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A Note from the LHCC President
The demand for better support for family caregivers is growing as an entire generation of baby
boomers age and enjoy longer lifespans. Unpaid or “informal” caregivers provide an astounding
$506 billion of free care every year. They often serve as information recorders during clinician
visits, care plan adherence facilitators for the patient at home, and as “catch-all” doers of the
various other day-to-day tasks that their loved one can no longer handle alone.
Caregivers are vital to our increasingly-overburdened healthcare system: patients with
identified caregivers have lower healthcare costs, close gaps in care at a higher rate, participate
in clinical care programs more often, and feel more satisfied with their healthcare experience
than those without identified caregivers. Nevertheless, only 32% of caregivers report that a
healthcare provider has asked about their needs.
Caregivers face a multitude of challenges that change from minute to minute. Many report that
they operate in a near-constant “crisis mode” and struggle to find available resources
fragmented throughout the healthcare system and the community. Amid mounting stress and
strain, caregivers are often in danger of pushing themselves beyond a breaking point and
becoming patients themselves.
As the need for solutions is becoming more apparent, more companies are entering this space
to offer new innovations. Advocacy groups and universities are creating evidence-based
programs to understand caregiver challenges and pilot solutions. Policy makers are noticing,
too, and signed the RAISE Family Caregivers Act into law in January of 2018, which mandates
the development of a national strategy to support family caregivers.
In this report, we present the findings from LHCC’s recent Request for Information (RFI) around
support and engagement of unpaid caregivers. On the whole, we received insightful, highquality responses from a variety of organizations doing important work to improve the lives of
caregivers and their loved ones. For ease of discussion and interpretation, we have
synthesized the responses and organized them into recurring themes and concerns. In doing
so, we sought to remain faithful to each respondent’s individual perspective. LHCC would like
to thank all respondents who generously gave their time to answer our questions. We would
also like to thank the subject matter experts from our Healthcare Council companies, who
provided vital feedback and guidance throughout the entire RFI process.
Caregiving is something most of us will encounter in our lifetimes, either as a caregiver,
someone who receives care, or both. Although we do not yet know exactly what the ultimate
scalable solution for caregivers looks like, we can be certain that a successful strategy will
combine innovative technology and all-too-often overlooked compassionate human intervention
to treat the care team--including the patient, caregivers, family, healthcare providers, and other
support professionals, as a whole organism with unique needs.

Tammy York Day
President and CEO
Louisville Healthcare CEO Council
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Executive Summary
The Louisville Healthcare CEO Council (LHCC) released a request for information around
challenges and current solutions for unpaid caregivers, who currently provide their loved ones
with over $500 billion of care annually. We received 24 written submissions from a variety of
organizations doing important work to support caregivers. Among these organizations are
young startups with point solutions for caregivers, large companies with end-to-end solutions for
caregivers, caregiver advocacy groups, provider organizations, LHCC ecosystem partners, and
others. Their responses are summarized in this report.
Challenges Facing Caregivers
Caregivers must balance the long-term needs and goals of their patient with the short-term dayto-day tasks that monopolize their time. Although challenges faced by unpaid caregivers are
too numerous to summarize here, the following are those that were most frequently identified by
respondents:
•
•
•
•
•
•
•
•

Lack of knowledge about available resources and how to access them
Time management
Lack of confidence in understanding of doctors’ instructions
Managing Family Dynamics
Health challenges for the caregivers themselves
Balancing Caregiving with Employment
Financial support
Lack of clear goals for the patient’s life

Key Insights
•

•

•

•

There is currently no “silver bullet” solution available for caregivers. Instead, each
caregiver must stitch together resources from incomplete and often unreliable
community and healthcare system sources.
Technology alone is not the answer. Technology in an obstacle for many caregivers
who are uncomfortable using smart phones and computers, making it difficult to connect
them to resources and collect important data. This discomfort contributes to a general
skepticism about the advantages of adopting technology-intensive tools.
Historically, demonstrating a return on investment for caregiver solutions has
been difficult. Understanding the impact of a particular solution for caregivers once
deployed is a challenge. Caregiver identification is not always straightforward, and
legacy systems used by providers to track and manage care recipients do not usually
account for the presence of caregivers.
Resources and information are siloed across the health, community, and longterm care sectors. This is not only a problem for caregivers themselves, but also a
significant obstacle for those designing solutions for caregivers.

Next Steps
LHCC is working with its member companies to draft a Request for Proposals, to be released in
mid-January.
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About LHCC
The Louisville Healthcare CEO Council (LHCC) was formed in 2017 to leverage the strengths
and assets of its members to solve important problems that extend beyond the scope of any
one single member company. LHCC board members include CEOs from Kindred, Humana,
Trilogy Health Services, Passport Health Plan, Norton Healthcare, Hosparus Health, Anthem,
Apellis Pharmaceuticals, Signature Healthcare, Galen College of Nursing, Baptist Healthcare
System, and PharMerica. These companies are the titans in the industry, collectively
representing over 275,000 employees and $80 billion in revenue.
The LHCC is the collective voice of its member companies for the growth of Louisville’s
healthcare innovation sector, and our goal is to foster collaboration in the sector to create jobs,
spur innovation, and increase investment in Louisville’s healthcare economy. We are an
approachable, single point-of-contact for entrepreneurs looking to collaborate or partner with our
Council companies.

About This Report
LHCC member CEOs recognize the growing need for resources for family caregivers. LHCC
worked with subject matter experts from Humana, Norton Healthcare, Hosparus Health,
PharMerica, Passport Health Plan, and Kindred to release a Request for Information (RFI)
surrounding support and engagement solutions for unpaid caregivers. LHCC sent the RFI
directly to a curated list of recipients on July 16th, 2018. The RFI period closed on August 16th,
2018.

We received responses from 24 organizations from across the US and Canada. In their
responses, these organizations collectively identified nearly 50 additional organizations working
in some capacity to create resources for or otherwise support caregivers.
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Among RFI respondents were young startups solving specific caregiver problems, large
companies with end-to-end solutions for caregivers, caregiver advocacy groups, local LHCC
ecosystem partners, and others.

In this report, we present respondents’ identified challenges, concerns, and solutions, lightly
edited and curated into common themes. Although respondents frequently cited academic and
agency reports in their answers to RFI questions, they also provided valuable answers informed
by their years of experience working to support caregivers. We have cited sources when they
were identified by respondents, but have also faithfully presented anecdotal information as
provided.
Through the RFI, LHCC sought information about common problems faced by caregivers and
those providing solutions for caregivers in order to draft a well-informed, targeted Request for
Proposals (RFP) focused on the holes in the current support system. Ultimately, LHCC will
seek proposals for solutions to be deployed in Louisville and elsewhere to the benefit of our
Council companies and the community.
The RFI provided two vignettes describing specific challenges facing family caregivers:
Jane cares for her mother who lives 10 minutes away and is torn between being
there with her mother at a doctor’s appointment and taking off time from work.
She has heard that there are local groups that provide transportation for seniors
who no longer drive, but she’s not sure who they are, and not comfortable about
which ones are safe and reliable. Neither she nor her mother can afford to use a
taxi service for every appointment.

Jack is at the hospital because his father is being discharged from a jointreplacement surgery. At the hospital, the doctor gave him discharge instructions
and told him things his dad would need for recovery at home. But when Jack got
home, he didn’t remember all of what they told him. He had specific questions
5
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about some of the instructions that he forgot to ask the doctor, and he wasn’t
completely comfortable with the task of making sure the wound is free of
infection. It looked easy when the nurse was doing it, but he’s afraid he’s going
to make the wound worse or overlook potential infection. How can Jack be
certain that he’s doing the right thing?

