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A B S T R A C T   

Objective: As the number of individuals diagnosed with dementia increases, so does the need to understand the 
preferences of persons living with dementia (PLWD) and caregivers for how clinicians can deliver a dementia 
diagnosis effectively, which can be a difficult process. This study describes the diagnostic communication 
preferences of PLWD and caregivers. 
Methods: We conducted semi-structured individual phone interviews with two groups: PLWD who were diag-
nosed in the past two years (n = 11) and family caregivers of PLWD (n = 19) living in Florida. PLWD and 
caregivers were not recruited/enrolled as dyads. 
Results: The groups’ communication preferences were largely similar. Data were analyzed thematically into five 
themes: communicate the diagnosis clearly, meet information needs, discuss PLWD/caregiver resources, prepare for 
continued care, and communicate to establish and maintain relationships. 
Conclusion: Participants wanted clear communication, information, and support, but differed in some details (e.g. 
the language used to describe the diagnosis and the amount/type of desired information). Clinicians can apply 
general principles but will need to tailor them to individual preferences of PLWD and caregivers. 
Innovation: Limited research has elicited PLWD and caregivers’ communication preferences for receiving de-
mentia diagnoses, particularly through an individualized data collection method allowing for richer descriptions 
and deeper understanding.   

1. Introduction 

As the number of individuals living with dementia due to Alz-
heimer’s disease and Alzheimer’s disease-related dementias (AD/ 
ADRDs) increases, so does the need to understand how clinicians can 
best communicate a diagnosis to persons living with dementia (PLWD) 
and their caregivers (often family members) [1]. Receiving a timely 
diagnosis can validate PLWD experiences and family concerns; allows 
PLWD and families to access pharmacologic and non-pharmacologic 
interventions to help with symptoms and quality of life, and offers 

opportunities for advanced care planning [2-6]. Furthermore, how the 
diagnosis is communicated by clinicians is an important factor that 
impacts patient-and-caregiver-reported outcomes like trust and rapport, 
satisfaction, and psychological distress following disclosure [7-9]. 

Barriers to effective communication of a dementia diagnosis include 
the time-consuming process of evaluating an individual for dementia 
[3,10-12], challenges relating to accurate antemortem diagnosis 
(including frequent mixed pathology) [1,13], and lack of clinician 
knowledge, particularly for non-specialized clinicians [14,15]. Primary 
care providers frequently make dementia diagnoses due to a shortage of 
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dementia specialists in the U.S. [15,16] Clinician background can 
contribute to how dementia diagnoses are made and communicated (e. 
g., diagnoses of general “dementia” versus specific etiologies like Alz-
heimer’s or Lewy body disease) [1,15]. 

Barriers at the PLWD/caregiver level include impaired memory and 
communication in PLWD [10,17]. Clinicians may need to receive in-
formation from caregivers, particularly as dementia progresses [9]. 
Though PLWD, caregivers, and clinicians largely agree that a caregiver 
should be present during dementia diagnosis disclosure [3,18], this can 
also create ethical concerns and confusion for clinicians as they may not 
be sure who is the most accurate source of information [19]. Further-
more, caregivers may be unclear about their role in the interaction [20], 
and clinicians can find it difficult to balance both patient and caregiver 
needs and goals while meeting tight clinical schedules [21-23]. Lastly, 
there are cultural considerations, as ethnic/racial underrepresented 
groups often report higher amounts of stigma regarding dementia within 
their families and communities and greater mistrust in the healthcare 
system [6]. 

Existing clinician guidelines for disclosing a dementia include 
incorporating family members and using effective communication 
[3,24], but it is unclear whether or how these guidelines are imple-
mented or reflect current PLWD and caregiver preferences [11,25]. For 
instance, some clinical recommendations conflict with nuanced PLWD 
and caregiver views, such as terminology to use when disclosing a 
diagnosis (i.e., more general term such as “dementia” or referencing 
suspected pathologies like Alzheimer’s disease) [3,6,18,26-30]. Person- 
centered communication that accounts for PLWD and caregiver per-
spectives is needed [12,24], yet research on clinical dementia commu-
nication often focuses on clinician perspectives [21,31-34], or uses 
audio/video recordings of clinical visits to describe what happens as 
opposed to investigating what PLWD/caregivers prefer [23,35,36]. To 
better understand disclosure preferences and establish effective 
communication practices in dementia clinical care settings, further 
exploration of PLWD and caregivers’ perspectives is needed [25,37,38]. 
Therefore, the current study aimed to investigate PLWD and caregivers’ 
preferences for receiving a dementia diagnosis through individual 
interviews. 

