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REPORT SUMMARY
Objectives and Scope
Our objectives for this report 0n Pennsylvania
CARE Act Impact on Patient Outcomes are:
 To identify the processes hospitals established to provide an
opportunity for each
[in]patient or legal
guardian to designate
a lay caregiver and
evaluate the implementation of those
processes.
 To determine whether
the hospital issuing
the discharge plan
provided the lay caregiver with instructions in after-care assistance, and if the lay
caregiver performed
any after-care assistance.
 To determine the impact of designating a
lay caregiver on certain patient outcomes,
specifically on hospital readmissions.

Pennsylvania CARE Act Impact on Patient
Outcomes
Act 2016-20, known as the Caregiver, Advise, Record, and Enable Act (PA
CARE Act), formalized the process of designating a lay (family) caregiver
by requiring Pennsylvania hospitals to provide inpatients with an opportunity to designate a family caregiver to ensure a safe and effective transition to the inpatient’s home care environment. Pennsylvania and a majority of the states have enacted similar legislation that encourages the
inclusion of family caregivers in the hospitalization/discharge process
and is reflective of the recognition of policy makers and state legislators
of the role family caregivers perform in providing medical care for individuals at home after being discharged. This formal integration of family
caregivers into the hospitalization and discharge planning recognizes the
potential benefits for inpatients upon discharge, which may lead to reduced readmissions, resource use, and medical costs. Similarly, hospitals
and the healthcare system have come to recognize family caregivers can
be an important resource for ensuring adequate care at home. Family
caregivers are the safety net for millions of Americans and as such society
needs to ensure family caregivers are adequately included in the health
care process.

Section II – Background Information
Federal Endeavors.
The federal Recognize, Assist, Include, Support, and Engage Family Caregivers Act of 2017 (RAISE Family Caregivers Act) sought to address the
diverse and complex issue of the family caregiver through the development of a National Caregiving Strategy, which places both the person
receiving support and the family caregiver at the center of care delivery.
Developed in response to this federal legislation, the RAISE Family Caregivers Act Initial Report to Congress (RAISE Initial Report – 2021) presented five guiding goals of which the most pertinent is Goal 2: Family
caregivers are recognized, engaged, and supported as key partners with
providers of health care and long-term services and supports.

s-1

LEGISLATIVE BUDGET AND FINANCE COMMITTEE
Report – Pennsylvania CARE Act Impact on Patient Outcomes

The RAISE Initial Report stated:
Family caregivers are often a critical link to ensuring that the
instructions of medical providers are implemented outside of
the physician’s office or hospital.
Recommendation 2.1 was developed in response to Goal 2 (family caregivers recognized as key players) and provides:
Identify and include family caregivers as essential members
and partners in the care team of the person receiving support.
The rationale for this is that identifying the family caregiver will allow for
the attainment of the full complement of the care team, thereby ensuring
appropriate inclusion and information dissemination.
The RAISE Initial Report indicated formal caregiving data collection processes at the national level (and state level) remain lacking. The report
also indicated that there are few sources of comprehensive family caregiver data and most national surveys do not contain questions that identify family caregiving and/or the caregiver. It is suggested that better
and more consistent data could be collected through the development
and inclusion of a core set of family caregiver questions in existing national and state surveys.
While federal regulations do not stipulate whether a caregiver may be
designated, federal regulations do require hospitals to have an effective
discharge planning process that focuses on patients’ goals and treatment
preferences and requires patients and their caregivers/support persons
be included as active partners in the discharge planning for post-discharge care.
The RAISE Initial Report noted that numerous states have begun to enact
legislation to better recognize and support family caregivers and specifically references the AARP model CARE Act legislation.

CARE Act Provisions in General and Pennsylvania
Specific Provisions.
Pennsylvania is among 41 states and three territories that enacted a version of the AARP model CARE Act legislation, which was developed to
ensure family caregivers were formally included by hospital in a patient’s
care team, and to ensure patients receive enhanced post-discharge care
at home. The development of this model legislation was, in part, a result
of the federal Patient Protection and Affordable Care Act (ACA) of 2010
provisions that established the Hospital Readmissions Reduction Program (HRRP), which rewards high quality and lower cost healthcare,
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along with imposing penalties (effective in 2012) for hospitals with
higher-than-expected rates of 30-day readmissions.
The nomenclature and specific provisions may vary amongst the states,
but legislation of this type generally requires hospitals to do the following:
•
•
•

ADVISE individuals of their opportunity to identify a caregiver.
RECORD the caregiver’s name and contact information.
ENABLE caregivers by providing adequate discharge notice,
consulting about the discharge plan, and instruction about
home medical tasks.

The PA CARE Act is focused on hospitals and only applies to the discharge of patients following inpatient treatment. The PA CARE Act requires Pennsylvania hospitals to take the following actions:
•

•

•
•
•

Provide each patient or their legal guardian with an opportunity to designate at least one lay (family) caregiver 1 after
entry into a hospital and prior to their discharge to their residence. Note: A patient is not required to designate a lay
caregiver and a designated lay caregiver is not obligated to
provide any after care assistance to the patient.
Document the designation of a lay caregiver and related information (i.e., relationship, name, phone number, and address) in the patient’s medical record. Request written consent of the patient to release medical information to the lay
caregiver.
Notify the lay caregiver of the patient’s pending discharge
and document such in the patient’s medical record.
Consult with and provide the lay caregiver with a discharge
plan that describes the patient’s after-care assistance needs.
Provide the lay caregiver with instructions and training in all
after-care tasks described in the discharge plan.

