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Abstract

Background: Although family caregivers provide a significant portion of health and support services to adults
with serious illness, they are often marginalized by existing healthcare systems and procedures.

Objective: We examine the role of caregivers in existing systems of care, identify needed changes in structures
and processes, and describe how these changes might be monitored and assessed and who should be accountable
for implementing them.

Design: Based on a broad assessment of the caregiving literature, the recent National Academy of Sciences
Report on family caregiving, and descriptive data from two national surveys, we describe structural and process
barriers that limit caregivers’ ability to provide effective care.

Subjects: To describe the unique challenges and impacts of caring for seriously ill patients, we report data
from a nationally representative sample of older adults and their caregivers (National Health and Aging
Trends Study [NHATS]; National Study of Caregiving [NSOC]) to identify the prevalence and impact on
family caregivers of seriously ill patients who have high needs for support and are high cost to the healthcare
system.

Measurements: Standardized measures of patient status and caregiver roles and impacts are used.

Results: Multiple structural and process barriers limit the ability of caregivers to provide effective care. These
issues are exacerbated for the more than 13 million caregivers who provide care and support to 9 million
seriously ill older adults.

Conclusions: Fundamental changes are needed in the way we identify, assess, and support caregivers. Edu-
cational and workforce development reforms are needed to enhance the competencies of healthcare and long-
term service providers to effectively engage caregivers.
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Introduction physical, mental, or cognitive functioning." Millions more
provide care and support to younger individuals with serious

NEARLY 18 MILLION FAMILY CAREGIVERS, broadly defined illness and disability. Family caregivers arrange and attend
as relatives, partners, friends, or neighbors, provide care  medical appointments, participate in routine and high-stakes

and support to older adults because of limitations in their treatment decisions, coordinate care and services, help with
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daily tasks such as dressing and bathing, manage medicines,
obtain and oversee the use of medical equipment, and ensure
that needs for food and shelter are met. Family members have
always been the primary source of support and assistance to
older parents, grandparents, and other family members dur-
ing times of illness and when they can no longer function
independently. What has changed in the last few decades is
that this job has become more complex and longer lasting
because of medical advances, shorter hospital stays, and in-
creased longevity.

The goal of this article is to examine the role of caregivers in
existing systems of care, identify needed changes in structures
and processes, how these changes might be monitored and
assessed, and who should be accountable for these changes.
We begin by identifying structural and process barriers that
limit caregivers’ ability to provide effective care to caregivers
of all older adults with illness and disability, including those
with serious illness. We argue that addressing these barriers
will require fundamental changes in the way we (1) identify
and assess caregivers; (2) support them; and (3) train health-
care and long-term service and support (LTSS) providers to
effectively engage caregivers.

To better understand the role of caregiving for seriously ill
patients, we also focus on caregiving for three types of high-
need and high-cost patients—those with multiple chronic con-
ditions, dementia, and/or are at end of life. These individuals fit
the definition for serious illness, ‘‘a condition that carries a high
risk of mortality and either negatively impacts a person’s daily
function or excessively strains their caregivers”,” and represent
subgroups of patients for whom the stakes for caregivers,
patients, and society are especially high. We describe the
prevalence of these populations using recent national data and
describe how they affect caregiving roles and outcomes. Note
that we use the terms high need and seriously ill interchange-
ably in this article, and we acknowledge that the three patient
groups we focus on do not represent all seriously ill patients.

Structural and process barriers to effective care

To fulfill their roles, caregivers serve as the glue that con-
nects healthcare and social service providers to the individual
in need of care. They interact with physicians, nurses, social
workers, psychologists, pharmacists, physical and occupa-
tional therapists, direct care workers, and others. In addition to
being direct care providers for the patient, they also serve as
the primary source of information about the patient’s health
history, abilities, and preferences. Yet, family caregivers are
often marginalized in the delivery of healthcare and LTSS.

A confluence of structural and process barriers impedes ef-
fective partnerships between family caregivers and other pro-
viders of care. The prevailing emphasis on supporting individual
autonomy and safeguarding the privacy of personal health in-
formation limits family caregivers’ access to information that is
appropriate and beneficial when they are responsible for coor-
dinating care or managing treatments. Medical providers are not
compensated for time spent educating family caregivers about
patients’ medical conditions and treatments, nor are they trained
to have those conversations. Although clinical assessments used
to formulate treatment plans commonly include questions for
patients about the availability of help, caregivers are not asked
about their ability to provide care or their relevant knowledge,
and receipt of training in performing caregiving tasks is incon-
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sistent at best. The availability and adequacy of family care-
giving are simply assumed.’

