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Opportunities to Strengthen Supports for People
with Dementia in the Greater Detroit Area

A Report Prepared by the SUPPORT
Study Team for Our Partners &
Collaborators in Detroit

OUR GOAL
By partnering with family caregivers, community service providers, and healthcare providers, the SUPPORT
Study aims to identify effective strategies and resources for reducing avoidable hospitalizations among
people with dementia.
The SUPPORT Study (Stakeholders’ Understanding of Prevention, Protection, and Opportunities to Reduce
FrequenT Hospitalizations) is a National Institutes of Health-funded project facilitated by partners from
University of Wisconsin-Madison that seeks to understand how family caregivers, community service
providers, and healthcare providers around the United States support people living with dementia,
particularly leading up to and surrounding hospitalizations. The SUPPORT Study aims to translate project
findings into local and national policy recommendations for dementia care, services, and supports that can
reduce the burden of avoidable hospitalizations.
The SUPPORT Study responds to growing evidence that people with dementia experience disparities in
health care utilization and health outcomes. Most notably, those with dementia experience worse
outcomes and more hospitalizations compared to older adults without dementia. While hospital visits are
sometimes necessary, many can be prevented. Experiencing more than one hospital visit within a 30-day
period is referred to as a '30-day rehospitalization' and is considered a negative outcome.

WHY WE CARE
The Impact of Dementia

Over 5 million older adults in the United States are currently living with dementia. Dementia is an umbrella
term that includes conditions like Alzheimer’s disease. These conditions lead to continual losses in
memory, challenges with thinking and complex tasks, and personality changes. Research has shown that
certain groups, including racial and ethnic minorities, develop dementia at higher rates (Mayeda, Glymour,
Quesenberry, & Whitmer, 2016; Yaffe et al., 2013). Communities, clinicians, and researchers alike are
working to understand this health disparity and are investigating many potential contributing factors,
including heart health and stress (Chin, Negash, & Hamilton, 2011). By making sure that participants from
diverse backgrounds are included in the SUPPORT study, we are committed to representing the diversity
of communities impacted by dementia. This helps to ensure that findings from this study will be applicable
to many different communities and groups.

Frequent Hospitalizations Often Relate to Poor Outcomes

People living with dementia experience frequent transitions into and out of hospital settings. They are also
40% more likely than those without dementia to return to the hospital within 30 days (Callahan et al.,
2012). Experts believe that many of these return hospital visits are likely preventable. Research tells us that
transitions between different environments—such as moving from home to the hospital—can be very
stressful for a person living with dementia and their family caregiver (Boltz, Chippendale, Resnick, & Galvin,
2015; Gozalo et al., 2011). Because of the challenges they experience with memory and thinking, people
living with dementia benefit from consistent environments and routines. Frequent and avoidable hospital
stays not only disrupt these consistent supports but also increase the risks of other negative health
outcomes. For example, in the hospital, people with dementia are at a higher risk for experiencing falls,
receiving potentially inappropriate medications, and developing acute confusion or delirium (Fong, Davis,
Growdon, Albuquerque, & Inouye, 2015; Kristensen et al., 2018; Shaw, 2007).
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Frequent and Avoidable Hospital Stays Cost the Nation
On a national level, 30-day rehospitalization events represent an estimated $25 billion of potentially
avoidable health care costs each year (Center for Health Information and Analysis, 2015). To address this,
there are financial penalties for hospitals that have higher than average rates of 30-day rehospitalizations
(Centers for Medicare and Medicaid Services, 2016). However, there is growing concern that hospitals
caring for underserved and underresourced populations face a higher than average rates of 30-day
rehospitalization and unequal burden of these financial penalties, potentially leading them to cut services
considered “non-essential,” such as outpatient mental health programs that could address important
unmet needs. Oftentimes, hospitals are penalized in a manner that gives them little time or room to work
on improvements, which can lead to further penalties and program cuts.