Section III – Impact of CARE Act
The following report overviews and information collected by us pursuant
to an LBFC survey of Pennsylvania hospitals are reflective of the potential
impact and benefits of implementing the PA CARE Act and providing inpatients with an opportunity to designate a family caregiver.

Pennsylvania’s CARE Act uses and defines the term “lay caregiver” versus “family caregiver” that is utilized in the
AARP model CARE Act legislation and in numerous other instances. (e.g., reports).

1
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AARP Public Policy Institute (AARP PPI) Perspective – The CARE Act Implementation: Progress and
Promise.
AARP assembled a research team that consisted of Home Alone Alliance
(HAA – AARP PPI a founding partner), AARP PPI leaders, nurse researchers, and policy experts to look at how hospitals responded to the enactment of the CARE Act in their respective states (11 states to date), what
changes had been made in practice, and the impact of those changes.
The general conclusions from the research group’s initial efforts, as reported in March 2019, found hospital staff consistently reported that after the CARE Act implementation, family caregivers appeared more engaged and confident when taking the patient home. It was also reported
that when hospital staff collaborated with family caregivers from the beginning of the patient’s hospitalization, family caregivers were more likely
to ask important questions and provide staff with information that would
help ensure a person-centered holistic approach by the hospital and lead
to a successful outcome following discharge from the hospital.
The research group’s findings indicated the CARE Act is helping hospitals
identify family caregivers and prepare them to provide successful postdischarge care in the patient’s home to avoid complications that may result in preventable hospital readmissions.
The initial findings were grouped into the following 10 major themes that
reflected an area of focus for hospitals as they planned for, implemented,
and evaluated the CARE Act:
1) Electronic health report (EHR) – EHR and EHR supports (e.g.,
patient portals, messaging capacity, easy access to family caregivers’ information) are needed to standardize and ensure early
identification of family caregivers for the purpose of including
them as part of the patients care team.
2) Communication – Enhanced communication (e.g., interdisciplinary rounds, team huddles, white boards in the patient's hospital
room) leads to successful coordination of care and collaboration
with family caregivers.
3) Staff training – The shift to fully include family caregivers in the
patient’s care team, will require hospitals to provide education
and process supports (e.g., how to incorporate family caregivers
as team members, anticipating information family caregivers
need to know, etc.) to its health care professionals who have previously trained to focus primarily on the patient.
4) Learning resources – Hospitals have placed a greater focus on
family caregiver education during the hospitalization stay and
beyond. This includes video-based instruction, process of
demonstration, and teach-back instructional method.
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5) Approaches to making practice and system changes – CARE
Act, value-based payment, consolidation, and advances in technology require hospitals to adapt to and leverage these forces to
change the way they practice and approach improvements to
health care, including integrating family caregivers in patient care
upon discharge.
6) Pharmacy innovations – A discharge plan needs to ensure family caregivers receive guidance with new medications and how to
reconcile existing medications.
7) Transition in care and hospital discharge practices – To facilitate a patient’s successful transition home, hospitals indicated
robust discharge planning engagement by nurses, and the utilization of enhanced social worker-nurse collaboration to plan the
transition and anticipate needs, which includes factoring in the
designated family caregiver and follow-up communications.
8) Screening practices – Effective care planning requires hospitals
to identify family caregivers that might need more assistance,
particularly with patients at greater risk of developing complications subsequent to discharge.
9) Addressing the needs of specific populations – Hospitals recognize specific populations of patients and family caregivers face
distinct challenges and tailor patient care and family caregiver
supports to address those challenges.
10) Benefits of the CARE Act – Hospitals identified numerous benefits of the CARE Act to patients, family caregivers, and organizations, including greater satisfaction and confidence with care
transitions, reduced rehospitalizations, and improved quality of
patient outcomes. Unprepared family caregivers often lead to
care recipients experiencing pain and complications, which results in avoidable hospital readmissions.

Caregivers at Discharge for Older Adults: A Metaanalysis.
A metaanalysis 2 (2017) reflecting the work of a partnership between the
University of Pittsburgh Health Policy Institute and the University Center
for Social and Urban Research concluded that for older adults, discharge
planning interventions with informal caregiver integration were associated with 25 percent fewer hospital or skilled nursing facility readmissions at 90-days and 24 percent fewer hospital or skilled nursing facility
readmissions at 180-days. This metaanalysis notes the potential effect of
incorporating informal caregivers into discharge planning could be significant given potentially preventable 30-day readmissions have been estimated to cost $12 billion annually in Medicare spending alone.

