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Objectives: This study was designed to understand the experience and needs surrounding advance care planning
(ACP) discussions for surrogate decision-makers of persons with advanced dementia (PWAD).

Methods: Semi-structured qualitative interviews based on end-of-life communication models with a convenience
sample of 17 clinicians, and 15 surrogates of PWAD. We used a hybrid approach of deductive and inductive
thematic analysis.

Results: Two main themes emerged. 1)Deficits in communication: Often surrogates did not fully comprehend the
disease trajectory or medical treatments, like the likelihood of pneumonia and use of mechanical ventilation, nor
concepts related to ACP, particularly legal documents and orders such as Do Not Hospitalize, which made
decision-making challenging as perceived by clinicians. 2)Decision-making conflicts: Clinicians perceived a
disconnect between surrogates’ understanding of their loved one’s preferences and knowing how or when to
operationalize them.

Conclusions: Significant gaps in knowledge surrounding disease trajectory and complications, such as pneumonia,
and aspects of ACP, exist. These gaps create decision-making challenges for surrogates and clinicians alike.
Innovation: This study assessed both clinicians and surrogate decision-makers’ perspectives on communication
and decision-making concerning care preferences, goals, and ACP. The study findings from a national cohort can
inform decision-support interventions for clinicians and surrogate decision-makers of PWAD.

(EOL) treatments that do not align with their preferences [2]. This
intensive care can increase suffering for patients and their families or
any surrogate decision-makers (herein referred to as “surrogates,” which

1. Introduction

Dementia prevalence is increasing rapidly with about 14 million

adults estimated to be diagnosed by 2060 in the US. Advance care
planning (ACP) discussions (which according to an expert consensus is a
process that supports patients sharing their personal values, life goals, and
preferences regarding future medical care...to help ensure that people receive
medical care that is consistent with their values, goals and preferences) can
promote care aligned with patients’ and families’ preferences [1]. Per-
sons with advanced dementia often receive non-beneficial end-of-life

may or may not be a family member). Misaligned intensive care sub-
stantially increases healthcare costs and >90% of surrogates state that
patient comfort is the primary goal in advanced dementia [3-11].
Advance directives (i.e., formal ACP documents) are more common
among older adults with certain conditions compared to the overall US
population, however, completion rates have not increased appreciably
in the past decade [12,13].
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ACP is particularly germane in advanced dementia, as there have
been significant increases in the use of mechanical ventilation in this
population at the EOL [14,15]. Use of mechanical ventilation is mostly
related to disease progression and the development of eating or swal-
lowing problems, contributing to aspiration pneumonia and hospitali-
zations for acute respiratory failure [10,16]. Importantly, this increase
in mechanical ventilation use in persons with advanced dementia is not
associated with a survival benefit [15]. While debate exists regarding
the overall utility of ACP implementation (in a narrow sense, not
including comprehensive care planning), studies show ACP can improve
the quality of EOL care by decreasing intensive [16] or life-sustaining
treatments, such as mechanical ventilation, and reducing hospitaliza-
tions in accordance with patients’ and/or surrogates’ preferences [17-
20]. Studies incorporating both clinician and surrogate qualitative data
on the experience of ACP discussions for PWAD do not exist.

A recent consensus statement identified ACP as a key component of
good clinical practice among PWAD [21,22]. However, unique barriers
to initiating ACP with PWAD exist. There is a lack of actionable disease-
specific prognostic information readily available to surrogates, and a
lack of confidence and standardization among clinicians in initiating
these discussions, which is exacerbated by a lack of available evidence-
based decision support resources for surrogates [23-28]. To address this
gap and based on our own findings of increased use of non-beneficial
mechanical ventilation among PWAD, we performed a qualitative
needs-based analysis among surrogates and clinicians to better under-
stand ACP needs among surrogates of PWAD and their clinicians. This
study is part of a larger mixed-methods project to develop resources
providing prognostic and outcomes data regarding ventilatory support
in the treatment of pneumonia among PWAD.