Guidance on how to address these issues is provided by the
recent National Academies of Sciences, Engineering, and
Medicine report on family caregiving,' which calls for
transformation in the policies and practices affecting the role
of families in the support and care of older adults, stating that
today’s emphasis on person-centered care needs to evolve
into a focus on person- and family-centered care. Although
focused specifically on caregiving for older adults, the rec-
ommendations apply equally well to caregiving for adults of
all ages. We focus, in this study, on those policy recom-
mendations relevant to the key structures and processes of
care that need to be changed to fully integrate caregivers into
healthcare and LTSS systems.

Identifying and assessing caregivers

Caregivers’ circumstances vary widely and in ways that affect
their availability, capacity, and willingness to assume critical
responsibilities. Evidence from randomized clinical trials indi-
cates that most effective interventions begin with an assessment
of caregivers’ risks, needs, strengths, and preferences?’4 Yet
most health and LTSS providers do not assess the health, skills,
employment, and willingness of family caregivers and provide
them little, if any, training to carry out the complicated medical
procedures, personal care, and care coordination tasks they are
expected to provide. Indeed, the lack of systematic assessment
of family participation in health and LTSS not only affects the
experience of family caregivers and care recipients but also
precludes knowledge of how their involvement influences the
quality of clinical care and social services, and undermines
credible accounting of the value family caregivers bring to the
healthcare delivery system and society.

Optimizing the role of family caregivers will minimally
require systematic attention to the identification, assessment,
and support of family caregivers throughout the care delivery
process. How might this be achieved? First, caregivers need
to be identified in both the care recipient’s and the caregiver’s
medical record (Table 1). This acknowledges their role as
part of a care team and sensitizes providers to the importance
of engaging the caregiver when making patient treatment
plans. Second, caregivers should be screened to identify those
at risk for adverse health outcomes and whose circumstances
may place the person they care for in harm’s way. Achieving
this goal will require new tools that assess caregivers’
strengths, limits, needs, and risks in relationship to the range
of tasks they are expected to perform. Assessments should
minimally include caregivers’ health and functional status,
their level of stress and well-being, their ability to perform
required tasks, and the types of training and supports they
might need to enact their role. These assessments should
occur during all key provider patient/caregiver encounters,
including wellness exams, physician visits, admission and
discharge from hospitals and emergency rooms, and chronic
care coordination and care transition programs.

Key initial steps to implementing this recommendation
will require identification and refinement of caregiver as-
sessment tools appropriate to the care delivery context of the
care recipient, identification and training of assessors, and
evaluation of provider work flow to determine where and
when assessments take place. The health, functional ability,
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TABLE 1. CAREGIVER ASSESSMENT

Who When

What

Where Assessor

Identify primary ¢ Wellness/follow-up ¢ Health/functional

caregiver responsible visits for patient/

and emotional status  ® Receiving/

¢ Physician offices Primary care provider

Discharge planners

for patient care; caregiver of caregiver discharge In-home assessors
entered in patient e Care transitions * Knowledge and skills facility Caregiver specialists
and caregiver (admission/discharge for required care tasks e Caregiver/patient
medical record from hospitals, ¢ Willingness to carry home

emergency rooms/ out required tasks ¢ Hospital

rehab facilities to home) ¢ Financial and human ¢ Nursing home

e Chronic care transitions/ support resources * Hospice
change in patient status available to caregiver

® Regular follow-up ® Training and
monitoring support needed

and care needs of the patient should be a key factor in de-
termining the fit between patient needs and caregiver ca-
pacity, which in turn should inform the training and support
needs of the caregiver.

With few exceptions, there are no financial incentives for
providers to identify, assess, or support family caregivers or
penalties for not doing so. For example, the Caregivers and
Veterans Omnibus Health Services Act of 2010 established
a mechanism for reimbursement/workload credit for ser-
vices provided to family caregivers, but the focus is pri-
marily on caregivers of younger veterans.’ The Centers for
Medicare and Medicaid Services should be charged with
developing testing and implementing provider payment
reforms that motivate providers to engage family and sup-
port caregivers. Payment reforms should include clearly
articulated performance standards that hold providers ac-
countable for caregiver engagement, training, and support
by explicitly including caregiver outcomes in quality mea-
sures. Outcome measures should include caregiver satis-
faction with provider encounters, adequacy of training and
instructions provided, caregivers’ confidence and efficacy
in performing required tasks, and the adequacy of support
services provided.

