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ABSTRACT
Introduction  People living with dementia (PLWD) 
are more likely to experience hospitalisation events 
(hospitalisation, rehospitalisation) than those without 
dementia. Many hospitalisation events, particularly 
rehospitalisation within 30 days of discharge, are thought 
to be avoidable. Yet our understanding of dementia-
specific risk and protective factors surrounding avoidable 
hospitalisation is limited to specific intersetting transitions 
and predominantly clinician perspectives. Broader 
insights are needed to design accessible and effective 
solutions for reducing avoidable hospitalisations. We have 
designed the Stakeholders Understanding of Prevention 
Protection and Opportunities to Reduce HospiTalizations 
(SUPPORT) Study to address these gaps. The objectives 
of the SUPPORT Study are to elicit and examine family 
caregiver, community and hospital providers’ perspectives 
on avoidable hospitalisation events among PLWD, and to 
identify opportunities for effective prevention.
Methods and analysis  We will conduct a multisite, 
descriptive qualitative study to interview around 100 
family caregivers, community and hospital providers. We 
will identify and sample from regions and communities 
with higher socio-contextual disadvantage and hospital 
utilisation, and will aim to recruit individuals representing 
diverse racial/ethnic backgrounds. Interviews will follow a 
descriptive qualitative design in conjunction with constant 
comparison techniques to sample divergent situations and 
events. We will employ a range of analytical approaches 
to address specific research questions including thematic 
(inductive and deductive), comparative and dimensional 
analysis. Interviews will be conducted individually or in 
focus groups and follow a semistructured interview guide.
Ethics and dissemination  The study is approved by 
the University of Wisconsin-Madison Institutional Review 
Board. Informed consent procedures will incorporate steps 
to evaluate capacity to provide informed consent in the 
event that participants express concerns with thinking or 
memory or demonstrate challenges recalling study details 
during the consent process to ensure capacity to consent 
to participation. A series of publicly available reports, 
seminars and symposia will be undertaken in collaboration 
with collaborating organisation partners.

INTRODUCTION
Dementia is a progressive, irreversible neuro-
degenerative condition that leads to pervasive 
losses in cognitive abilities and functioning.1 

People living with dementia (PLWD) often 
rely heavily on both formal health and social 
services, as well as informal neighbourhood 
and community-level resources to meet their 
basic needs.2 3 Unpaid family caregivers are 
often at the centre of care management for 
PLWD and provide the vast majority of direct 
care while also navigating health and service 
access and utilisation.4–6 However, consider-
able evidence indicates that the availability, 
accessibility, and scope of care management 
and supportive services for PLWD are insuffi-
cient to fully address the range and complexity 
of dementia-related care needs.7–11 Inade-
quate management and supports for PLWD, 
and their caregivers, have been cited as major 
contributor to frequent, avoidable transitions 
into and out of hospital settings.12 13

In addition to exposing PLWD to addi-
tional risk for negative outcomes such as falls, 
delirium and accelerated cognitive decline, 
hospitalisation also contributes to significant 
distress among PLWD, as the consistent envi-
ronments, caregivers and routines they rely 
on are disrupted during hospital stays.14–17 In 

Strengths and limitations of this study

►► By sampling diverse groups of stakeholders, we 
aim to include a broad range of under-represented 
perspectives, contexts, and situations to inform our 
understanding of risk and protective factors sur-
rounding hospitalisation events among people living 
with dementia.

►► The study methods will generate a large amount of 
rich qualitative data, which will provide insights into 
how hospitalisation events are perceived by various 
stakeholders.

►► The study recruitment plan aims to include family 
caregivers, in particular, who may appraise and ex-
perience hospitalisation and rehospitalisation differ-
ently than providers.

