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Abstract

Background: Patient-centered care requires understanding patient preferences and needs, but 

research on the clinical care preferences of individuals living with dementia and caregivers is 

sparse, particularly in dementia with Lewy bodies (DLB).

Methods: Investigators conducted telephone interviews with individuals living with DLB and 

caregivers from a Lewy body dementia specialty center. Interviews employed a semi-structured 

questionnaire querying helpful aspects of care and unmet needs. Investigators used a qualitative 

descriptive approach to analyze transcripts and identify themes.

Results: Twenty individuals with DLB and 25 caregivers participated. Twenty-three of the 

caregivers were spouses, two were daughters. Aspects of clinical care valued by individuals 

with DLB and caregivers included clinician time, diagnosis, education, symptom management, 

communication, and caring staff. Unmet needs or challenges included patient/caregiver education, 

education of non-specialist clinicians and community care providers, scheduling difficulties, 

caregiver support, financial concerns, assistance with advance care planning and finding local 

resources, and effective treatments for DLB symptoms.

Conclusions and Relevance: Improving care for individuals with DLB and their families will 

require a multi-pronged strategy including education for non-specialist care providers, increasing 

specialty care access, improved clinical care services, research to support disease prognosis and 

treatment decisions, and local and national strategies for enhanced caregiver support.
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Introduction

Twenty years ago, the Institute of Medicine outlined six aims for health care delivery, 

including patient-centered care.1 Patient-centered care is care that is respectful of and 

responsive to individual patient preferences, needs, and values.1 Despite an increased 

emphasis on patient-centered care, relatively little research focuses on clinical care 

preferences of individuals living with dementia.

Prior research identified that individuals with dementia and caregivers have unmet 

needs relating to dementia diagnosis, education, resource referrals, safety, medical care, 

meaningful activities, legal issues/advance care planning, and caregiver mental health.2 

Gaps in dementia care relate to fragmented and difficult-to-navigate healthcare systems, 

limited clinician knowledge and skill relating to dementia care, poor communication and 

information sharing, and ineffective healthcare policies for improving dementia care.3 

Individuals living with dementia and caregivers prioritize caregiver support, long-term care 

needs, research, education and training for caregivers, communities, clinicians, and staff, and 

dementia advocacy and awareness.4

Examining clinical care values of individuals with dementia with Lewy bodies (DLB) 

separately from other dementias is important because DLB has key differences from 

Alzheimer disease (AD) and other dementias. Individuals with DLB have symptoms such 

as cognitive fluctuations, hallucinations, and dream enactment, distinct from AD.5 Life 

expectancy is shorter in individuals with DLB (median of 3–4 years after diagnosis)6-8 

compared to Parkinson disease9, 10 or AD dementia.7, 11 Caregiver burden is higher in DLB 

compared to AD dementia.12-14 Only one identified study reports unmet needs in DLB.15 

In that study, caregivers desired more information and education about DLB diagnosis and 

management and more information about DLB research, specialists, and facilities skilled in 

DLB care.15 We thus aimed to investigate (1) aspects of care that are helpful and (2) unmet 

needs, particularly to guide care at our center.

Methods

Study design

The study used telephone interviews with individuals living with DLB and caregivers 

to investigate clinical care experiences and needs. A separate analysis assessed research 

priorities.16 Investigators used a qualitative descriptive approach to analyze interview 

transcripts.17 This approach involves reporting and summarizing straightforward accounts 

of participants’ views without intending to generate or test theory. Qualitative research 

reporting criteria guided study reporting (Supplemental File 1).18
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Population and recruitment

Individuals with DLB and caregivers of individuals with DLB were recruited from the 

University of Florida, a Lewy Body Dementia Association (LBDA) Research Center of 

Excellence. The clinic is a tertiary referral center with patients primarily from Florida and 

Georgia. Patients receiving care at this center can self-refer or are referred by primary 

care physicians or specialists. During the study period, the clinic included on-site therapy 

(physical, occupational, speech) and social work. Neuropsychological testing, psychiatry, 

and swallow evaluations were available separately. Patients typically received therapy 

evaluations at consultation and follow-up visits every 6-12 months on the same day as 

physician appointments.