The Problem: patients and caregivers sometimes struggle to find answers to their healthcare-related
questions and lack easily-accessible, just-in-time connections to local and community-based
resources.

Broadly, the RFI posed three general questions:

1. What are some existing caregiver support strategies and resources?
2. How can currently-available resources be improved?
3. What are some opportunities for new solutions?
24 sub-questions divided among three main question headings were provided for guidance.
Respondents were not required to address all questions. The RFI in its entirety can be found on
page 29.
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Challenges Facing Caregivers
Caregivers must balance the long-term needs and goals of their patient with the short-term dayto-day tasks that monopolize their time. Challenges faced by unpaid caregivers are numerous,
and better and more thoroughly described elsewhere.1 The following are those that were most
frequently identified by respondents:

Lack of knowledge about available resources and how to access them
Available resources vary by geographic location, diagnosis, and circumstances. Caregivers
often do not know which resources are available, how to access them, and whether they qualify
for assistance. Additionally, available community resources are often not coordinated and not
updated on a consistent basis. Caregivers often ask healthcare providers for guidance and
connection to resources, and they are often unfortunately mis- or under-informed themselves
about this kind of information.
Resources frequently sought by caregivers include:
•
•
•
•
•
•
•
•
•

Transportation
Caregiver self-care, respite opportunities (e.g. Adult Day Centers)
Appropriate referrals to resources across different settings of care
Access to community support systems for caregivers
Reliable, consistent, in-home, non-skilled care for assistance with activities of daily
living (bathing, dressing, transferring, grooming, etc.)
Home renovation guidance when needed to accommodate medical needs
Acquisition of medical assistive devices
Answers to medical questions as they occur,
Training around care for those with complex, chronic diseases

The fragmentation of available resources across many platforms becomes increasingly
apparent when caregivers are caring for a more medically-complex family member with comorbidities, requiring managing multiple physicians and medications. Some of these physicians
may be in other healthcare systems and utilizing different electronic medical records among
which patient information is not shared. This creates a burden for the caregiver trying to
manage the wellbeing of the family member. Trying to remember multiple passwords for
various physician portals is cumbersome.

Time management
Many of the other challenges identified here factor into time management challenges for the
caregiver. Caregivers must juggle complicated care schedules, transportation to and from office
visits, and daily chores for their loved one while still maintaining employment, their own
households, and time for other social and family obligations.

Lack of confidence in understanding of doctors’ instructions
1

Home Alone: Family Caregivers Providing Complex Chronic Care: http://uhfnyc.org/publications/880853;
Adelman, RD; et. al. Caregiver Burden: A Clinical Review. JAMA. 2014;311(10):1052-1059.
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Caregivers are often solely responsible for carrying out physician instructions for the patient at
home. Many experience information-overload at the doctor’s office and are unclear about next
steps when the patient returns home.

Managing Family Dynamics
Caring for a family member often includes managing conflicts about which family members will
be responsible for which caregiver responsibilities. Caregivers must balance the needs of
healthy and sick family members, navigate conflicts within the family about how to handle
caregiving decisions about the care plan, and sometimes must provide care for a recipient who
is uncooperative or otherwise does not have the capability to participate in his or her own care.

Health challenges for the caregivers themselves
Respondents frequently noted that many caregivers, busy and overwhelmed with the daily strain
of caregiving, do not have opportunities to care for themselves. The constant vigilance required
for watching for multiple symptoms, not knowing whether to “bother the doctor” with questions or
clarifications, and frustration with navigating a complex healthcare system can all contribute to
caregiver burnout. Caregivers are exposed to subclinical stress, sleep disturbance, risk of
illness and injury, relationship stress, loss of time for self-care, and reduced quality of life. They
often “forget themselves” until they are exhausted. All these factors can affect a caregiver’s
mental and physical health, leading many respondents to describe caregivers as “second
patients”.
Another important contributor to mental health challenges around caregiving involves the impact
of requiring family caregivers to identify themselves as caregivers. This is especially heightened
in caregivers who feel, through a sense of duty or other circumstances, that they had “no
choice” in taking on the responsibilities of a caregiver. An excellent review of the complexities
associated with caregiver self-identification can be found here.2
Respondents also referred to the limited understanding of what it means to be a caregiver, and
the burden incurred, by society at large as a factor contributing to caregiver health challenges.

Balancing Caregiving with Employment
According to a 2015 report by the National Alliance for Caregiving (NAC) and AARP Public
Policy Institute, 61% of employee caregivers report having to make a workplace accommodation
such as going in late, leaving early, taking a leave of absence, turning down a promotion, or
retiring early, because of their caregiving responsibilities.3
The Family and Medical Leave Act (FMLA) allows for an employee to take up to 12 weeks of
unpaid leave to care for a family member, however, most caregivers are heavily dependent on
their income to support their family, so unpaid leave is something many avoid.

2

Elise K. Eifert, Rebecca Adams, William Dudley & Michael Perko (2015) Family Caregiver Identity: A
Literature Review, American Journal of Health Education,46:6, 357-367
3 Caregiving in the US –AARP Report can be found here:
https://www.aarp.org/content/dam/aarp/ppi/2015/caregiving-in-the-united-states-2015-report-revised.pdf
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Financial support
Many caregivers lack the financial resources they need to adequately provide care. Often the
health challenges identified above lead to work absenteeism or poor performance at work,
which can lead to decreases in income, further compounding the problem. Economic hardships
are felt by the caregiver in the short-term, but also affect the caregiver’s long-term financial
health by decreasing retirement savings, which can perpetuate a cycle of financial strain from
generation to generation.

Lack of clear goals for the patient’s life
Often there is miscommunication between healthcare providers and the patient/caregiver team
about what it means to be treated for a disease in contrast to being able to cure it. The potential
upside of any possible interventions, including surgery or medication, are often the focus of
discussions instead of more realistic outcomes. Potentially harmful and long-lasting side effects
that may accompany an intervention are sometimes lost in the discussion. In retrospect after
their family member passes away, caregivers often report that had they known exactly what a
particular treatment course entailed, they would have made different choices about care.
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Challenges in Solving These Problems for Caregivers
Here, we list challenges identified by organizations designing and implementing resources for
caregivers as frequent barriers to innovation.

Lack of consensus on the definition of “caregiver”
Often, patients are supported by a care team of paid and unpaid caregivers. Some of them may
identify as caregivers and some may not. As referenced above, many caregivers do not
necessarily identify themselves as caregivers, making them a difficult “customer” to reach, not
only for the purposes of providing support, but in understanding exactly what support they
require.

No clear payment model to support caregiver services
There are few successful business models to support innovation in this area. Most insurance
plans do not reimburse for services for the caregiver (since they serve the beneficiary). Many
caregivers are struggling to make ends meet, so selling them products and services is difficult.
Finally, long-term care providers such as assisted living facilities will sometimes offer tech as a
marketing tool, but this is a difficult business model to sustain over time.

Difficulty in demonstrating return on investment
Data demonstrating the return on investment for supporting a caregiver can be difficult to
gather. There are some discrete studies that show evidence of this kind (these studies were not
specifically identified by respondents), but nothing with a large and diverse enough population to
demonstrate efficacy to major payers like CMS. One reason collecting these data is
complicated is that on the whole, payers do not have a straightforward way to identify the
caregiver, so claims analysis does not lend itself to this type of economic analysis. Some have
attempted to use the power of attorney designee to identify a patient’s caregiver, but this is often
not a reliable way to identify a patient’s primary caregiver. In addition, legacy systems used by
providers to track and manage care recipients do not account for the presence of caregivers, so
understanding how they may be activated most efficiently is a challenge.