►► A limitation of the study methods is that data will 
not be collected directly from individuals living with 
dementia, but from other informants supporting care 
who may have distinct perspectives.
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addition to being hospitalised at disproportionately high 
rates, PLWD are also more likely to experience rehospi-
talisation, defined as readmission to the hospital setting 
within 30 days of discharge.18–20 A considerable propor-
tion of hospitalisation events are considered avoidable, 
yet effective solutions to preventing hospitalisation events 
for PLWD remain elusive.18 21 22 Many interventions 
designed to reduce avoidable hospitalisation events only 
target the immediate post-discharge period or rehos-
pitalisation, and thus may not be effective in reducing 
initial entry into hospital settings from the community.13 
Furthermore, PLWD have been excluded from the devel-
opment and testing of many of these interventions, thus 
the utility of these approaches for reducing rehospitalisa-
tion risk among PLWD is unknown.22–25

In response to these challenges, health system and 
policy reform in many countries, including the USA, 
France and England, has targeted rehospitalisation events 
due to the excessive and preventable nature of adverse 
outcomes and high financial costs associated with these 
admissions.23 24 In the USA, rehospitalisation rates for 
many conditions appear to be higher than other countries 
despite sweeping policy changes enacted with the 2009 
Affordable Care Act to incentivise improved care coor-
dination and reduce rehospitalisation.23–25 A major focus 
of this legislation was the value-based Hospital Readmis-
sions Reduction Program, which levies financial penalties 
against hospitals that have higher than national average 
rehospitalisation rates.26 Emerging evidence suggests that 
hospitals serving predominantly disadvantaged popula-
tions have borne the brunt of the financial rehospitalisa-
tion penalties, leading to cuts in ‘non-essential’ services, 
such as caregiver support programmes, that could serve 
to benefit PLWD and their caregivers.27 28 Because 
people from historically disadvantaged or underserved 
backgrounds are both more likely to develop dementia 
and to reside in disadvantaged service areas with fewer 
supportive resources, rehospitalisation policies may exac-
erbate existing disparities in dementia care and utilisation 
experienced by those communities.29 30 Experiences with 
available community supports, hospitalisation and post-
hospitalisation care may also vary based on individual 
and geographical characteristics of the service areas 
in which patients reside (eg, resource-rich or resource-
restricted neighbourhoods). Thus, it is vital that efforts 
to identify potential contributory and preventive factors 
surrounding hospitalisation events among PLWD incor-
porate perspectives of populations and regions at greatest 
risk for being underserved.

Despite growing evidence that policy efforts to improve 
transitional care have not resulted in desired improve-
ments in hospitalisation use among PLWD,13 22–25 our 
understanding of potentially modifiable risk and protec-
tive factors specific to this population remains limited. 
An informant-centred approach to elicit, examine and 
compare the perspectives of diverse stakeholders with 
firsthand experience is needed to develop a compre-
hensive understanding of important risks and unmet 

needs that contribute to hospitalisation events, as well 
as existing protective factors that should be maintained. 
Additionally, garnering input from family caregivers as 
well as community and hospital providers can aid in the 
identification of discrepant perspectives around the need 
for hospitalisation or utility of various supports for PLWD 
and their caregivers.

To achieve these goals, we designed the Stakeholders 
Understanding of Prevention Protection and Opportuni-
ties to Reduce HospiTalizations (SUPPORT) Study. The 
SUPPORT Study aims to elicit and examine family care-
giver, community and hospital providers’ experiences 
with and perspectives regarding avoidable hospitalisation 
events. The SUPPORT Study will address the following 
primary research aims:
1.	 To explore risk and protective factors surrounding 

hospitalisation events from the perspective of diverse 
stakeholders from under-resourced and higher risk 
environments.

2.	 To identify conditions and events that precipitate hos-
pitalisation events and perceived preventability of pre-
cipitating factors.

3.	 To compare various stakeholder viewpoints regarding 
causes, preventability and consequences of hospitalisa-
tion events for PLWD.

4.	 To examine perceived accessibility and quality of sup-
portive services and resources that could reduce hospi-
talisation risk.

5.	 To identify sources of common barriers and facilitators 
to utilisation of beneficial supportive services and re-
sources that could reduce hospitalisation risk.