Study inclusion criteria were: (1) patient or caregiver of a patient followed at the center, (2) 

patient diagnosis of DLB,5 (3) if an individual with DLB, clinician-judged mild-moderate 

dementia severity (to allow study participation), and (4) willingness to do a telephone 

interview. Individuals with mild cognitive impairment (suspected prodromal DLB) were 

excluded. Patients and caregivers were not required to participate as a dyad. Participants 

were recruited consecutively at routine clinical visits or through a consent-to-contact 

research database. The University of Florida institutional review board provided approval 

(IRB201500996). The study used a waiver of documentation of informed consent.

Data collection and analysis

The PI (MJA), a DLB specialist, drafted the semi-structured interview guide. A 

neuropsychologist (GS), PhD specializing in qualitative research (TM), former caregiver 

of an individual with DLB (AT), and dementia specialist (not further involved) provided 

revisions. Questions queried the most helpful aspects of care, unmet needs, unaddressed 

symptoms, and suggestions for clinic changes (Supplemental File 2).

A research assistant with qualitative research experience conducted interviews (SA). The 

research assistant received DLB education from the clinical team but had no formal 

healthcare training. The research assistant had no pre-existing relationship with participants. 

If an individual with DLB and their caregiver both participated, the preferred approach 

was to conduct separate interviews. However, the interviewer accommodated requests for 

caregivers to be present during patient interviews. Caregiver opinions offered during patient 

interviews were coded as belonging to the caregiver. A professional service transcribed the 

audio recordings verbatim. Member checking was not performed.

Investigators used Microsoft Word® and Excel 2016® tables to organize data and a 

qualitative descriptive approach to identify and organize themes.17 The PI and two research 

assistants independently analyzed interview transcripts to create a codebook and then 

reached consensus regarding emerging themes (open coding). Broad categories were defined 

by the four interview questions, but themes were identified from transcripts. The research 

assistants analyzed remaining transcripts using a constant comparative technique, revising 

themes and subthemes with the PI (axial coding). Coders assessed saturation during analysis 

by identifying emergence of new themes/sub-themes. Co-investigators gave feedback after 
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the initial coding. Participants were numbered so that participants who enrolled as a dyad 

shared a number (“P” indicating patients, “CG” indicating caregivers).

Results

Demographic and interview characteristics

Interviews occurred 1/22/2018-5/6/2019. Twenty individuals with DLB and 25 caregivers 

participated (Table 1). Six individuals with DLB and ten caregivers expressed interest in the 

study during a clinical visit but subsequently either declined to or could not be reached for 

scheduling. Participants reflected 17 dyads, 3 individuals with DLB without a participating 

caregiver, and 8 caregivers. Caregivers included 20 wives, 3 husbands, and 2 daughters. 

Caregivers were present for two patient interviews. Saturation of themes was reached with 

the target sample of 25 caregivers. Because the degree to which patients could participate 

varied and some patients had difficulty answering the questions, saturation of themes was 

not reached for the patient sample. The study closed after enrolling 20 individuals with DLB 

because of recruitment challenges, particularly after caregiver recruitment was complete.

Exemplar quotes supporting themes (Figure 1) relating to valued aspects of care and 

challenges/unmet needs are provided.

Valued Aspects of Care

Patients and caregivers appreciated the time dedicated to clinic visits, sometimes spending 

multiple hours with the clinician team (Table e-1, Supplemental File 3). They valued having 

clinicians identify relevant symptoms, obtaining testing or knowing that more testing was 

not needed, receiving a diagnosis and/or confirmation of a diagnosis, and obtaining a better 

understanding of expected DLB progression. Caregivers were particularly appreciative of 

explanations and education about DLB:

He was very good for explaining it… He really sat down and explained everything 
to us and showed us on the CAT scans and MRIs and stuff exactly what it was that 
he was looking at and explained it to us because we did have a different diagnosis, 
at one time. (CP12, wife)

[Doctor] is so direct and has such a great ability to distill very complex things into 
very simple and straightforward, but thorough, answers (CP5, husband).