Metaanalysis is a method of systematically combining pertinent qualitative and quantitative study data from several
studies to develop a single conclusion that has greater statistical power.
2
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A Multisite Case Study of CARE Act Implementation.
This multisite case study (limited to a lone Pennsylvania health system)
was designed to explore early implementation of the PA CARE Act. From
July to December 2017, an internal research team conducted a multisite
review of medical-surgical units within three UPMC hospitals of different
sizes and populations (i.e., rural 49-bed, suburban 437-bed, and urban
489-bed). This study concluded UPMC had implemented the necessary
changes to comply with the PA CARE Act. UPMC determined that its existing educational process was adequate, and it only needed to modify its
existing documentation procedures. This study noted previous studies
have generally found that the integration of family caregivers into the
discharge process yielded positive individual and system level outcomes,
while also decreasing the odds of post-discharge adverse events. In addition, the studies found higher levels of care experience satisfaction being reported by caregivers. The study also indicated that enhanced clinical-family caregiver coordination was associated with positive patient
health outcomes, (e.g., greater pain control, higher function status, and
improved mental health).
UPMC viewed the PA CARE Act as simply formalizing family caregiver inclusion in the care delivery process. Family members (while not always
the designated family caregiver) were present during 100 (out of 279) of
the education observations and a health care professional engaged the
family member 76 percent of the time.
While the PA CARE Act itself provides no specific penalties or rewards,
the multisite study noted the “Patient and Caregiver Centered Experience
of Care/Care Coordination” was added as a domain to Medicare’s Hospital Value-Based Purchasing (VBP) Program in 2018, which could have a
significant impact on hospital finance as a potential reward to hospitals
for patient and family caregiver experience of care.

Caring for Family: Perceptions of CARE Act Compliance and Implementation.
The “Caring for Family . . . .” study examined early compliance and implementation of the PA CARE Act as self-reported by a small sample of
Pennsylvania hospitals. Based on the results of a 2017 online survey, this
study determined most Pennsylvania hospitals had made changes and
continued to work towards operationalizing the required components of
the PA CARE Act. The study reported research that revealed the systematic inclusion of family caregivers in the hospital process correlates with
reduced rates of rehospitalization of patients and is beneficial to hospital
staff. The study found family caregivers can be a valuable resource during the decision-making process, provide emotional support, and aid
with daily activities. The authors also noted that while the PA CARE Act is
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not tied to reimbursement, the incentive for Pennsylvania hospitals is
regulatory compliance and enhanced inpatient outcomes.

PA CARE Act Survey for Pennsylvania Hospitals.
We surveyed Pennsylvania general acute care hospitals to assess the impact of the PA CARE Act, using a Survey Monkey © questionnaire instrument. We received a total of 30 responses (although not all respondents
answered every question) in relation to 244 general acute care hospitals
operating under the 192 licenses issued by the Pennsylvania Department
of Health (DOH).
Prior to the PA CARE Act, many hospitals already had a process in place
to designate a caregiver, however, now all respondents report having
such a process. For some, the act formalized the process. A majority of
respondents did not indicate that a designated caregiver has resulted in
positive changes, and none of them have determined if the process has
resulted in a decrease in readmissions. The following is a listing of some
of the other survey results:
•

•
•
•
•

Eighteen hospitals indicated that they have made changes to
their processes to specifically comply with the PA CARE Act,
which they otherwise would not have made.
Twenty-six respondents notify the family caregiver of any discharge orders and when the discharge occurs.
Nineteen of 29 hospitals indicated that they thought that the PA
CARE Act formalized the role of family caregiver.
Twenty-nine hospitals consult with the designated family caregiver prior to a patient’s discharge.
Twenty-eight hospitals both issue a discharge plan describing
after care needs at home and provide caregivers with education/training instructions for aftercare tasks.

All respondents agreed that preparation for post-discharge care must
take place throughout the hospital stay through a formalized process
and 26 hospitals agreed it is helpful to have a framework to enable consistency in family caregiver preparation.
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SECTION I

OBJECTIVES, SCOPE, AND METHODOLOGY

Why we conducted
this study…
 Act 2016-20 directed the Legislative Budget and Finance Committee
(LBFC) to conduct a
study and issue a
report analyzing
the impact of the
designation of a lay
caregiver on certain patient outcomes and to report
findings to the General Assembly.
 We conducted a
survey of Pennsylvania hospitals to
document the implementation of the
PA CARE Act requirements. A scientific analysis was
not possible, due to
the limited number
of survey responses.

Objectives
Pennsylvania Act 2016-20, 3 known as the Caregiver, Advise, Record, and
Enable Act (PA CARE Act) directed the Legislative Budget and Finance
Committee (LBFC) to conduct a study and issue a report that focuses on
the impact of the designation of a lay caregiver on certain patient outcomes. Accordingly, the objectives for this study are as follows:
1) Identify the processes hospitals established to provide an opportunity for each patient or legal guardian to designate a lay caregiver and evaluate the implementation of those processes.
2) Determine whether the hospital issuing the discharge plan
provided the lay caregiver with instructions in after-care
assistance, and if the lay caregiver performed any after-care
assistance.
3) Determine the impact of designating a lay caregiver on certain
patient outcomes, specifically on hospital readmissions.