Resources and information are siloed across the health, community, and longterm care sectors
Access to information is one of the challenges most frequently identified by caregivers
themselves. Useful information is often distributed across many components of the healthcare
system, and access to this information is not straightforward for those who seek to provide a
single point-of-contact portal through which caregivers can stay informed about care plans,
available community resources, and support.
This information fragmentation often becomes most apparent during transitions in care.
Information flow varies by patient, setting, and treatment plan. In cancer care, for example, it
might be a primary care doctor, an oncologist, or a palliative care doctor who is the point of
contact for the caregiver as a patient’s care plan progresses.
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Discomfort with Technology as a barrier to resources
Technology can be an obstacle for some caregivers who are uncomfortable using smart phones
and computers, making it difficult to connect the caregiver to the resources on offer. Most of the
solutions that caregivers seem to seek out are low-hassle and utilize existing technology with
which they are already familiar, like Skype or Facetime for long-distance check-ins, Lyft or Uber
for assistance with transportation, and Facebook for connecting with other caregivers.
Many caregivers are skeptical about the advantages of adopting a particular technology
solution, and many others are simply unaware of the variety of technology solutions available.
Cost is another commonly-identified barrier to technology adoption.

Support groups led by healthcare professionals are expensive to deploy
One attractive solution for caregiver support involves a pool of available physicians to answer
questions, provide connections to resources, and help navigate the system. Resources like
these are expensive, and healthcare systems cannot afford to maintain this type of reserve for
significant periods of time.
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Solutions for Caregiver Support and Engagement

Solutions: What is available now?
As awareness of caregiver needs and challenges grows, more organization are offering support
solutions. Resources can include general and condition-specific advice (telephonic, online
communities), in-person support (home care agencies), and technology-intensive solutions
(medication reminders, virtual visits, remote home monitoring). Family caregivers have been
supported by a fractured set of offerings best represented by state agencies, not-for-profit, and
for-profit entities, but few solutions exist at scale. Comprehensive lists of these resources are
available elsewhere.4 Many respondents stressed that although these resources are available,
the burden is on the caregiver to knit them together.
Here, we provide an overview of those solutions identified by respondents in the public, not-for
profit, and private sectors. Some of these organizations serve all caregiving groups, while
others focus on target populations such as those caring for children or specific disease groups.
We also briefly outline available resources in the Louisville, KY area.

Federal and State-funded Resources
Within the federal government, two programs provide comprehensive services to family
caregivers: the National Family Caregiver Support Program, supported by the Administration
for Community Living, and the VA Caregiver Support Program, administered by the U.S.
Department of Veterans Affairs, which provides services for caregivers of veterans.
Eldercare Locator, run by the US Administration on Aging, is a federally-funded toll-free
number that that connects caregivers with local resources.
Every county or multi-county area across the US has an Area Agency on Aging (AAA) which
receives federal funding to provide information and referral to family caregivers on aging and
caregiving services. Offerings vary among AAAs, but many offer referrals to local services as
well as resources that address the financial strains of caregiving. They can provide access to
respite care, support groups, and meals on wheels.

Large not-for-profit organizations providing resources for caregivers
The National Alliance for Caregiving (the “Alliance”) works to improve the quality of life for
unpaid friend and family caregivers through research and advocacy across the lifespan. The
Alliance represents more than sixty organizations in the health, biotech, financial, aging,
disability, and long-term care fields from the non-profit, corporate, and government sector.
Founded in 1996, the Alliance is a 501(c)(3) organization and hosts a grassroots network of
more than 80 state and local caregiving coalitions across the United States. In addition to

4

Families Caring for an Aging America includes chapter surrounding programs and supports for family
caregivers of older adults. https://www.ncbi.nlm.nih.gov/books/NBK396394/; Appendix H of the RAND
Corporation’s Hidden Heroes report includes a survey of caregiver resources across the US:
https://www.rand.org/pubs/research_reports/RR499.html.

12

Solutions for Caregiver Support and Engagement

national work, the Alliance is the founder of the International Alliance of Carer Organizations
(IACO), a multi-national coalition that represents 16 nations with carer infrastructure.
The Alliance is a source for much of the original research cited in this report. This organization
also provides several resources for caregivers. A few of these tools are described briefly below:
Circle of Care: A Guidebook for Mental Health Caregivers, created with NAMI.
#TalkBrainHealth Conversation Kit for family caregivers on memory changes
and cognitive health, created with the Alzheimer’s Foundation of America.
Fall Prevention Conversation Kit, created with the National Council on Aging.
Other organizations frequently identified by respondents included the Caregiver Action
Network (CAN), Family Voices, Inc., Friends' Health Connection, and the AARP Caregiving
Resource Center: These organizations provide guidance, education, peer support, and
counselling services.
Disease-specific organizations, like the Alzheimer’s Association and ALS Association offer
respite programs. ARCH National Respite Network and Resource Center is a clearinghouse
of respite programs. Easter Seals offers programs for adults and children with disabilities.
National Volunteer Caregiving Network has volunteers who can help with day-to-day tasks.
Shepherd’s Centers of America also helps guide family caregivers to local services.
Alzheimer’s and Dementia Care Relief Grant Program, created by Hilarity for Charity, offers
some in-home help to allow caregivers to take a break. Hospice offers a five-day respite benefit
that also enables the primary family caregiver to come up for air.
Associations like AARP and other nonprofits have multiple resources available online (free
and/or paid) for caregivers to organize themselves and to access other resources or programs.
The AARP offers a few technology solutions: CareZone, CaringBridge and Lotsa Helping
Hands all enable caregiver coordination and communication. These three applications were
identified frequently by respondents. Each is described briefly below:
CareZone provides medication scanning and indexing, medication delivery, medication
reminders, vitals tracking, calendar organization, family sharing and other functions. The
application is free to users. Its revenue model is based on partnerships with chain and
independent retail pharmacies, health plans, payers, PACE (Programs of All-Inclusive Care for
the Elderly) programs, and home care agencies.
CaringBridge App allows patients and caregivers to request assistance from a circle of multiple
caregivers and to assign specific tasks to each caregiver. It also connects to GoFundMe, a
platform that facilitates fundraising for caregiving and medical expenses.
Lotsa Helping Hands App is used to create a caregiving community among family and friends.
Announcements and well-wishes can be expressed through the app, and it includes the ability
to post a calendar of needs that caregivers can use to volunteer for tasks and receive reminders
for their selected tasks.
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For-profit and small not-for-profit organization providing solutions
Below, we have grouped solutions identified by respondents into broad categories. Many of the
solutions identified belong to more than one category, and so are cross-listed after their initial
description is provided. Specific solutions respondents identified by name are presented in
bold type, and respondents’ own offerings are in red, and described in their own words.
Many of the resources not identified by name but in a more general sense fall into one or more
of these broad categories of solutions:
• Health plan case managers
• Private pay home and community care managers
• Long term care insurance case managers
• Telehealth devices
• In-home activity monitoring devices
• Medication management devices
• Connected home equipment
• Voice activated ordering services
• Housekeeping services
• Grocery delivery services
• Meal delivery services
• Taxi and ridesharing services
• On-line services for in-home vendor referrals and ratings
• Home care and home health agencies
• Online, telephonic and in person chronic disease management education
• Discharge planning resources
• Mobile phone apps
• Adult day care and adult day health
• Bill paying services
• Trust administrators