2. Methods

We performed semi-structured interviews from May 2021-August
2022 of surrogate decision-makers of long-term care residents and their
clinicians (i.e., physicians, advanced practice providers, social workers,
and dementia program managers). Clinicians had to be involved in de-
mentia care and conversations with surrogates, and were all employed
in a national, for-profit long-term care chain in the US with dementia
care units. The National Director of Clinical Research contacted all long-
term facilities around the US on our behalf. Of these, 20 clinicians from

Clinicians
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17 facilities in 9 states responded that they would like to participate. The
same director also contacted the program director for the dementia care
unit in each facility who helped us recruit surrogates. In total, we
approached 17 facilities to recruit surrogates for residents in long-term
care; two facilities did not want to participate. We successfully recruited
surrogates from 7 facilities in 6 states. Surrogates had to self-report as
having decision-making responsibility for a resident(s) of a long-term
care facility (i.e., nursing home) and be English-speaking. We
recruited surrogates through secure electronic referrals from program
directors, clinicians, or by surrogates contacting the research team
directly via study brochures provided by clinicians. Of note, if surrogates
had questions about ACP or their loved one, the study team notified the
facility director to follow up. All clinicians and surrogates were con-
sented by phone (IRB #21951).

We used semi-structured interview guides informed by models of
EOL communication (e.g., Caring Conversations) and shared decision-
making [29] that allowed other questions to emerge. (Fig. 1) Our
clinician interview guide focused on: 1) Barriers to ACP initiation and 2)
Information that they would find helpful for surrogates to prompt ACP
discussions. Our surrogate interview guide focused on two domains: 1)
How surrogates make decisions regarding EOL care preferences and 2)
What kinds of information they find helpful in making decisions. One
social scientist with expertise in health services research (SEG) con-
ducted all interviews via an online platform. Interviews ranged from 20
to 50 min. They were recorded, transcribed verbatim, and verified for
accuracy by trained staff.

2.1. Analysis

We used a hybrid approach of deductive and inductive thematic
analysis to interpret transcripts. SEG used the domains of the interview
guide and read the first 10 transcripts for each group of participants
(clinicians or surrogates) to create a preliminary codebook. Next, SEG
and RT (for clinician data) or SEG and FR (for surrogate data) reviewed a
set of 5 transcripts and discussed findings to refine the codebook and
come to consensus. SEG and RT or FR then reviewed an additional set of
3 transcripts together to finalize the codebook iteratively and come to an
agreement. SEG and FR coded the remainder independently. Findings
were discussed among the study team throughout analysis. Matrices of
transcript summaries were created to organize qualitative findings and

e How well do you think surrogate decision-makers understand their loved one’s treatment

preferences?

o Can you tell me a little bit about your experiences in situations where family members
make decisions about their loved one’s treatment? (Probe: one example where family
members did and one example where they did not participate)

e How involved do you think family members want to be in their loved ones’ medical treatment
decisions? Do you think they should have a say in decisions or do you think they should leave
these decisions to their clinicians? Can you describe your feelings or thoughts about this?

Surrogates of PWAD

e Ifyou were to consider completing plans for your loved one’s future medical care and treatment —
what kind of plans would you be interested in learning more about (e.g., do not hospitalize order,
advance directive, or living will or something else?) What are your reasons for this choice?

o What do you think is the best time and place to have discussions about planning with the

doctors?

e What kinds of information would you need to complete plans for your loved one’s future medical

care and treatment?

o Do you find stories about other similar patients helpful? What are your thoughts about
reviewing percentages or numbers when discussing medical care? Is it helpful to hear
information about other patients with memory problems when making medical decisions?

Fig. 1. Selected questions from the interview guide.
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allow for further thematic analysis across domains and participants. We
also utilized an audit trail and memos to track decisions on coding and
analysis. We used Atlas.ti 9.0 (Atlas.ti GmbH, Berlin, Germany) to
organize and support analysis.

3. Results

We interviewed 17 clinicians and 15 surrogates. Most clinicians had
been at their current long-term care facility for 5-10 years (53%) and all
reported having at least occasional experiences with ACP conversations
with residents and surrogates. Surrogates were all family members of
residents and 40% had been involved in decision-making for their loved
one for 5-10 years (Table 1). We found two main themes with sub-
themes as listed below: 1) Deficits in communication about disease
trajectory and ACP; and 2) Surrogate and clinician decision-making
conflicts. Table 2 includes additional exemplary quotes. Participants
were anonymized via a random number and whether they were a

clinician (C) or surrogate (S).

Table 1

Self-reported participant characteristics.

