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Introduction

Family and friends who serve as caregivers are becoming
increasingly important in supporting adults to complete
various tasks such as transportation, shopping, and health care
responsibilities like medication management (1). It is estimated
that the number of adults older than 65 in the United States
will nearly double in the next four decades (2), and over
80% of family caregivers of older adults are responsible
for coordinating care between and among providers (3).
However, the inclusion of these caregivers in the health
care delivery process lacks recognition, coordination and
standardization (4). Despite efforts to include caregivers
(e.g., through informal or formal proxy access to their
care recipient’s patient portal), policies and procedures
around caregiver inclusion are complex and inconsistently
implemented (5).

One policy, the Caregiver Advise, Record, Enable
(CARE) Act, was developed by AARP, then introduced to
state legislatures, and is intended to provide designated
caregivers with discharge instructions and guidance. The
CARE Act, now signed into law by 40 states, aims to
provide health care providers with practices that integrate
caregivers into the process of care delivery, but has failed to
be broadly implemented within health care organizations (6).
A national survey of health care executives, clinical leaders,
and clinicians about caring for caregivers found that 79% of
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respondents are either not very familiar or not at all familiar
with the CARE Act (6). Medicaid waivers are intended
to provide caregivers with training and, in some cases,
compensation; yet these efforts are uncoordinated across the
U.S. (5). Tools have also been developed to offer caregivers
shared access to electronic health records. Yet a significant
issue remains: how are caregivers ultimately included in the
team itself?

Understanding caregiver inclusion in healthcare teams
is essential to maximize the benefits they have to offer for
improving patient outcomes. Most centrally, team-based
patient care can be understood as an information sharing/
distribution of expertise problem, in which the optimal care
solution might depend on important information that is not
shared among members of the care team (7). For instance,
a patient may receive information about wound care from
their doctor during a visit, but the caregiver responsible for
overseeing the wound care may not directly receive those
instructions from the provider. This type of communication
gap may then result in negative patient outcomes. More
dramatically, health care teams failing to adequately include
the caregiver’s unique perspective may make suboptimal
treatment decisions.

In this commentary, we discuss considerations
surrounding caregiver inclusion in health care teams and
outline the implications of caregiver engagement for
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policy and practice. Questions we aim to address include:
what are barriers to caregiver engagement in care teams?
What are important implications of caregiver inclusion
on team dynamics? How can status and identity issues be
handled when including caregivers in care teams? And, to
what extent should the caregiver’s role in a care team be
formalized? We finalize by synthesizing answers to these
questions into policy implications that may facilitate more
effective inclusion of caregivers in care teams.

Considering the caregiver

There is an opportunity to reimagine the structure of health
care teams to include caregivers and improve delivery of and
oversight of optimal patient care. To do so, there are several
influential factors that should be considered such as levels
of engagement, the nature of teamwork itself, the roles of
professional identity and hierarchy in healthcare, and the
boundaries between formal and informal work.

Caregiver engagement

The factors and conditions affecting caregiver engagement
with health care teams are varied. To begin, the Department
of Health and Human Services acknowledges patient
and caregiver engagement as an important strategy for
improving patient safety (8). Although caregivers can
offer unique perspectives about the health and safety of
patients (9), caregivers may not always have the opportunities
or platforms to voice their concerns or engage in an ongoing
dialogue with care team members (10). Deliberations
between caregivers and formal care team members may
also be shortened due to physician time constraints and
payment models that incentivize volume over value (11).
Consequently, conversations to develop care plans that
involve both patients and caregivers may be challenging to
effectively implement.

Other factors such as caregivers having insufficient time
and training to engage with care team members (12) may
also preclude their engagement with the care team. For
example, without clear guidance or direction, the caregiver
may perceive the care they provide to their patient as
separate and distinct from the care provided by other
clinicians or formal health care team members. With this
cognitive separation between informal and formal care,
the needs and preferences of family caregivers may not be
addressed—potentially making these caregivers feel isolated
from the patient-provider decision-making process. In an
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effort to close the distance between formal and informal
care, and to integrate the caregiver into the health care
team, health organizations should strive to make it easier
for caregivers to adopt and use telehealth tools (e.g.,
patient portals) to ask questions, seek information, and
monitor patients during care transitions between health
care settings (13).

