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Abstract

Objectives: The purpose of this study was to partner with stakeholders to identify gaps in care for persons living
with dementia and their family caregivers and from this list, identify priorities for dementia care research.

Methods: Using a community-engaged research approach, a Stakeholder Advisory Council (SAC) consisting of
diverse membership including persons living with dementia and family caregivers was convened. Through our
work with the SAC, along with input from the wider network through a symposium, webinars, and an online
learning community, gaps in dementia care and a list of topics for dementia care research was generated. This list
was reduced to 46 topics for dementia care research and sent to stakeholders (persons living with dementia, family
caregivers, and health/social care professionals in dementia care) to be prioritized by rating each of the 46 topics as
“Not so important,” “Important,” or “Very important.” Priorities for dementia care were summarized by frequencies
and proportions.

Results: A total of 186 participants completed the survey from August through October 2020, including 23 (12.4%)
persons living with dementia, 101 (54.3%) family caregivers, and 62 (33.3%) health/social care professionals.
Consistent across stakeholder groups was the focus on research on how best to support families following a
diagnosis of dementia. Among persons living with dementia, research focused on support for continuing to live in
their own homes was ranked as the highest priority, rated by 91.3% as “Very Important”. High priority research areas
for family caregivers included interventions to slow cognitive decline (76.3%) as well as non-pharmacological
approaches to manage behavioral symptoms (74.7%). The highest priority research topics for health/social care
professionals were focused on the diagnosis including benefits of an early diagnosis (71.4%), how best to deliver
the diagnosis (70.9%), and supports needed following a diagnosis (78.6%).

Conclusions: This project draws on the strengths of its multi-stakeholder perspective to support patient-centered
outcomes research. Findings are intended to inform those who conduct research and those who fund research
about which research topics stakeholders believe are most important and thus have greatest potential to improve
the quality of life among people living with dementia and their families.

© The Author(s). 2021 Open Access This article is licensed under a Creative Commons Attribution 4.0 International License,
which permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give
appropriate credit to the original author(s) and the source, provide a link to the Creative Commons licence, and indicate if
changes were made. The images or other third party material in this article are included in the article's Creative Commons
licence, unless indicated otherwise in a credit line to the material. If material is not included in the article's Creative Commons
licence and your intended use is not permitted by statutory regulation or exceeds the permitted use, you will need to obtain
permission directly from the copyright holder. To view a copy of this licence, visit http://creativecommons.org/licenses/by/4.0/.

* Correspondence: Whitec2@uthscsa.edu
2Glenn Biggs Institute for Alzheimer’s and Neurodegenerative Diseases, UT
Health San Antonio, San Antonio, Texas, USA
3Caring for the Caregiver Program, School of Nursing, UT Health San
Antonio, San Antonio, Texas, USA
Full list of author information is available at the end of the article

   Journal of Patient-
Reported Outcomes

Patel et al. Journal of Patient-Reported Outcomes            (2021) 5:46 
https://doi.org/10.1186/s41687-021-00325-x

http://crossmark.crossref.org/dialog/?doi=10.1186/s41687-021-00325-x&domain=pdf
http://orcid.org/0000-0002-3264-7760
http://creativecommons.org/licenses/by/4.0/
mailto:Whitec2@uthscsa.edu


Introduction
There is a growing emphasis on the inclusion of patients
and other stakeholders in healthcare research, in order to
produce evidence that matters to patients and families
and to meaningfully impact dissemination and uptake of
findings [1, 2]. A continuum of involvement can be seen
in the literature from patients and the public serving as
advisors, helping to select the research questions, assisting
with the conduct of the study as members of the research
team, and even to serving as co-authors on manuscripts
[3–5]. Despite the importance of patient-engaged re-
search, persons living with dementia and their families
continue to face barriers to active engagement with re-
searchers [6]. Bethell et al. [7] conducted a scoping review
to describe the extent of patient/family engagement in re-
search related to dementia and found that, while there is a
growing number of research teams that engage persons
living with dementia (PLWD) and family caregivers, re-
searchers continue to perceive barriers that include the
added costs and time as well as the lack of training re-
quired to adapt to a shared decision-making process.
The growing number of families impacted by Alzhei-