Scope
Act 2016-20 directs LBFC to study and issue a report on the impact of
designating a lay caregiver on certain patient outcomes that is primarily
focused on three calendar years (2018, 2019, and 2020). See Appendix A
for a copy of Act 2016-20.

Methodology
To ascertain a thorough understanding of the subject matter of this report we conducted research focused on lay (family} caregivers and the
development of the PA CARE Act. 4 Our research included communications with AARP, which developed model CARE Act legislation that would

3
4

CARE Act – Act of April 20, 2016 (P.L.152, No.20).
Pennsylvania hospitals were not required to collect patient readmission data in relation to the PA Care Act.
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require hospitals, within states enacting some variation of the model legislation, to provide patients with an opportunity to designate a family
caregiver. Our research included the review and analysis of reports and
studies by healthcare advocates, experts, and the federal government.
We communicated with the Pennsylvania Department of Health (DOH),
as the licensing entity charged with the oversight of Pennsylvania hospitals, 5 although DOH is not charged with any specific duties under the PA
CARE Act. We also communicated with The Hospital and Healthsystem
Association of Pennsylvania (HAP), a nonprofit association, which advocates for its member Pennsylvania hospitals and healthsystems.
We crafted and conducted a survey of Pennsylvania hospitals to document the implementation of the requirements of the PA CARE Act and
the impact of those requirements on inpatients 6 in Pennsylvania hospitals. 7 Both DOH and HAP assisted us in the distribution of our survey
link.
Based on this research and the information obtained we developed our
report and the various exhibits contained within it. 8

Defined Terms
The following terms are defined within the PA CARE Act (Act 2016-20).
Defined Terms
After-care assistance

Definition
Any assistance provided by a lay caregiver to a patient following
the patient’s discharge from a hospital and that is related to the
patient’s condition at the time of discharge, including, but not
limited to, assisting with basic activities of daily living, instrumental activities of daily living and any other tasks as determined to be appropriate by the discharging physician or other
health care profession licensed pursuant to 28 Pa. Code Ch. 105
(relating to admission and discharge).

There are 244 general acute care hospital entities/facilities located in Pennsylvania operating under 192 hospital licenses issued by the Pennsylvania Department of Health (DOH), which are all subject to the requirements of the PA
CARE Act.
6 The term “inpatient” is used throughout this report and is utilized by the PA CARE Act within the definitions of the
defined terms “discharge” and “entry” to emphasize the requirement that Pennsylvania hospitals are required to provide individuals admitted for inpatient medical care with an opportunity to designate a caregiver.
7 Due to the limited number of responses to our survey of Pennsylvania hospitals we were unable to provide any statistical based analysis. An overview of the survey responses has been provided in this report.
8 We were unable to ascertain a viable means to contact discharged patients to determine what after-care assistance
was provided by a lay (family) caregiver and the impact of such, including readmissions.
5
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Discharge
Entry
Hospital
Lay [family] caregiver

Residence

A patient’s exit or release from a hospital to the patient’s residence following medical care or treatment rendered to the patient following an inpatient admission.
A patient’s entry admission into a hospital for the purpose of receiving inpatient medical care.
A general acute care hospital as defined and licensed under Title
28 of the Pennsylvania Code (related to health and safety).
An individual with a significant relationship to a patient and
who:
1) is designated and accepts the role as a lay caregiver by
the patient pursuant to this act; and
2) provides after-care assistance to the patient living in the
patient’s residence
The dwelling that a patient considers to be the patient’s home.
The term includes the residence of a patient’s designated lay
caregiver. The term shall not include a rehabilitation facility,
hospital, nursing home, personal care home, assisted living facility or group home licensed by the Department of Health.

Acknowledgements
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SECTION II

BACKGROUND INFORMATION
Fast Facts …
 PA CARE Act requires hospitals to
provide inpatients
with an opportunity
to designate a family
caregiver.
 Hospitals and the
healthcare system
have come to recognize family caregivers can be an important resource for
ensuring adequate
care at home.
 Family caregivers
are the safety net for
millions of Americans.
 The National Family
Caregiving Strategy
places both the person receiving support
and the family caregiver at the center of
care delivery.
 Pennsylvania is
among 41 states and
three territories that
enacted a version of
the AARP model
CARE Act legislation.

CARE Act
Caregiver, Advise, Record, and Enable Act (CARE
Act)
PA CARE Act. Pennsylvania Act 2016-20 (PA CARE Act) formalizes the
process of designating a lay (family) caregiver by requiring hospitals to
provide inpatients with an opportunity to designate a family caregiver,
document the designation and consult with the family caregiver, and
provide the family caregiver with education/training to ensure a safe and
effective transition to the inpatient’s home care environment.
Good Care at Home May Limit Hospital Re-admissions. Historically,
hospitals have identified a patient’s emergency contact and medical durable power of attorney. However, neither of these individuals may be
the person that will provide home care to the patient.
Discharge planning in general promotes safe and timely transfer between
care settings, especially during discharge from a hospital to a home. As
part of the effort to ensure individuals have access to an effective
healthcare system and comprehensive healthcare, government officials
and healthcare professionals are aware of the importance of patients of
all ages receiving adequate care at home. This is particularly true in relation to limiting the readmission of patients once they return to their
homes after their discharge from a hospital following inpatient medical
treatment. A family caregiver 9 may serve a critical role after hospitalization by helping the care recipient transition back to living at home, while
minimizing the need for costly services and supports. More recently,
hospitals and the healthcare system have come to recognize family caregivers 10 can be an important resource for ensuring adequate care at
home, which coincides with the issue of family caregiving coming into
the public spotlight despite being overlooked in many public policy areas. The RAISE Family Caregivers Act Initial Report to Congress emphasized that family caregivers are the safety net for millions of Americans,
yet they are often the least considered member of the health network.