Both process measures identified in Table 1 and outcome
measures listed above should receive high priority for further
development with the goal of meeting the standards and en-
dorsement of the National Quality Forum. We envision a
measurement strategy that includes a common core that can
be used across care settings along with a set of context spe-
cific measures that capture the unique caregiving challenges
for patients in hospital, nursing home, hospice, and home care
settings.

The recommendations made above stand in sharp contrast
to the current reality of caregiver assessment in our health-
care system. The Caregiver Advise, Record, Enable (CARE)
Act enacted in more than 20 states is one small step in the
right direction as it encourages hospitals to (1) record the
name of the family caregiver at the time of hospital admission
of their loved one; (2) provide family caregivers with ade-
quate notice before hospital discharge; and (3) provide sim-
ple instruction of the medical tasks they will be performing
when their loved one returns home.® Proposed national leg-
islation such as the Recognize, Assist, Include, Support, and
Engage (RAISE) Family Caregivers Act is a bipartisan bill
that would create a national plan to support the more than 40
million Americans caring for older adults, spouses, children

with disabilities, veterans, and other people who need care to
live independently.”®

Supporting caregivers

Guidance on how best to support caregivers can be gleaned
from a large body of intervention research aimed at im-
proving caregiver and patient outcomes. Education and skills
training improve caregiver confidence and the ability to
manage daily care challenges. Training strategies that in-
volve active participation of the caregiver are particularly
effective in achieving positive outcomes.” Counseling, self-
care, relaxation training, and respite programs can improve
caregivers” and patients’ quality of life.*'° Technology-
based caregiver support, education, and skills training can be
an effective and efficient alternative for enhancing caregiver
knowledge and skills."'

Despite the demonstrated effectiveness of a wide range of
caregiver services and supports, few of these intervention
strategies have moved from research settings to everyday
health and social service programs. Key questions that need
to be addressed in pursuing widespread implementation of
proven interventions include who should deliver these sup-
port strategies, where and when should they be delivered,
how can they be integrated into the existing workflow of
provider organizations, and who should pay for their delivery
and evaluation? The National Family Caregiver Support
Program (NFCSP) of the Administration for Community
Living is one example of a federal program that incorporates
elements of evidence-based caregiver interventions into
broad-based service programs for caregivers.'? These rela-
tively modest efforts should be scaled up and expanded. At
the same time, we should continue to support efficacy trials
aimed at developing and refining support strategies for
caregivers.

Enhancing competencies of healthcare
and LTSS providers to engage caregivers

Providers should see family caregivers not just as a re-
source in the treatment or support of a person, but rather as a
partner in that enterprise who may need information, training,
care, and support. Achieving and acting on that perspective
require that providers have the skills to recognize a care-
giver’s presence, assess whether and how the caregiver can
best participate in overall care, engage and share information
with the caregiver, recognize the caregiver’s own healthcare



CHANGING STRUCTURES AND PROCESSES

and support needs, and refer the caregiver to needed services
and supports.

A wide range of professionals and direct care workers are
likely to interact with family caregivers—physicians, nurses,
social workers, psychologists, pharmacists, occupational
therapists, physical and other rehabilitation therapists, certi-
fied nursing assistants, physician assistants, and others. Pro-
fessional organizations in nursing and social work have led
the way in taking steps to establish standards for person- and
family-centered care that include the caregiver. Similar ef-
forts are needed across the healthcare and social service
professions.'*'* Federal support is needed from the U.S.
Department of Health and Human Services (HHS) for the
development and enforcement of competencies for identify-
ing, assessing, and supporting family caregivers by health-
care and human service professionals. Achieving this goal
requires that specific competencies are identified by provider
type, including competencies related to working with diverse
family caregivers. These competencies should in turn shape
the development of educational curricula and training pro-
grams designed to teach them. Professional societies and
accrediting bodies should develop educational curricula
and support their systematic evaluation and implementation,
and should convene and collaborate with state agencies and
professional organizations to incorporate competencies into
standards for licensure and certification.

Seriously ill patients and their caregivers

Although the preceding recommendations apply to care-
giving broadly defined, they take on special significance
when caring for seriously ill high-need/high-cost patients
where the intensity, duration, and adverse impact of care-
giving reach extreme levels. To better understand the impact
of seriously ill patients on caregivers, we analyzed the Na-
tional Health and Aging Trends Study (NHATS) and Na-
tional Study of Caregiving (NSOC) data to identify the types
of tasks performed by caregivers and caregiver outcomes for

CHRONIC CONDS

433,000
83 % with CG

6.7 million
78 % with CG

1.35 million
89 % with CG

89 % with CG

DEMENTIA

1.7 million
83 % with CG

FIG. 1.