A secondary aim of the study is to facilitate and enable 
comparisons, specifically (1) between various types of 
resources, supports, and risks factors and hospitalisation 
risk, and (2) between different stakeholder perspectives 
surrounding hospitalisation events.

METHODS AND ANALYSIS
Study design
A qualitative descriptive design will be used to collect data 
from family caregivers, community and hospital providers 
using semistructured interviews. Qualitative description 
is well suited to the study’s overarching goals of exam-
ining and comparing perspectives around hospitalisa-
tion events among PLWD and summarising key findings 
in relation to specific research questions.31–33 To ensure 
emergent conceptual understandings of participant expe-
riences are grounded in the data, interviewers will employ 
constant comparison techniques throughout interviews 
by intentionally sampling divergent situations and events 
with the goal of lending greater clarity and ongoing 
clarification of identified concepts through theoretical 
sampling of additional cases and events. Arising from 
social interactionism paradigmatic methodologies, such 
as Grounded Theory and Grounded Dimensional Anal-
ysis (GDA), constant comparison techniques involve both 
sampling (data collection) and analytical procedures 
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designed to facilitate discovery of variations in relation-
ships between concepts and associated dimensions and 
contextual factors identified from interview data.34 35 The 
constant comparison technique is often used to facilitate 
theoretical sampling or refinement of emerging theoret-
ical categories identified in interviews and data analysis.36

Study settings and participants
To obtain a rich variety of perspectives from various 
caregiving, community and hospital contexts, a tiered 
sampling strategy will be used to first purposely identify 
regions where populations have higher socio-contextual 
and hospital utilisation disadvantage, and second to 
identify specific points of contact within these regions to 
facilitate study recruitment with the goal of maximising 
opportunities for representativeness in the overall sample.

Tier 1
Purposive sampling will be used to identify three to 
four areas from different regions across the USA that 
have higher than national-average neighbourhood level 
socioeconomic disadvantage (ie, socio-contextual disad-
vantage) and regional rehospitalisation rates, and that 
represent communities with diversity in racial and ethnic 
minority populations. This sampling approach is intended 
to: (1) yield insights into experiences around hospitalisa-
tion events within communities that are exposed to higher 
levels of socio-contextual disadvantage, (2) provide a rich 
opportunity for evaluating hospitalisation events within 
regions where rehospitalisation events are more common 
and unintended consequences of monetary disincentives 
may be most evident, and (3) facilitate recruitment within 
diverse racial/ethnic populations that are often under-
represented in dementia research.

Several approaches will be used to facilitate tier 1 
purposive sampling. First, the Area Deprivation Index 
(ADI), a validated measure of neighborhood-level socio-
contextual disadvantage, will be used to identify regions 
with higher levels of socioeconomic disadvantage.37 The 
ADI incorporates 17 poverty, education, housing and 
employment indicators derived at the census block group 
level, and provides a percentile ranking of the ‘level of 
disadvantage,’ with 1 indicating lowest levels of disadvan-
tage and 100 indicating highest levels of disadvantage.37 
Specifically, this study will use the ADI to identify commu-
nities within the 20% most disadvantaged in the USA 
from different regions and higher than national average 
rehospitalisation rates. To determine the latter, Medi-
care claims data from years 2013 to 2014 will be used. 
Lastly, we will review regional census data to evaluate and 
balance representation of populations from diverse racial 
and ethnic composition in selecting regions.

Tier 2
To facilitate recruitment of potential participants, we 
will implement multifaceted recruitment strategies for 
each region by establishing points of contact within rele-
vant coalitional networks and community health, social 

service and hospital-based organisations. Example organ-
isations include those serving older adults or focusing on 
Alzheimer’s disease and related dementias, such as senior 
centres, Area Agencies on Aging and local Alzheimer’s 
Association chapters. The recruitment strategy will be 
informed through key informant interviews with repre-
sentatives from organisations identified through both 
existing relationships and web searching. Key informant 
interviews will also guide identification of other local 
points of contact to facilitate recruitment. We will docu-
ment contacts made and referral numbers by recruitment 
source.