mer’s disease and related dementias (ADRD), coupled
with the lack of disease-modifying therapies [8], under-
scores the urgent need for research that addresses prior-
ities in care for families. Bringing the perspective and
expertise of families who have the lived experience of
dementia to our research is important to the creation of
evidence that matters and is beneficial to patients and
families [9]. What is important to families often con-
trasts with professional perspectives; interventions will
be impactful only when they make a difference on pa-
tient- and caregiver-reported outcomes [10]. Yet, a re-
cent review examining family-centered dementia care
research reports limited conceptualization in the litera-
ture around family-centered research [11]. The unique
perspectives of stakeholders, including those impacted
personally by dementia and social/health care profes-
sionals as well as researchers who provide care for fam-
ilies impacted by dementia, conduct research, and
influence policy, must be included in discussions about
supportive care and the priorities for research in this
area.
The purpose of this study was to partner with stake-

holders to identify gaps in care and from this list, iden-
tify priorities for dementia care research. A second
purpose was to describe the priorities for dementia care
research by stakeholder group and examine for differ-
ences by group. To accomplish this, we conducted a sur-
vey to capture multiple perspectives, importantly PLWD,
family caregivers to PLWD, and health/social care pro-
fessionals who serve families affected by ADRD. This re-
search was conducted in partnership with a Stakeholder
Advisory Council (SAC).

Methods
To identify priority dementia care research topics, sur-
veys about the importance of research topics identified
by the SAC were administered to community members
impacted by dementia. A detailed description of the
methods we applied follows. This project was submitted
to the Institutional Review Board and deemed to be ex-
empt (HSC20180659N). All SAC members provided ver-
bal consent for their participation in identifying topics
for research that would serve as survey items and in
helping to identify priorities. Participants who completed
the surveys to rank the survey items were provided with
an information sheet about the survey, which was com-
pleted electronically or through an interview conducted
on Zoom.

Partnership with a stakeholder advisory council
The SAC was convened in November 2018 and con-
tinues to meet monthly as of March 2021 to address re-
search topics relevant to patient/family-centered
dementia care. The SAC consists of 15 members, includ-
ing 2 PLWD, 4 family caregivers, 7 health/social care
professionals, and 2 researchers. Professional members
include geriatricians, a nurse with expertise in palliative
care, social service program providers, and a member
from the faith community. The SAC was co-led by the
Principal Investigator for this research (CW), in partner-
ship with MF, who lives with dementia. Co-chairs of the
SAC consulted on agenda items each month. Monthly
meetings lasted for one to one and a half hours each,
with an average of 10 members in attendance. With the
beginning of the pandemic and need for social distan-
cing, the SAC transitioned to virtual zoom meetings as
of March 2020. SAC meetings were designed to build
capacity among members to participate in patient-
centered outcomes research. Specifically, we reviewed
principles of ethical conduct, discussed patient-centered
outcomes research with a focus on supportive care,
stakeholder engagement in research, and the role of the
SAC in identifying priorities for dementia care research.
After participating in generating the list of dementia care
research topics, SAC members helped to reduce the list
by removing redundant items and those that could not
be addressed by research, refining the data collection in-
strument, participating in recruitment as well as data
collection, and providing their interpretation to the re-
sults. Additional information about the SAC and the ex-
perience of participating in this council are described in
Masoud et al. [12].