Caregivers and Communities Hold Untapped Knowledge and Solutions
We believe that efforts to improve hospital use for people with dementia must place caregivers’ and
communities’ strengths and needs at the center. There are important sources of knowledge and resilience
that need to be better understood, supported, and maintained in order to reduce avoidable
hospitalizations. By integrating caregiver and community perspectives with health care knowledge, there is
an important opportunity to extend our understanding of avoidable hospitalizations.

The SUPPORT Study Aligns with Local Priorities for Older Adults
A 2012 report highlights the need to improve access to medical care and address
hospitalizations for older adults in the Detroit area.
In 2012, researchers from the Detroit Area Agency on Aging, Wayne State University, and the Detroit
Medical Center published a report, Dying Before Their Time, summarizing a study on the health and
mortality of Detroit-area adults over age 50 (Kallenbach, 2012). Based on data collected from 1999 to 2009,
they found that, on average, older adults in Detroit have more hospitalizations, poorer health outcomes,
less access to health services, and higher mortality and morbidity rates than counterparts in other
Michigan areas. The report also highlighted that Detroit has a larger proportion of older adults, increasing
the likelihood for high rates of dementia.
Because the SUPPORT Study team is based in Madison, Wisconsin, we developed partnerships with
Detroit-area organizations to ensure the project centered local priorities for older adult health. Specifically,
we partnered with community groups, advocacy groups, and community-engaged researchers, including
the Greater Michigan Chapter Alzheimer’s Association, the Wayne State University Institute of Gerontology
and Healthier Black Elders Center, the Neighborhood Service Organization, and the Henry Ford Health
System.

STUDY METHODS

The SUPPORT Study used a combination of quantitative information (numeric information such as number
of hospital visits) and qualitative information (stories collected through interviews) to answer questions
about hospital use for people living with dementia in the Detroit area. This section begins with a description
of methods used in the SUPPORT Study and moves on to share results from Detroit-area data collection.
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Quantitative Data: Identifying Hospital Use Patterns
To respond to the data needs of partners and collaborators, we used Medicare data to learn more about
people with dementia in the Detroit area who experienced hospitalizations. Because the majority of people
with dementia are over age 65, and most people age 65 and older are also covered by Medicare, these
data provide a valuable resource for understanding hospital use patterns in this group.
Medicare data include administrative billing records from individuals receiving Medicare benefits. In this
study, we were able to examine Medicare data for people living in the following zip codes, which largely
represents parts of the city bounded by Highway 39 on the west, Interstate 696 on the north, and the
Detroit River on the southeast:
48201, 48202, 48203, 48204, 48205, 48206, 48207, 48208, 48209, 48210, 48211, 48212, 48213, 48214,
48215, 48216, 48217, 48218, 48219, 48220, 48221, 48223, 48224, 48225, 48226, 48227, 48228, 48229,
48230, 48233, 48234, 48235, 48236, 48237, 48238, 48239, 48240, 48242, 48243

Qualitative Data: Key Stakeholder Interviews
The SUPPORT Study team completed key stakeholder interviews and focus groups to explore experiences,
strategies, and challenges around hospitalization events for people with dementia. To capture a variety of
perspectives, the SUPPORT Study focused on three groups that commonly provide care for people living
with dementia: family caregivers, community service providers, and healthcare providers.
Family caregivers were invited to participate in interviews through flyers and e-mail invitations shared by
local dementia-focused organizations, caregiver networks, and the Healthier Black Elders Center. Eligible
family caregivers completed interviews on a one-on-one basis, usually over the phone, lasting from one to
two hours.
Partnering with community and healthcare organizations, we reached out to, invited, and interviewed
community service providers and healthcare providers interested in sharing their experiences providing
care for people with dementia. Healthcare and community service staff interested in participating
completed an hour-long focus group offered locally.
The SUPPORT Study team spoke to 50 family caregivers,12 community service providers, and 11
healthcare providers and spent one hundred hours interviewing participants.