Table 2
Additional exemplary quotes.
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Clinician Quote (ID)

Surrogate Quote (ID)

Clinicians (n = 17)

Surrogates (n = 15)

Characteristic
Gender
Female
Age, years
Race
White
Asian
Black
Ethnicity
Non-Hispanic
Role
Medical Director
Nurse Practitioner
Memory Care Manager
Social Worker
Specialty
Internal Medicine
Geriatrics
Not Applicable
Relationship to Resident
Daughter
Son
Spouse
State where Facility was Located
Connecticut
Delaware
Massachusetts
Maryland
Maine
New Hampshire
Pennsylvania
West Virginia
Employment at Facility
<5 years
5-10 years
11-15 years
> 15 years
Time Resident has been at Facility
<1 year
1-3 years
4-6 years
> 6 years
missing
Time as Surrogate Decision-Maker
< 5 years
5-10 years
> 10 years

N (%) or Mean (SD)

15 (88%)
54 (10)

14 (82%)
2 (12%)
1 (6%)

17 (100%)

5 (29%)
5 (29%)
5 (29%)
2 (12%)

2 (12%)
3 (18%)
12 (71%)
N/A

4 (24%)
2 (12%)
1 (6%)
1 (6%)
1 (6%)
2 (12%)
5 (29%)
1 (6%)

4 (24%)
9 (53%)
1 (6%)
3 (18%)
N/A

N/A

12 (80%)
66 (11)

14 (93%)
1 (7%)

15 (100%)
N/A

N/A

10 (67%)
2 (13%)
3 (20%)
N/A

N/A

5 (31%)
7 (44%)
3 (19%)
1 (6%)
1 (6%)

5 (33%)
6 (40%)
4 (26%)

Theme: Deficits in communication about disease trajectory and GOC

Subtheme: Understanding of Disease

Dementia is not necessarily talked about
as a terminal diagnosis, but it is. Like it
will eventually kill the person that has it
because their body will stop, their brain
will stop functioning and then their
body will stop functioning and so I
think unfortunately families just don’t
have education around what dementia
is and what it does, and so I think that
needs to start early on in the disease
process for families. Unfortunately, it
doesn’t really. (10)

Some residents or families are very versed
in the diagnosis. Some are not. Some
have what we would refer to as
unrealistic expectations that we deal
with frequently. (11)

Subtheme: Understanding of ACP
[Families] ask things like can I change my
mind? And obviously you can always
change your mind, it’s not like set in

stone it’s just sort of... those are the
questions I often get, are what does it
mean to not send someone to the
hospital, so does it mean I'm letting my
loved one die, does it mean I'm not
taking care of them, does it mean they
are going to suffer? (10)

After her admission to our facility, her
daughter chose to put a feeding tube in
her and for almost a year and a half, we
battled her pulling the tube out — we'd
have to go back to the operating room
to have it put back in, aspiration, she
had bleeding, and so I don’t know if it
was so much that she didn’t understand
as she didn’t accept her mother’s
prognosis and then it was almost the
last month before we came together,
was able to come together and with the
help of hospice- she became amicable to
that after the last hospitalization- we
were able to focus more on the quality
of her life. And the last month she didn’t
go back to the hospital, and she passed,
what I perceived as comfortably in our
center, and the daughter at that point I
think more understood. (9)

It is a hard conversation to have and some
families no matter what just don’t get
the quality of life. If they do resuscitate
them that their quality of life is going to
be much worse... it can be very difficult
because they don’t understand what it
is if they do resuscitate and they refuse
to have that conversation of ‘we really
feel like you need to change their code,’
and they’re like, ‘no, keep them alive.’
(€D

[DNH orders] are tough... even I
grapple... I have trouble myself with

I consider myself a pretty intelligent
person and so I took it upon myself to
kind of teach myself about doing
research, etcetera. To try to figure out
what I had facing me going forward.
But I can tell you that it’s very difficult
for a caregiver in a situation like that
because... like nobody like sits you
down or gives you a school, or like
schools you on what to expect or things
of that nature, and so basically all what
1 learned about [dementia] was self-
taught. (6)

I think that people should know step-
by-step what normally happens [in the
disease] so that when it does happen
they’re not completely in shock or off-
kilter about what could happen. (5)

I would say upon diagnosis, having a
realistic “this is what to expect, and
one- first, second, third stage,” you
know, “one, two, three, and when
they’re hitting four you might see-“I
think it would be beneficial... but I
would think to have an understanding
of what’s coming down the pipe,
because it’s not like any other disease.