Identification of topics for research
Identifying priorities for dementia care research was an
iterative process. SAC members described gaps in care
from their different perspectives and potential areas of
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research relevant to these topics, with ethnographic
notes taken at each monthly SAC meeting with mem-
bers’ consent. SAC members were encouraged to discuss
dementia-related research topics with others in their
personal networks, documenting notable topics to share
at the SAC meetings. Through our web-based portal,
questions were posted about gaps in care and research
topics to address these gaps. From the postings on the
portal from the SAC and the wider network, topics for
research were also collected. Discussions took place at
the monthly meetings around these different topics.
From the meeting notes, research topics were extracted
and compiled into a list, which was shared with the
SAC. An in-person symposium was held in June 2019,
with a focus on stakeholder engagement in research.
Through small group discussions, led by SAC members,
research topics around dementia care were discussed
and added to the list. From these different sources, a
long list of 86 questions/topics was generated.

Preparation of survey for prioritization
A sub-group of SAC members, consisting of 2 researchers,
a family caregiver, and 2 clinicians, met over 3 meetings to
review the long list. Common ideas were merged, dupli-
cates were removed, and wording was revised for clarity.
An underlying principle in designing the survey instru-
ment was to ensure that it would be accessible to all stake-
holders, including PLWD. We followed the ‘dementia
friendly’ design principles recommended by Morbey et al.
[13] in their project of developing a core outcome set for
evaluating interventions for PLWD. The SAC was also
consulted on the design of the survey instrument. The
survey instrument included the use of ‘plain language’, en-
larged font, contrasting font and background color, and
application of alternating background colors for each
question on the survey collection tool. Response options
were also abbreviated to 3 response alternatives about the
importance of the question, as compared with typically
used 5-point Likert scales, to limit decision burden among
PLWD. The shortened list was presented to the SAC dur-
ing a monthly meeting for their review, with minor
changes recommended. Edits included changing the items
to topics rather than questions, as they found that they
were trying to answer each question rather than rate it for
importance, as well as design and wording changes to
make the instrument more suited for families impacted by
dementia. These changes were integrated into the survey
instrument and reviewed again by the SAC prior to distri-
bution in August 2020. Figure 1 summarizes this process.

Sample and data collection
Those eligible to complete the survey were individuals
who were personally or professionally impacted by de-
mentia. This included PLWD, family caregivers, and

professionals who worked directly or indirectly with
families affected by dementia. A snowball sampling tech-
nique was used to recruit participants, wherein members
of the SAC were asked to distribute the survey to poten-
tially eligible individuals in their respective communities.
Community members who administered survey ques-
tionnaires were trained to assent PLWD, including pro-
cesses to attain verbal assent, how to recognize signs
that an individual withdrew assent, and how to identify
when a participant’s level of cognitive functioning may
detrimentally affect their ability to provide meaningful
survey responses [14].
Surveys were completed both through an electronic

link to the Qualtrics survey and ‘face-to-face’ via Zoom.
Face-to-face surveys were offered to PLWD and were
administered by community members and members of
the research team. Participants were asked to rate the
importance of each research topic area in the final list of
priority research topics consisting of 46 separate topics,
grouped into 7 overarching research domains (Fig. 2).

Measurement
Participants were asked to identify as a PLWD, family
caregiver, health or social care provider, researcher, or
other; those selecting the “other” option were asked to
write in their role. We also collected data about partici-
pants’ ethnicity and gender. Survey items were listed as
research topics (e.g., How to manage, anxiety, fear, and
other emotions related to a diagnosis of dementia). Par-
ticipants could respond that items were “Not so import-
ant,” “Important,” or “Very important.” This wording
was selected because all items were considered to be im-
portant given that they were identified by the SAC and
other stakeholders, and thus there was no option to indi-
cate a topic as being ‘unimportant’, but instructions indi-
cated to think about the relative importance each
particular item held for them.

Analysis
Survey data were analyzed using descriptive and bivari-
ate statistics. We examined the distributions of the re-
sponses to the research topics using frequencies and
proportions of responses in rating the topics. We also
examined those items rated as “Very Important”, strati-
fied by stakeholder group (PLWD, family caregiver,
health/social care professional which also included
‘other’). To summarize findings, we present results from
the five items with the highest proportion of “Very im-
portant” and the 5 items with the lowest proportion of
“Very important” for each subgroup. After examining
expected frequencies of responses for each sub-group
according to importance ratings, we completed bivariate
analyses. For those responses wherein expected frequen-
cies were < 5, we applied a Fisher’s exact test. For all
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other bivariate comparisons, we used a Pearson Chi-
squared statistic. Differences with a p-value of < 0.05
were considered to be statistically significant in the dis-
tribution of responses by subgroup. Analyses were com-
pleted in Stata 15.1.