She gave me… a little thing on LBDA, a little pamphlet kind of thing. And then 
she gave me some support group information that I'm gonna try to do when I can. 

(CP14, wife)

Multiple participants mentioned that specialty center care was an improvement over care 

received previously. A couple caregivers appreciated receiving care at a center performing 

DLB research and training physicians about DLB. Patients and caregivers valued the 

center’s holistic approach to management including physical, occupational, and speech 

therapy, psychiatry, and social work, and being able to have assessments on the same day 

(Table e-1).
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Caregivers appreciated being able to communicate with the medical team between visits and 

responsiveness of the care team:

They are very attentive to every need that we have. And I’m always provided with 
contact information for… whomever I need to contact regarding a specific issue. 

(CP8, wife)

I have gotten really good answers. The doctor really helped when I was having my 
husband take a particular medication for constipation… (CP13, wife)

One caregiver particularly appreciated that the clinician asked her husband what he was 

feeling and what was driving his quality of life. Both patients and caregivers commented on 

the value of symptom management with medications (Table e-1).

Participants commented on the caring and compassionate clinic staff (Table e-1). Small 

numbers of participants mentioned appreciating the clinic environment (e.g. clean but not 

sterile), reasonable waiting times, well-spaced appointments, having a care team involving 

a local neurologist in addition to specialists, and physicians taking the lead on difficult 

conversations (e.g. driving). Caregivers also mentioned relying on home care including 

therapy, aides/paid caregivers, caregiver training, skilled nursing facilities, hospice, personal 

support networks (e.g. through church), and services (e.g. financial) to support planning for 

the future.

Challenges and Unmet Needs

Education—Additional education across groups – patients, caregivers/families, 

communities/the public, health care professionals, and community partners – was a 

commonly reported unmet need (Table 2). Patient and caregiver participants desired more 

information about DLB. Caregivers also reported needing more education about what 

to do between visits, expected progression, and coping strategies. They emphasized that 

education should be provided in “layman’s language.” Confusing vocabulary (e.g. relating to 

parkinsonism, Lewy body dementia) was mentioned as problematic by multiple caregivers. 

Some caregivers desired team meetings or ways for family members to get information 

regarding DLB and how to support the patient and primary caregiver. Several patients and 

caregivers desired education regarding research opportunities. Multiple caregivers (and to 

a lesser extent, patients) described a need for more DLB awareness and education for 

non-specialist health care professionals and community health partners (Table 2). Lack of 

DLB knowledge in these scenarios resulted in delayed diagnoses and use of antipsychotics 

typically avoided in DLB (Table 2).

Clinic Experiences—Specialty center. Numerous participants expressed challenges 

relating to travelling long distances for specialty care, and wishing they lived closer. 

Several caregivers described difficulty scheduling their consultation, a long wait to get 

appointments, or trouble scheduling all visits (e.g., physician, therapy) conveniently within a 

single day, particularly if allowing for travel times. Single caregivers mentioned long waiting 

room experiences, discomfort with seeing an advanced practice provider, time to complete 

visit paperwork, or feeling that questionnaires were irrelevant. One patient requested 

telemedicine. A couple caregivers wished that patients and caregivers could have separate 
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allotted physician time. A couple caregivers also mentioned that neuropsychological testing 

and clinic days with interdisciplinary assessments are exhausting and overwhelming for 

people with DLB. Several caregivers wished that follow up visits could be scheduled more 

frequently than every 6 months, though one expressed uncertainty of the value of routine 

check-ups. Several patients and caregivers expressed frustration that they hadn’t received 

DLB treatment or that medication hadn’t helped:

I'm confused, because I don't feel that there's enough guidance in how to treat the 
Lewy body. (CP6, wife)

Even though they did diagnose him more with Lewy body than Parkinson’s, he still 
didn’t get any medicine. And we couldn’t figure out why. (CP16, wife)

One dyad wished that it was easier to access psychiatric care at the specialty center. A 

couple caregivers mentioned the importance of care team communication.