Team dynamics

Considering the caregiver as part of the health care
team has strong implications for understanding team
dynamics in care delivery. In a recent study, health care
executives, clinical leaders, and clinicians indicated that
unpaid caregivers should be viewed as members of the
care team, though they tend to get far less support and
recognition than deserved (6). Traditionally, health
care teams are interdisciplinary, with varied roles and
responsibilities allocated based on professional background
and training (14). The degree to which team membership
is stable depends on the discipline or setting in which the
team operates; more agile teams are able to adjust their
membership based on patient needs (15). Also, as discussed
in the next section, physicians are typically viewed as at
the top of a rigid hierarchy (16) when it comes to patient
care. While these team characteristics may be historically
normative, they create barriers to involvement of, and
collaboration with, caregivers. As a result, caregivers may
be reluctant to speak up to ask questions, provide pertinent
information, or advocate for their patient’s preferences.

In order to effectively integrate caregivers, multidisciplinary
health care teams must clearly define the team, including
team members, roles, and responsibilities (17). Furthermore,
the team needs to have a shared view or philosophy about
caregiving, the role of caregivers on the team, and the
value of including caregivers as team members (17). To
achieve this integration, health care teams should adopt a
shared commitment to patient and family-centered care and
promote a culture of learning and inclusivity that maximizes
the competencies of the caregiver and demonstrates
willingness to welcome new knowledge that the caregiver
brings to the team.

Role of professional identity and status

Conceptualizations of professional identity and a strict
hierarchy may threaten caregiver engagement and could
have implications for patient health outcomes. The
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professional identity of health care team members consists
of the attitudes, values, knowledge, beliefs and skills shared
with members within a professional group (18). These
various elements of professional identity are powerful
drivers of health professionals’ behavior, particularly if they
identify strongly and the professional identity is salient in
formal caregiver-professional interactions (19). For example,
traditional beliefs regarding the position of a health care
professional in society as ‘superior’, ‘expert’ or ‘savior’
(20,21), may spur salient status differences that could
prevent caregivers from feeling empowered to speak up. It
is well-known that professional identity as it is perceived
by both the professional and the caregiver includes a
sense of expertise and corresponding expert power (22).
Therefore, in an effort to better include the caregiver into
the care team, it is paramount that health professionals
are aware of their power position and use it to welcome
caregivers to voice perspectives and concerns (23). This will
require positive attitudes towards caregivers, valuing their
perspective, and having the competence to communicate
these attitudes and values effectively. It also requires
identifying the expertise of the caregiver as a key informant
complementing the professional skills of the clinical team.
Given the importance of medical training in professional
identity construction, the more prominent role of caregivers
in society should be paid attention to in teaching current
and future professionals the appropriate attitudes, values,
knowledge, beliefs and skills to foster positive exchange (24).
Moreover, as hierarchies in medicine are reinforced by
payment models, policies should consider compensation to
caregivers for their active role in supporting their patient in
the home. As an example, the state of Illinois compensates
family caregivers through Medicaid for their efforts in
caregiving responsibilities (25).

Boundaries between formal and informal work

Identifying the various roles of caregivers within the
health care team can provide a theoretical basis for future
investigation into boundaries between informal and formal
work, as well as into teams and teamwork in contexts
where strict boundaries are observed. A care team that
views caregivers as external to, or outside of, the care team
can build trusting, collaborative, supportive relationships
with caregivers once agreement is reached that all are
collectively working in the patient’s best interest (26). In this
circumstance, the work of a caregiver is considered informal
but still supports the common interests of the patient and
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their team. As informal work, however, this work is not
necessarily built into the expectations of the overall care
process, and the care team remains in charge of the care
of that patient. While this gives caregivers flexibility in
their involvement and reduces the risk of liability, it also
means that there is power asymmetry in the extent to which
caregivers are invited and/or accepted.