END OF LIFE

440,000
75 % with CG
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three types of patients: (1) patients who have three or more
chronic diseases and a functional limitation in their ability
to care for themselves or perform routine daily tasks'”; (2)
patients with a diagnosis of probable dementia; and (3)
patients at the end of life, defined as individuals who died
within one year of baseline assessment.'®!” Together, these
three groups represent some of the highest cost patients in
the United States, accounting for majority of health and
long-term care expenditures.'®2' In addition, family care-
givers provide billions of hours of unpaid care to these
populations annually. For example, the Alzheimer’s Asso-
ciation estimated that in 2015, 15.9 million family and
friends provided 18.1 billion hours of unpaid care to those
with Alzheimer’s and other dementias, an economic value
of $221 billion.*

Inasmuch as there is overlap among the three groups, we
also examined all possible combinations of these three
groups to explore the additive effects of, for example,
caring for patients who have multiple chronic conditions,
dementia, and are at end of life. This overlap is clearly
illustrated in Figure 1 with corresponding population esti-
mates based on NHATS (patient population, N=7609). In
this nationally representative sample of adults (NHATS)
aged 65 and over, 35% of 35.3 million older adults met
criteria for at least one of the three groups of interest. Six
percent met criteria for at least two categories, and slightly
less than 1% (290,000 persons) met criteria for all three;
they had dementia, at least three chronic conditions and a
functional limitation, and died within a year. We also show
in Figure 1 the proportion of patients in each group who
received help from an unpaid caregiver, ranging from 75%
of patients at the end of life to 97% for patients who met
criteria for all three groups.

Table 2 provides context information about caregiving, in-
cluding the duration and number of hours of care provided per
month, and Table 3 summarizes the types of tasks performed
by caregivers for each of the three groups and their combina-
tions. As shown in Table 2, caregivers of patients who meet

CHRONIC CONDS = At least 3
chronic conditions and
1ADL/IADL limitation; Dementia
excluded as chronic condition

END OF LIFE = Died within one
year of baseline assessment

DEMENTIA = Diagnosis of
probable dementia

NONE OF THE ABOVE, 24.1
million, 67 % with CG

Three overlapping patient populations and proportion with at least one unpaid CG. Source: NHATS (2011,

N=7609); noninstitutionalized U.S. older adults aged 65 and over, 35.3 million, weighted population estimates. CG,

caregiver; NHATS, National Health and Aging Trends Study.
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TABLE 2. CAREGIVING CONTEXT BY PATIENT CATEGORY

Chron  Chron Chron
Low Chron Dementia+ conds+ conds+ conds+
need" conds Died Dementia died died dementia dementia+died
Sample size 444 714 49 274 47 53 326 89
Weighted population estimates (millions) 4.30 6.80 0.41 2.20 0.37 0.60 2.60 0.70
Relationship to CR (%)
Spouse 263 137 18.0 13.7 23.1 24.0 15.1 8.9
Daughter/daughter-in-law/stepdaughter 27.7 285 35.9 24.0 30.7 38.1 42.0 52.7
Son/son-in-law/stepson 22.0 205 205 35.1 19.7 10.3 22.0 25.7
Other 240 373 256 27.1 26.5 27.6 20.8 12.8
Lives with CR (%) 414 472 393 41.2 46.3 56.8 46.6 41.5
CR has paid help (%) 18.1 18.6 18.6 18.2 17.6 28.3 26.2 31.6
Years of caregiving (%)
1 or less 186 11.5 11.8 8.4 14.8 31.2 12.6 14.9
2-4 30.5 369 4l1.1 29.7 34.7 36.9 35.6 36.0
5-10 32.6 345 321 59.8 33.9 25.9 41.6 36.8
>10 183 17.1 150 2.0 16.7 6.0 10.3 12.4
Hours of caregiving per month (%)
1-16 412 307 304 27.0 36.4 17.5 21.3 24.7
1740 23.0 334 268 20.0 24.7 19.6 28.6 17.0
41-100 217 236 245 21.0 22.4 38.8 23.1 24.8
>100 141 123 183 32.1 16.5 24.1 27.0 33.5

National Study of Caregiving (NSOC, 2011).
Patient does not meet high-need patient criteria, but has limitations in IADL and/or ADL.
ADL, activities of daily living; CR, care recipient; IADL, instrumental activities of daily living.

multiple high-need categories provide considerably more hours
of care than caregivers of low-need patients. For example, 33%
caregivers of patients with chronic conditions, dementia, and
who are at end of life, provided more than 100 hours of care per
month compared to 14% of caregivers caring for low-need
patients. Table 3 shows that caregivers of high-need patients

are more likely to provide help with virtually all types of tasks
when compared to caregivers of low-need patients. With a few
exceptions, the level of caregiver help provided is highest
among caregivers caring for individuals who meet criteria for
all three groups, followed by caregivers caring for persons
meeting criteria for two of the three groups.