Approach for Analyzing Interviews
The study used a common qualitative analysis approach, called thematic analysis, to express shared
experiences and themes across all 73 participants. The study team detailed and summarized participants'
experiences of hospitalization events, managing care for people with dementia, accessing support systems,
and navigating unmet needs and challenges. The approach also helped develop an understanding of what
it means to be a caregiver and/or provider and the wide range of experiences.
Example Questions for Caregivers: Can you tell me about a time when your loved one had to go
to the hospital? What was happening before that hospital visit? What can hospital or community
providers do better to support people with dementia?
Example Questions for Community Service Providers & Healthcare Providers: What
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strategies, resources, and programs do you have in place to address avoidable hospital stays?
How are you partnering with caregivers to support people with dementia? How are you
partnering with other organizations?

QUANTITATIVE DATA FINDINGS
Our analysis of Medicare data revealed that people living with dementia in the Detroit area experience
higher rates of hospitalization and rehospitalization.
For Detroit-area residents with dementia who were experiencing a rehospitalization, the mean age was 78,
61% were female, 78% were African American, 39% were Medicaid eligible, and 31% lived with a disability.
A large majority had one or more medical conditions in addition to having dementia, and these conditions
are called comorbidities. While other comorbidities fell under 45% prevalence, Most notably:
86% had hypertension.
70% had diabetes (49% had uncomplicated diabetes; 21% had complicated diabetes with end-organ
damage, such as to the kidney, nerves, or blood vessels).
60% had fluid and electrolyte disorders (such as those caused by dehydration or fluid retention).
58% had anemia.
People with dementia were hospitalized at both nonprofit (52%) and for-profit (48%) hospitals in the
Detroit area. Thirty-five percent were discharged to skilled-nursing facilities. For those experiencing a
rehospitalization within 30 days, the average length of stay was 5.9 days, with 31% staying more than 7
days. When examining 30-day outcomes for people with dementia, we found that 27% experienced
rehospitalization and 8% died.
Medicare beneficiaries with dementia in the Detroit area experienced an average of 2 hospital visits a
year compared to the national average of 1.5. They were more likely to be rehospitalized within
30 days of discharge but less likely to experience a death within that period. Analysis of Medicare
data reveal that 27.1% of Medicare beneficiaries with dementia in Detroit experienced a 30-day
rehospitalization compared to the national average of 19.4%. In contrast, 9.8% of Medicare beneficiaries
with dementia in the Detroit area experience a death within 30 days of hospitalization, compared to the
national average of 11.6%. Those with dementia experiencing at least one hospitalization in the Detroit
area were also more likely to have Medicare and Medicaid benefits.
Percentage of Medicare beneficiaries with
dementia who experienced a 30-day
rehospitalization or death

Mean number of hospital visits for
Medicare beneficiaries with dementia
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QUALITATIVE INTERVIEW FINDINGS
Participant Demographics
Family Caregivers: Of the 50 family caregivers interviewed, 46 identified as female and four as male.
Thirty-four caregivers identified as Black or African American, while 16 identified as White and none as
Hispanic. The ages of two caregiver participants fell between 25-34 years, five caregivers aged 35-44, five
caregivers aged 45-54, 12 caregivers aged 55-64, 22 caregivers aged 65-74, and four caregivers aged 75+.
Every caregiver interviewed had completed high school and many had completed college and/or vocational
training (n=44). The 50 caregivers who completed interviews reported providing care to a total of 70
people, meaning that a significant number of caregivers (over 25%) cared for multiple people. This number
does not include care recipients who were not experiencing dementia or other changes in memory, such
as young children or family members with other health conditions. The recipients of this help were most
often family members but sometimes were friends or neighbors.
Community Service Providers & Healthcare Providers: Of the 24 community service and healthcare
providers interviewed, most were over 45 years old (n=22) and working full-time (n=23). This group
identified as 75% female, 54% White, and 38% African American. All community service and healthcare
providers had completed either a 4-year college or a post-college degree.