Other physicians/centers. A couple caregivers expressed frustration with their primary care 

physicians relating to lack of DLB knowledge and lack of supportiveness generally. A 

couple caregivers also described negative experiences with local neurologists relating to lack 

of DLB knowledge and dissatisfaction with medication approaches. One caregiver reported 

negative experiences with multiple rehabilitation facilities. Some gaps relating to primary 

care, general neurology, and rehabilitation services overlapped with the education theme 

noted above.

Care Needs—A couple caregivers described needing help to get things done or better 

understand caregiver roles/responsibilities (Table e-2, Supplemental File 3). Multiple 

caregivers reported financial concerns relating to caregiving, medications, hotel stays for 

clinic visits, and general care. Patients and caregivers described challenges with insurance 

coverage. One caregiver expressed regret that she didn’t know about long-term care 

insurance sooner. Multiple caregivers desired more assistance in advance care planning, 

including financial decisions, power of attorney paperwork, guardianship, and percutaneous 

gastrostomy tube placement. Patients and caregivers described difficulty finding local 

resources to support DLB care and lacking support (e.g. therapy, psychiatric care) close 

to home. A couple caregivers reported challenges relating to transportation assistance.

Symptoms Needing Better Management—When queried regarding unaddressed 

symptoms, participants mentioned most of the core features of DLB and many supportive 

features (Table 3). Single participants mentioned concerns such as drooling, loss of the 

ability to drive, “detachment” (reported by an individual with DLB), pain, and loss of quality 

of life. Multiple participants mentioned concerns regarding drug reactions and side effects:

Really, the drug interaction thing is the only thing. (P22)

I know the more you probably, I would say sedate them or give them the like 
hallucination medicines, the more you have to keep increasing that. It can’t be 
good for them. It helps calm them down where they’re not frightened and they’re 
tolerable, but what’s it doing to them physically? You know, is it taking away from 
their life? (CP7, wife)
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There’s such a big risk with taking some type of sleeping aids with medications 
that they take —it’s just like you’re afraid to take a Tylenol because… those can be 
permanent things that happen to them when they have those reactions. That’s pretty 
scary. (CP12, wife)

Discussion

In this interview study, individuals with mild-moderate DLB and caregivers valued when 

clinicians spent time with them, made or confirmed the DLB diagnosis, provided clear 

education on DLB and expected progression, identified and addressed symptoms, and 

communicated well between visits. Multiple participants described appreciating caring 

and compassionate staff and holistic interdisciplinary management. Caregivers mentioned 

relying on additional services including home care, paid caregivers, caregiver training, 

skilled nursing facilities, hospice, and services (e.g. financial) to support future planning.

While multiple participants mentioned receiving DLB education and described this as 

helpful, education was also a commonly reported unmet need. This included education 

targeting patients, caregivers/families, the public, health care professionals, and community 

partners. Several participants expressed frustration that local care teams were unfamiliar 

with DLB. While specialty care was frequently praised, challenges included the long 

travel distances, scheduling difficulties, and the person with DLB finding the long days 

to be overwhelming. A couple caregivers wished that patients and caregivers could have 

separate allotted physician time. Caregivers voiced unmet needs including needing help 

with caregiver support, financial concerns, insurance challenges, advance care planning, 

and finding local resources. Participants mentioned multiple symptoms needing improved 

management strategies.