2. Methods 

2.1. Ethical statement 

Procedures were approved by the University of Florida Institutional 
Review Board (IRB202000212). All participants reviewed an informed 
consent document prior to their interview and provided verbal consent. 

2.2. Study design and procedures 

The semi-structured interview guide was developed by two authors 
with co-author feedback. The interview included 12 questions regarding 
participants’ diagnosis experience and information/communication 
preferences (Supplementary Material A). One-time interviews were 
conducted by telephone by a female doctoral student with training in 
qualitative methods (ENW) and no prior relationship with participants. 
During interviews, the interviewer kept field notes. Interviews were 
audio-recorded and professionally transcribed. Participants received a 
$25 gift card following their interview. 

2.3. Population and recruitment 

Eligibility criteria included: (1) PLWD or caregiver of a PLWD with a 
self-reported clinical diagnosis of dementia (any type) within the past 2 
years; (2) fluent in English or Spanish; (3) ability to consent to partici-
pate; and (4) Florida residence (due to study funding). A diagnosis in the 
last 2 years was required to maximize likelihood that PLWD would be 
able to consent/participate and to limit recall bias regarding the 

diagnosis conversation. PLWD and caregivers were not required to 
enroll as dyads. 

Participants were recruited through clinics at three Florida study 
sites, State of Florida memory disorders clinics, Florida Dementia Care 
and Cure Initiative task force mailings, the Family Caregiver Alliance 
newsletter, Facebook advertising designed by the University of Florida’s 
Clinical and Translational Science Institute, ResearchMatch, and the 
Alzheimer’s Association TrialMatch®. 

2.4. Qualitative data analysis 

We used the constant comparative method to thematically analyze 
data, which was chosen to compare participants’ similarities and dif-
ferences in their experiences until clear patterns emerged [39,40]. 
Additionally, we employed an iterative analytical approach to concur-
rently conduct interviews, adjust the interview guide as needed, note 
emerging concepts during data collection, and begin preliminary anal-
ysis [39,41]. Data were managed using ATLAS.ti version 9.1.3 for Mac. 

Two coders (ENW, NDP) with advanced training in health commu-
nication and qualitative research began by familiarizing themselves 
with data and assigning initial codes, starting with the caregiver tran-
scripts (the largest participant group). Coders met regularly to discuss 
emerging patterns and concepts, subsequently collapsing codes and 
developing themes based on similarities [42]. After initial themes were 
derived and agreed upon, we parsed out thematic properties. Theme and 
property descriptions and exemplars were kept in a codebook that was 
updated throughout analysis. 

Coding was overseen by two senior team members, a healthcare 
communication specialist (CLB) and neurologist (MJA) with qualitative 
research experience. The analysis team met weekly to discuss themes 
and properties and revise the codebook as needed. All authors had input 
before codebook finalization. We used a similar process to code tran-
scripts from PLWD, using the caregiver codebook as an a-priori coding 
scheme and noting any differences between groups. Data were consid-
ered saturated when no new codes or themes emerged (i.e., inductive 
thematic saturation) [43]. 

3. Results 

3.1. Participants and demographics 

Of 12 PLWD contacted, 11 enrolled and participated. Twenty-two 
caregivers were contacted; three were ineligible due to >2 years since 
the family member’s dementia diagnosis and one was not interested 
after learning more about the study. Interviews were conducted 6/ 
2020–5/2021. Interviewees received unique participant IDs. ID 
numbers for PLWD and caregivers are not representative of patient- 
caregiver dyads. The average interview length was 27 min 22 s for 
PLWD (12.5 pages) and 31 min 46 s for caregivers (13 pages). 

Caregivers were spouses/partners (68.4%) or children (31.6%) of a 
PLWD. Seventeen caregivers reported living with the PLWD. For PLWD, 
time since diagnosis ranged from 2 months to 2 years. Participant de-
mographics are summarized in Table 1. 