Terms like “family caregiver” and “care partner” are used to distinguish these types of caregivers from other individuals, generally known as direct support professionals (DSPs), who provide caregiving support in the home or in assisted living communities or other community-based residential care setting and are under the umbrella of the direct
care workforce in that they provide care in the course of their employment.
10 Family caregivers support care recipients in self-care activities and caregiving tasks, including the following: personal care any hygiene, help with mobility, help with medication management, and medical advocacy.
9
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Therefore, it was noted society needs to ensure family caregivers are adequately included in the health care process.

Federal Endeavors
In 2015, pursuant to the Improving Medicare Post-Acute Care Transformation Act of 2014 (IMPACT Act), the Centers for Medicare & Medicaid
Services (CMS) within the U.S. Department of Health and Human Services
(HHS) proposed revised federal regulations for the Discharge Planning
Condition of Participation (42 CFR 482.43). 11 The final rule became effective on November 29, 2019, and applies to patients being discharged
from a hospital, whether or not the patient is being discharged to a
home or some other medical facility/care setting. While the federal regulation does not stipulate whether a caregiver may be designated, the regulation does require hospitals to have an effective discharge planning
process that focuses on patients’ goals and treatment preferences and
requires patients and their caregivers/support persons be included as active partners in the discharge planning for post-discharge care.
In 2016 the National Academies of Sciences, Engineering, and Medicine
released the Families Caring for an Aging America report that noted several studies found integrating family caregivers into the hospital discharge process and providing follow-up support to family caregivers and
patients can result in a significant reduction in readmissions and overall
lower the costs of post-discharge care. 12 It was also noted that systematic discharge planning must be in place to ensure the designation of a
family caregiver and that the family caregiver has been adequately instructed/trained regarding the patient’s after-care assistance needs.
The Families Caring for an Aging America report further found that the
urgent need to address the growing demand for family caregivers has
been modest. Thus, the report’s recommendations included a recommendation that Congress convene a council to develop a National Family
Caregiving Strategy, which ultimately engendered the passage by Congress of the Recognize, Assist, Include, Support, and Engage (RAISE) Family Caregivers Act of 2017 (RAISE Family Caregivers Act). 13
The RAISE Family Caregivers Act sought to address the diverse and complex issue of the family caregiver through the development of a National
Caregiving Strategy and directed the Secretary of the HHS, who delegated the authority for the implementation of the RAISE Family Caregivers Act to the Administration for Community Living (ACL). The RAISE
42 CFR 482.43 revised as of October 1, 2021 (Condition of participation: Discharge planning).
The Families caring for an aging America report was focused on older adults (age 65 and older), although the report noted its conclusions and recommendations are likely to apply regardless of the care recipient’s age.
13H.R.3759 – 115th Congress (2017-2018): RAISE Family Caregivers Act (2018, January 22). https://www.congress.gov/bill/115th-congress/house-bill/3759/text
o
11
12
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Family Caregivers Act called for the establishment of the Family Caregiving Advisory Council (FCA Council) to provide recommendations and
identify best practices to promote improvement of the federal, state, and
community systems with the purpose of recognizing and supporting
family caregivers. Moreover, the provisions of the RAISE Family Caregivers Act provided for the identification of recommendations that federal,
state, local governments, communities, health care providers, long-term
services and supports, providers, and others are taking to recognize and
support family caregivers with respect to the following (among other
things):
(1) Promoting greater adoption of persons- and family-centered
care in all health and long-term services and supports setting,
with the person receiving services and supports and the family
caregiver (as appropriate) at the center of care teams.
These recommendations and best practices were to become the foundation for the National Family Caregiving Strategy, which places both the
person receiving support and the family caregiver at the center of care
delivery, as appropriate, in all care delivery settings (e.g., hospitals).
The FCA Council compiled the RAISE Family Caregivers Act Initial Report
to Congress (RAISE Initial Report - September 21, 2021) to document its
progress since inception (2019) and to present the FCA Council’s initial
recommendations for recognizing, assisting, including, supporting,
and engaging (RAISE) family caregivers that provide support to millions
of Americans of all ages.
On November 18, 2020, the FCA Council adopted 26 recommendations
for the purpose of achieving its five guiding goals and establishing a national approach to addressing the needs of family caregivers of all ages
and circumstances.
Of the five goals, the one most pertinent here is Goal 2: Family caregivers
are recognized, engaged, and supported as key partners with providers of
health care and long-term services and supports. The RAISE Initial Report
noted the FCA Council recognized that involving family caregivers in
treatment decisions and care planning along with providing resources
and training leads to the improved quality of care for the person receiving the care. However, a 2017 survey found only 10.7 percent of family
caregivers communicated often with the health care team of the person
receiving support and indicated that one of the reasons for this lack of
communication is the lack of health professionals’ awareness of the family caregiver’s role. The RAISE Initial Report stated:
Family caregivers are often a critical link to ensuring that the
instructions of medical providers are implemented outside of
the physician’s office or hospital.
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It is further noted in the RAISE Initial Report that 65 percent of family
caregivers report communicating with their family member’s doctors, and
yet the family caregiver is not universally identified in the patient’s health
records.
Recommendation 2.1 was developed in response to Goal 2 (family caregivers recognized as key partners) and provides as follows:
Identify and include family caregivers as essential members
and partners in the care team of the person receiving support.
The rationale for this is that identifying the family caregiver will allow for
the attainment of the full complement of the care team, thereby ensuring
appropriate inclusion and information dissemination.
The RAISE Initial Report highlighted the following request for information
response:
Caregiving training should start upon diagnosis of a condition requiring care and take place by providers in every setting such as a
physician office, hospital, outpatient rehab, inpatient rehab, and
home health care.
Another germane goal is Goal 5: Family caregivers are engaged stakeholders in a national research and data gathering infrastructure . . . . is
also worth mentioning as it is the basis for Recommendation 5.1 that
suggests establishing a national infrastructure using standardized family
caregiver data. The concern and rationale behind this goal is that formal
caregiving data collection processes at the national level (and state level)
remain lacking. The RAISE Initial Report indicated there are few sources
of comprehensive family caregiver data and most national surveys do not
contain questions that identify family caregiving and/or the caregiver,
which has resulted in a wide variance in estimates of the number of caregivers. It is suggested that better and more consistent data could be collected through the development and inclusion of a core set of family
caregiver questions in existing national and state surveys.
Along with providing an overview of the federal efforts to formally recognize family caregivers, the RAISE Initial Report noted that numerous
states have begun to enact legislation to better recognize and support
family caregivers. The RAISE Initial Report specifically references the
AARP model CARE Act legislation enacted by numerous states and territories since 2014 to support family caregivers when patients enter hospitals and to help family caregivers understand what will be needed when
patients are discharged.
The National Family Caregiving Strategy presented in the RAISE Family
Caregivers Act ultimately builds on previous efforts at the federal and
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state levels that have pioneered innovative and effective caregiver support initiatives to ensure the involvement of family caregivers in the
health care process.
The RAISE Initial Report itself states, “The availability of a family caregiver
is also associated with fewer and shorter hospital stays . . . .”