Data-Enabled Smart Home and Remote Monitoring Solutions
A plethora of smart home and remote monitoring solutions are becoming available as the
accuracy of PERS (Personal Emergency Response Systems) and global positioning system
(GPS) devices have evolved. These systems usually require wearables, typically worn as a
watch or clip-on device, that gather and track activity data. These devices use detection sensors
to differentiate between activities of daily living and falls or emergency situations, and the need
for help is automatically sent to the appropriate party. Some of these systems also incorporate
non-wearable devices that can be integrated into a user’s environment. They gather data and
provide insights on activities of daily living through a variety of tracking devices in the home.
Smart systems can alert caregivers if there are any significant changes in activity, such as a
resident who is out of bed too long at night or not using the toilet for an extended period of time.
Some are incorporating artificial intelligence and machine learning to support patients and
caregivers dealing with complex care plans and multiple chronic conditions.
Clairvoyant Networks offers a location- and condition-sensing platform that tracks
movement, monitors conditions, and makes person-related event and status data visible,
analyzable and actionable. Clairvoyant’s platform is Software as a Service (SaaS) with the
14
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necessary Internet of Things (IoT) to collect data. The Clairvoyant technologies can be
economically scaled from homes to very large campus environments. Products provide
monitoring, data collection and analysis that can be used to inform family and professional
caregivers, doctors and other members of the care team.
Luna Lights uses an ultra-thin pressure sensor that detects when a user gets out of bed to
immediately turn on small, wireless lights around the home. When the user returns to his or
her bed, the sensor turns the lights off automatically. Additionally, a software component
collects data regarding the frequency and duration that an adult is out of bed at night. The
system sends a text notification to a caregiver if an older adult is out of bed for an
unreasonable amount of time. It also allows caregivers to identify trends in nighttime trips
and see which individuals are most at risk of falling.
Senscio Systems offers an Ibis™ Program that manages the health of members through a
combination of artificial intelligence technology, monitoring devices in the home, and a
chronic care management team which provides varying degrees of support. Recognizing the
need for real-time clinical care in the home, Senscio offers the option for comprehensive
care management (CCM) with its closely affiliated medical practices. The Ibis Program
enables seamless analysis of data from the home, early notification of health issues, selfcare and self-rescue guidance for the patient and caregivers, and care coordination among
the entire care team. Ibis creates a new model for proactive, timely health management,
targeted to maintain better baseline health and more quickly intervene in the home to lower
rates of acute care utilization and the cost of care. Patients and their caregivers report
greater confidence in managing the care plan, recognizing and resolving exacerbations at
home and fewer trips to doctors and hospitals.
Sentiance is a data processor that generates intelligence through its proprietary machine
and deep learning algorithms, which are available through an API and processed in either in
a single or multi-tenant cloud environment. Its platform is designed to scale across hundreds
of millions of consumers. Sentiance does not have any consumer products of its own, it
acts only as a processor of data which then provides to its clients on a first-party basis only
via an API, and made available either in real-time or in batch, as needed by clients.
Although Sentiance does not have an end-to-end service available for supporting patients
and caregivers, the intelligence generated by our platform would create rich intelligence that
can be used to create a more seamless patient and caregiver experience.

Population Health Management Solutions
Diversified Nurse Consultants (DNC) has three business divisions: 1) Private services,
which are comprehensive care management services delivered to private pay clients; 2)
Enterprise services, which are nurse care management services that are custom tailored to
the needs of enterprise clients such as insurance companies or hospital systems; 3) Adult
day care services, which are services provided on-site at DNC’s campus. DNC has
partnered with IHealthHome, a technology provider, to develop a comprehensive software
platform that allows for increased efficiency in the delivery of healthcare services. The
collaboration with IHealthHome will result in a software platform that leverages the
intellectual property developed by DNC through their vast experience and is accessible to
healthcare providers as well as home care providers.
15
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First Mile Health, Inc is the first at risk, community-centered, technology-enabled nonmedical healthcare company focused exclusively on addressing social determinants of
health (SDoH) and underlying chronic medical and behavioral health conditions by
leveraging a fully employed, specialized, and experienced workforce of Community Workers
that makes house calls to high-risk patients. We contract with at risk payers, medical
provider groups, and hospital systems responsible for Managed Medicaid, Medicare
Advantage, and Dual Eligible populations and focus on the elderly who are high utilizers of
healthcare services and coping with at least one social determinant of health barrier. Our
infrastructure includes a mobile technology platform to enable our Community Workers to
operate at their highest potential, a proprietary predictive model to risk stratify our patient
population and match each one to the best Community Worker, diagnostic tools and
education to drive patients towards self-management, and intensive training for our
Community Workers to develop specialized skills to establish trust with our patients, their
families, and communities and make a lasting impact. We believe in system integration and
choose to partner with other leading edge solution providers rather than building everything
ourselves.
Seniorlink is a tech-enabled health services company focused on transforming care
management in the home. We offer solutions that combine proprietary collaboration
technology, evidence-based clinical protocols, and the human touch of dedicated care
teams who work in partnership with family caregivers to meaningfully lower costs and
improve consumer engagement and satisfaction for risk-bearing provider and payor
organization. By using our proprietary technology, known as Vela, we are able to track daily
progress on care coordination and delivery, and our care teams are able to collect
actionable intelligence from family caregivers allowing us to create an ever-expanding
database of clinical protocols and improved outcomes.
iHealthHome is a mobile software platform used by home and community-based
organizations to automate care management processes and achieve better care at better
cost for seniors living at home. They currently serve care managers in 20 states. The
platform supports the work flow and communication essential to provide efficient & effective
comprehensive care management services. The platform can integrate many resources that
can be shared with care recipients and care givers in a patient-centric format that
incorporates the use of tools and technology which promote health and support aging in
place.
LifeAssist Technologies offers a care collaboration platform that provides tools to home
care agencies which can help them improve their operating efficiency and deliver better care
in a resource-constrained environment. Our customers are home health care agencies
which together serve several hundred people in the San Francisco Bay and Boston areas.
NexJ Health develops, markets, and sells cloud-based patient-facing population health
management software solutions that deliver patient engagement for chronic disease
management and prevention. Their solution for caregivers, called NexJ Connected
Wellness, includes several features that enable caregivers. These features include Circle of
Care, Workbooks, & Health Library. Through Circle of Care, caregivers are able to connect
to their loved ones electronically, staying in the know about their care journey, remotely
monitor health behaviors such as medication adherence and content of meals, have an
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updated list of upcoming and past appointments, review lab reports and communicate with
care providers. Workbooks and the Health Library allow targeted and trusted content,
important for caregiver understanding of their loved one’s condition and treatment, as well
as provide a vehicle to intervene with caregivers themselves, providing coping strategies
and a source of trusted content.

General or disease-specific educational resources
On average, patients and caregivers only accurately retain 14% of what they learn at the point
of care.5 One way to address this problem it to capture this information in an audiovisual,
infographic recording that can be personalized, and delivered securely to the patient and
caregiver so that they may review and share as often as needed with the circle of care.
Promising efforts around more general educational tools in this area include infographic-based,
self-guided workbooks that enable caregivers to work through learning modules at their own
pace on any device.
Emmi -- EmmiEngage is our core offering including online, multimedia programs that use
voice, animation, and conversational language to simplify complex information, motivate
action and improve outcomes. EmmiEngage supports chronic condition management,
procedure preparation, shared decision making, and wellness by answering questions from
the patient or their circle of care about condition management, spotting signs of trouble, and
guidance as to when to contact their healthcare provider.
MyHealthE (non-profit), My Health E is a non-profit organization supporting
patients/caregivers and works with patient health education providers. My Health E brings
together available educational resources in one place, and keeps them up-to-date. When a
particular community resource is no longer available, MyHealthE will suggest similar
available educational resources.
SeniorLink offers two tools specifically for caregivers. Vela Learn is an education content
hub, where caregivers can access trusted articles, videos, and tools uniquely designed for
them. The content is written from the caregiver point of view, often in the third-person. By
providing content on topics such as self-care, dementia, medication management, and
more, our caregivers are more confident and aware about the topics that matter most to
them and the person they care for. SeniorLink also supports caregivers through our online
community, via Facebook, Caregiver Nation (www.caregivernation.org) - a forum hosted and
moderated by Seniorlink for caregivers to share their experiences, express emotion, and
receive advice from Seniorlink’s caregiver coaches. Interacting with others in a similar
position has allowed members to better understand their roles.