3

When I think of a Do Not Hospitalize,
well, I think it’s a Do Not Hospitalize.
And my concern is that somebody who
has a Do Not Hospitalize, they’ll wait
before they call me. (10)

I'm familiar with DNR, but not with “do
not hospitalize”. (2)

(continued on next page)
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Table 2 (continued)

Table 2 (continued)
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Clinician Quote (ID)

Surrogate Quote (ID)

Clinician Quote (ID)

Surrogate Quote (ID)

[defining] do not hospitalize, to tell you
the truth. (13)

Subtheme: Preference Discussions

I think it’s a mixed bag. If I had to guess I
would say the majority don’t really
know and that the majority often use
their own preferences, you know, just
because they don’t want to see their
loved one go. (14)

Our admissions director definitely
encourages the family to have
[preference discussions] done before
they come here and then we can just
avoid having that conversation and we
just kind of check in so just making sure
they are DNI, DNR, DNH, and then it’s
just checking in. (7)

I don’t think [families] understand their
[loved one’s] preferences that well
because I don’t really believe that the
families themselves understand the
preferences and what they are and what
the possibilities are. (1)

Maybe 20-30% of families have
communicated prior to the dementia
diagnosis... Most people are very
unprepared as to what their loved one
would have wanted if their loved one
can’t speak to it at the time. (5)

We didn’t talk about specifics because
my mother’s not that kind of person...
but the one thing she did do was decide
how she wanted to end her life. (5)

When [my loved one] was still pretty
cognizant we had those discussions and
that’s when she made those decisions
on her own for the living will. I just felt
that she would want them carried out
when she couldn’t make the decisions
on her own. (3)

Theme: Surrogate and clinician decision-making conflicts

Subtheme: Internal Struggles

Like I said, [the biggest barrier to
completing DNH orders is] just not
really wanting that responsibility.
Which is again, I feel like if the doctors
could have this conversation with them
early on that would really help. (7)

[The daughter] was so close with her
mother she had a hard time sort of
accepting the fact that she was 95 years
old and this is maybe just a part of the
gradual decline that we see at 95 years
old, but she is comfortable and she’s
had a good life and to force her to eat or
to put in a feeding tube... as much as we
want to keep our parents around like
maybe that’s not the right thing for
them. (8)

.. I always stress quality of life... I try to
urge them to look at the bigger picture,
you know if it is pneumonia that we are
treating and we are sending the patient
out and if they want the patient
intubated, etc., all of that, I always
educate them and urge them to take a
step back and remember that the

[the clinicians] said that they had a
form and... they went over it with me,
and I know a couple times and just in
various meetings or whatever they’ve
just reiterated what I've signed and that
I haven’t changed my mind or anything
like that because at some point soon...
it was noted that [my loved one] wasn’t
capable of making his own decisions
like that- even now, every now and then
they just confirm that that’s still my-
that that’s still in effect and still my
wishes. (8)

Well the doctor makes all of the
decisions that need to be made
medically... but as far as medication,
they keep me aware of everything, and
after I visit I talk with them, or it goes
with my approval, or occasionally they
had to call me on a few things. Certainly
they do what they have to do. (4)
When [the clinician] called it was all
about “well let’s- do you want to- let’s
do a Do Not Hospitalize, let’s do that,”
and I said “mm, well.” Because of some
of the actions they haven’t taken since
dad’s been there, I don’t trust them
with a DNH. We’ll make that decision.
... We just don’t want Do Not
Hospitalize to be, you know, something
that was perfectly treatable, and they
just leave him there at [name of
facility]. And honestly, I don’t trust
them, so I want to know everything.
(10)

patient has advanced dementia. Yes,
you can treat this bout pneumonia, but
are you really going to prolong life? Is
this intubation or placing the patient in
the ventilator really going to help in any
way or is this going to cause more pain
and discomfort for someone who is not
able express him or herself. So, look at
the bigger picture, focus on quality of
life and don’t just look at the ailment on
its own or the problem at hand right
now. (16)
Subtheme: Involvement of Surrogates
If they’re a single person and their mom,
they’re the only son, there’s this one
single person involved, they’re more
yielding to say, ‘what would you do?
I'm confused. I'm the only son... Idon’t
want to do the wrong thing.” But a lot
have family members and even though
there’s a single power of attorney, the
power of attorney rarely feels
empowered enough to make the
decision on their own. They have to
have a meeting with their two sisters or
brothers or, you know, the other family
members. They have to have like a
consensus. And among those family
members, there’s a range. Some are
saying yeah, this is ridiculous to keep
her alive or him alive but it’s all over
the map. So again, it’s a complicated
process. (10)
think it is 50/50, I think some of ‘em
really want to [be involved in
decisions], some of them will just do
what they need to and say ‘you deal
with it now.” So kind of it goes both way
and I've had other people that don’t
want to deal with it at all and don’t even
want to talk about it. (11)

—

I am fortunate enough to have a
brother, he and I are two years apart,
and he and I discuss all these things
about my parents and their care and all
that so I guess my saving grace is 'm
not completely making decisions on my
own. I have somebody supporting me
with decisions that I make in their
regard. (6)

There’s four of us [children], one’s a
nurse, one’s an oncology nurse
navigator, and- um- probably has- we
all look to her, like towards the med
decisions, and things like that. And we-
people get emotional- but so far we hold
it together, and we end up agreeing on a
course of action. (10)

3.1. Perceived deficits in knowledge about disease trajectory and ACP and
how these deficits impacted decision-making and outcomes

Clinicians.

