you have someone who is listening and documenting what is

going on. That's very important” (CP #2).

decision-making process. When prompted about what
values, goals, and preferences were most important dur-
ing medical intervention decision-making for PWD, most
participants framed decisions around the value of pre-
serving the patient’s independence and quality-of-life as
much as possible, rather than pointedly referring to cog-
nitive function or preventing further cognitive decline.
One caregiver stated, “But what kind of quality of life is
he going to have after that? Is he going to be worse off to
where he’s never going to really come back at all mentally
or physically or anything?” (CP14) Another carepartner
noted that her mother just “wants to feel independent”
(CP #7) Several patients described strong family values.
What was most important to them as they approached
medical intervention decisions was “Keeping [themselves]

healthy and [their] family happy. Not being a super bur-
den on them” (PT #2) For many, medical intervention
decision-making and potential tradeofts posed an oppor-
tunity to evaluate their values which could help facilitate
discussion of larger goals and preferences pertaining to
future medical care. “I think it's important to start conver-
sations about death and dying. And I mean, because that’s
the context, I think, you talk about the decisions that are
made with regard to surgery or even, I mean, any medical
procedure.” (CP #1).

Some dyads pursued medical interventions when it was
intended to treat a major medical issue or significantly
improve quality-of-life, despite the risk of complications
associated with dementia. One carepartner explained
that making the decision for her husband to undergo
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cataracts surgery: “He’s almost legally blind without
glass correction refraction. For us, it was an easy deci-
sion because he would be able to go in, and they could do
the prescriptive implant, and he can see great, now.” (CP
#7). One carepartner explained that, when making deci-
sions for her elderly mother: T think it’s a quality-of-life
issue so that if the surgery is risky and if it would perhaps
diminish the quality-of-life for a substantial period of
time, I think wed say no to it... She’s 81... because if you
got 10 years left, you don’t want to spend 9 of it recovering
from something,” (CP #1).

Another dyad discussed the possibility of having an
invasive medical intervention done to alleviate some
symptoms, and determined that the procedure was too
invasive and not worth the risk: “/The patient] just felt
uncomfortable with (the surgery). Ultimately, it was his
decision. And we also found out that it wasn’t absolutely
necessary,” (CP #3). Other carepartners heavily weigh the
risk of worsening cognitive function against the immedi-
ate health benefits of medical interventions: ‘our main
thing was, ‘how is this going to affect him cognitively” (CP
#14).

Lack of discussion about impact of medical intervention
on dementia posed a barrier to decision-making and
burdened dyads
Medical intervention discussions focused on non-
dementia outcomes, with little consideration for demen-
tia-related outcomes. For many dyads, lack of discussion
about the unpredictability of dementia prognoses and
the impact of medical interventions on dementia posed
a barrier to decision-making. Patients described receiv-
ing information about some aspects of recovery such as
pain management, wound care, and quality-of-life, but
not their primary concern of cognitive-related outcomes.

Dyads described that lack of discussion of cognitive
decline following medical interventions was an unad-
dressed concern which impeded their ability to effec-
tively consider the risks and benefits. One carepartner
explained: “I feel that the back surgery... he did not get all
of the care that he needed for his situation. I must have
told them every day. I said, ‘He has a memory problem...
So, it was a bad experience, but he did have memory prob-
lems. And afterwards, they were worse” (CP #2). Another
carepartner described the burden of developing a post-
surgical recovery plan due to decision-making guidance
for PWD not being dementia friendly. “There’s not enough
information on how difficult things are going to be post-
surgically, what the advantages versus the disadvantages
are with dementia patients, and how to make those deci-
sions” (CP #7).

Participants described the emotional toll postopera-
tive cognitive decline took on both the patient and fam-
ily, especially when the risk of complications had not
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been explained. One carepartner explained her mother’s
worsened cognition, after what she thought was a minor
surgery: “It was a type of surgery that we were kind of
reassured its basically a minor surgery, I guess I don’t
think anything’s always minor, -- it was difficult when she
was sedated. It was terrible after she got out, and I think
it was exacerbated by her dementia. She was really, really
messed up after she got out of the sedation” (CP #15).