Tools that help patients and caregivers keep the patient’s care plan up-to date
following each interaction with a health professional
Senscio, SeniorLink, NexJ Health, Caregiving.com, LifeAssist, IHealthHome

Kessels RPC. Patients’ memory for medical information. Journal of the Royal Society of Medicine.
2003;96(5):219-222.
5
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Salesforce HealthCloud CRM provides a continuum for the patient and care team to
interact in real time, using a flexible platform that can be configured to an organization’s
needs. However, these platforms are often only used by large healthcare organizations or
payers who allow specific caregivers access.
Kaiser also allows caregivers to easily access their family member’s medical record online.

Resources that allow multiple caregivers to coordinate care
Many respondents mentioned the three AARP applications discussed in more detail above:
CareZone, CaringBridge, and Lotsa Helping Hands.
NexJ, SeniorLink, LifeAssist, Emmi
Carely is a mobile application that enables communication between caregivers, their
families, and their healthcare providers.
Microsoft HealthVault is a well-established, free personal health record that enables a
caregiver to import data from other apps and websites.
Kinto This app assists in the safe and secure management of a family members’ health
information, advance directives, important contacts, insurance information, medical files, and
medications. It can be used to upload documents and can keep track of appointments and
medication refill reminders.
Caring Village is a free app-based platform for coordinating caregiver activities and
communication.
eCare21 (available with a monthly subscription cost) is a platform through which patient
health information is stored and made available to authorized stakeholders in the patient
circle of care. eCare21 supports clinical decision-making across the continuum, clinical
resource utilization, care coordination, remote clinical documentation, and chronic care
management.

Resources that allow Caregivers to stay up to date on available resources
Currently, this would be considered a gap for most caregivers and patients, as word of mouth
and internet search engines are likely the most common avenue for resource information. In
general, caregivers use a mix of online resources, community services, providers, and patient
advocacy groups to stay informed.
NexJ Health, SeniorLink, MyHealthE
Healthify, an online directory of community-based resources that connects both care teams
and community-based organizations. Their referral workflow ensures that the both the care
team and resource provider are informed as to the effectiveness of the resource-to-patient
match and receive ongoing feedback.
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UofL Optimal Aging provides weekly/monthly web-based communication with its members
and the general public. We have found that continual contact with the public is the best way
to provide the support needed for patient and caregiver.

Solutions that address cultural differences/needs
Many respondents pointed to available solutions with built-in multi-language support, however,
some organizations are trying to address these needs more directly:
NexJ Health, Caregiving.com, First Mile Health
The UsAgainstAlzheimer’s network has begun some of this work through their Latino and
African American networks.
The Balm in Gilead has done dementia-specific work for family caregivers through a
network of Black/African American churches and their National Brain Health Center.

Solutions that directly support the mental health of the caregiver
NexJ
CareGiving.com provides support to current and former family caregivers. CareGiving.com
offers online caregiving support groups, daily caregiving chats and blogs written by family
caregivers. Through its blogs posts, podcasts and video chats, CareGiving.com holds one of
the largest online libraries of caregiving stories.

Ceresti Health offers a care coaching, support and education program specifically
designed to support spouses, adult children and other family members to provide the best
possible care for their loved one.

Medication management solutions
Simply having medication databases and healthcare databases available online has
empowered caregivers significantly. The challenge becomes in the user’s ability to sort through
spurious material. There are many mobile applications available that aid in keeping medication
lists available and up-to-date. Medication dispensing machines have also been successfully
deployed to manage medication adherence. Tools respondents identified by name:
NexJ Health
Medisafe and MyMeds are free apps that provide medication reminders and light education
about specific conditions.
iPillBox offers several products that make taking medications easier, including a smart
pillbox used to provide reminders and monitor medication adherence.

Resource aggregation platforms
Many solutions exist for caregivers, but many report difficulties in identifying how to find and
access these services as specific needs arise. For the vast majority of caregivers, free apps
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and educational materials from the internet is the norm. The solutions below offer a connected
portal of available resources that are generally searchable.
NexJ
Kaiser circulates a resource directory/periodical to patients, caregivers, and providers
periodically that includes information on community-based resources like home health,
pharmacies, financial aid, etc. They also have an on-line portal and a 24/7 access line for
caregiver support.
Some payers, such as Humana, have resources for their members and caregivers on their
website including a “Caregiver Toolkit” which provides a downloadable resource to manually
track information needed by a caregiver.

Telehealth solutions
Third Eye Health uses telehealth technology to reduce the time caregivers spend
transporting older adults to appointments and visits by connecting clinicians with older adults
remotely.
Iris Plans is a tech-enabled healthcare services company providing disease-specific
Advance Care Planning (ACP) to patients and their caregivers dealing with serious medical
conditions during the last few years of life. Based on 25 years of palliative care and Advance
Care Planning experience, our personalized ACP discussions provide measurable value to
patients and caregivers by decreasing caregiver burden, stress, and conflict; improving
quality of care; generating impressive cost savings for partners by decreasing care that is
non-beneficial, unwanted, or unnecessary.

Solutions that directly address work absenteeism and loss of workforce
productivity due to frequent caregiver absence
Most solutions available to address this problem must be implemented by the employer. For
every dollar invested in flexible work arrangements, businesses can expect a return ranging
from $1.70 to $4.34. Telecommuting, meanwhile, delivers a return of between $2.46 and $4.45
for each dollar invested.6 Several companies have entered the employee benefits space by
offering solutions to help employees balance work and caregiving.
Debra Lerner, MS, PhD, a researcher at Tufts Medical Center, is working on a workplace
intervention for caregivers built from a depression-based tool to address issues of
absenteeism and loss of productivity
UofL Optimal Aging offers caregiving training programs that address work absenteeism
and loss of workforce productivity. Caregivers are taught how to address burnout and
exhaustion before it happens and to focus on the positive aspects of caregiving rather than
focusing on caregiver burnout. This shift enables caregivers to rethink their roles and
address caregiving as an opportunity and not a chore.
AARP and ReACT. “Determining the Return on Investment: Supportive Policies for Employee
Caregivers.” (2016).
6
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SeniorLink is developing a program tailored to employers which includes a personal
caregiver coach who assesses an employee caregiver’s needs and creates a personalized
care plan. Seniorlink’s coaches use CarePaths which standardize how they respond to
identified risks and needs. CarePaths improve efficiencies by prompting caregiver coaches
to move from assessment to action in a repeatable way, probing to the point of impact so
that actions, interventions, and care plans are meaningful and person-centered.

Solutions that connect caregivers to their peers
Caregiving.com
CareBetter App is under development and can be used to connect caregivers of individuals
with Alzheimer’s disease. It allows caregivers with similar caregiving journeys to share
resources and support. Expert advice is also provided through the app.

Solutions that offer connection to on-demand paid caregivers
MyNurse is a platform for in-home healthcare that enables patients and families to
easily find and select in-home caregivers, in real time, based on location, services,
availability, profiles, and satisfaction ratings.

Solutions addressing dental needs/services
Kare Mobile has created a tool to improve efficiency in the dental appointment process by
assisting patients in obtaining same day appointments from dental providers based on the
patient’s location, insurance, procedure requested, and doctor availability. Our target market
is the underserved population who has a more difficult time obtaining access to dental care.
We also will be a provider of care in these areas through our more compact mobile dental
platform to improve access and efficiency.