3.1.1. (Mis)Understanding of dementia trajectory

Clinicians reported surrogates often do not seem to understand the
disease trajectory in PWAD or concepts surrounding EOL care decisions,
making informed decision-making challenging. About half of the clini-
cians described feeling as if only 50% of surrogates understand the de-
mentia diagnosis. They reported they thought that surrogate
understanding depended on how involved surrogates were with the
resident (e.g., spouse vs. sibling vs. court-appointed proxy). Some cli-
nicians talked about surrogates having unrealistic expectations about
loved ones’ prognoses such as thinking loved ones will get better. Other
reported that few surrogates understood the dementia disease trajectory
as a slow decline in function. For instance, one clinician described, “I
find most people really don’t understand dementia... they don’t un-
derstand the progression of it... there’s a lot [of] just miseducation or no
education surrounding the diagnosis and the natural progression of the
disease” (5C). They all agreed that lack of surrogate understanding was a
barrier to informed decision-making.

3.1.2. Clinicians desire more surrogate understanding of ACP

Clinicians also perceived a lack of surrogate knowledge about EOL
care and ACP concepts, especially terms such as Do Not Hospitalize
(DNH). They reported perceived surrogate confusion about the purpose
of a DNH order, specifically weather it meant a loved one received no
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treatment or never sending a loved one to the hospital. In explaining
DNH in particular, one clinician said, “I think there needs to be more
focus on all the things you can do besides a tube down your throat... You
can give oxygen. You can even give it in a mask form... like that’s the
other way to sell it to people is you’re not taking stuff away, you’re just
giving lots of other stuff instead” (15C). Indeed, among some surrogates
there was a clinician-perceived disconnect between knowing their loved
one’s preference and goals, and knowing when and how to operation-
alize them. One clinician gave an example about explaining to a surro-
gate about the quality of life (QOL) their loved one would have:
“Sometimes you have to be hard and blunt and say, ‘hey, this isn’t about
you, this is about your mom. Do you want your mom to be tortured?’
Because you know in a way she is being tortured, having her ribs cracked
and everything and she’ll be in pain.” (3C).

Clinicians wanted surrogates to better understand how hard it is on
the residents and long-term care facility staff when residents are taken
out of the environment in which they are comfortable. More than one
clinician mentioned that it could take several days for residents to return
to their baseline cognitive and physical function following a hospitali-
zation. For example, “[surrogates] don’t understand... that somebody
with dementia may have a Do Not Resuscitate (DNR) order but... you
could (still) transport to the hospital. And what that means is somebody
with dementia could then be taken off the unit, be taken to the hospital
where they don’t know anyone, don’t know what’s going on, the fear
and the agitation then, that can ensue” (1C). Some said DNH orders were
hard for staff to discuss since they themselves might not fully understand
what they meant. Other care options were perceived as being more
“black and white” and easier to explain to surrogates (e.g., DNR orders).
All clinicians supported creation and use of more surrogate-facing re-
sources to help inform discussions. The majority of clinicians suggested
focusing on describing the dementia disease trajectory, defining medical
orders and ACP terms, and characterizing what life-sustaining treat-
ments might look like and the potential impact of care on subsequent
QOL.

3.1.3. Care preference discussions

Further, clinicians estimated about half of surrogates had already
talked about care preferences with their loved one prior to the dementia
diagnosis and had something in place (e.g., advance directive), while the
others had not. When surrogates had not had prior discussions, clini-
cians expressed this situation made discussions about EOL more diffi-
cult. One clinician explained their “best case scenario” as when
surrogates “come in with this paperwork already done, it’s already filled
out” (7C). That example contrasts with common scenarios clinicians
experienced. For instance, one clinician reported, ... for families, it is
very complicated to try and make those guesses if they haven’t had those
conversations and it is really heart-breaking to watch them struggle with
knowing what their loved one would want” (10C). There may also have
been a lack of understanding about preferences among surrogates due to
the lack of knowledge about ACP and EOL care as discussed above.
Difficulties were compounded when there was distance or isolation
between surrogates and residents, so surrogates were not able to see the
resident and understand what is happening in terms of disease pro-
gression. This lack of contact was particularly visible during COVID-19
pandemic lockdowns.