3.2. Themes 

We identified five overarching themes for how PLWD and caregivers 
preferred that clinicians give a dementia diagnosis: 1) communicate the 
diagnosis clearly; 2) meet information needs; 3) discuss PLWD and 
caregiver resources; 4) prepare for continued care; and 5) communicate 
to establish and maintain relationships. Properties of each theme are 
italicized. To further promote implementation into practice [44], find-
ings are presented as action statements in Table 2. 

3.2.1. Communicate the diagnosis clearly 
PLWD and caregivers wanted clinicians to give a clear diagnosis by 
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being direct and transparent about their professional opinion: “They 
should be much more forthcoming. They should make it known what the 
diagnosis is, not just keep it a secret and prescribe medication” (C12). 
This included avoiding medical or other types of jargon (e.g., using the 
word “hypothesis”). However, views differed on whether giving a clear 
diagnosis meant giving a specific etiologic diagnosis. Not receiving a 
specific diagnosis sometimes resulted in frustration: 

[The] neurologist does not want to commit [to a specific type of 
dementia] until he has almost certain proof that it’s what he thinks it 
is. He told, “I have to have a 95% confidence level to diagnose.” But 
why? I mean, is there medical reasons for that? … I think [that is] the 
frustrating thing for me. 

(C04) 

Other times, participants were not concerned about the underlying 
etiology: “[The doctor] did use the word ‘cognitive changes atypical for 
[my age].’ So, he wasn’t just throwing out the word Alzheimer’s, which 
for many people that would be scary, and maybe not even necessary for 
early diagnosis” (P04). 

When clinicians explain test results, it allowed PLWD and caregivers to 
understand how a clinician arrived at a diagnosis. One PLWD expressed, 
“I want to see the results of the prior test that were taken, almost 
sequentially…to kind of review them to see if there is some diagnosis of, 
you know, mild or not, [and] the progressive deterioration” (P07). 
Participants often equated thoroughness of the diagnosis to undergoing 
diagnostic testing: “The neurologist was very good. Explained it all…He 
said, ‘Hey, you had been through every test I can possibly give you” 
(P09). Similarly, a caregiver explained: 

I was very satisfied. I think it was three or four visits between the 
phone interview and going in, and being tested, and having MRI and 
things. They were very thorough…It was excellent. Whatever they 
would have said, would have been fine with me because I know that 
they checked everything. 

(C10) 

Participants wanted clinicians to balance information by offering 
encouragement or optimism: (“They didn’t react like it was an end-all- 
be-all, that it was a diagnosis that could just stay the way it is,” C06) 
with the reality of the diagnosis and prognosis. For example: “I think 
that you have to offer some hope and encouragement, but I think you 
also need to provide a picture of where things might be headed” (C02). 
Some also acknowledged the challenges that clinicians face when 
communicating difficult information (i.e., a diagnosis with no cure): “I 
think she did a good job with what she had to deliver…She didn’t make 
light of it. She was as positive as she could be, but she didn’t sugar-coat 
it, which we wouldn’t want” (C05). 

3.2.2. Meet information needs 
Participants felt clinicians should provide education about the diagnosis 

by “just taking the time and really explaining things” (P04). To enhance 
understanding, “[clinicians] could use visuals, for example, to explain 
some of the concepts that I might not be familiar with as a patient” 
(P08). Some participants described how unmet educational needs cause 
confusion: “He probably could have elaborated more on really, what is 
the true definition of Alzheimer’s or what’s the difference between 
Alzheimer and dementia. I mean, the average person doesn’t know there 
is a difference” (C18). Others expressed confusion when the etiology was 
a lesser-known dementia: “It’s difficult enough with Alzheimer’s, but 
then you mix it with Lewy body, and everyone is confused” (P11). Not 
understanding the diagnosis impacted confidence in the diagnosis: “I 
don’t even know if the Alzheimer’s diagnosis is accurate.… I just wish 
someone would talk to us more about [Alzheimer’s]” (C08). 

Participants also wanted clinicians to answer questions. One caregiver 
described greater satisfaction with a second opinion partly because the 
clinician answered questions: “I think they’re more compassionate. … 

Table 1 
Demographics of caregivers and individuals living with dementia.  