Solutions in Louisville, KY
Respondents local to Louisville identified several organizations offering resources and solutions
in the region.
UofL Institute for Sustainable Health & Optimal Aging offers The Flourish Care
Coordination Program, which takes an evidence-based approach to healthcare grounded
in the concepts of social determinants of health & integrated care coordination. This model
links the clinical and behavioral health care plans with a community care plan to ensure both
patient and caregiver health needs are addressed. This care model improves the health of
patients and caregivers, gives them greater control over their health, improves efficiencies,
and reduces health care costs. The Institute works in partnership with the UofL Family &
Geriatric Clinic and other clinics and primary care offices to deliver clinic services for older
adults. The program is a comprehensive program for patients and caregivers that includes
detailed assessments, weekly and monthly monitoring, interdisciplinary healthcare
consultation and care planning, coordination of care, and community resource
planning/support. The Institute offers a number of other support programs for caregivers and
collaborates with many partners to design and deliver their programs, including Jewish
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Family and Career Services, AARP Kentucky, Family Caregiver Alliance, VA Caregiver
Support, Parkinson’s Support Center of Kentuckiana, American Cancer Association,
Hosparus Health, ElderServe, and Microclinic International.
Senior Home Transitions is a small company that helps families budget for paid caregivers
to offer short-term relief for family members. 80% of Senior Home Transitions clients have a
loved one with dementia, and services vary depending on the specific needs of that family.
Their mission is to ensure that caregivers do not neglect their own needs as they care for
their loved one, and they offer many different types of assistance resources to accomplish
this goal.
Locally, there are a number of caregiver support groups organized by The Alzheimer
Association of Louisville, KIPDA Area Agency on Aging and Independent Living, and
the Kentucky Department of Aging and Independent Living.
Norton Nurse Navigators are registered nurses who are advocates for patients and
families and provide information and support through diagnosis, treatment and beyond.
Patient navigator services are free and available as needed by patients and families.
Norton Neurological Institute also offers various resources for families of patients with
dementia and other chronic neurological conditions.
Today’s Transitions Magazine maintains directories and distributes up-to-date information
to caregivers in Kentuckiana.
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Current Solutions: Based on Evidence, What’s Working?
Many respondents referenced several studies from the AARP that support the idea that when
caregivers can access effective support, such as timely, actionable information and assistance
from a trusted care team familiar with their family member’s conditions and needs, there are
measurable results, including better care compliance, reduced acute care utilization,
lengthening of the time that can be spent aging in place, and reduced caregiver stress. Based
on a 2016 AARP report on caregivers and technology,7 the resources most used by caregivers
are for refilling/delivering medications, scheduling and organizing, however, this report did not
refer to specific providers of these technologies. AARP has also published an analysis of
evidence-based interventions for dementia caregivers.8
Although there are some evidence-based interventions and services to support caregivers, they
are not consistently used by the various caregiving organizations across the United States. The
Administration for Community Living (ACL) has a list of evidence-based programs9 that is used
by Area Agencies on Aging; the TCARE Assessment and Referral Tool has been used both in
the home and community-based services setting and in managed LTSS/Medicaid populations.
ACL has made an analysis of the TCARE tool available.10

7

https://www.aarp.org/content/dam/aarp/home-and-family/personal-technology/2016/04/Caregivers-andTechnology-AARP.pdf
8 https://www.aarp.org/content/dam/aarp/ppi/2017/08/from-research-to-standard-practice.pdf
9 https://www.acl.gov/programs/strengthening-aging-and-disability-networks/aging-and-disabilityevidence-based-programs
10 https://www.acl.gov/sites/default/files/programs/201703/Tailored_Caregiver_Assessment_and_Referral__ISR_08_20-2014.pdf

23

Solutions for Caregiver Support and Engagement

How Can Current Solutions be Improved?
Available resources need to be connected and easily accessible through a single
point of contact, preferably at home.
Many respondents felt that the real challenge is not the lack of resources, but the lack of a
systematic way to assemble those resources into the precise solution to meet the unique
circumstances of each senior at home. Much mental energy and effort is spent on piecing
together how to get support for even the most basic of non-healthcare needs, such as housing,
food, and transportation.
Amazingly, useful and cohesive technology at the point of care has yet to be developed and
deployed. In the best-case scenario, family caregivers may have access to a patient’s medical
information, but again, the burden is on the caregiver to put the puzzle pieces together to
understand the whole picture. Family caregivers spend hours looking at disparate pieces of
data, whether manual or electronic, putting together a picture of their elder. Caregivers need
quick and easy access to information on how to pay for care across different payers (private
insurance, Medicare, Medicaid, Medigap, DOD/VA, etc.) and information about what types of
caregiver services can be reimbursed and by whom. One of the greatest areas of need for
effective caregiver support is an integrated platform that can provide a view into benefits, care
coordination, and care communication for caregivers and providers.
Technology for home care, to date, has also been disjointed and of limited usefulness. PERS
devices only call a call center. Cameras send vast amounts of data to caregivers without
interpretation. Clinical devices can send data to the cloud, but once again, the caregiver has to
put the data together.

Solutions need to be adaptable to each unique patient/caregiver team and
integrate understanding of social determinants of health (SDoH)
Respondents with experience working with caregiver-patient dyads were adamant that a
comprehensive solution would be family-centric, not just patient-centric, to succeed and produce
better outcome. The system needs to not only respect patients’ needs and biorhythms, but also
the rest of the family’s.
Another respondent described programs that were not appropriate for the audience from a
cultural or educational-level perspective and were not sensitive to their individual needs. Many
respondents noted the need for integration and consideration of SDoH information. Even the
most precise, advanced biodata IoT technologies are useless if a caregiver is struggling to
provide food for their loved one.

Tools need to include effortless communication capabilities
Several respondents believed that enhanced communication across a patient’s personal circle
of care should be the foundation of all future efforts. Communication is a vital component of any
solution that creates better outcomes, and it needs to be simple, useful, proactive, and
relentless without being abrasive or overwhelming.
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Solutions should include access to easy-to-understand educational materials
Caregivers can make better decisions about day-to-day care of their loved ones if they better
understand their conditions and treatment. Solutions should include lay-language, infographic
education on condition, treatment, health risk behaviors, and coping mechanisms so patients
and caregivers can feel more comfortable in their own knowledge. “Standard of Care” training
could help instruct the caregiver on how to provide care for that patient’s medical situation and
when to reconnect with formal care providers.

In general, tools need to be easier to use
Solutions involving technology need to be simplified enough to enable it to be “plug and play”.
Not every older adult sent home from a medical stay will have WIFI access and the ability to set
up monitors and tools for tracking their health.
Many of the resources currently available are caregiving tracking applications that rely upon
manual, error-prone data entry. Not surprisingly, utilization of these tools is often
underwhelming. Data from a VA demonstration called “iPads for Caregivers” found that care
coordination apps increase the strain on the caregiver with low burden and high burden,
providing only a modest benefit to caregivers with a moderate burden. In general, technology
needs to replace an existing task or activity that is creating challenges for the unpaid
caregivers.11 Data collection should be automatic, and any analysis should be presented to the
caregiver in a useful, digestible format.
Several respondents described tools that required complicated data entry and “keyboarding
shortcuts” that were not embraced by caregivers or providers. Any buttons or visual icons
should be easily recognizable, simple, and should be graphical—not just text. Visual
representation is more effective and removes the barrier of language or having to spend too
much time figuring out what a button means. It is also important to have a configurable display
that can accommodate the user’s cognitive ability to deal with multiple things at once.