Introduction to Qualitative Findings
Family caregivers, community service providers, and healthcare providers alike shared meaningful
reflections that largely focused on supports (e.g. family networks, neighborhoods) and resources (e.g.
respite services, meal delivery programs) that would improve daily life for caregivers and people with
dementia to promote health and prevent avoidable hospitalizations. All participants described a range of
challenges in meeting the daily needs of caregivers and people with dementia. Furthermore, almost all
identified similar root causes of challenges: limited access to resources and inflexible policies and
programs that limited the quantity and type of help they can provide or receive. Several participants
shared that timely help and care that is aligned with needs of caregivers and people with
dementia would prevent poor outcomes, including hospitalizations.

Participants Describe Different Sources of Supports and Resources
Most participants described receiving more support from
informal neighborhood and family networks than from
formal community and health services. Caregivers and
providers alike described ways in which neighborhoods and
families acted as buffers, social networks, and safety nets
during hard times, particularly for dementia-related
behaviors like wandering. At times, participants reflected on
how these networks were tightly knit into the social fabrics
and histories of their communities and were stronger in
areas with greater housing security. Along these lines,
participants described the negative impact of removing
people with dementia or themselves from environments
with strong social support networks.

"Our church does [respite care] informally sorta. You
kinda make yourself available, um, 'If you need
something, let me know,' but it's nothing really
intentional. You know it's just saying 'I'm coming
over so and so cause I know what mother needs is
where you come in, sing a song, you can go, go
shopping. Gotta go shopping.'"
- Hospital Provider on their Neighborhood
"[Colleague] did a lot of home modification requests
from our older adults in the community that can't
afford to get it done. It's hard to age in place when
you're in poverty."
- Community Service Provider
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However, not all caregiver participants felt supported by families and
neighborhoods, describing family estrangement prior to the incidence of
dementia or due to the challenges of caring for someone with dementia.
Community service and healthcare providers commented on situations with
varying levels of family support and the subsequent need for formal services.
Several healthcare providers reflected on the legal guardian model used if a
person with dementia has no care network, where persons with no family or
friend caregiver are appointed a legal guardian or ward. Healthcare providers
mentioned these wards could live far from patients and be difficult to
communicate with, complicating care for the person with dementia.
“I had to get [person with dementia] into a
hospital. I had to file for a power of
attorney. I was real desperate then
because of her behavior, and I contacted
social services. I didn’t know who to call,
who to get help with. It was mostly just
myself.” - Family Caregiver
"I mean I looked at when they had support
groups and it's like "how do you do that?"
Any spare time I had to provide cares so it
was like, it's just not gonna work. And there
were not a lot as a resource when I needed
help. We had a couple crisis situations that
were always at night or after hours ... Not
a fit, it was not a fit for what the need
was." - Family Caregiver

“You have a lot of people whose
family is not involved, and so we
have these private groups that
are guardians, and they have
500, 1,000 patients that they
look after. So, half the time they
don’t even know who they’re
talking about or what’s going
on, or even if the patient is in
the hospital…”
– Healthcare Provider

When caregivers did access formal community and health services,
some found them helpful and felt they improved outcomes for the
person with dementia and themselves. However, all caregivers
described challenges in navigating the care system and services that
were not dementia-friendly or culturally fit.
Specifically, caregivers described instances when resources did not
meet expectations or were incongruent with cultural or familial
values and preferences. For example, some stated they had prior
negative experiences or were otherwise uncomfortable with home
care workers. In some situations, caregivers described how drivers
for transportation services may not have dementia-specific training,
and thus cannot adequately help people with memory changes.
Services that provided meals were desirable but the food was not
always culturally appropriate or familiar to the care recipient and
thus did not support the goal of nutrition

Some caregivers shared discomfort with services that required home visits referencing concerns regarding
privacy and as a result elected to not receive those services even if they had found them useful. In many of
these instances caregivers felt the services met an important need, but the manner in which it was
delivered did not match with their values or culture.
Community and health services and resources
described included the Program of All-Inclusive
Care for the Elderly (PACE), Detroit Area Agency
on Aging (DAAA), Meals on Wheels, American
Association of Retired Persons (AARP), Senior
Helpers, and other support organizations, such
as church programs.