Age (in years) Caregivers (n = 19) Individuals Living with 
Dementia (n = 11) 

Mean SD Min- 
max 

Mean SD Min- 
max  

64 11.4 45–91 69.7 8.3 50–80 
Gender % % 

Women 79% 28% 
Men 21% 72% 

Race/Ethnicity % % 
White, not Hispanic/ 
Latino 

79% 82% 

White, Hispanic/Latino 16% 9% 
Black, not Hispanic/ 
Latino 

– 9% 

Hispanic/Latino (race 
unspecified) 

5% – 

Diagnosis n n 
Alzheimer disease 6 2 
Dementia with Lewy 
bodies 

4 2 

Parkinson’s disease 
dementia 

2 1 

Primary cortical atrophy 1 1 
Mild cognitive 
impairment 

1 2 

Vascular dementia – 1 
Type unknown/not 
specified 

5 2 

Specialty of diagnosing 
clinician 

n n 

Neurology (general/ 
subspecialty unknown) 

10 9 

Dementia specialist/ 
memory care 

6 2 

Primary care or 
gerontology 

2 – 

Unsure/not specified 1 –  

Table 2 
Ecological sentence synthesis of communication preferences.  

PLWD and caregivers want clinicians 
to… 

and suggested clinicians do this by… 

communicate the diagnosis clearly. giving a clear diagnosis. 
explaining test results. 
balancing information. 

meet information needs providing education about the 
diagnosis. 
answering questions. 
discussing next steps. 
preparing PLWD/caregivers for what to 
expect. 
distributing educational take-home 
materials. 

discuss PLWD and caregiver resources providing access to a professional 
support system. 
recommending ongoing support 
resources. 
discussing care modifications and 
resources. 

prepare for continued care giving information over several visits. 
scheduling timely follow-up 
appointments. 
being accessible between appointments. 
engaging in interprofessional 
communication. 

communicate to establish and maintain 
relationships 

taking time. 
communicating empathetically. 
building rapport. 
using appropriate nonverbal 
communication.  
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They listen, they’re caring, they spend time, they answer the questions” 
(C18). Lack of clinician engagement caused frustration: “I said, ‘I have 
some additional questions’ … And he said, ‘I’m not willing to go there 
yet’… I didn’t feel like he was trying to help educate me at all” (C04). 
For some, question-asking may be challenging during initial appoint-
ments: “Of course, they’re giving you a whole lot of information, but 
then they ask you, ‘do you have any questions?’ It’s like well, it’s 
difficult to come up with some right on the spot because you don’t really 
know what to ask” (C11). 

Participants wanted clinicians to discuss next steps, including imme-
diate actions and lifestyle modifications. As one PLWD expressed, “I 
would’ve liked to have heard about [how] to slow or reverse the pro-
gression. And telling me what has worked so far with people like me 
with these problems that I could benefit from. That would’ve [been] 
helpful” (P08). PLWD expressed frustration with inadequate guidance: 
“You know what I’m concerned about is how do I correct this? How do I 
stop it? How do I manage it? And obviously, I’m not getting that kind of 
advice, because the sense [is], ‘Well, it’s not that bad’” (P07). Desiring 
next steps motivated some to seek out dementia specialists: “When it 
started getting worse is when I sought out the input of a neurologist so 
that I could get a baseline going forward in terms of memory care. [I 
wanted to know] if there was something proactive [that] I could do” 
(P05). Caregivers also reflected this: “I think that course of action needs 
to be better communicated or a plan or, is there other therapies? Are 
there other things we can be doing?” (C02). 

Some caregivers wanted specific discussions about long-term ex-
pectations, such as prognosis and end-of-life issues, to prepare PLWD and 
caregivers for what to expect: “I think that you have to tell what the road 
looks like ahead. And I think she [doctor] did a very good job of that, but 
I don’t think a lot of providers do” (C02). This education can inform 
appropriate care arrangements: “I would have liked to know, what is this 
going to be like over time? Like [if I’m] going to have to have someone in 
here in the daytime if I’m not here with her, or what is the long-term 
prognosis” (C11)? Another caregiver said: 

I mean, you get diagnosed with cancer, they have pretty much a 
roadmap. And all cancers are different. All people are different. But 
they’ve got a roadmap. … It’s a great approach. I wish we had that 
for Lewy Body… a checklist of, “Yeah, this is probably Lewy Body, 
and this and that can happen and that can happen.” 