Incorporate ways for the caregiver to provide care more efficiently and spend less
money
Caregivers often have to repeat themselves and give the same information to many different
people when at a doctor’s visit or during a hospital stay. Anything that can decrease these
kinds of daily burdens on the caregiver would be welcome.
Showing caregivers where they can spend less money and receive the same or better-quality
product or service, both immediately and in the long term, would create higher value for all
stakeholders. These could include medication exchanges from branded to generic versions of
the same drug, or aging in place options (instead of a facility) for those with dementia.
Providing caregivers with the ability to monitor baselines while focusing on exception
management will minimize their time and maximize their effectiveness.

11

National Alliance for Caregiving, Catalyzing Technology to Support Family Caregiving,
https://www.caregiving.org/research/technology/; Family Caregiver Alliance, Atlas of Care,
https://atlasofcaregiving.com/
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Incorporate ways to connect caregivers with their peers
Online communities have been helpful for caregivers, especially when segregated from the
patient community, since many caregivers feel uncomfortable asking for advice in front of the
person they are caring for. Caregiver-to-caregiver support with respect to knowledge sharing,
encouragement, demand-to-supply matching, etc. is also something that caregivers seek out.
Young caregivers (teens to young adults) often have difficulty finding support services with other
people their age, and they feel uncomfortable using services that are geared more towards
older caregivers.
Include a strategy to identify depression and other mental health issues for

caregivers
Solution-designers should be aware that a big component of making caregiving work is
providing mental and behavioral health support to the caregiver in order to improve the
caregiving relationship. Behavioral health support through self-monitoring PROMs (patient
reported outcome measures) and PREMs (patient reported experience measures) with an
ongoing feedback loop from a coach or other supporter is an attractive option. Interventions that
can improve the relationship between caregiver and care recipient have been shown to have a
biomedical impact on the health of both.12

Incorporate more clinician engagement
Clinicians do not always communicate well with caregivers and patients, and caregivers often
leave these conversations feeling confused. The option for another healthcare professional to
help uncover areas of confusion that persist for caregivers and patients after their clinical
encounters, who can then document these questions in language that the clinicians will
understand, could help tremendously in reducing confusion. Other solutions might involve a
more direct role for physicians in the ongoing management and evolution of the care plan, not
just the initial development. This would require more physician co-visits with other care team
members and more frequent communication with the patient and caregiver.
Although attractive, these solutions have been difficult to implement because current payment
rules do not incentivize providers to spend time communicating with caregivers; in addition,
misinterpretations of privacy regulations abound. One potentially manageable step in the right
direction would be for clinicians to recognize the role the caregiver plays in supporting the care
plan and record caregiver contact information in the medical record.
Another factor that leads to confusion is that providers often assume that caregivers are not only
available but also skilled and knowledgeable enough to provide the tasks prescribed in older
adults’ care plans. Research shows that a majority of caregivers would like for the provider to
ask them what they need to care for their recipient and what they need to care for themselves,
but most providers do not ask.13
Zahlis, E. H., & Lewis, F. M. (2010). Coming to Grips with Breast Cancer: The Spouse’s Experience
with His Wife’s First Six Months. Journal of Psychosocial Oncology, 28(1), 79–97.
13 Caregiving in the US –AARP Report can be found here:
https://www.aarp.org/content/dam/aarp/ppi/2015/caregiving-in-the-united-states-2015-report-revised.pdf
12
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Solutions should have a clear pathway for introduction to the caregiver
Our current system relies on patients to identify their caregivers and then requires patient
approval before providers can communicate directly with caregivers. There is no proactive
method in place for identifying caregivers, educating them on caregiving, engaging them in
useful solutions, and assuring that they stay engaged longitudinally. This is a major barrier to
any efforts in caregiver support. Successful solutions should have a strategy for caregiver
participation that is both proactive and direct. Caregivers need to be a part of the care team and
have a defined role in workflows, communications, and clinical models.

Solutions should use a single point of contact to manage care
Several respondents expressed the belief that the ideal caregiver-healthcare provider
interaction must include a healthcare navigator. Without additional support, caregivers’ needs
are not addressed due to the complexities of caring for the patient. In the past, primary care
physicians have been expected to manage the overall care of the patient, but due to patient
load, it is difficult to manage. One strategy may be to provide a financial incentive for the single
point of contact that includes rewards for the individual to maintain health standards over time.

Solutions should use data to improve
Successful solutions should collect longitudinal data on caregiver and patient challenges and
outcomes in the communities in which they live, so that the effectiveness of the solution can be
continuously improved.

Solutions should be scalable
Scalability has been an ongoing challenge for those providing resources for caregivers. So
much of what works has not been able to scale to help a larger population. Many factors
contribute to this problem: many programs require a “train the trainer” or are cost/time intensive
(such as a six-week, in-person course), or rely heavily on unique, community-based
interventions. In order to be scalable, solutions must leverage technology for communication
and decision support for the caregiver.
Despite many efforts, there is still no readily available, online, evidence-based intervention for
caregivers.
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How LHCC Can Have an Impact
Respondents were enthusiastic that LHCC’s involvement in caregiver support could produce
meaningful impact. Below are the most frequently-suggested approaches that LHCC can take
to improve the lives of caregivers.

Complete a robust needs assessment for the community
Complete a robust needs assessment (or partner with a vendor who can do so) to understand
the challenges and opportunities caregivers are facing at a community level.

Mentor and promote startups with innovative technologies
LHCC should consider as top priorities to promote, mentor and help fund new and innovative
solutions. Often large enterprise input into the early ideation stages of a new solution can have
enormous impact in the strength of the solution.

Facilitate access to member companies for the purposes of pilots
Even a small pilot with a technology-enabled healthcare service organization could have a large
impact. It is easy for startups to be overlooked, and they often struggle to gain access to the
correct people within LHCC member companies. A standardized process that allows small
companies to submit their products and technologies through the LHCC to its member
companies and for LHCC to facilitate the testing of new technologies with its member
companies would serve to bring more innovations to light. As the interface between its large
enterprise members and smaller, innovative companies, LHCC could greatly enhance the
opportunity for paradigm-shifting technologies to see the light of day.

Make a public commitment to improving the lives of caregivers
One high-impact way to spur innovation and excitement around supporting caregivers would be
for the CEO of each member company make a public commitment or statement on caregiving,
acknowledging that they have both employees and clients/consumers who are family
caregivers. An internal look at caregiver supports within their company would also be a good
next step.

Facilitate open data sharing and sharing of best practices among industry
stakeholders
LHCC should look for scalable solutions that are holistic, patient-centric, and team-based, in
which the caregiver is an integral part of the team. Such solutions should amplify the caregiver’s
ability to identify problems and be an active part of the solution. Many respondents noted that in
many cases, best practices for supporting caregivers are known, but there is currently no clear
way to scale interventions that work or to present solutions that would incentivize the private
sector and innovators to buy into the effort.
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Request for Information: Patient and Caregiver Engagement
Louisville Healthcare CEO Council
Release date: July 16, 2018
Response date: August 16, 2018
Summary
Formed in 2017, the Louisville Healthcare CEO Council (LHCC) leverages the influence of
Louisville’s top healthcare CEOs to improve the healthcare economy of the region. The Council
CEOs actively engage in initiatives to foster further growth of Louisville’s already-impressive hub
of aging innovation. The companies on the CEO council are titans in the industry, and
collectively represent 201,000 employees and $76 billion in revenue. Together, they serve over
50 million individuals.
LHCC seeks information about large-scale solutions for optimizing the healthcare experience of
patients and caregivers (for our purposes, caregiver is defined as a family member or friend of
the patient). LHCC seeks responses to questions listed in “Questions” section of this Request
for Information (RFI). LHCC is interested in opportunities to transform the experiences of the
patient and caregiver by assessing their unique needs, providing answers to healthcare
questions, and quickly and easily connecting the patient and caregiver to resources that are
ideally local, community-based, and accessible.
Your responses to this RFI will help inform the LHCC’s efforts to solve pressing healthcare
problems in our region and beyond. Through this RFI, LHCC seeks comment from interested
parties to inform a future Request for Proposals (RFP).
Background
Note: for the purposes of this RFI, caregivers are defined as unpaid family or friends of the
patient.
44 million Americans are caregivers, and they provide $506 billion of free care annually. Nearly
a quarter of these caregivers spend over 40 hours a week providing this care. Most caregivers
(85%) provide care for a family member, and about half of caregivers are caring for a parent or
parent-in-law1. Caregivers represent a vital point of contact for health care providers, as they
serve both as information recorders during visits and care plan adherence facilitators for the
patient at home. LHCC research has shown that patients with identified caregivers have lower
healthcare costs, close gaps in care at a higher rate, participate in clinical care programs more