Convenience and purposive sampling will be used to 
identify potential participants with relevant experiences 
to inform study questions. Individual participant recruit-
ment will be accomplished through a combination of 
in-person, telephone and email contact via established 
points of contact which will help facilitate dissemina-
tion of study recruitment materials including flyers and 
invitation letters for potential participants. Interested 
participants will contact the researchers directly either 
by telephone, email or in person during one of the visits 
that will be made by researchers to each region. Visits to 
each region will serve to establish relationships with key 
stakeholders, garner a more in-depth understanding of 
regional and community-specific challenges, and facil-
itate in-person data collection and reports of research 
findings to the local communities.

All eligibility screening will take place with participants 
during initial contact. Specifically, eligibility criteria for 
family caregivers include: (1) currently providing or 
having provided unpaid care to a person with Alzhei-
mer’s disease or related dementias at least monthly, and 
(2) ability to complete interviews in English. Eligibility 
criteria for community and hospital providers include: (1) 
current or previous experience providing care to people 
with Alzheimer’s disease or related dementias, and (2) 
ability to complete interviews in English. The interviewers 
will engage in theoretical sampling to guide further 
questions regarding contextual factors, events, decision-
making and consequences associated with hospitalisation 
events as informed by emergent analysis. As family care-
giver perspectives, particularly from under-represented 
populations, are under-represented in currently available 
literature on hospitalisation events, we will aim to over-
sample from this participant group. Across selected study 
site regions, we will recruit and interview approximately 
100 participants, including 70 family caregiver partici-
pants, 15 community providers and 15 hospital providers. 
We anticipate that this number of participants will be 
required to achieve data saturation across research ques-
tions, given potential differences in experience by study 
site and participant group. For example, experiences 
around rehospitalisation may differ between urban and 
rural contexts; therefore, sufficient interviews by context 
will be required to achieve data saturation. Anticipated 
sample size and recruitment strategies may be modified 
if theoretical sampling reveals additional heterogeneity 
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in core findings and concepts that merit more extensive 
sampling or if more interviews are needed within certain 
participant groups to enable adequate comparisons in 
perspectives of hospitalisation events.

Participant involvement
Throughout study execution, patient and public involve-
ment will be incorporated through regular consultation 
with a community advisory board with diverse member-
ship representing patient and caregiver perspectives. 
Consultation with the community advisory board, specif-
ically the Community Advisors on Research Design and 
Strategies local to Madison, Wisconsin, will focus on 
feedback and guidance on recruitment materials, data 
collection procedures including interview questions, 
and garnering input on interpretation of study findings. 
To date, the community advisory board has been instru-
mental in advising recruitment approach and reviewing 
recruitment and data collection materials. Similar advice 
will be sought from community advisory boards local to 
the selected study sites. Community and health system 
organisations and the general public will also be involved 
in dissemination of information through invitations to 
review and provide comments and questions in response 
to a non-peer-reviewed report. The final report will be 
distributed to participants and community stakeholders 
on the conclusion of the study.

Data collection
Data collection for this study will take place over 24–30 
months as based on time needed to establish points of 
contact across selected regions and to recruit and inter-
view participants. A semistructured interview guide will 
be used to guide data collection during interviews and 
focus groups based on overall study objectives (box 1).

Generally, interviews will begin with more broad, open-
ended questions and become more focused as each inter-
view and the overall study progresses. Data collection 
will take place over the phone or in a private room at a 
location that is convenient to the participant (such as a 
private room in a public library). While focus groups will 
only be conducted in person, individual interviews may 
take place in person or via phone. Decisions regarding 
individual interview or focus group format will be based 
on the research team’s need for data reflecting indi-
vidual versus group perspectives, respectively, along with 
participant preferences and convenience and logistics/
feasibility of different data collection options. In some 
situations, we anticipate that some participants may have 
a preference toward either individual interviews or focus 
groups. All participants will be provided the option to opt 
into a different format of participation wherever feasible. 
In light of logistical considerations with travel to various 
regions and time constraints caregivers face, we antic-
ipate that most participants will complete an individual 
interview via phone.