The fact that individuals with DLB and caregivers valued diagnosis, disease education, 

symptom management, good communication, caring and compassionate staff, and time 

spent with clinicians is unsurprising, as these are care elements prioritized by patients across 

diseases. The 2020 Healthgrades patient sentiment report identified that skill/care quality 

(defined as patients’ trust in the clinician’s ability to provide effective treatment), bedside 

manner, communication, staff, and visit time were the top five themes in clinician reviews.19 

Surveyed individuals with early-stage AD report that quality care includes early diagnosis, 

education, clinicians getting to know the person with dementia, and personalized care.20

The unmet needs are also not unique to DLB, but many have particular weight in DLB. 

Multiple participants described challenges getting a DLB diagnosis prior to the specialty 

evaluation. Diagnosis is an unmet need in dementia2 and particularly in DLB, where it 

can take years to get the correct diagnosis21 and 1 in 3 cases may be missed.22 Patient 

and caregiver education regarding dementia and what to expect are also unmet needs in 

dementia generally2, 23-26 and in DLB.15 While some participants described education as 

an unmet need, many participants reported education about DLB and what to expect as 

specialty clinic benefits. This dichotomy has multiple explanations. The specialty center 

where this research was conducted has over 10 attending physicians who care for individuals 

with DLB and at least 6 fellows training at any one time. Educational approaches may 
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differ between clinicians, though all clinicians have access to LBDA materials. Additionally, 

individual patients and caregivers may have different educational expectations. Finally, 

unmet educational needs likely relate in part to lacking knowledge in the field. Formal 

recommendations for DLB care were only published in 2020,27 and they rely on expert 

consensus to supplement limited DLB-specific evidence. Evidence regarding cause of death 

in DLB was published only in 2019,8 and research regarding natural history and expected 

progression are needed.16, 28

Similar to current themes, individuals with dementia and their caregivers previously 

described unmet needs relating to resource referrals, meaningful activities, and legal 

issues/advance care planning.2 While specialty centers can partly address these needs, 

numerous participants described challenges relating to travel distances and appointment 

frequency. This underscores the importance of local clinical care (e.g. primary care, 

general neurology, therapy, home care, and hospice), but caregivers reported difficulty 

finding local resources and health care/community providers with DLB knowledge. Similar 

challenges were described in the 2010 study of caregivers in DLB,15 suggesting that little 

has changed in ten years. Telemedicine access facilitated by the COVID pandemic may 

increase specialty center access. However, research needs to investigate whether DLB can 

be accurately diagnosed via telemedicine (e.g. without a full physical examination), how to 

address videoconferencing challenges (e.g. relating to access to technology, comfort with 

technology, and DLB-specific features such as delusions which may incorporate screens), 

and how to deliver interdisciplinary care remotely.

Caregivers expressed needing help with caregiver support, guidance, and financial 

challenges. While clinic social workers can provide guidance on mechanisms for caregiver 

support (e.g. paid aides) and financial assistance, the ability to pay for home care and 

medical needs is often limited by individual circumstances. In 2015, a U.S.-based survey of 

individuals with dementia and their care partners prioritized caregiver support – including 

financial compensation, case management, counseling, and respite – as their top overall 

priority for the federal government. Financial assistance/respite funding was the top 

caregiver support priority.4 Skill training for informal caregivers and health care workers 

were the top two priorities relating to education.4 Issues relating to caregiver roles, financial 

burden/out-of-pocket costs, and ensuring a trained workforce were also three of the priorities 

from the 2017 National Research Summit on Care, Services, and Supports for Persons with 

Dementia and their Caregivers.29

Finally, individuals with DLB and caregivers reported numerous symptoms needing 

improved management strategies. Currently there are no treatments approved by the U.S. 