CARE Act Provisions in General and Pennsylvania
Specific Provisions
Pennsylvania is among 41 states and three territories that enacted a version of the AARP model CARE Act legislation, 14 which was developed to
ensure family caregivers were formally included by the hospital in a patient’s care team, to ensure patients receive enhanced post-discharge
care at home. The model legislation was also designed to improve a
family caregiver’s understanding and involvement in the hospital discharge process. The development of this legislation was, in part, a result
of the federal Patient Protection and Affordable Care Act (ACA) of 2010
provisions that established the Hospital Readmissions Reduction Program (HRRP), which rewards high quality and lower cost healthcare,
along with imposing penalties (effective in 2012) for hospitals with higher
than expected rates of 30-day readmissions. 15 Subsequently, a 2012
AARP and United Hospital Fund report Home Alone: Family Caregivers
Providing Complex Chronic Care was released and recognized a gap in
the supports and guidance available for family caregivers. The importance of such a gap is magnified given that approximately a quarter
of United States households provided care to an older adult with upwards of 53 million people (1 in 5 Americans) that served as a family
caregiver to an adult or child with special needs over a 12-month period
(2020). The exact number of family caregivers is difficult to determine
due to numerous mitigating factors. 16 Thus, the Caregiving in the U.S.
2020 survey (conducted by the National Alliance for Caregiving and
AARP) alternatively reflected 62 million adults are family caregivers as
shown in Exhibit 1.

AARP (formerly known as the American Association of Retired Persons) is a nonprofit 501(c)(4) that concentrates on
issues most important to the 50 plus community (e.g., caregiving, etc.).
15 Under the Hospital Readmittance Reduction Program (HRRP) the federal government reduces payments to hospitals among the top quartile for high rates of readmissions.
16 The exact number of family caregivers is difficult to pinpoint due to the numerous definitions of caregiving, differing counting methodologies, and differing spans of time.
14

9

LEGISLATIVE BUDGET AND FINANCE COMMITTEE
Report – Pennsylvania CARE Act Impact on Patient Outcomes

Exhibit 1
Estimate Number of U.S. Adult Family Caregivers

Source: RAISE Family Caregivers Act Initial Report to Congress (9/22/21).