"Once you sign up for [service], you can't go to your doctor. You gotta
go to their doctor. You gotta go to their dentist. They tell you when
you gotta go to the nursing home. You don't make any of your own
decisions anymore. But for somebody like I said, without any family,
any nieces, that helps because all their care and [service] knows
what's going on and everything in life." - Hospital Provider

Participants Described How Some Program Requirements Limited Access to
Needed Care for People with Dementia
All participants, but particularly community service and healthcare providers, described program
requirements that limited access to what they considered to be critical resources needed to promote
health for people with dementia and their caregivers.
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Programs were critiqued for narrow eligibility
criteria related to both income and diagnosis. In
addition, programs were critiqued for strict
requirements on type and frequency of visits (e.g.
home visit), rules on provider oversight, and requests
to share medical and social information. Community
service and healthcare providers shared that
caregivers and people with dementia suffer due to this
systematic lack of access to resources.

"Even different insurances and different programs that
offer respite care, there's so much criteria. Like only three
days and this many times a month. There's so much
criteria. You only get a lifetime of this many days and
you can't be gone out of town. Like there's all kind of.
I've only had to help get someone to respite once. And
I've been working like [inaudible] It's so challenging to
even try to, you have to meet so many criteria, jump
through so many hoops to get the services that you are
eligible for." - Healthcare Provider

The high cost of nursing home care was also
discussed among all participants, including caregivers.
Healthcare providers, in particular, suggested that
Medicare and Medicaid factor in assistance for
caregivers to afford nursing home care.

“Nursing home care is anywhere between
$5,000 to $10,000 a month… There needs to be major
policy change within Medicare and Medicaid, because
there’s no way people can afford that.”
– Healthcare Provider

Additionally, caregivers expressed dissatisfaction with the quality of program services, particularly meal,
transportation, and respite services. In other words, if services were available, they may not have been
acceptable due to poor fit or quality. A number of caregivers also critiqued assisted living facility and
nursing home decisions to hospitalize the person with dementia, expressing a desire to be involved in the
process and for better coordination between caregiver, facility, and hospital.
Caregivers who were able to share responsibilities with a wide network of family members or neighbors
described how this helped foster more positive outcomes, including lower stress levels and more time to
seek out additional supportive services for the person with dementia.
"[Family member with
dementia] couldn't get an athome nurse. And so he went,
somebody she knew paid for
him to go to some place for
30 days to move his legs
around because now he's
starting to get a little
mobility in his legs. But that
was for 30 days, so now he's
kind of doing his own thing."
- Family Caregiver

Regardless of the level of support and resources available, virtually all
caregivers shared serious concerns about their ability to meet the demands
of the caregiving role. Several linked these challenges in supports and
resources to consequences for the person with dementia. Specifically,
caregivers highlighted times in which the person with dementia could have
received more medical and social supports, like early diagnosis and ongoing
assessment, and ways in which delayed or late diagnosis and lack of early
supportive services resulted in poor outcomes which included: falls, social
withdrawal, delirium, and poorly managed behavioral symptoms. Some of
these events resulted in hospitalizations, with a portion leading to periods of
multiple hospitalizations.