Food and Drug Administration for use in DLB. Initiating clinical trials for symptoms 

affecting patient function and caregiver burden is a National Institutes of Health priority,28 

but evidence-based treatments are currently lacking and existing treatments are often 

insufficient or risk worsening other symptoms.27

This study is the first to evaluate valued aspects of care and challenges/unmet needs of 

both individuals living with DLB and their caregivers. The qualitative descriptive approach 

used involves reporting and summarizing participants’ views without an intent to generate 

Armstrong et al. Page 8

Alzheimer Dis Assoc Disord. Author manuscript; available in PMC 2022 January 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



or test theory.17 Interviews from a single U.S.-based DLB center of excellence affects 

generalizability, but identified themes were consistent with prior publications. Interviewing 

individuals without subspecialty care would likely identify additional themes; other specialty 

centers could have different strengths or gaps. While interview questions were drafted 

and revised based on input from multiple individuals, only one former caregiver was 

represented. There was no pilot testing with individuals with DLB or active caregivers. 

Additional interview prompting could have resulted in different responses. The study 

sought the opinions of individuals with DLB to give them an active voice – important 

for patient-centered care, including in dementia20, 30 – but several individuals struggled with 

participation. Still, quotes from 15 individuals with DLB were included in this report, quotes 

from two more supported overall themes, and the remaining three participants had only 

praise for their clinical care. Most caregiver participants were wives. Other caregiver types 

could have different experiences. Most participants were of white non-Hispanic backgrounds 

with high educational attainment, but prior research found that unmet needs may be higher 

in minorities and caregivers with lower education.2 Experiences with diagnosis and unmet 

needs could vary with other patient and caregiver groups.

Conclusions

This study identified aspects of clinical care valued by individuals with DLB and caregivers 

(clinician time, diagnosis, education, symptom management, communication, and caring 

staff), suggesting that clinics should focus on these elements of care. The study also 

identified areas for improvement: patient/caregiver education, education of non-specialist 

clinicians and community care providers, scheduling difficulties, caregiver support, financial 

concerns, assistance with advance care planning and finding local resources, and improved 

symptomatic approaches. Some of these gaps can be addressed through changes at the 

clinic level, such as through partnership with the LBDA to provide education, providing 

social work support, and ensuring that clinicians are knowledgeable about treatment options. 

Other gaps require further research (e.g. research on prognosis/natural history to inform 

counseling, development of improved symptomatic approaches, and identification of optimal 

caregiver support strategies) or potentially governmental strategies (e.g. caregiver financial 

assistance). The current study was conducted before the COVID pandemic and increased 

telemedicine use; further research is also needed to investigate whether telemedicine can 

help address some identified barriers to care (e.g. distance to specialty centers). Improving 

care for individuals with DLB and their families will require a multi-pronged strategy 

including education for local non-specialist care providers, increasing access to specialty 

care, improved clinical care services, research to support disease counseling and treatment 

decisions, and local and national strategies for enhanced caregiver support.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Figure 1. 
Identified themes relating to valued aspects of care and challenges/unmet meeds
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Table 1.

Participant Demographics

Individuals with dementia
with Lewy bodies

(n=20)

Caregivers of individuals with
dementia with Lewy bodies

(n=25)

Female gender (number, %) 2 (10%) 22 (88%)

Age range (number, %)

 50-59 1 (5%) 8 (32%)

 60-69 10 (50%) 9 (36%)

 70-79 7 (35%) 6 (24%)

 >80 2 (10%) 2 (8%)

Race/Ethnicity

 White non-Hispanic 17 (85%) 23 (92%)

 White Hispanic 1 (5%) 0 (0%)

 Black 2 (10%) 2 (8%)

Highest education

 Did not finish high school 1 (5%) 1 (4%)

 High school graduate or equivalent 1 (5%) 1 (4%)

 Associate degree or vocational training 2 (10%) 5 (20%)

 Some college, no degree 3 (15%) 4 (16%)

 Bachelor degree 5 (25%) 12 (48%)

 Advanced degree (e.g. MS, MD, PhD) 8 (40%) 2 (8%)

Interview duration* (mean, minutes) 28:11 37:10

*
This is the total interview duration, including reflections on both clinical care and research priorities.
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Table 2.