Results
Participant characteristics
A total of 186 participants completed the survey from
August through October 2020, including 23 (12.4%)
PLWD, 101 (54.3%) family caregivers, and 62 (33.3%)
classified as health/social care professionals/other. Of
this latter group, the majority (n = 41, 66.1%) self-
identified as health and social care professionals, 4
healthcare students, and 17 as “other”, which included
paid caregivers, researchers, and elder lawyers, among
others. Participants identified as non-Hispanic White
(50%), Hispanic (35%), Black/African American (8.3%),
and other race (6.7%). Three-quarters were female
(75.6%) and 24.4% were male. See Table 1 for demo-
graphic characteristics by stakeholder group.

Priority areas
Supplemental Table 1 shows the 46 topics for research
included in the final list and the percentage for each

topic selected as “Very Important” overall and by stake-
holder group (PLWD, family caregiver, and health and
social care professional/other). There were 10 research
topics that were selected by two-thirds or more of the
sample. Three of these topics fell under the theme of re-
search topics related to the time of diagnosis, and in-
cluded the resources and support that families need at
the time of diagnosis (76%), the benefits of an early diag-
nosis (68%), and how to improve the process of a timely
diagnosis (68%). Intervention topics rated as “Very Im-
portant” included how to support PLWD to remain in
their own homes (73%), how to support families to pro-
vide care as the dementia progresses (71%), non-
pharmacological interventions to manage behavioral
symptoms (69%), and how to support the emotional
health of PLWD and their families (68%). Other research
topics rated as “Very Important” included interventions
to support the dignity of PLWD (70%) and how we can
respect individual choices of quality vs. prolonging life
(66%). Finally, research that identifies the skills and
knowledge needed by the health care support to support
PLWD and their families was selected as “Very Import-
ant” by 66% of the sample. There were few significant
differences across the distribution of frequencies by
stakeholder group. Notable significant differences related

Fig. 1 Overview of Process to Develop Survey of Topics Important to Dementia Care Research
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to special populations (rural areas, those living alone,
and different cultures) which were selected as “Very Im-
portant” by a higher proportion of health and social care
professionals compared with other stakeholder groups.
Relative to other stakeholder groups, a higher proportion
of PLWD selected research to support individuals with
younger onset dementia as well as ways for support
when PLWD are unable to make decisions about health
and care.

Highest priority topics according to stakeholder group
Among PLWD, research focused on support for con-
tinuing to live in their own homes was ranked as the
highest priority, rated by 91.3% as “Very Important”
(Table 2). Among other priority topics were research
around advance care planning (78.3%) and respecting in-
dividual choices (82.6%). PLWD also prioritized research
that identified the benefits of an early diagnosis (73.9%),
evidence about information and resources to support
families following a diagnosis (73.9%), as well as support

for managing the emotional consequences of a diagnosis
of dementia (73.9%). The majority (78.2%) also rated the
need for research that identifies the skills and knowledge
health care professionals need to communication with
families as “Very Important”.
High priority research areas for family caregivers in-

cluded interventions to slow cognitive decline (76.3%) as
well as non-pharmacological approaches to manage be-
havioral symptoms (74.7%). Family caregivers also priori-
tized evidence for resources and support for families
following a diagnosis (74.2%) and support that would
allow PLWD to continue living in their own homes
(72%).
Priority research topics for health care professionals

were focused on the time of diagnosis including the ben-
efits of an early diagnosis (71.4%), how best to provide
the diagnosis (70.9%), and the supports needed following
a diagnosis (78.6%). Priorities common across all stake-
holder groups was the importance of research on how
best to support families following a diagnosis of