In contrast, when the work of a caregiver is formally
defined, care team members may rely on that caregiver to
perform certain tasks and regularly interact with the team
itself. The implications of this classification are substantial,
and if a caregiver does not understand their formal role—
as previously noted, gaps in both communication and care
can result. With an expectation that the caregiver’s work
is formal, additional challenges may arise given that the
caregiver is not a regular member of the care team, and thus
may not trust nor have rapport with existing team members.
Furthermore, as that caregiver is only concerned about a
single patient, perceptions about conflicting priorities of the
other team members who are caring for multiple patients
may be problematic. Establishing clear expectations and
boundaries becomes especially important when defining and
formalizing caregiver work to manage both relationships
among team members and caregivers to support high-
quality patient care. These points illustrate the importance
of clearly defining the caregiver role in the provision of care
for each individual patient.

Implications for policy and practice

Reconceiving the role of the caregiver as an active member
of the health care team has substantial implications
for policy and practice. For instance, studies report
greater satisfaction among older patients when they are
accompanied by a family caregiver, and high levels of
engagement in communication between physicians and
patients when caregivers are present (27). This suggests
that the successful utilization of family caregivers in the
process of care delivery has the potential to influence
patient outcomes as well as clinician practices. Older adults
and caregivers themselves express a desire for being better
integrated in the health care team so that they can more
effectively coordinate care and carry out their day-to-day
responsibilities (28). Consequently, there is a heightened
focus on creating policy to support the anticipated increased
need for in-home and community-based care to serve the
aging demographic (2).

Preparing caregivers to be active participants in the
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care recipient’s health care team will likely require that
health systems recognize both caregivers’ strengths and
limitations as they relate to their abilities to follow care
team recommendations, communicate proactively with
clinicians, and mobilize support to address the needs of
care recipients. For instance, health systems and care teams
may consider adapting existing care referral criteria to
account for both care recipient and caregiver needs and
preferences to promote safer and more effective transitions
between health care settings. System-level interventions
that facilitate inclusion may ultimately encourage health
care teams to engage in perspective-taking that further
promotes caregiver involvement and patient-centered care.
Furthermore, interventions that target caregivers with
low health literacy may also help improve care recipient
engagement in self-management behaviors and potentially
reduce barriers to navigating and arranging for health
and support services. Thus, education programs and
interventions to improve caregiver health literacy may
positively impact the health outcomes of patients who
frequently interact with the health care system.

To date, health policy involving caregivers has been
unable to achieve substantial impact in the U.S. Greater
efforts are needed to increase awareness about existing
caregiver policies and enact new caregiver policies that
enable caregivers to be active members of the care team.
As suggested, integrating caregivers requires policies that
acknowledge the full scope and nature of family caregiving
and recognize the value that family caregivers bring to
the health care team (5). These policies could manifest in
changes to national laws and policies, such as compensation
to caregivers for their efforts outside health care, for
instance, by expanding Medicaid waivers that provide
reimbursement for these types of supports. Not only are
caregivers often placed under significant financial burden
due to their roles as caregivers, but the economic value
of the unpaid care and support provided by caregivers is
estimated at $470 billion annually in the U.S. (3). Policies
directed towards compensating caregivers, while offered
in some states through Medicaid waivers, have yet to be
adopted nationwide; however these policies have been
implemented in other countries in the form of financial
support such as paid work leave and tax benefits, as well
as through non-financial support like training, education,
and respite care (29,30). These policy decisions reflect the
heterogeneity in cultural and societal recognition of the
tremendous work of caregivers and its value. Financial
incentives through reimbursement of clinician time have
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also yet to materialize, although the shift of the U.S.
healthcare industry from fee-for-service reimbursement
systems to value-based care may prompt health systems and
providers to enact their own policies around integrating
caregivers into the care team in an effort to improve
the value of the care provided to patients. For example,
organizational policies could introduce incentives for
clinicians to better integrate caregivers such as by evaluating
process measures around documentation of family
caregivers in the health record.

Conclusions

With an aging population and greater care needs, the role of
the caregiver will only continue to become more prominent
in health care. Determining feasible approaches to include
caregivers in the health care delivery process could facilitate
improvements in clinical practice and can be translated into
actionable guidance for health care organizations, providers,
and caregivers as well.
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