Individual interviews are expected to last approxi-
mately 60–90 min in duration with focus groups lasting 

approximately 90–120 min in duration, with consider-
ation for caregiver time constraints. Exact interview dura-
tion will vary based on participant availability and the 

Box 1  Sample interview questions*

Family caregivers
►► What does day-to-day caregiving look and feel like for you?
The following prompts may be used to elicit more input, if needed:
a.	 What do you like best (what are the positive things) about being 

a caregiver or providing care?
b.	 What do you feel are some of the biggest challenges you face 

as a caregiver?
c.	 Are there specific experiences as a caregiver that you feel are 

more stressful and need your immediate attention? Give me a 
few examples.

d.	 What kind of support or resources would make your life easier 
as a caregiver? (This could be something to help you or help the 
person you are caring for.)

e.	 How do you balance your caregiving responsibilities with the 
rest of your life?

f.	 What things are keeping the person you care for as healthy and 
out of the hospital?

►► Can you briefly describe a time when you OR the person you care for 
experienced something urgent or unexpected that required immedi-
ate attention or action?
a.	 Briefly describe times when the person you care for has been to 

the emergency room, urgent care or hospital.
b.	 Can you talk about the events leading up to their hospital stay?
c.	 What kinds of things went well during this period of time? What 

didn’t go well?
d.	 What kinds of things did you need help with then? Did you get 

that help? Who gave it to you? How did it go? Example prompt: 
Is there anything you didn’t get help with that would have made 
your life easier?

e.	 Are there any kinds of help that would’ve helped keep the per-
son you care for at home?

f.	 Has the person you care for gone to the hospital two or more 
times in 1 month? What happened?

Community providers
►► Can you share a bit about how you interact with people with demen-
tia and their caregivers in your current role?

►► What are the biggest needs or concerns for people in your commu-
nity experiencing changes in memory and their caregivers?
a.	 Are there gaps in care or services that may be impacting hos-

pital use?
b.	 Which gaps in care and services are not well addressed? What 

might be getting in the way?
c.	 If you could change one thing to better meet the needs of per-

sons with dementia and their caregivers, what would it be?
►► Can you talk about a time that you interacted with a person with 
dementia or their caregiver before or after a decision to go to the 
hospital?

Hospital providers
►► In your experience, what does care for people with dementia who 
enter the hospital look like?

►► Are there ways these hospitalisations could be prevented?
►► What types of services might better help people with dementia and 
their caregivers to avoid unnecessary hospitalisation?

*These sample interview questions are not exhaustive but are represen-
tative of types of questions that will be asked of each participant type.
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extent of information and experiences they have to share. 
At the end of each interview, participants will be asked to 
fill out a short demographic survey and for caregivers, a 
questionnaire on self-reported level of stress.

During each interview, the interviewer will maintain 
detailed memos through notes taken about partici-
pant responses to capture the interviewer’s reflections 
regarding emergent concepts and their relationships. 
Interviewers will also note interview question wording or 
interview strategies that appeared to be challenging for 
participants, or other relevant observations. Memos will 
be referred to in later interpretative stages of analysis or 
may be used to inform additional theoretical sampling 
and questioning in future interviews.38 Throughout data 
collection and analysis, as facilitated through memoing, 
we will identify initial interviews where emergent 
concepts, categories and themes may need to be clari-
fied or deepened. Participants who have contributed an 
initial interview that has been identified for follow-up will 
be invited to participate in a second supplemental inter-
view. Participants will be given the opportunity to consent 
(or not) to recontact during the verbal informed consent 
process.

As caregiver participants may be under a significant 
amount of stress related to caregiving responsibilities, 
interviewers will engage various strategies in order to 
ensure participant comfort and build rapport during the 
interview (table 1).