3.2. Surrogates

3.2.1. Understanding of dementia

Surrogates echoed clinicians saying that many people do not un-
derstand a dementia diagnosis, often saying it was conflated with Alz-
heimer’s disease. The surrogates in our interviews, though, almost all
reported being “a little bit more aware of [dementia] than some people
are” (5S). However, there was a lack of knowledge reported about
typical outcomes or complications, such as feeding or swallowing
problems, or even less commonly mentioned, pneumonia. One surrogate
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(3S) said, “[I didn’t discuss] pneumonia [with the clinician], not really,”
while another (5S) described not discussing pneumonia with their loved
one either since “my mother’s not that kind of person... we didn’t talk
about specifics.” Many also described not being told about the disease
trajectory and doing research on the internet to discover possible out-
comes. In terms of decision-making, no surrogates specifically said their
lack of disease knowledge impacted their decision-making although
they wanted more information about dementia and how EOL care
choices might impact the disease and vice-versa for the future.

3.2.2. Understanding of EOL care options

Many surrogates requested to learn more information about life-
sustaining treatments, like mechanical ventilation and feeding tubes.
While they did not explicitly endorse that they did not have knowledge
about medical orders or documents, there were several questions to the
interviewer about what each term meant, especially the difference be-
tween medical orders such as DNH and DNR. To learn more, some sur-
rogates reported they would turn to the internet, family or friends,
lawyers, or facility staff. For DNH orders specifically, there were only a
handful of surrogates who were familiar with the term, and only two
could definitively say whether there was an order in place for their loved
one.

Many surrogates expressed a desire to have conversations with fa-
cility staff about a DNH order for their loved one after hearing about it
from the interviewer. They conveyed feeling like it would be something
their loved one would want. For example, one surrogate said after
hearing about DNH orders, “I want them to do everything they possibly
can at the facility so that [my mother is] not moved, because... she
knows the people who are taking care of her, even though she may not
remember them from one day to the next, or for from one minute to the
next, she’s got a level of comfort there...” (7S). Surrogates agreed that
more decision-making support resources would be helpful. One surro-
gate said, “I think whatever information you can give to the family is
going to be helpful. We may not want to hear it, but... I think it’s going
to be helpful” (5S). They also agreed that focusing on QOL, and defining
ACP terms and what life-sustaining treatments look like would be
helpful.

3.2.3. Preference discussions

Only one surrogate had not had any discussions about EOL prefer-
ences; many times, discussions were initiated by the loved one several
years prior to the dementia diagnosis. One said, “My mom asked me
before her sickness... to respect [her] wishes. So, I tried to let [the fa-
cility] know that she had asked me... I tried to respect that” (11S). All
surrogates wanted to respect their loved one’s goals for EOL, and most
felt like they know the person so well, they “pretty much know where
the person stands on such things” (2S). One surrogate said what many
responded saying it is important to make decisions while “respecting my
mom’s wish and also taking her well-being at heart” (11S). Some
mentioned they were not familiar enough with EOL care options or
potential life-sustaining treatments (e.g., mechanical ventilation) to
connect those options with their loved ones’ preferences.

3.3. Surrogate and clinician decision-making conflicts
Clinicians.

3.3.1. Internal conflicts

Clinicians reported experiencing moral and ethical distress in situa-
tions when surrogates elected for receipt of life-sustaining treatments (e.
g., mechanical ventilation) despite clinicians’ impressions that such
intensive treatment would not benefit the residents. For instance, one
clinician said, “I can definitely say I've experienced what I feel versus
what (the) family feels but for me, it’s not about my decision-making.
It’s about that family and what they feel is best for their loved one.
So, I take myself out of the equation. But I have a hard time” (2C).
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Importantly, all clinicians agreed that the surrogates know the resident
best and should be the final decision-maker, as desired.

3.3.2. Conflict among surrogates

Family dynamics and involvement also came up frequently in dis-
cussing difficulties in decision-making. particularly among surrogates
with different levels of agreement between decision-makers. There was a
reported effect of family dynamics on communication and decision-
making. One clinician described, “it’s like when there’s four kids, each
have a different opinion, it starts a war... and the woman just died, but it
was a war as to what should be done.” (3C). Some family surrogate
decision-makers were very involved with the resident and with each
other, but a small number were either minimally involved, avoided
decision making, or had internal family disagreement with decision-
making and deciding on “what is right.”