1

AARP Public Policy Institute – ‘Valuing the Invaluable 2015 Update’ Caregiving in the U.S. 2015
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often, and feel more satisfied with their healthcare experience than those without identified
caregivers. Nevertheless, only 32% of caregivers report that a healthcare provider has asked
about their needs.
LHCC research has identified many difficulties facing caregivers including information overload,
lack of confidence in their own understanding of doctors’ instructions, an inability to “be there”
for their loved one at all times, and emotional fatigue that in some cases leads to poorer health
for themselves.
Consider these accounts from caregivers:
Jane cares for her mother who lives 10 minutes away, and is torn between being
there with her mother at a doctor’s appointment and taking off time from work.
She has heard that there are local groups that provide transportation for seniors
who no longer drive, but she’s not sure who they are, and not comfortable about
which ones are safe and reliable. Neither she nor her mother can afford to use a
taxi service for every appointment.
Jack is at the hospital because his father is being discharged from a jointreplacement surgery. At the hospital, the doctor gave him discharge instructions
and told him things his dad would need for recovery at home. But when Jack got
home, he didn’t remember all of what they told him. He had specific questions
about some of the instructions that he forgot to ask the doctor, and he wasn’t
completely comfortable with the task of making sure the wound is free of
infection. It looked easy when the nurse was doing it, but he’s afraid he’s going
to make the wound worse or overlook potential infection. How can Jack be
certain that he’s doing the right thing?
The Problem: patients and caregivers sometimes struggle to find answers to their
healthcare-related questions and lack easily-accessible, just-in-time connections to
local and community-based resources.
This RFI seeks responses to the questions below from Caregivers, Clinicians, Clinician
Practices, Care Managers, Quality Improvement Organizations, Patient Advocacy
Organizations, Health Plans, Employers, Purchasers, Consumers, Professional Associations,
other organizations that support or provide resources for caregivers, and other members of the
public involved in caregiver engagement and support.
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Response Format
Responses to this RFI must be provided via email. Please submit your response as a Word
document or PDF to the following email address:
CaregiverSolution@LHCCinc.com
Submissions are due no later than 11:59 pm Eastern on August 16, 2018.
Submitted responses must follow the format listed below, with responses divided into three
sections. LHCC will not consider additional information submitted beyond these three sections.
Your responses may be used to develop a future Request for Proposals. Please respond to the
questions that are relevant to your expertise. You are not required to answer every question.
Section I: Demographic
The following items must be completed by each respondent:
Name OR Organization Name
Role (patient, caregiver, clinician etc.) OR Organization type (practice, managed care provider,
consumer organization, etc.)
Mailing address, phone number, and name and email of designated point of contact (POC) if
different from above.
Section II: Experience
(Not to exceed 1000 words)
Respondents are required to provide a summary of their experience related to caregiving or
caregiver engagement. If you are an individual caregiver, how many hours per week of care do
you provide? If you are a patient, how many hours per week of care do you require? If you are a
clinician, are you aware of how many hours of care your patients need? Organization summary
should include: organization size and geographic market served.
Section III: Questions
(Not to exceed 2000 words in total.)
Respondents are encouraged to provide concise responses to the questions below that are most
relevant to respondent expertise. Responses need not answer every sub-question listed under
each main question heading; these sub-questions are general guides.
LHCC seeks to learn about 1) currently available resources for caregivers, 2) how those
resources can be improved, and 3) opportunities to create new solutions and support systems
for caregivers. Related sub-questions are provided under each main question heading. You
are not required to answer every sub-question.
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Questions

1. What are some existing caregiver support strategies and

resources?
1.1. What organizations are currently providing support for caregivers? What
resources do they provide?
1.2. What evidence and evaluation results support these efforts?
1.3. What are the operational challenges, lessons learned, and successes in
developing an infrastructure to support caregivers?
1.4. Which problems facing caregivers do you think are the most important to
address in order to maximize healthcare quality and outcomes?
1.5. Many caregivers don’t consider themselves “caregivers” because they feel it is
their duty as a close family member to provide care. Are there resources
available to help caregivers understand/define their roles?
1.6. The typical disease progression often requires a contingency plan for expanding
needs and transitions in care. Who leads this discussion/documentation
between the patient, caregiver/s, and clinicians as patient needs evolve, and are
there tools that help patients and caregivers keep the patient’s care plan up-todate following each interaction with a health professional?
1.7. Care recipients often manage a network of caregivers (both paid and unpaid)
informally in their heads. Caregivers may not understand how they fit into a
recipient’s network. Are there resources that allow multiple caregivers to
coordinate care?
1.8. Which existing educational and assistance efforts might be examples of “best in
class” in connecting the tools and resources available for caregiver support?
1.9. How do organizations and caregivers get updates on available resources?
1.10.
What strategies are currently being used to prevent community resource
“fade-away” over time?
1.11.
How are available solutions addressing race, ethnic, primary language,
and disability status to improve caregiver engagement and support?
1.12.
Are there any resources that address work absenteeism and loss of
workforce productivity due to frequent caregiver absence?
1.13.
What resources are available in the workplace to address caregiving as a
“second job”?

2. How can currently-available resources be improved?
2.1. What are the “holes” in the currently available solutions for caregiver support?
2.2. Do you know of, or have you provided, any support programs/solutions for
caregivers that haven’t worked?
2.3. How can physician/clinician affinity groups be leveraged to strengthen caregiver
support?
2.4. In a market where available caregiver hours are facing complex demands, how
can available caregiver time be used more efficiently?
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1.1. What technologies are available or in use to improve efficiency of caregivers?
1.2. What additional resources are available to support caregiver needs?

2. What are some opportunities for new solutions?
2.1. Based on your organization’s experience and understanding, what does an ideal
caregiver-healthcare provider interaction look like?
2.2. What should LHCC consider as its top priorities in looking for a solution to
caregiver support and engagement?
2.3. What would motivate clinicians to participate in any potential future initiatives
relating to caregiver engagement and support?
2.4. What important challenges do you anticipate caregivers will face in the future?
2.5. What may motivate future partners to innovate in the caregiver support space?

Note to respondents
This is a request for information only. This RFI is issued solely for information and planning
purposes; it is not a Request for Proposals. Not responding to this RFI does not preclude
participation in any future procurement by LHCC. LHCC may or may not choose to contact
individual responders. Such communications would only serve to further clarify written
responses.
Respondents should not include any information that might be considered proprietary or
confidential. This RFI should not be construed as a commitment or authorization to incur cost
for which reimbursement would be required or sought. All submissions become LHCC property
and will not be returned.
Questions about this RFI can be submitted via email: CaregiverSolution@LHCCinc.com
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