Dyads also faced challenges owed to the difficulty of
establishing a dementia prognosis such as medical risks
or the best time to bring in a professional care-team for
assistance with daily activities. “I think what would be
helpful would be if we knew where we were going and how
soon we’re going to get there. And those are questions that
no one can answer. The difficult part is there’s so many
unknowns. (CP #13).

Some carepartners failed to understand the potential
for a surgical-related cognitive decline: “I would imagine
that most of the surgeries, other than something like if you
had brain surgery, it wouldn’t matter whether you had
dementia or not. I don’t know for sure” (CP #1). Although
there was uncertainty regarding the impact of a medical
intervention on her father’s cognition, this carepartner
appreciated when clinicians candidly described poten-
tial risks: “We did know [cognition-related post-operative]
risks. It was all explained to us that coming out of anes-
thesia, he might not have the same level of cognitive-ness
as he did beforehand. Doctor was always very well in
explaining all of that” (CP #14).

Decisional quality was facilitated by a trusting relationship
with clinicians and a multidisciplinary team approach
Trusting relationship with clinicians

Despite the uncertainty and obstacles dyads faced dur-
ing decision-making, many stated that having a positive
relationship with their clinician that involved trust, good
communication, transparency, as well as access to sup-
portive and informative resources increased their con-
fidence in decision making. One participant said: “If I
had not had a doctor who listened and offered help, not
only medically but how to handle all of these [dementia
related] changes that were coming so quickly, I would not
have made it” (CP #10).

One person living with dementia explained that he
depended on his clinician to provide accessible PWD
resources and information to not only him but his fam-
ily: “I would want the team to be absolutely honest and
explain what was going on to the family in as easy a way
as possible... I certainly want them to be given a thorough
explanation.” (PT #9).

Additionally, patients and carepartners expressed
appreciation for clinicians who initiated conversations
about their overall well-being that went beyond diagnosis
and prognosis, and helped to develop confidence in their
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clinician’s ability to understand their values and prefer-
ences for future medical care and end-of-life care. One
carepartner said: “/the patient is] very happy that she has
somebody who gives more than 20 minutes, as most doc-
tors do in their visits. She gets 40 minutes, and they can
talk, and talk, and talk. So she enjoys that. She feels in
good hands?” (CP #19).

Conversely, patients and their carepartners noticed
when clinicians were less involved, and generally
expressed more dissatisfaction with their medical care.
A carepartner shed light on feelings of discontent with
her husband’s care, hoping that clinicians could pro-
vide more support during visits: “I felt there was a sense
of, and somebody told me this, ‘Diagnose and adios. He’s
been diagnosed with the disease, yeah, go have a nice
life’(CP#3).

Multidisciplinary team approach

Carepartners and patients found it helpful when clini-
cians connected them with other ADRD resources, such
as support groups and social workers. Carepartners
especially appreciated the opportunity to discuss their
experience with others who could relate to their situa-
tion, provide support and offer advice. For instance, a
carepartner expressed how instrumental her support
group has been throughout her husband’s dementia pro-
gression, saying: “Everybody who's in the support group...
has a spouse who has dementia...So it's a matter of shar-
ing so that we can anticipate what might be happening or
to find out what is happening is fairly normal.... it’s help-
ful” (CP #5).

Additionally, carepartners valued the interdisciplin-
ary approach to dementia care because it provided
well-rounded support for decision-making and, most
importantly, a professional they could talk to about their
experience. A participant in this study was a part of a
multidisciplinary ADRD team at their hospital, which
was a comfort throughout her husband’s dementia diag-
nosis. “That group has just been so important in my life...
the group consists of a pharmacist, a social worker - but
she calls me every month; she’s probably the coordinator -
and [the doctor]. There are a lot of resources available to
me” (CP #10).