Table 1 Participant Characteristics by Stakeholder Group

PLWD (n = 23) Caregiver (n = 101) HCP (n = 62)

Female, n (%) 12 (52.2) 74 (73.3) 49 (79.0)

Race/Ethnicitya, n (%)

White 15 (65.2) 47 (49.0) 27 (50.0)

Non-White Hispanic 6 (26.1) 42 (43.8) 15 (27.8)

Other 1 (4.3) 7 (7.3) 12 (22.2)

PLWD Person Living with Dementia, HCP health and social care professionals, researchers, other
amissing data on race/ethnicity

Fig. 2 Research Topics (n, %) by Overarching Themes
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dementia. Furthermore, both PLWD and family care-
givers prioritized effective interventions to support the
PLWD to continue living in their own homes.

Lowest priority topics according to stakeholder group
There were more commonalities than differences across
stakeholder groups in research topics rated as low prior-
ity based on the proportion of participants rating them
as “Very Important” (Table 3). For example, across
stakeholder groups, examining how adult day programs
support quality of life was given low priority. Identifying
work or volunteer opportunities for family caregivers,
drawing on what they have learned from their role was
scored as “Very Important” by around one-third of
PLWD (34.7%), family caregivers. (32.6%) and health/so-
cial care professionals (39.2%). A low percentage of
PLWD selected culture-specific approaches to support-
ing at-risk communities (31.8%), research about inter-
ventions for financial support (34.8%), and interventions
for people with dementia who live alone (41%) as “Very

Important”. Identifying effective strategies to engage
PLWD and family caregivers in research was also rated
as a lower priority by both family caregivers (37.8%) and
health/social care professionals (44%).

Comparison of top priorities of PLWD with ratings by other
stakeholders
We compared the top priorities selected by PLWD with
the percentage of family caregivers and health/social care
professionals selecting those research topics as “Very
Important” (Table 4). There were no significant differ-
ences in the distribution of the responses except for the
topic that concerned research to support PLWD who
are unable to make decisions about their health and
health care. This topic was selected as “Very Important”
by 73.9% of PLWD, 53.8% of family caregivers and 56.9%
of health and social care professionals (p = 0.04). There
was a trend for significant differences on research about
the services and supports that are needed to help people
living with dementia continue living in their own homes,

Table 2 Top 5 “Very Important” Priorities by Stakeholder Group

PLWD
(n = 23)

Caregiver
(n = 101)

HCP
(n = 62)

Priority % Priority % Priority %

Services and supports that are needed
to help people living with dementia
continue living in their own homes.

91.3 Understand the benefits of cognitive
stimulation activities such as games and
crosswords in delaying the onset or
slowing the progression of dementia.

76.3 Information and resources needed to
help individuals and their families
following a diagnosis of dementia.

78.6

Understand how to respect individual
choices regarding quality of life versus
prolonging life.

82.6 Effective approaches apart from
medication to manage behavioral
symptoms.

74.7 How a diagnosis of dementia affects the
relationships between a person living
with dementia and their families.

72.7

Identify ways to support people living with
dementia and their families to make
advance care plans early in the diagnosis.

78.3 Information and resources needed to
help individuals and their families
following a diagnosis of dementia.

74.2 How an early diagnosis benefits the
person with the diagnosis and their
family.

71.4

Identify the skills and knowledge that the
healthcare team needs to provide better
care for people living with dementia and
their families.

78.3 Identify the care and support services that
are needed to support the dignity of
people living with dementia.

73.6 How the process of receiving a diagnosis
of dementia can be more personalized
for the individual and the family.

70.9

Information and resources needed to
help individuals and their families
following a diagnosis of dementia.

73.9 Services and supports that are needed
to help people living with dementia
continue living in their own homes.

72.0 Identify how to support people living
with dementia and their families who are
vulnerable and at higher risk for poor
health outcomes.

70.6

How an early diagnosis benefits the
person with the diagnosis and their
family.