These strategies highlight the use of therapeutic 
communication and open-ended questions to encourage 
participants without leading them to particular answers, 
periodic reminders that questions are optional and that 
the interview may be paused or stopped at any time to 
mitigate potential emotional distress during interviews 
and provision of tailored resource lists. Additionally, 
interviewers will be trained to offer caregiver partici-
pants a list of tailored, local resources to be created and 
provided immediately after the interview. All participants 
will receive a $35 honorarium on completion of each 
interview.

All interviews will be audio recorded, transcribed 
verbatim and de-identified. De-identification will involve 
removal of identifiable personal information in addition 
to the names of specific individuals or settings (eg, clinic 
names) and will be double checked by a second reviewer 
prior to using transcripts in analysis. Transcribed inter-
views will also be checked against the audio recording 
for accuracy and edited as needed to reflect the original 
recording.

Data analysis
De-identified interview transcripts will be analysed using 
NVivo qualitative data analysis software V.12. A range of 
analytical approaches will be used to answer specific study 
questions, including inductive and deductive thematic, 
comparative and dimensional analysis.34–36 39 Provided 
the breadth of domains and experiences that will be elic-
ited in interview questions, it is anticipated that analyt-
ical approach will be specific to the different research 
questions, using methodological approaches that are 
most appropriate to the complexity, variation and depth 
of resultant data. For example, thematic analysis may be 

Table 1  Interview guidance

Interviewing 
strategy Specific guidance Examples

Building rapport Don’t jump into the 
questions right away; ask 
how the participant is 
doing and engage with the 
answer

Making sure the participant 
still has time, is comfortable 
where they are, asking 
about their day/the 
weather/future plans if 
appropriate and sharing 
similar personal information 
if asked

Practising 
therapeutic 
communication

Validate participant 
experiences

‘That sounds very 
challenging; I’m sorry it 
happened.’

Grant permission to speak 
about difficult subjects 
without being judged

‘We’ve heard of all kinds of 
experiences through this 
study so far. Throughout 
our interview today, keep 
in mind that no matter 
how you perceive your 
experiences, we want to 
hear them. You are the 
expert here, and we’re 
going to work together to 
get as much out of our time 
together as we can.’

Reflect participant feelings 
and language

‘It sounds like you are 
feeling very angry about 
what happened. Is that 
right?’

Normalise experiences 
and emotions

‘Research suggests that 
this experience is not 
uncommon.’

Draw from literature to 
help normalise participant 
experiences, reactions and 
emotions.

Moving the 
interview along

Acknowledge information 
and emotions

‘I can really hear how much 
this situation affected you.’

Use transition techniques ‘Thank you for all that 
you’re sharing! Let me take 
a moment to look at the 
next questions.’

Probing for 
information

Ask for more details ‘Could you tell me more 
about the situation?’

‘Could you give a concrete 
or specific example?’

Restate and/or circle back 
to questions

Restate the question(s) 
in a different way. Use 
phrases such as ‘I want 
to circle back to what you 
said about (prior question). 
Could you tell me more 
about the situation?’

Ask participants for their 
opinions about the cause 
of something

‘Why do you think that 
happened?’

Ask participants how a 
situation felt

‘How did you feel during 
that situation? Was there 
anything that you felt could 
have made it better?’

Use open questions ‘How do you feel about the 
situation?’