The need for family caregivers for individuals of all ages continues to
grow as the United States population itself continues to grow, particularly
the segment of the population over the age of 65 (estimated to be more
than 80 million people by 2040, which will be more than double the
number in 2020). The economic value of unpaid support that family
caregivers provided to adults with limitations is estimated to be $470 billion each year (per a 2019 study). The nomenclature and specific provisions may vary amongst the states, but legislation of this type generally
requires hospitals to do the following:
•
•
•

ADVISE individuals of their opportunity to identify a caregiver.
RECORD the caregiver’s name and contact information.
ENABLE caregivers by providing adequate discharge notice,
consulting about the discharge plan, and instruction about
home medical tasks.
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Exhibit 2 is a map of the states and territories (the District of Columbia,
Puerto Rico, and Virgin Islands) that have enacted CARE Act legislation
since 2014.

Exhibit 2
Map of States that have Enacted CARE Act Legislation

Source: AARP.

Pennsylvania Specific Provisions. Pennsylvania Act 2016-20, known as
the Caregiver, Advise, Record, and Enable Act (PA CARE Act) is focused
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on hospitals and only applies to the discharge of patients following inpatient treatment. The PA CARE Act requires Pennsylvania hospitals to take
the following actions:
•

•

•
•
•
•

Provide each patient or their legal guardian with an opportunity to designate at least one lay (family) caregiver 17 after
entry into a hospital and prior to their discharge to their residence. 18 Note: The PA CARE Act does not specifically authorize the designation of a lay caregiver by a patient’s
health care agent/representative, although a patient may
designate a lay caregiver in an “advanced directive.” 19
Document the designation of a lay caregiver and related information (i.e., relationship, name, phone number, and address) in the patient’s medical record. 20
Request written consent of the patient to release medical information to the lay caregiver.
Notify the lay caregiver of the patient’s pending discharge
and document such in the patient’s medical record.
Consult with and provide the lay caregiver with a discharge
plan that describes the patient’s after-care assistance needs.
Provide the lay caregiver with instructions and training in all
after-care tasks described in the discharge plan.

The PA CARE Act does not include specific enforcement provisions or
penalties in the event a hospital fails to comply with the lay caregiver
designation provisions, although such a failure might be reflected in a
patient complaint and/or hospital licensing process.
Implementation of PA CARE Act. While many hospitals had existing
patient education programs, the PA CARE Act requires Pennsylvania hospitals to evaluate and adjust existing practices to reflect the legal requirements within the PA CARE Act. To accomplish this, hospitals generally
need to design or redesign existing patient education programs along
with determining necessary IT modifications, staffing requirements, and
staff training needs.

Pennsylvania’s CARE Act uses and defines the term “lay caregiver” versus “family caregiver” that is utilized in the
AARP model CARE Act legislation and in numerous other instances. (e.g., reports).
18 A patient is not required to designate a lay caregiver and a designated lay caregiver is not obligated to provide any
after-care assistance to the patient.
19While “advanced directive” is not defined in the CARE Act, the term “advanced health care directive” is defined in 20
Pa.C.S. § 5422 (Definitions) as “A health care power of attorney, living will or written combination a health cate power
of attorney and living will.”
20 Hospitals must also document the patient’s medical record if the patient declined to designate a lay caregiver.
17
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For example, the University of Pittsburgh Medical Center (UPMC) 21 Wolff
Center is a quality, safety, and innovation center that oversees the standardization of practices and procedures within the UPMC health care system. Following Pennsylvania’s enactment of the CARE Act the UPMC
Wolff Center assembled a team of stakeholders to implement the lay
caregiver initiative. The Wolff Center team adjusted UPMC’s eRecord
system (Cerner) and disseminated instructions on family caregiver designation to nursing managers and their units.
Section III of this report provides a more detailed overview of the impact
of implementing the PA CARE Act and its requirement that hospitals provide inpatients with an opportunity to designate a family caregiver.

UPMC health care system consists of about 35 hospitals mostly throughout southwest, northwest, and central portions of Pennsylvania, although it also has one hospital in both Maryland and New York.
21
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SECTION III

IMPACT OF CARE ACT
Fast Facts…
 CARE Act legislation
that formally integrates family caregivers into the hospitalization/dis-charge
planning of inpatients recognizes potential medical benefits of such legislation, which may lead
to reduced readmissions, resource use,
and medical costs.
 Various reports we
reviewed suggest the
PA CARE Act has
medical benefits, although they lack specific patient data, including readmissions.
 None of the respondents to the PA CARE
Act Survey for Pennsylvania Hospitals
determined if the designation of a family
caregiver resulted in
a decrease of 30-day
readmissions.

The enactment of some variation of the AARP model CARE Act legislation
in the Commonwealth of Pennsylvania and most states in less than a decade encourages the inclusion of family caregivers in the hospitalization/discharge process and is reflective of the recognition of policy makers and state legislatures of the role family caregivers perform in providing medical care for individuals at home after being discharged. The
CARE Act’s formal integration of family caregivers into the hospitalization
and discharge planning of inpatients also recognizes that the utilization
of family caregivers has potential medical benefits for inpatients upon
their discharge from the hospital, which may lead to reduced readmissions, resource use, and medical costs.
The following overview of various reports 22 and information collected by
us pursuant to an LBFC survey of Pennsylvania hospitals are reflective of
the potential impact and benefits of implementing the PA CARE Act and
providing inpatients with an opportunity to designate a family caregiver.