73.9 –

How to manage anxiety, fear, and other
emotions related to a diagnosis of
dementia.

73.9

Ways to support communication and
decisions about medications and care
among people living with dementia, their
families, and health care providers.

73.9

Ways to support people living with
dementia who are unable to make
decisions about their health and care.

73.9 –

Overlapping priorities among groups are bolded
PLWD Person Living with Dementia), HCP health and social care professionals, researchers, other
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with 91.3% of PLWD selecting this as “Very Important”
compared with 72% of family caregivers and 66.7% of
health/social care professionals (p = 0.07).

Discussion
This paper reports on the priority areas for dementia
care research identified by stakeholders. To add to the

science of dementia-specific supportive care, it is im-
portant that the voices of all stakeholders are included.
To this end, SAC members as well as the larger network
accessed through the symposium, webinars, and the web
portal contributed, in an iterative fashion, to identifying
and prioritizing topics for dementia care research. Find-
ings are intended to inform those who conduct research

Table 3 Bottom 5 “Very Important” Priorities by Stakeholder Group

PLWD
(n = 23)

Caregiver
(n = 101)

HCP
(n = 62)

Priority % Priority % Priority %

Identify best culture-specific approaches
for educating and supporting at-risk
communities

31.8 Tracking and supporting statistics on
dementia and caregiving at a local level.

31.1 Identify work or volunteer
opportunities for family caregivers to
use their skills and knowledge from
their caregiving experience.

39.2

Identifying effective ways to help people
living with dementia and their families
obtain financial support.

34.8 Identify the healthcare and support
services that are needed for people
with younger onset dementia and their
families.

31.5 Understand how trust among healthcare
providers and people living with dementia
and their families affects health outcomes.

39.2

Identifying how adult day programs
affect the health and quality of life for
people living with dementia and their
families.

34.8 Identify work or volunteer
opportunities for family caregivers to
use their skills and knowledge from
their caregiving experience.

32.6 Identify the healthcare and support
services that are needed for people
with younger onset dementia and their
families.

41.2

Identify work or volunteer
opportunities for family caregivers to
use their skills and knowledge from
their caregiving experience.

34.8 Identifying how adult day programs
affect the health and quality of life for
people living with dementia and their
families.

37.2 Understand ways to enable people
living with dementia and their families
to actively engage in research.

44.0

Identify ways to support people living
with dementia who live alone.

40.9 Understand ways to enable people
living with dementia and their families
to actively engage in research.

37.8 Identifying how adult day programs
affect the health and quality of life for
people living with dementia and their
families.

45.1

Overlapping priorities among groups are bolded
PLWD Person Living with Dementia, HCP health and social care professionals, researchers, other

Table 4 Comparison of Top Priorities of PLWD with Rating as “Very Important” by Other Stakeholders

Priority Research Topic PLWD
(n = 23)
Percentage

Caregiver
(n = 101)
Percentage

HCP
(n = 62)
Percentage

p-value from
Fisher’s Exact Test

Services and supports that are needed to help people living with dementia
continue living in their own homes.

91.3 72.0 66.7 0.07

Understand how to respect individual choices regarding quality of life versus
prolonging life.

82.6 61.1 66.0 0.37

Identify the skills and knowledge that the healthcare team needs to provide better
care for people living with dementia and their families.

78.3 65.2 62.8 0.74

Identify ways to support people living with dementia and their families to make
advance care plans early in the diagnosis.

78.3 62.0 48.0 0.12

Information and resources needed to help individuals and their families
following a diagnosis of dementia.

73.9 74.2 78.6 0.88

How an early diagnosis benefits the person with the diagnosis and their
family.

73.9 66.0 71.4 0.66

How to manage anxiety, fear, and other emotions related to a diagnosis of dementia. 73.9 58.3 69.1 0.25

Ways to support communication and decisions about medications and care among
people living with dementia, their families, and health care providers.

73.9 58.1 52.9 0.31

Ways to support people living with dementia who are unable to make decisions
about their health and care.