(C07) 

Participants also wanted clinicians to distribute educational take-home 
information (e.g., websites, pamphlets, information from advocacy or-
ganizations): “I think maybe some tentative information, little booklets, 
things like that could have been provided – maybe more information 
about the diagnosis on paper” (C06). Caregivers described being over-
whelmed by the amount of information they found on their own and 
preferred clinician-recommended materials: “What would have been 
helpful for me, because I’m such an information hound, maybe some 
information, a pamphlet, or some websites…because there’s so much 
[information], when you look at dementia, holy cow” (C05). 

3.2.3. Discuss PLWD and caregiver resources 
Participants recommended that clinicians provide access to profes-

sional support systems with the diagnosis: “They took me into a different 
social worker who went through everything…so, it wasn’t like they just 
said, ‘Okay, here’s the diagnosis. Go off on your own’” (C07). Having a 
psychosocial health professional present was a suggestion to help with 
the emotions of receiving a dementia diagnosis. One PLWD said: 

There needs to be somebody in that setting, whether it’s a nurse, 
whether it’s a social worker…even if it’s someone who goes into 
their office once a week when they know they’re giving somebody a 
diagnosis, somebody to kind of smooth over some of the rough 
spots…I think it’s a necessary addition to the role of the neurologist 
who is really relaying a lot of very medical information. 

(P05) 

Participants desired clinicians to recommend ongoing support resources 
following a diagnosis, such as support groups or advocacy organization 
connections. Some caregivers sought professional psychosocial care: “I 
went out and I got my own therapist so that I could get through this. 
Because I knew I was in for a long haul here and I felt very isolated and 
very alone” (C04). Caregivers suggested that PLWD may also need 
psychosocial resources following a diagnosis: “That might be something 
that could be helpful for somebody that’s diagnosed, too… maybe they 
need counseling, maybe they need a support group, maybe they need 
something” (C05). This was echoed by PLWD: “You’re only able to 
absorb so much in an initial visit. It really needs to be ongoing. Not just 
the medical aspects, but the psychological and sociological aspects as 
well” (P05). 

PLWD and caregivers also wanted to discuss care modifications and 
resources with clinicians, such as patient safety and care coordination 
resources. “We talked a lot about safety, because we are in a high-rise 
with an elevator into our condo… he gave us suggestions for that – 
trying to put a bell on the door or put an alarm system of some sort. He 
talked to us about a bed rail for the bed. … He gave us those concrete 
suggestions…practical solutions” (C01). Caregivers needed resources to 
address lifestyle changes as household responsibilities increased (“I’ve 
taken over many, many chores that he used to do” C09) and wanted 
clinician recommendations: “I was a little bit more hopeful that as being 
part of a memory center, [the doctor] would explain to me that ‘when 
COVID gets better, we have XYZ program’” (C14). 

Caregivers described needing help coordinating care: “I am putting 
together a team…but that’s the problem. I don’t have any coordinated 
effort that I think would be much more helpful.” (C07). However, 
caregivers reported barriers to accessing resources related to cost, in-
surance, and lack of guidance: 

It wasn’t until I got very sick in the last summer that I said, “Okay, 
you need some help.” They wanted to hospitalize me for pneumonia. 
I couldn’t go to the hospital. I had no backup for him, and he couldn’t 
be left alone. … Long story short, the neurologists that we saw were 
zero help in helping me, as the caregiver, understand the journey 
that I was about to embark on. 

(C04) 

3.2.4. Prepare for continued care 
Participants preferred that clinicians give information over several 

visits to limit feeling overwhelmed and allow time for processing: “In the 
beginning they don’t give you so much information…They slowly give 
you the details so that people have more time to think and to digest” 
(C09). Another caregiver explained: 

It’s all overwhelming in the beginning, but I think if you walk out 
with all of that information, and then maybe if they followed up with 
you, that would be good…Because no matter how good a job you do 
at the diagnosis, there’s so much more that’s going to happen in the 
next 30 to 90 days. 