3.4. Surrogates

3.4.1. Internal conflicts

In contrast to clinicians, most surrogates did not report internal or
external struggles regarding life-sustaining treatments since they were
able to draw on relationships and conversations with their loved ones to
identify preferences. An example of “ideal decision-making” came from
a daughter who said, “my mom’s had nine strokes, she has vascular
dementia, she’s in a nursing home, and she’s got a full code on her chart,
so [the nurse] explained to me what full code was... and then let me
make that decision [since I know my mom best]” (7S). Overall, surro-
gates had good experiences with decision-making, such as surrogate 7S
who said the staff, “showed me what’s on the MOLST [Medical Orders
for Life-Sustaining Treatment] form and on the DNR form what de-
cisions I was making... I think definitely they explained the forms and
had both verbal and written information available.” On the other hand, a
couple described negative experiences involving poor communication
between clinicians and surrogates, ultimately compromising trust. Sur-
rogates described wanting to make the final decision on care, with
medical input from the clinicians.

3.4.2. Conflict among surrogates

The surrogates interviewed were all very involved in their loved
ones’ care and health care decisions. Some did discuss difficulties with
other family members, saying things like, “The family involved is the
biggest thing... I had two [kids] that, when I first put [my wife] in... the
hospital [facility], they were really mad at me. They didn’t talk to me for
months. In fact, I have one son that still won’t accept the thing that she’s
in the hospital” (1S). Most though, discussed positive experiences with
their family members and other decision-makers. All surrogates stressed
that they only wanted to do what was best for their loved one and would
follow their wishes as closely as possible.

4. Discussion and conclusion
4.1. Discussion

In this qualitative study among surrogates of residents in long-term
care facilities with advanced dementia and clinicians who care for
them, we found that often surrogates do not comprehend the trajectory
of advanced dementia or potential role for therapies such as mechanical
ventilation. Similarly, surrogates had limited understanding of concepts
related to ACP like legal documents or medical orders (e.g., DNH or-
ders). As a potential result, clinicians perceived a disconnect between
surrogates’ knowledge of their loved one’s preferences and goals, and
when to operationalize them based on the disease trajectory (e.g., the
development of swallowing/eating problems leading to pneumonia).
Clinicians also reported challenges with surrogates’ decision-making
when faced with differing opinions with and within surrogate groups.
A majority of clinicians and surrogates agreed decision-making
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resources are needed to better address ACP needs which may better align
residents’ goals and preferences with EOL care and receipt of treatments
[6-8]. We plan to try to address this important gap in the second phase of
the larger mixed-methods study.

Our findings reinforce barriers to initiating ACP discussions among
surrogates of persons with dementia since a lack of knowledge of the
dementia disease trajectory and ACP concepts was common [30]. While
some surrogates previously participated in ACP, most surrogates lacked
knowledge regarding the trajectory in advanced dementia including the
link between swallowing/eating problems and the development of
pneumonia that can lead to use of low-value or non-beneficial care such
as mechanical ventilation. This is significant as infections and eating
difficulties are hallmarks of advanced dementia, and 6-month mortality
after the development of pneumonia in advanced dementia is almost
50% [10,11,31]. Similarly, a qualitative study of hospice clinicians
caring for patients with dementia found that clinicians perceived a lack
of knowledge of specific to the disease trajectory and wanted to provide
empathy and education [28]. Without an understanding of the disease
process, surrogates’ ability to participate in informed EOL care discus-
sions may be limited.

Regarding surrogates understanding of ACP concepts, our sample
builds upon previous findings about DNH orders. Similar to a study that
was limited to patients in western Massachusetts, we demonstrated that
in a sample from a national long-term care network neither surrogates
nor some clinicians had adequate knowledge about these orders [29].
This is unfortunate as DNH orders can reduce the likelihood of hospital
transfers when transfers are unlikely to increase survival or improve
patient QOL [32,33]. ACP efforts more broadly have been ineffective at
reducing hospital transfers in long-term care settings, however, perhaps
directed educational interventions focused on discussions of available
medical orders in long-term care settings may be more promising [27].