73.9 53.8 56.9 0.04

Bolded text represents research topics among top priorities for PLWD and at least 1 other stakeholder group
PLWD Person Living with Dementia, HCP health and social care professionals, researchers, other

Patel et al. Journal of Patient-Reported Outcomes            (2021) 5:46 Page 7 of 11



and those who fund research about which research
topics stakeholders believe are most important and thus
have greatest potential to improve the quality of life
among PLWD and their families.
The findings from this project are consistent with a

study conducted by Bethell et al. [15] to identify demen-
tia research priorities among stakeholders in Canada.
They conducted a workshop with stakeholders for final
prioritization of their short list of 23 questions. Our ini-
tial plan was also to discuss the prioritization of the
topics for research at an in-person symposium, but we
needed to transition to an online survey related to the
COVID-19 pandemic. Despite the different processes,
there are consistent themes among the priorities for de-
mentia care research, including supports and services
after diagnosis, non-pharmacological management of be-
havioral symptoms, dementia-related knowledge and
skills needed by health-care providers, and care that will
support the dignity of the PLWD. The James Lind Alli-
ance also conducted a dementia priority setting partner-
ship to identify priorities related to prevention,
diagnosis, treatment, and care related to dementia [16].
Similar priorities include the impact of an early diagno-
sis, supports to continue living at home, as well as a
focus on palliative and end of life care. And consistent
across all three studies from three different countries is
the need for further community support and education
for families living with dementia.
We examined the high and low priority topics by

stakeholder group. PLWD and family caregivers bring
their unique perspectives, drawn from their lived experi-
ences, to identify gaps in care and topics for research.
Although there were few significant differences by stake-
holder group across the 46 topics for research, there
were differences in the ordering of priorities, with
PLWD and family caregivers selecting items around
diagnosis, cognitive interventions, and the emotional
consequences of the diagnosis among their top priorities,
while health and social care professional priorities in-
cluded the process of giving the diagnosis and how a
diagnosis impacts the relationship for the PLWD. One
reason for these differences may be that professionals
are more likely to encounter families who struggle to get
a diagnosis and who experience relationship challenges,
even if these issues may not affect all families living with
dementia.
Topics related to diagnosis and the time following

diagnosis were among the priority topics for research
across stakeholder groups, including strategies around a
timely diagnosis. Challenges with receiving a timely diag-
nosis may be related to the ongoing beliefs and under-
standing about aging and cognitive decline. Surprisingly,
in a survey conducted by Alzheimer’s Disease Inter-
national with almost 70,000 participants in 155

countries, 62% of health care professionals still believe
that dementia is part of normal aging [17]. Participants
within the SAC meetings discussed the gaps in care
around diagnosis, with little guidance on what the diag-
nosis even means and where to go for information, edu-
cation, and resources. A recent scoping review highlights
the limited support for family caregivers during this
period of transition into the caregiving role, with their
needs following diagnosis including knowledge and in-
formation about the progression of the disease, emo-
tional and psychological support, and assistance with
care planning [18]. The review identified only 4 inter-
ventions tailored to the period surrounding the diagno-
sis. This suggests an important focus for research, with
interventions that could proactively improve long-term
health outcomes for family caregivers. Furthermore, in-
terventions aimed at those in early stage of dementia, in-
cluding information about the progression of the
condition and support for advance care planning, identi-
fied as a priority by PLWD, could enhance dignity and
their quality of life.
Within the priority topics, there were topics for which

there are already available evidence-based interventions.
In a systematic review, Gitlin and colleagues reported
that over 200 interventions have been tested for support-
ing family caregivers, but few have been translated into
practice, remaining inaccessible to most of the more
than 16 million family caregivers of PLWD in the US
[19]. For example, there are programs with good evi-
dence from randomized controlled trials to help family
caregivers in managing the behavioral challenges associ-
ated with dementia such as the Tailored Activities Pro-
gram [20, 21], the Care of Persons with Dementia in
their Environments [22], and the Savvy Caregiver Pro-
gram [23, 24] to name a few, yet most family caregivers
do not have access to these programs.
There are currently over 50 million people worldwide