TABLE 3. TYPES OF CAREGIVING TASKS BY PATIENT CATEGORY

Chron  Chron Chron
Low  Chron Dementia+ conds+  conds+ conds+
need" conds Died Dementia died died  dementia dementia+Died
CG tasks
How often did you help... (every day or most days) (% yes)
With chores 392 43.0 449 . 433 62.3 49.0 50.7
With personal care 9.3 147 20.0 229 33.7 36.6 24.1 37.7
Drive CR places 22.8 263 177 23.8 18.2 22.5 234 14.4
Help CR get around his/her home 13.1 192 119 20.3 37.8 41.2 25.4 38.5
Did you help... (% yes)
Keep track of meds 38.8  43.0 399 58.8 50.2 48.5 66.1 73.8
CR take shots or injections 4.7 8.8 3.1 7.7 11.7 8.2 8.9 12.4
Manage medical tasks 41 113 11.2 9.9 15.9 8.0 16.3 23.0
With special diet 195 318 256 229 16.6 27.8 322 374
With skin care wounds 183 242 242 17.2 19.2 20.7 30.1 41.6
Make medical appointments 50.1 557 643 75.9 79.4 48.9 73.2 74.5
Speak to medical provider 428 513 488 68.4 78.2 54.9 67.3 69.3
Add/change health insurance 223 231 169 31.2 35.0 28.5 26.8 36.1
With other insurance matters 27.6 31.7 303 42.8 52.4 18.0 41.4 38.6

National Study of Caregiving (NSOC, N=1996, 2011).

Patient does not meet high-need patient criteria, but has limitations in IADL and/or ADL.

CG, caregiver.
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An extensive literature shows that caregivers are at in-
creased risk of physical and psychiatric morbidity."** They
experience emotional distress, depression, anxiety, and social
isolation. When the intensity and duration of caregiving is
high, self-care and physical health of the caregiver may be
impaired. In the NSOC sample, nearly half of all caregivers
report emotional difficulty in caring for their loved one, and
one fifth report financial and physical difficulty in providing
care. These rates are consistently higher among caregivers of
high-need patients.**

In sum, these data show that caregivers of high-need patients
provide large amounts of care over extended periods of time
and they are at risk for adverse outcomes jeopardizing their
own and the care recipient’s well-being. Identifying, assessing,
and supporting these caregivers will be essential to a healthcare
system that depends on them to provide the lion’s share of the
care for these patients. Accomplishing these goals will require
assessment tools tailored to these populations, support options
that address the unique challenges faced by these caregivers,
and new training programs that prepare providers to effectively
engage caregivers of these populations.

Because seriously ill patients are likely to experience more
rapid changes in symptomatology and functional status than
other patients, it will be important to closely monitor patient
status and the caregiver’s ability to address changing patient
needs. The high intensity of caregiving demands also puts the
caregiver at risk for adverse health outcomes, making it all
the more important to monitor caregiver stress and emotional
and physical well-being. Frequent and effective communi-
cation between caregivers, patients, and the healthcare team
will be essential to achieving these goals. Supporting care-
givers of seriously ill patients should focus on their role in
managing pain and other symptoms, teaching them the phi-
losophy and ““how to’’ of providing comfort care, negotiating
care transitions, and addressing the psychological distress
and physical health needs of caregivers.

Conclusion

The availability of family caregivers in the future is
threatened by the higher rates of childlessness among baby
boomers, smaller and more geographically dispersed fami-
lies, and increasing participation of women in the labor force.
At the same time, advances in medicine that save and extend
lives increase the duration, complexity, and technical diffi-
culty of care required by individuals with serious illness and
disability. Family caregivers will continue to play a vital role
in existing healthcare and LTSS systems. However, their
willingness to provide care and their effectiveness in doing so
will depend on fundamental changes in the extent to which
we formally recognize them as key contributors to the health
of their relatives, integrate them into the formal provider
systems, and support them to do their job. The stakes are high,
particularly for high-need, high-cost patients whose quality
of life critically depends on the availability of a family
caregiver, and for society as a whole responsible for pro-
viding high-quality and cost-effective care.
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