‘What are some things that 
trouble you most?’
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applied to questions where determining similarities across 
interviews is useful, such as characterising perceived 
accessibility and quality of resources used to support 
PLWD that may reduce hospitalisation events.39 GDA 
techniques may be best suited to analyse data regarding 
decision-making and processes surrounding rehospital-
isation events.34 A variant of Grounded Theory, GDA is 
designed to enable an understanding of social processes 
(rehospitalisation) and the conditions and consequences 
that characterise variations in these events, as well as how 
participants understand and make sense of these events 
so as not to impose a researcher-generated hypothesis.34 
Lastly, comparative analysis may be well suited to aims 
focused on evaluating differences in cases and appraisal 
of contextual factors presented by different participant 
types—or for evaluating different types of hospitalisation 
events.39

Consistent with established procedures to achieve 
theoretical sampling, preliminary data analysis will be 
conducted concurrently with data collection.40 Iterative 
and ongoing analysis will help shape needed revisions in 
interview approach and inform areas to focus or extend 
future interviews. In particular, we will aim to continu-
ally identify opportunities to sample divergent situations 
and events (ie, constant comparison approach).36 In 
some situations, ongoing analysis will inform our under-
standing of participant perspectives that may be lacking or 
would be informative to study aims. In general, situations 
and events will constitute the unit of analysis, and coding 
will progress through sequential review of transcripts by 
multiple coders. Examples of potential situations and 
events that will be sampled include: decisions to use or 
not use certain supportive resource under differing sets 
of circumstances, experiences with discharge instructions 
and related actions taken, and interpretation and deci-
sions made in response to observed changes in behaviour 
or health preceding hospitalisation events. Across all 
analysis approaches, we will use transcripts to complete 
analysis and will engage multiple researchers in the 
analysis process to enhance trustworthiness and rigour. 
Where possible, member checking will also take place to 
receive feedback on the interpretation of study findings. 
Where appropriate to the methodology, coding schemas 
will be developed and iteratively refined and intercoder 
agreement will be evaluated in application of the schemas 
to interview data. All substantive decisions will be docu-
mented in internal standard operating procedures.

ETHICS AND DISSEMINATION
Ethical considerations
This study was reviewed and approved by a Human 
Subjects Institutional Review Board (IRB) at the Univer-
sity of Wisconsin-Madison. The study was approved with 
a waiver of written consent to reduce the risk for loss of 
confidentiality. Study participants will be provided with 
an information sheet that reviews study risks and benefits, 
and provide verbal informed consent. Informed consent 

procedures will incorporate steps to evaluate capacity to 
provide informed consent in the event that participants 
express concerns with thinking or memory or demon-
strate challenges recalling study details during the consent 
process to ensure capacity to consent to participation.

Dissemination of findings
We will use a variety of methods to ensure our work 
will be properly disseminated to academic, clinical and 
public audiences. The publication of our study protocol 
provides an important step in the dissemination of our 
work. We have sought to provide a detailed description 
of the methodology we will employ to collect the perspec-
tives of stakeholders from multiple sites in the USA. Study 
findings continue to be disseminated in high-quality, 
peer-reviewed journals and presented in key national and 
international conferences. Additionally, we will work to 
create a non-peer-reviewed report on our findings that 
will be shared with collaborating organisations and partic-
ipants as a way to disseminate our findings to a broader 
audience. The researchers will aim to make de-identified 
interview data available through IRB-approved proce-
dures and on establishment of data sharing agreements.

DISCUSSION
Few studies have evaluated and compared multiple 
stakeholder perspectives on hospitalisation events 
among PLWD, particularly among high-risk and under-
represented communities. This study will enable a 
broader understanding of hospitalisation events through 
systematic exploration of diverse stakeholder perspec-
tives by identifying potential protective and risk factors, 
and evaluating perceived relevance and utility of various 
preventive resources and supports. By focusing broadly 
on experiences and views surrounding hospitalisation 
events and garnering input from different stakeholders, 
it may be possible to examine differences and similari-
ties between different types of hospitalisation events and 
different perspectives. This may shed light on varying 
interpretations of precipitating events surrounding hospi-
talisation, which may reveal previously undefined sources 
of miscommunication or misaligned decision-making 
that could exacerbate avoidable hospitalisations among 
PLWD.