Unmet Needs Relating to Education about Dementia with Lewy Bodies

Theme Exemplar Quotes

Need for more 
education for 
patients

I think it’s great sitting down with the doctors and all that, but… it doesn’t really tell me too much, you know, because 
I’m not too sure what I’m doing, you know?… I’m an information person. I just wanna know more, you know? - just more 
comprehensive information. (P3)
Don’t be shy to hurt my feelings, but just you know, let me know so I know what I’m coming into. I don’t like going into 
the dark. I like to—you know, if it’s gonna happen, it’s gonna happen, you know? (P4)
More education. I feel like the more you know about it, the better off you’ll be. Well, it would mostly be education only 
about dementia. (P11)

Need for more 
education for 
caregivers & 
families

When he was first diagnosed, there was a lack of information, I mean, pretty much everything… I think that there ought to 
be, like, information pamphlets about the emergency room stuff—with Lewy bodies, how pretty much none of his doctors 
are gonna know what it is. (CP9, wife)
I think it would be helpful for the spouse to be scheduled for maybe, like, a workshop or just an hour long process of 
what’s gonna, you know, teaching you what’s gonna—the symptoms that come up and what’s, you know, the decisions 
you’re gonna have to make and the help you’re gonna have to show him and – and different things. Just an education about 
the both of them together. For the spouse, not the person that - that is diagnosed with the disease. And it wouldn’t hurt for 
the person that has the disease also. (CP16, wife)
Maybe follow up [the initial consultation] with a family appointment and say, “All family members are invited. Those who 
the caregiver and the patient feel they would like to invite—-to an appointment to discuss their fears, their needs, what they 
can do.” Let them understand how important they are in being there for both the patient and the caregiver. (CP8, wife)

Need for 
community 
education, 
awareness

I think that better education about what Lewy body disease is. None of my friends have ever heard of it before. They’ve 
all heard of Alzheimer’s, but they’ve never heard of Lewy body. I think there needs to be more information, public 
information. (CP10, wife)

Need for 
improved 
education of 
healthcare 
professionals

Well, if medical professionals, even the, you know, like the geriatric specialists and people—if they could more know the 
symptoms, they would be a lot better. (P25)
And a lot of doctors, I feel, don’t know about Lewy body. They’re not educated that well in that. And I’m even talking 
about the neurologist that we went to before we ever got to [facility name]. That was like oh, my God. And then, when he 
got diagnosed at [facility name], I was like, “What? That was never in the picture.” (CP4, wife)
I think because there’s so much lack of information about this disease that I don’t always trust. Cuz, like, he he had one 
stay in the hospital where they didn’t have a clue. And they wouldn’t listen to me. I had to call our doctor up there. I said, 
“Can you talk to them?” (CP9, wife)
When we go to the emergency room, when she has falls, I'm like, do not give her anything in this class of drugs, because 
a lot of doctors don't know that. So that's a broad-based thing with clinical care. But many, many, many don't know or 
understand. They have no concept of the fact that people with Lewy body dementia can't have certain medications. (CP21, 
daughter)
I was kind of just out there on my own, thinking, “Golly. He’s just shuffling around. He’s falling.” You know, and he 
had been doing that. He’d done that in his general practitioner’s office and his psychiatrist’s office. He’s been shuffling in 
there. And, you know, that was the doctor that gave him—and I’m not blaming any doctors. I just think, they need to be 
better educated. I’m not bitter, but then they gave us Latuda on top of it. Well, talk about crashing. (CP25, wife)

Need for 
education of 
community 
partners

I use respite care for a few hours a week, but these people are ill prepared and unmotivated to participate in this disease 
state. It’s not business as usual. This is a little bit different, but I think we have an obligation to help educate the people 
that are coming in to assist with the care of these people and not just assume that the type of care that they provide is going 
be adequate. (CP13, wife)
I did the Savvy [Caregiver] Class. You know, an eight-week program…Even the leader didn’t know too much about Lewy 
body. (CP25, wife)
The doctors and all the medical into, our law enforcement probably needs to know and understand it too. That they’re not - 
that they’re not street crazy, but it might appear that way if - if they were in a dangerous situation. (CP25, wife)
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Table 3.