Contrasting with clinicians’ perceptions in our study, most surro-
gates did not report internal nor external struggles regarding decision-
making and felt they had a good understanding of their loved ones’
care preferences. Our results suggest there is a possible disconnect be-
tween surrogates’ completion of ACP documents or knowing their loved
ones’ preferences and goals, and knowing when or how to operationalize
or change decisions, as the dementia trajectory was poorly understood
[5,10]. Many surrogates were interested in learning more about both the
disease trajectory and ACP, but were rarely approached by clinicians in
long-term care settings to discuss ACP in the context of disease trajec-
tory. Established clinician-level barriers to ACP discussions include
clinical workload, fear of causing stress and anxiety in surrogates, lack of
ACP communication skills or ineffective training, and lack of organiza-
tional leadership around ACP [30]. The lack of surrogates’ knowledge of
the disease trajectory questions their ability to make informed choices
about their loved ones’ EOL care. This situation may instead leave them
unprepared to make in-the-moment decisions and/or believe they have
time to revisit their loved one’s wishes at the very EOL [34-39].

Clinical implications of our findings may include enhanced intake
processes at long-term care facilities where clinicians are given time and
resources to engage in ACP activities with new residents and/or surro-
gates. Another potential implication of our findings is demonstrating the
need for more institutional support for serious illness communication or
primary palliative care training for clinicians across disciplines (e.g.,
social work, nursing, etc.). High-quality discussions about EOL care and
ACP are central components of palliative care which has been shown to
improve symptoms and QOL among those with serious illness [40,41].
Finally, having surrogates and clinicians engage in shared decision-
making; where both parties meet to exchange information, discuss op-
tions (including possible risks and benefits), and make decisions
together based on decision-makers’ values and preferences; is critical in
health care and may need to be implemented more fully when
completing ACP documentation [42].
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4.2. Innovation

This study is the first to capture perspectives of both clinicians and
surrogate decision-makers of PWAD using qualitative interviews
concurrently to perform a needs-assessment of ACP decision-making
conversation support needs [23]. We utilized both inductive and
deductive approaches for analysis and focused on the experience of
participants when discussing potentially stressful topics. Our findings
demonstrate how a lack of information could lead to potentially non-
beneficial or undesired patient outcomes.

While the intrinsic patient- and family- centered value of ACP is
straightforward, the literature suggests that ACP may not always have
the desired impact on EOL care delivery [17]. In addition, ACP docu-
mentation by itself may be insufficient to address EOL decision-making,
especially if surrogates do not understand the disease trajectory [17].
Based on surrogates’ and clinicians’ perspectives, we reasoned addi-
tional decision-making resources may help surrogates initiate conver-
sations with clinicians and facility staff regarding EOL care along the
continuum of dementia care. As a result of these findings, we are actively
developing and testing an information sheet in the next phase of this
study. We believe accessible, practical resources are urgently needed
that promote discussions of EOL care among surrogates of PWAD in the
context of the dementia disease trajectory which may be beneficial in
promoting ACP conversations more broadly.

Our study has limitations. First, qualitative studies are influenced by
recall bias and our surrogate participants were recalling some events
from years prior, which may have impacted responses. Nevertheless,
several participants were relaying particularly emotionally charged
conversations potentially mitigating some of this bias and not all qual-
itative data we collected was subject to this bias as participants were
asked about current communication challenges [43,44]. Second, almost
all surrogates who participated had completed some component of ACP,
which suggests that their experiences may be less representative of those
who have not engaged in any ACP, likely causing us to underestimate
needs in this population. Third, most of our sample identified as non-
Hispanic, white, and all surrogates were decision-makers for persons
with advanced dementia, which limits generalizability to disadvantaged
groups or those with less severe stages of disease. Fourth, multiple roles
and disciplines perform ACP conversations at these facilities, and
although we included several disciplines, we may not have interviewed
all parties. Finally, sampling bias of surrogates likely exists as some
clinicians in our study reported about half of all surrogates they
encountered had prior decision-making discussions, whereas almost all
surrogates we spoke with described already having had some discus-
sions. Surrogates who have not engaged in ACP discussions may expe-
rience more barriers that will need to be addressed with an intervention,
and future research in this space should try to elicit these individuals’
perspectives.

5. Conclusion

Neither clinicians nor surrogates were satisfied with the current
communication and decision-making support around ACP and EOL care
for PWAD in long-term care facilities. Significant gaps in knowledge
surrounding disease trajectory and possible complications, such as
pneumonia, and aspects of ACP exist. These serious gaps create decision-
making challenges for surrogates and clinicians alike. Our findings
suggest the potential utility of development of evidence-based decision
support resources among PWAD in long-term care facilities to assist
clinicians and their surrogates in making informed decisions that are
consistent with their preferences and goals of care.
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