Discussion

This qualitative study characterizing decision-making
experiences of persons with mild-to-moderate dementia
and their carepartners found that PWD and carepart-
ners want to know more about cognition-related declines
when weighing the risks of non-dementia related medi-
cal interventions to quality-of-life improvements. Many
PWD preferred to be actively engaged in decision-mak-
ing, but carepartners were left having to undertake a
more active role in ACP, if not done early, as their loved
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ones’ disease progressed. Moreover, some dyads reported
that the uncertainty regarding dementia- and non-
dementia related outcomes of procedures limited their
ability to make informed decisions. Many dyads stated
that they did not receive sufficient and timely informa-
tion on the cognitive implications of surgical procedures
during their decision-making process, despite the high
value placed on this information, leaving them unpre-
pared and burdened by dementia related outcomes.
This gap underscores the need for clinical guidance on
addressing dementia-related cognitive risks in surgical
decision-making conversations, preferably from a trusted
clinician.

Our findings are consistent with previous research
which reports that clinicians often do not provide tai-
lored information for PWD undergoing surgery, such
as outlining the potential risks of worsening cognitive
decline [31]. Moreover, clinicians report rarely complet-
ing preoperative screenings for frailty or dementia, as
recommended by the American Society of Anesthesiol-
ogists, which could help indicate the degree of risk and
guide discussions with patients [31]. This is not due to
lack of knowledge on cognitive outcomes for PWD after
surgery— in fact, several studies have noted the increased
risk of poor outcomes and cognitive decline after surgery
for PWD [32] and that this decline is accompanied by a
significant emotional toll for both the patient and their
loved ones [33]. Yet, although clinicians understand the
importance of tailored discussions, they do not initiate
them due to lack of training, and hospital programming
[31, 34, 35]. At the same time, studies show that for PWD
and their carepartners to be engaged in tailored discus-
sions, they must have adequate health literacy so they
can understand and act on the provided health informa-
tion [36]. Our work can help inform clinicians on how to
best educate and involve carepartners in the discussion of
medical implications, when the cognitive decline of the
PWD has progressed past the ability to make decisions,
as well as people with dementia themselves [37, 38].

One of the key findings of our study demonstrates that
decision-making around medical interventions is an
inflection point for values discussions where dyads can
evaluate their goals of care. But research indicates that
this evaluation of values and ACP conversations need
to happen earlier for PWD, ideally before significant
disease progression and as an ongoing process to accu-
rately inform medical decisions based on PWD’s wishes
[39]. Although some literature suggests that preopera-
tive end-of-life care discussions present a unique chance
to start values discussions early and involve loved ones
[40], our findings suggest dyads may already be in a sup-
ported level of care involvement with the patient having
limited decision-making capacity by the time they are
faced with decision-making conversations for a medical
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intervention. This could limit a PWD’s ability to advo-
cate for their values, preferences, and goals. Moreover,
our findings highlight the consequences of non-dementia
related medical interventions to quality-of-life without
ACP for those living with dementia and their carepart-
ners— supporting the literature on ensuring dyads engage
in ACP conversions early in disease progression as part
of an integrative approach to care, rather than waiting for
trigger events such as medical interventions to initiate
ACP discussions [41]. ACP timing is often inhibited by
the undefined roles of clinicians in the ACP process [42].
However, current research shows much disagreement
amongst healthcare providers on who should be initiat-
ing ACP conversations and clinical guidelines are unclear
[43]. At the same time, preferences for engagement in
ACP decision making vary by patient and dyads, some
choosing to live day-by-day. Consequently, ACP conver-
sations should be approached as a normalized ongoing
process that is revisited by health professionals and con-
cordant with patient values as well as preferences.

The issue of timing is related in addressing the PWD’s
decision making capacity, which asks clinicians to under-
stand patients’ capacity to engage and their preferences
for carepartner involvement, which are likely to shift as
cognitive decline advances [44, 45]. Literature on PWD
having to undergo surgery establishes that assessing
decision-making capacity is necessary, but clearer guid-
ance on how to make decisions based on PWDs capac-
ity while further considering the carepartners’ values and
level of involvement is still warranted [46, 47]. Our find-
ings highlight shifting levels of carepartner involvement
in decision-making as participants move from shared
to supported to surrogate decision-making. In line with
previous research, this study found an increasing amount
of carepartner involvement in decision-making as symp-
toms of dementia progressed, demonstrating an asso-
ciation between mental capacity and participation in
medical decision-making [15, 31].