When examining communication and decision-making 
around hospitalisation and rehospitalisation events, it may be 
possible that the nature of formal versus family caregiving may 
play a role. For example, multidisciplinary clinicians identify 
opportunity for improved intersetting communication, care 
management and care planning to prevent rehospitalisa-
tion.41–43 Interestingly, clinicians also cite that patients and 
caregivers may have unrealistic expectations for goals of care 
in post-acute care settings, indicating the need for greater 
collaboration between clinicians and families.43 44 In contrast, 
family caregivers are often the only consistent link with first-
hand knowledge of care received across various points in the 
care continuum and may view their role during transitions 
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of care as one of advocacy.45 46 Caregivers may identify issues 
common during handoffs or transitions that other providers 
would not have had the opportunity to observe or recognise 
as problematic, or to witness relevant implications and conse-
quences of actions and inactions surrounding transitions. In 
fact, a systematic review found that when family caregivers 
are integrated into the discharge process, a 25% reduction 
in rehospitalisation can be achieved, signalling their critical 
role in transitions of care.47 Caregivers may also advocate 
for the inclusion of the PLWD’s perspective, which research 
has demonstrated is often left out during decision-making 
and care planning.48 49 The current study holds promise 
in contributing to the emerging discussion on provider 
and family caregiver perspectives on communication and 
decision-making during transitions, and whether there are 
concordant or diverging views on roles and boundaries.

Generating more insights from the perspective of family 
caregivers in particular is a major priority of this study as 
the lack of knowledge about caregiver perspectives makes it 
challenging if not impossible to effectively target resources, 
design interventions, and shape policies in accordance to 
their real and perceived needs and limitations. Of note, the 
present study will aim to understand what caregivers perceive 
as sources of protection and resilience.50 This deviates from 
many dementia care studies which focus predominantly on 
deficits.50 Understanding sources of innate protection and 
strength within caregiving networks will enable discovery of 
ways in which certain policies or interventions could inad-
vertently disrupt or minimise the benefits of these sources 
of protection. Insights of community and hospital providers 
will also present important opportunities to understand 
policy consequences—or potential improvements in relevant 
policy—that caregivers may be less familiar with.

Existing evidence that can help inform approaches to 
reduce avoidable hospitalisation events among PLWD 
focuses on a narrow subset of intersetting transitions or 
only on rehospitalisation events, which may inadvertently 
overlook opportunities to assemble a more comprehensive 
picture of structural supports and systems of broad relevance 
to PLWD and their caregivers. This study may illuminate best 
practices along with areas for improvement in the integration 
of community, post-acute and acute care services to improve 
care continuity for PLWD. Practices around inclusion of 
caregivers in hospital admission and discharge may vary due 
in part to policy differences such as the Caregiver Advise, 
Record, Enable Act which requires hospitals to provide family 
caregivers with information on provision of needed care for 
care recipients on discharge.51

Finally, this study also presents a concerted effort to elicit 
perspectives from socio-contextually disadvantaged groups, 
diverse populations and largely under-represented commu-
nities that may be disproportionately impacted by unin-
tended consequences of value-based payment policies, and 
that may face additional specific barriers to addressing the 
needs of PLWD. By focusing data collection on specific areas 
that experience higher levels of socioeconomic disadvantage 
and rehospitalisation and represent diverse racial and ethnic 
populations, we will be able to develop an understanding of 

hospitalisation events specific to vulnerable and marginalised 
communities that remain under-represented in dementia 
research.52

A potential limitation of this study is the fact that we are 
not integrated into all study sites. Although we plan to travel 
to each study site and will use local study partners to facilitate 
recruitment, engagement and response rates to invitations to 
participate across geographical regions may vary. Additionally, 
longitudinal engagement of local study partners necessitates 
intentional planning, time, resources and follow-up, which 
can pose some challenges. Another limitation of the present 
study is that individuals with dementia will not be included 
due to the additional burden posed by phone-based capacity 
assessment and interviews. While centring the perspectives 
of dementia caregivers will provide important insights into 
challenges faced by PLWD, we recognise that PLWD may 
contribute important otherwise inaccessible insights into 
what hospitalisation means for them and ways they could be 
better supported.
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