(C07) 

Participants wanted clinicians to schedule timely follow-up appoint-
ments: “It would be nice to be getting more follow up from any of the 
physicians, even our GP” (C11). Additionally, participants preferred 
more frequent assessments to monitor dementia progression: “[Ap-
pointments] every six months – I don’t think that’s near enough. … This 
is a degenerative disease, it has ups and downs, ebbs and flows. … 
You’re not going to see that unless you see him more regularly” (C07). 
Participants expressed related frustrations with scheduling: “The ap-
pointments were very far in the future, and I said no…because I couldn’t 
wait any longer. I mean, I had to get tough because if I didn’t, no one 
would see her for – I don’t know how long” (C09). Long appointment 
intervals were perceived to negatively impact quality of care: “It’s just 
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that it’s sometimes difficult because you don’t see the doctor for six 
months at a time. … I don’t feel like there’s good continuity, because I 
can’t call. These doctors are booked months and months in advance” 
(C14). 

Additionally, participants preferred clinicians be accessible between 
appointments. Participants appreciated clinician responsiveness: “I left a 
voicemail on the doctor’s phone that night. And I think he got us in 
either the very next day or the day afterwards” (C01). Conversely, 
participants were discouraged by unsuccessful outreach attempts: “After 
the test, we never went back to see him. My wife called the office maybe 
a week later and didn’t get anywhere with them, never talked to him” 
(C18). When doctors were unavailable, participants reported benefitting 
from connecting with other clinical staff: “If I didn’t see him, I would see 
the nurse or the social worker, and they would get all the information, 
get with him, find out what we needed to do” (C07). 

Participants desired that their clinicians engage in interprofessional 
communication by consulting or making referrals and by communicating 
with the PLWD’s other clinicians: 

[The doctors] don’t talk. That’s the problem…There’s still a break-
down or a gap with respect to, I guess, historical records and doctors 
being conscientious enough to really go back and look at a patient’s 
history there, if there is one. 

(C16) 

Participants appreciated clinicians’ encouragement to seek out sec-
ond opinions: 

I said to him, “Do you think it’d be wise if we got a second opinion? 
And do you have someone to recommend?” … He said to us point 
blank, “I recommend it. As a matter of fact, I hope to learn from it.” 
So, I really liked that a lot. 

(C01) 

3.2.5. Communicate to establish and maintain relationships 
Participants wanted clinicians to take time to establish and maintain 

relationships by speaking with and listening to them. Participants often 
cited time as critical for increasing the quality of interactions, yet 
acknowledged its scarcity: “It’s just, there’s so much volume that the 
doctors have and so they are very focused and they’re helpful, but it’s a 
very short amount of time that you have” (C14). Participants discussed 
how time-constrained clinician interactions impacted their under-
standing of a diagnosis: “He’s seen five different neurologists, and not 
one of them took the time to sit down and say, ‘Let’s talk about de-
mentia. … Let’s talk about what we’re kind of looking at here’” (C04). 
Although some described benefitting from lengthy clinician discussions 
(“I felt very confident with the neurologist and like I said, she spent two 
hours talking with us” P04), most expressed appreciation for even 
slightly prolonged meetings: “And he gave us all the time in the world. I 
mean, 30 minutes for a doctor is a lot of time” (C01). 

Participants suggested clinicians to communicate empathetically, 
expressing understanding and/or concern: “I think you need to be 
empathetic to each person’s situation” (C02). When this was done, 
participants appreciated it: “I could tell he was empathetic. He was 
concerned about us…I like that kind of approach, and that’s what I 
needed, and that’s what they gave me” (C07). Caregivers who felt cli-
nicians showed little or no empathy expressed surprise and disap-
pointment: “His bedside manner was not great, and he pretty much 
wrote [patient] off and said, ‘you might as well call hospice,’ and I’m 
like, are you freaking kidding me?…I was in shock when I heard that.” 
(C16). Some suggested for other professionals to assist doctors in 
communicating the diagnosis with empathic delivery: “If a [medical] 
office knows that their doctor is not warm and fuzzy or able to 
communicate – because this is a very serious diagnosis, this is your brain 
– they should have a liaison to cushion the blow” (P05). 