Ours is among the first studies to focus on questions
related to medical intervention decision-making among
PWD and their carepartners. There is mixed evidence
around carepartners’ of PWD accurateness in repre-
senting their loved ones in decision-making processes
[48]. Our findings align with studies that have found that
carepartners that indicate shared values and trusting
relationships can often be relied upon to make decisions
around medical procedures and surgery for the patient
as they accurately represent their values, preferences and
respect their wishes as the disease progresses [49]. Our
finding can help inform current developments and imple-
mentation of enhanced consent processes for PWD on
whether to undergo medical procedures, as they do not
explicitly consider the role of the carepartner [50]. Still
more research is needed on how to specifically approach
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conversations within each identified category of involve-
ment without compromising patient autonomy.

Our results found that a trusting relationship with the
clinician and multidisciplinary team can facilitate good
decision-making. Dyads stated they found decision-
making discussions to be most successful when they
felt their clinicians genuinely cared about their wellbe-
ing and would engage with them on topics besides their
diagnosis because it built trust and was conducive to
open communication. In line with previous research,
we find that open dialogue helped decrease the power
imbalance between the clinician and PWD and facili-
tate good decision-making conversations [51]. There is
a growing body of research on interventions that reduce
isolation in decision-making [52]. Our research adds to
this work by showing that support systems like support
groups and social workers can help to empower patients
and carepartners by providing anecdotal knowledge and
emotional support for PWD to make better decisions
concerning their care. Moving forward, medical deci-
sion-making guidelines for PWD should promote access
to support groups for dyads before, during and after their
medical intervention decision-making process. Guide-
lines should also offer specific recommendations on how
to build trust between dyads and clinicians, such as giv-
ing space to open conversations and providing infor-
mation where appropriate on how surgery may impact
cognition.

This study has several limitations. There was an imbal-
ance between patient and carepartner participation due
to difficulties including patients with cognitive impair-
ment concerns. COVID-19 augmented limitations in
recruitment as few new patients were eligible or chose
to participate in our study. The sample was mostly com-
prised of white, non-Hispanic participants from afflu-
ent areas. As such, our study lacks the voices of racial
or ethnic minoritized groups that represent important
disparities in the ADRD population. All patients were
men and vast majority of carepartners were women. The
three health systems, one from the Mountain region and
two from the Northeast, included in this study restrict
participants to certain geographical regions. For these
reasons, transferability of the findings may be limited.
Although our sampling was limited, we enhanced our
qualitative research quality criteria by confirming PWDs
diagnosis through medical records, brief cognitive test-
ing and investigator triangulation by deliberating as a
group. Future studies should try to expand the spectrum
of patients and carepartner experiences examined.

In summary, our findings identify the need to improve
guidelines on medical decision-making for dyads. Evi-
dence indicates medical interventions may worsen cogni-
tive decline, exacerbate symptoms, lead to longer hospital
stays and increased morbidity among PWD [6, 53]. The



Porteny et al. BMC Palliative Care (2025) 24:99

consequences of medical interventions affect PWD and
carepartners’ quality-of-life. For patients with mild-to-
moderate dementia, clinicians should screen for demen-
tia before performing medical interventions that may
pose a risk to PWD and have decision-making conversa-
tions with dyads around risks and benefits. Patients pre-
senting more severe disease progression can rely more on
carepartner involvement and patient-carepartner dynam-
ics to better adapt medical decision-making conversa-
tions for PWD. Although medical decisions can enable
ACP conversations, clinicians with PWD should aim to
have those conversations before disease progression and
an ongoing process during a dementia trajectory as to
not wait for trigger events such as medical interventions.
Finally, relationship building, and a multidisciplinary
team can enhance trust and empower dyads to make
decisions that best fit their life goals and preferences.
Through these adaptations, healthcare delivery for peo-
ple with dementia can be improved to offer patients bet-
ter outcomes from decision-making conversations.
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