with a diagnosis of dementia, projected to increase to
152 million by 2050 [25]. There is an urgent need to ad-
dress this growing crisis, delivering patient- and family-
centered care. It is critical that we study what matters
most to these individuals and families impacted by de-
mentia, including translational research that dissemi-
nates evidence-based interventions, so they are
accessible to the community of PLWD and family care-
givers. Crowe et al. [10] reported on the continuing mis-
match between what patients, families, and clinicians
rank as important topics for research and the research
that is actually conducted. In using the data from the
James Lind Priority Setting Partnerships and comparing
what topics were selected as priorities by stakeholder
groups with a random selection of clinical trials, they re-
ported marked differences, with drug studies accounting
for the majority of commercial and non-commercial
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trials, while they accounted for only a small proportion
of the priorities selected by the stakeholder groups.
Addressing this mismatch necessitates an increased

focus of engagement of PLWD and family caregivers in
our research, beyond setting priorities, to functioning as
active members of the research team. Yet, results from
this project show that engagement in research was rated
as “Very Important” by only 41% of participants and was
not significantly different by stakeholder group. This re-
sult requires further investigation, including how stake-
holders perceive ADRD research. Despite this growing
emphasis in including stakeholders in all phases of the
research, there are still few examples of this being opera-
tionalized within research settings. This resistance often
comes from researchers and research institutions, with
resistance related to the added time to the research to
build and maintain trusting relationships [26, 27]. There
are several models that can serve as examples of includ-
ing PLWD and family caregivers in co-producing re-
search and ensuring that research is studying what is
relevant to families [4, 28].

Limitations
When interpreting the results, the limitations of this
study should be considered. Participants who completed
the survey were from an urban center and thus do not
necessarily reflect the priorities for research among
those in rural areas. Participants were recruited through
email and the survey was completed electronically or
through Zoom so may not reflect those without access
to technology, particularly underserved populations. We
also acknowledge that our sampling technique which in-
cluded members of the SAC reaching out to their net-
works to participate in the priority-setting could have
led to bias as participants may not be independent of
one another. This was, however, just one technique used
for recruitment and the diversity of the SAC may have
contributed to more diversity within the sample. We in-
cluded only those with early-stage dementia, so the pri-
orities might not be the same for those in later stages of
dementia. Further, surveys to PLWD were interview-
administered over Zoom to ensure they were accessible
compared with online completion by other participants
and this could lead to potential differences in responses.
We utilized a 3-point rating scale recommended from
the work of Morbey et al. [13] to ensure that the survey
was accessible to PLWD. This most likely limited the
variability in rating the different topics. Despite this, our
findings are consistent with previous priority-setting
projects among dementia stakeholders [15, 16]. The low
representation of African American/Black individuals
(8.3%) impacts on conclusions we can draw for this
group. For example, specific needs of African American
caregivers to PLWD may be reflected in differences in

their priorities for dementia care research [29]. Given
the disparities in dementia and dementia care for this ra-
cial group [30], there is an urgent need to ensure that fu-
ture research captures their priorities for dementia care
research.

Conclusion
This project draws on the strengths of its multi-
stakeholder perspective and the aim of generating
patient-centered outcomes research questions was ac-
complished. These results offer directions for researchers
and funding agencies across the trajectory of the condi-
tion, including diagnosis, resources and supports needed
as the dementia progresses, including supports needed
to support the family and to help keep the PLWD in the
community. These findings lend support to the import-
ance of recent policy efforts to adopt evidence-based
models of support for families impacted by dementia,
such as the RAISE (Recognize, Assist, Include, Support,
and Engage) Family Caregiver Act [31]. This project was
focused on supportive care for families impacted by de-
mentia and the priorities identified here do not preclude
the important need for continued research that investi-
gates other areas of importance to dementia, including
mechanisms of the disease, risk factors, prevention, and
disease-modifying therapies.
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