Symptoms Needing Better Management in Dementia with Lewy Bodies

Symptom Exemplar Quotes

Cognitive 
changes

My memory. I have both problems both with my short term memory, for example, in finishing sentences sometimes. Or 
forgetting- formulating a sentence in conversation and forgetting it. As in the longer term, I have just memory losses that can 
encompass two or three days, say, three or four months ago. And I just have no memory of the outing that we––or whatever 
we’ve been on, none at all. (P28)
Following instructions. For example, my wife may say something, and I—it takes me longer to process what she’s asking 
me or telling me. And so I need some—I need a little more. I’m slower on the uptake. (P16)
His memory isn’t really our biggest problem. It’s decision making and - and being able to sort out what you’re telling him 
sometimes. (CP25, wife)

Fluctuations And I have good days and bad days. I don’t different— I can’t tell really when I’m having—sometimes I wake up and I 
know I’m foggy and whatever and I do realize it, and then other times I think I just don’t but. And my wife says, “No you 
are.” And I’m like, “I’m not.” (P8)
I go up there. I mean, they're very nice. And he always puts on a good show. He can stand up when somebody asks him to. 
And, you know, if I ask him the name of a restaurant we went to five years ago in [city name], he knows the name of it. So 
he knows all my children. He knows people. And other times, he's just totally out of it. (CP6, wife)

Psychosis Well, you know, he’s hallucinating a lot more now—- and, um, the—he’s really—the medication that has been 
recommended, the side-effects are – are, you know, frightening. So, he doesn’t wanna take them. (CP23, wife)
The only bad thing that he’s got is he’s seeing bugs coming out of his skin, mostly his arms. He just insists that they’re 
there. He sees them. He sits there in the chair, and he looks at—he just keeps picking, and his arms are in terrible shape… 
He says, "I just seen that—I just seen him come up out of there." He said, "I grabbed him by his head and pulled him out 
and his head came off." He said, "I was trying to save it so I could show it to you, so you would know what I’m talking 
about." He said, "I dropped it and his head went right back down into another hole." This goes on all the time… I’m afraid 
he’s gonna get staph or MRSA (CP11, wife)

Parkinsonism, 
falls

One thing I have is muscles straighten up, and loosen up, and stop doing the shaking and all that. A lot of shaking 
sometimes. And the legs kick at night. (P7)
There’s so many things wrong with me; with the gait, I often fall down. (P23)
He’s fallen a little more now. He just balance is, not very good, as it was. But then the medicine that they prescribed to help 
with the balance worsens the hallucinations. (CP23, wife)
He physically can’t do a lot anymore—- and, of course that’s disturbing to him—deeply disturbing—- because he can’t do 
what he used to do. (CP24, wife)

Fatigue He is always tired. So it’s hard for him. You know, say he’ll wanna go walk or do this. And – and it’s a real effort. (CP19, 
wife)

Autonomic 
symptoms

I think most affected his quality of life was the physical aspect of it, sort of orthostatic hypertension, not being able—you 
just basically—we couldn’t keep his blood pressure in a place that he wasn’t gonna get those… we called them episodes, 
when he would start to shake. And then his knees would buckle. And if you weren’t there, he would go down. It looked just 
like, you know, if you stand up too fast from the table and you’re—the room spins and you pass out. It looked like that. So, 
we never knew when that was gonna happen. (CP5, husband)
I guess that leads us to another symptom, that she's got some real temperature change symptoms. (CP21, daughter)
She thinks she has to go to the bathroom all the time.. Whenever I'm with her, she's, like, "I have to go to the bathroom. I've 
got to go to the bathroom. Go to the bathroom." I get that all the time. (CP21, daughter)

Depression Well, they haven’t necessarily addressed depression. We’ve gone out on our own to find a psychologist. (CP17, wife)
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