For example, one caregiver shared that a family member with dementia was hospitalized and quickly
discharged without adequate resources and education: this led to mobility barriers and a fall as well as
difficulty with medication compliance and disease management. Ultimately, the person with dementia was
rehospitalized. Other caregivers discussed repeated falls, pressure injuries, use of psychotropic drugs and
restraints for dementia, and delayed diagnoses, connecting these experiences to deficits in dementiafriendly care, education, and resources. Additionally, all but a handful described how caregiving with few
supports impacted their own physical and mental wellbeing, often citing the lack of “someone to talk to.”
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Care providers echoed these thoughts,
sharing how a lack of attention to
upstream factors of health for both
caregivers and care recipients resulted
in
high
stress
and
burden,
rehospitalization, and poor outcomes.

"If you come in and your main problem is that you can’t take your medication
or you forget to take your medication on a regular basis and as a condition of
that you have congested heart failure…the highest reimbursement is that you
got congested heart failure…the focus of taking care of you is congested heart
failure. Until there’s some continuity of care of services in place, you are going
to always have patients going back to the hospital for memory issues.”
- Healthcare Provider

Participants Describe Outcomes of Caregiving with Little Support
Caregivers who were able to share responsibilities with a wide network of family members or neighbors
described how this helped foster more positive outcomes, including lower stress levels and more time to
seek out additional supportive services for the person with dementia.

Regardless of the level of support and resources available,
virtually all caregivers shared serious concerns about their
ability to meet the demands of the caregiving role. Several
linked these challenges in supports and resources to
consequences for the person with dementia. Specifically,
caregivers highlighted times in which the person with dementia
could have received more medical and social supports, like
early diagnosis and ongoing assessment, and ways in which
delayed or late diagnosis and lack of early supportive services
resulted in poor outcomes which included: falls, social
withdrawal, delirium, and poorly managed behavioral
symptoms.
"He was in a hospital for 3 months because
the place that they tried to put him in wouldn't
accept him and so they were trying to get
assisted living for him, so we tried to go to
[assisting living facility name] and something
happened with that and we tried to go to
another facility, then it was a basis of getting it
closer --he lives on the east side of [large
Midwestern city], I'm on the west side of [large
Midwestern city]" - Family Caregiver
"I asked the social worker that was in the
[hospital] room, I said 'Do you have any
services that I could attain because I need to
know what I can do because I'm mentally
drained and I want to be in the best mood
when I come to see him?' ... [The social
worker] took one of her business cards and
wrote down some website. I didn't look it up
because I felt like I needed to talk to
somebody." - Family Caregiver

"Folks are just not finding the resources that
they need to help their loved one with
dementia and they’re not getting the respite
care they need to be able to find resources and
relieve their stress and their burnout. So if
you’ve got a stressed out and burned out
caregiver, that’s not good for the dementia
patient because they can’t find what they need.
You know there is some daycare but often it’s
very expensive. Insurance doesn’t cover it and
people just can’t afford it."
- Healthcare Provider

Some of these events resulted in hospitalizations, with a portion
leading to periods of multiple hospitalizations. For example, one
caregiver shared that a family member with dementia was
hospitalized and quickly discharged without adequate resources
and education: this led to mobility barriers and a fall as well as
difficulty with medication compliance and disease management.
Ultimately, the person with dementia was rehospitalized. Other
caregivers discussed repeated falls, pressure injuries, use of
psychotropic drugs and restraints for dementia, and delayed
diagnoses, connecting these experiences to deficits in dementia
friendly care, education, and resources. Additionally, all but a
handful described how caregiving with few supports impacted
their own physical and mental well being, often citing the lack of
“someone to talk to.”
Care providers echoed these thoughts, sharing how a lack of
attention to upstream factors of health for both caregivers and
care recipients resulted in high stress and burden,
rehospitalization, and poor outcomes.
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Despite Challenges, Caregivers Share Hope, Strength, & Resilience
Even when describing the challenges of caregiving in a lowresource context, participants highlighted remarkable stories of
hope, strength, and resilience. Caregivers centered the person
with dementia’s needs, dignity, and comfort, describing the power
of relationships within their caregiving story. Also, they described
sharing responsibilities, strategically finding resources, and
engaging in religious and spiritual practices and communities that
helped navigate the caregiving journey.