According to participants, clinicians can build rapport to support 

PLWD and caregivers: “He had a very warm approach…very cordial, 
respectful. He was very engaging and put me at ease, and somebody I 
would want to see again” (P07). Caregivers were particularly appre-
ciative of clinicians who included patients in rapport-building: “[The 
doctor] spoke to my husband, which a lot of people just speak to me 
assuming he does not know anything, and that’s not the case. I think 
when you have that diagnosis, people automatically write you off as 
totally incapacitated” (C02). Participants were disappointed with min-
imal communication: “He [the doctor] just listens and doesn’t say 
anything…I wish he were more verbal, he’s not. He just keeps every-
thing to himself and doesn’t talk to us very much” (C12). PLWD echoed 
this: “If he’d been more personable…it would certainly help what could 
be a very emotional experience” (P08). Prolonged time between ap-
pointments contributed to difficulty relationship-building: “These doc-
tors are booked months and months in advance, because they’re so busy, 
that you don’t feel like you really have any kind of rapport, in my view” 
(C14). 

Finally, participants desired clinicians to use appropriate nonverbal 
communication, including making eye contact, sitting eye level, and 
physical touch: “She came in and she sat down, and she said, ‘Well, I 
have some bad news and some good news.’ And so, we were comfortable 
with that” (C03); “I think the lady, especially the assistant was very 
empathetic. She was holding my hand, kind of squeezed it as we were 
leaving, which was nice” (C11). Negative nonverbal communication 
signaled a different message: “I come in and I’m asking a lot of questions 
because I’m trying to educate myself on this and they’re looking at their 
watch going, ‘Man, I gotta get to the next patient’” (C04). Another 
caregiver reported similar experiences: “[The clinician was] watching 
his watch for how long he had to be with us. And for a diagnosis like 
dementia, I don’t think your watch [matters] so much” (C01). 

4. Discussion and conclusion 

We investigated PLWD and caregiver communication preferences for 
receiving a dementia diagnosis through semi-structured interviews and 
thematic analysis, resulting in five overarching themes. Although 
themes represent distinct categories, findings should be contextualized 
together to better understand the relationship between preferences [40]. 

4.1. Discussion 

Although participants agreed it is important for clinicians to 
communicate the diagnosis clearly, PLWD/caregivers views differed on 
the amount or type of detail needed for clarity, including whether a 
specific etiology (i.e., “Alzheimer’s disease”) is needed for the diagnosis 
to be considered clear or helpful [6,18]. Some PLWD and caregivers may 
view the term “Alzheimer’s disease” as stigmatizing as opposed to 
helpful [18,26-30], though clinician guidelines recommend giving a 
specific etiology during diagnosis [3]. This underscores the need to 
incorporate PLWD views when developing guidelines. Benefits to 
disclosing suspected pathologies include understanding disease-specific 
symptoms (e.g., hallucinations in Lewy body diseases), connections to 
specific advocacy organizations, obtaining appropriate treatments, and 
improved family patience and planning [4,23,45]. Research has found 
that caregivers often want to know a specific diagnosis though PLWD’s 
views are more nuanced, creating challenges for clinicians [25]. 

Terminology preferences may also be impacted by educational gaps 
surrounding AD/ADRDs and dementia. Current participants sometimes 
experienced confusion about this and wanted education about differ-
ences between ‘dementia’ and pathologies like AD. Meeting information 
needs may be best accomplished over multiple visits, which is some-
times preferred by PLWD/caregivers to provide time for processing 
[18,24,46]. Furthermore, follow up visits can re-orient PLWD/care-
givers to information, as it is likely they will not remember all infor-
mation during disclosure [18,24,25]. However, systems-level barriers 
like clinical schedules/short visits and follow up appointment 
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availability can make this challenging [47]. One way to supplement 
clinician education is to provide materials to increase knowledge about 
dementia [48], support decision-making, and improve satisfaction and 
medication compliance (e.g., question prompt lists, decision aids) 
[48,49]. 

Participants preferred clinicians to balance information by offering 
encouraging information along with the ‘bad’ news. Similar studies have 
highlighted the desire for clinicians to offer hope [3,18,37,50], though 
this needs to be balanced with the reality of the progressive nature of 
dementia [13,37], which can be challenging for clinicians [37]. 