“[My stepmother] said, ‘I’m so sorry
that I’m just the burden to everybody.’
I said, ‘You’re not a burden.’ I said, ‘It’s
okay if we’ve got to take care of you
now. You took care of us forever. You
know, it’s our turn to take care of
you.’” – Family Caregiver

Most caregivers spoke of helpful strategies that allowed them to respond to their loved ones needs,
communicate more effectively, and stay informed about their loved ones’ financial and health matters. For
example, several spoke of classes about dementia and caregiving that helped them learn ways to navigate
the challenges of helping someone with memory changes. Many who received information about brain
health or dementia prior to their caregiving role described being better able to identify cognitive changes
and respond appropriately.

Participant-Generated Recommendations
Participants shared, in their own words, several recommendations for ways to improve the available
supports for caregivers and people with dementia and ultimately reduce avoidable hospital visits. These
recommendations include:
Person-Centered Programs: Caregivers and providers felt supports and services should adopt
person-centered, dementia-friendly approaches to better support daily life for people with dementia
and their families. This was described as tailoring to meet individual patient and caregiver needs. One
healthcare provider shared, “I mean one of our charges now is to start looking at the whole patient and the
whole client, everything looking at it from a physical matter to a mental health even to dental. I think the
biggest win so far is that it is becoming a little more recognized and things coming into place with the attempt
to help those clients right now that are struggling with memory issues.” A community service provider
reflected on the importance of shaping care to the person with dementia's preferences, "What’s critical
is that the people that are working with the individual know what their needs are, what their wants are. Like
[my colleague] had a good example of you know, the person prefers to take a bath at you know this time of
the day. If you’re the staff and you’re hell bent on doing it first thing in the morning and they’re getting
combative with you, okay, we can prevent that from happening if you just know how that person wants their
day. They have to have, people want to have some form of control over their lives." Similarly, a family
caregiver expressed, “I guess I wish community services could maybe be more flexible and could meet the
client where the client’s at.”
Early, Regular Assessment: When asked about how to prevent or decrease hospital use for people
with dementia, both caregivers and providers alike emphasized the need to establish an individualized
baseline to later identify changes from that baseline. A comprehensive understanding of baseline was
identified as helpful in moving towards proactive intervention and improving quality of care. One
healthcare provider expressed that “I’d have [nurses] on the same unit all the time, because they know the
patients the best. And they’re the first ones that are going to see a change.”
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Centralized Resources and Improved Referrals to Supports and Services Across Disease
Progression: Participants felt that community services and supports were disconnected and that
stronger coordination and referral systems would increase use of available resources. Several
caregivers voiced a desire for a central resource clearinghouse, "I think there should be more local
resources, or a centralized location you can go to so they can tell you like, 'Okay, in your community, they
have…' The ideal thing to me would be okay you call the number, or you go to the website and they say,
'There’s six places in this region, and these are the times available for people to just listen, or help possibly.'"
Another caregiver shared, “I wish there was more of a way to be in touch or be aware of services that
different communities have to offer so that when a family member does need something, they get that
information more readily. And so like if someone doesn’t belong to a church, but wants some guidance or
support, that they could call upon this agency for how to get resources. So, I don’t see a good like one place to
go to get that.” A community service provider echoed these desires providing the following analogy:
"When we run into a period of crisis is the need for a quarterback I think like [my colleague] was talking
about. And that’s what’s always lacking. It needs to be somebody that is a center point. I wish in the best of all
worlds is the primary physician quarterbacking the care that’s not seen that frequent. We end up sometimes
being the quarterback where we really don’t have access to everything we need to do that role." Caregivers
also highlighted the need for improved referrals across dementia disease progression, subsequently
stressing the need for early dementia diagnosis and later hospice and palliative care. Similarly,
caregivers found a need for more routine referrals to helpful services a dementia progressed. A very
common example of this was referrals to palliative and hospice care - with many sharing they would
have benefited earlier from this care approach.