The desire for an actionable plan is also described in other studies 
[3,20]. Discussing short- and long-term steps (e.g., home/lifestyle 
modifications) can help families make plans and cope with the diagnosis 
together [24,51]. Caregivers’ sense of preparedness and self-efficacy are 
associated with less distress [52] and decreased burden [53-55]. Care 
modifications and resources for PLWD can also offer caregivers respite 
and ease burden and depression [56]. However, clinicians may not be 
aware of available support resources [14,15]. 

Stated desires for post-disclosure team follow up are consistent with 
prior studies [10], though sometimes clinicians feel this lies outside their 
role [14]. Interprofessional care teams, which some participants desired, 
often include clinical psychologists or social workers that can help 
provide resources and support, and may decrease burden on physicians/ 
advanced practice providers and nurses [57]. Interprofessional 
communication was also valued for care continuity. Collaborative care 
models can improve health outcomes and quality of care for PLWD [58], 
particularly as many PLWD see multiple specialists for various health 
issues. This can fragment care and make managing disease-specific 
outcomes more difficult [59]. 

Lastly, participants valued when clinicians took time, communicated 
empathetically, built rapport, and used nonverbal communication. 
Although generally recommended as good communication skills in most 
healthcare settings [60], clinicians should contextualize these to meet 
PLWD and caregivers needs [25]. Clinician rapport-building is associ-
ated with lower reported depression and anxiety for PLWD post- 
disclosure [9]. 

Although most participants’ communication preferences overlapped, 
there were mixed views regarding preferred terminology and type or 
amount of information received. Clinicians can account for different 
preferences by assessing PLWDs’ and caregivers’ priorities and goals of 
care through pre-appointment questionnaires or checklists [25,61,62], 
pre-diagnostic counseling [25], or simply asking at appointments [3]. 
Education-based interventions targeting PLWD and caregivers can pro-
vide knowledge about dementia as well as skills for communicating with 
clinical teams and other family members [63]. Some clinicians may 
benefit from education on delivering difficult diagnoses, e.g. by using 
adapted frameworks such as SPIKES-D [64]. Clinician interventions to 
develop patient-centered communication skills can increase the likeli-
hood that PLWD and caregivers understand the diagnosis [3], and 
should extend beyond the diagnosing clinician. Research suggests that 
clinicians who may not diagnose dementia but provide care to PLWD (e. 
g., primary care clinicians) need similar communication competencies 
[3,25]. 

4.2. Limitations 

This study occurred in Florida, which may affect generalizability. 
However, identified themes are consistent with what is previously re-
ported. Participants with a diagnosis >2 years prior were excluded to 
limit recall bias, but this excludes different perspectives. We did not 
collect information on the type of clinician giving the dementia diag-
nosis. Saturation of themes was achieved within the whole study pop-
ulation, but subgroups (e.g., by diagnosis, race/ethnicity) were too small 
for saturation. Participants may have provided socially desirable an-
swers despite speaking to an unaffiliated interviewer. Expressed 
participant preferences do not necessarily imply that these strategies 

improve diagnosis disclosure. A limitation on integrating results into 
current practice is that some findings would likely require system-level 
changes (e.g., to address appointment length, intervals between ap-
pointments). Finally, the majority of our participants were whites/non- 
Hispanic/Latinos and therefore it is unclear if our results generalize to 
culturally/ethnically underrepresented groups. 

4.3. Innovation 

Research on disclosing and receiving dementia diagnoses within the 
past 10 years has overwhelmingly captured clinician or caregiver per-
spectives or utilized audio/video recordings of patient-caregiver- 
clinician clinical visits [25]. Qualitative studies that typically allow for 
richer description often include PLWD in a group setting (e.g., focus 
groups) or interview patient-caregiver dyads together [9,19,65,66], 
which may impact participants’ responses [67]. This study identified 
communication preferences from the perspective of PLWD through in-
dividual interviews, generally finding PLWD preferences to overlap with 
caregiver preferences. Though preferences do not necessarily imply that 
these strategies improve diagnosis disclosure, they help inform patient- 
centered clinician approaches. 

4.4. Conclusion 

PLWD and caregivers desired clear communication, information, and 
support, but differed in some details (e.g. the language used to describe 
the diagnosis and the amount/type of desired information). These 
preferences can inform best practices for person-centered communica-
tion when disclosing a dementia diagnosis, educational and behavioral 
interventions, communication skills trainings, and system-level pro-
grams to improve the dementia diagnosis experience. 
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