Long-Term Programs with Consistent Funding: Providers, in particular, expressed frustration with
limitations imposed by program funding models and recommend movement towards longevity and
consistency. One community service provider shared that “[t]here are not enough community resources
in general to provide services for everybody. Every service that is provided in this community is a ‘one-off’
meaning that you have to go out and find resources … and when that funding dries out the program goes
away.” Similarly, another community service provider voiced, “I don’t think we give enough service to the
people with dementia here... we’re in a public mental health system and it’s a fee for service environment as
opposed to grant based funding and the services that are reduced for people that have primary diagnosis of
dementia and it’s a shame.” Yet another community service provider reflected on the community's
adaption to limited services, "You end up providing services for the patient, the cousins, and everybody as a
source of resource just because there are not a lot of connections from one resource to the next unfortunately
where we are. Because resources here are scarce and they come up but then dry up really quickly because a
lot of people need them."
Advocacy: A common thread across all participant recommendations was the need for advocacy.
Many expressed that a knowledgeable, empowered advocate can make a huge difference for a
person with dementia, particularly when it comes to navigating health care systems. Discussing the
concept of advocacy, a family caregiver expressed, “Yeah, and I think each senior needs [an advocate.]
They really do. They need an advocate. Because a lot of times, they don’t know, you know, and they need
someone to go to bat for them.”
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SUMMARY & NEXT STEPS
Compared to national averages, we found Detroit has a greater burden of Alzheimer’s disease and
dementia and higher use of hospitals and greater rehospitalization among people with dementia.
Causes of above-average hospitalizations likely extend beyond urgent issues: they may be related to
unmet needs of caregivers, including deficits in respite care, access to care, support managing symptoms,
and ambulatory-sensitive conditions such as diabetes that should be effectively managed through
preventative outpatient care. According to these providers, many factors contributed to ongoing difficulties
meeting the needs of dementia caregivers. Of these, major contributors included: fragmented funding of
supported programs, stringent eligibility that made support programs inaccessible for many families in
need, lack of understanding of dementia and stigma surrounding dementia, insufficient quantity of
services, and in-congruence between expectations or quality of services and the cultural values of diverse
families and communities.
Collectively, findings from the SUPPORT Study demonstrate that caregivers possess remarkable
creativity, persistence, and resilience in supporting people living with dementia that can be better
harnessed by health and service providers.
Study findings highlight the potential for education and knowledge about brain health and memory to
increase proactive seeking of care and resources. Furthermore, it illustrates the role of community, family,
and neighborhood supports, which provide caregivers access to a network they often leverage during
urgent or stressful events. Therefore, removing someone from a housing situation or neighborhood can
have important consequences on their health and support, particularly if they do not have the capacity
resources to rebuild or recreate relationships and supports that were present in that environment.
The SUPPORT Study also sheds light on multiple systems-based and structural barriers that virtually all
caregivers reported encountering in their efforts to obtain diagnosis, support, and avoid hospitalization.
Care providers highlighted these barriers as frustrations in delivering resources and supports.
As part of our broader endeavor to inform national policy, our next steps include efforts to ensure that we
have stories and data reflecting diverse geographic regions. Future initiatives will mirror the work done in
partnership with Detroit-area stakeholders, seeking to represent diverse views and perspectives on
opportunities that can reduce avoidable hospitalization and better support caregivers and people with
dementia. We plan to disseminate findings from this work in scientific publications to other researchers, in
oral presentations to community members and policy makers, and through informal channels with
partners and stakeholders. We intend to share final publications and products with Detroit-area partners
as each step is completed and upon completion of the entire project.

I would love to see more studies, more people
interested in trying to figure out

a better way

to help the caregivers or the family members.
- Family Caregiver
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Andrea Gilmore-Bykovskyi is an
Assistant Professor at the University
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