A. AARP Public Policy Institute (AARP
PPI)23 Perspective – The CARE Act
Implementation: Progress and
Promise 24
AARP noted that the hospitalization of an individual “can be a time of crisis and transition” for the individual (especially when the patient is an
older adult) and their family caregiver. Hospitalizations generally result
in new medical care procedures (both short and long term) that require
hospitalized individuals and their family caregivers to learn new information and tasks. Thus, AARP recognizes the time during which an individual is hospitalized is critical for collaboration and communication between hospital staff, the patient, and the family caregiver.

The reports for which we reviewed and included overviews did not collect data comparing the percentage of inpatients readmitted prior to the enactment of CARE Act legislation versus the percentage of inpatients readmitted after
the enactment of such legislation.
23 The Public Policy Institute (PPI) is the focal point of public policy research, analysis, and development at AARP and
is often referred to as AARP PPI.
24 Susan C. Reinhard, et al, The CARE Act Implementation: Progress and Promise, Washington, DC: AARP Public Policy
Institute (Supporting Family Caregivers Providing Complex Care – Spotlight, March 2019) https://www.aarp.org/content/dam/aarp/ppi/2019/03/the-care-act-implementation-progress-and-promise.pdf
22
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It was for these reasons that AARP lobbied state legislatures to enact its
model CARE Act legislation to formalize the process for designating a
family caregiver, which has resulted in the majority of states enacting
some version of the CARE Act in just a few short years, starting with Oklahoma in 2014 and now encompasses over 40 states, including Pennsylvania in 2016 (effective 2017). In 2017, due to the rapid adoption of the
CARE Act, AARP assembled a research team that consisted of Home
Alone Alliance (HAA), 25 AARP PPI leaders, nurse researchers, and policy
experts. The research team looked at how hospitals responded to the
enactment of the CARE Act in their respective states, what changes had
been made in practice, and the impact of those changes. Over a twoyear period, the research team designed and conducted 20 site visits with
18 health systems and 47 hospitals in 11 states (i.e., Arkansas, California,
Colorado, Illinois, Michigan, Nebraska, Nevada, New Jersey, New York,
Virginia, and West Virginia). 26 The site visits typically involved meetings
with leaders and staff from at least two health systems per state and two
to three hospitals per system. A variety of hospitals were visited (e.g.,
nonprofit, for-profit, government) and the number of hospital beds
ranged from about 20 beds to over 800 beds. Many of the hospitals
were very responsive to the site visits, in part because hospital leaders
and staff generally believed their organizations already satisfied the
states’ CARE Act requirements, although it was often indicated the processes related to the implementation of the CARE Act helped them recognize the benefits of standardizing, expanding, and formalizing their
hospitals’ identification of and interactions with family caregivers.
The general conclusions from the research group’s initial efforts, as reported in March 2019, found hospital staff consistently reported that
subsequent to the CARE Act implementation, family caregivers appeared
more engaged and confident when taking the patient home. It was also
reported that when hospital staff collaborated with family caregivers
from the beginning of the patient’s hospitalization, family caregivers
were more likely to ask important questions and provide staff with information that would help ensure a person-centered holistic approach by
the hospital and lead to a successful outcome following discharge from
the hospital.
The research group’s findings indicated the CARE Act is helping hospitals
identify family caregivers and prepare them to provide successful postdischarge care in the patient’s home to avoid complications that may result in preventable hospital readmissions. Findings also indicate hospitals
The Home Alone Alliance (HAA) is a group public, private, and nonprofit organizations whose founding partners
included AARP PPI, the Betty Irene Moore School of Nursing at UC Davis, the Family Caregiver Alliance, and the
United Hospital Fund. HAA full contingent of members work in concert with the implementation of the CARE Act and
other strategies that support family caregivers.
26 AARP review of states included states that had enacted CARE Act legislation early on and had data available. Pennsylvania was not included with the initial group of states reviewed as its CARE Act legislation was not effective until
2017 and subsequently the COVID pandemic shifted resources and focus to other matters.
25
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are willing to share their practice ideas and are also eager to learn and
engage promising new practices.
The initial findings were grouped into the following 10 major themes that
reflected an area of focus for hospitals as they planned for, implemented,
and evaluated the CARE Act: 27
1) Electronic health report (EHR) – EHR and EHR supports (e.g.,
patient portals, messaging capacity, easy access to family caregiver’s information, including their contact information) are
viewed as how to standardize and ensure early identification of
family caregivers for the purpose of including them as part of the
patients care team. The care team in turn can:
•
•
•

Significantly influence patient care plans.
Avert discharge delays and complications that may lead
to costly readmissions.
Ensure continuity of care.

2) Communication – Enhanced communication (e.g., interdisciplinary rounds, team huddles, white boards in the patient's hospital
room) leads to successful coordination of care and collaboration
with family caregivers. Communications between hospital staff
and the family caregivers needs to occur throughout the patient’s hospitalization and should be maintained post-discharge
to help prevent complications that may lead to readmissions.
3) Staff training – The shift to fully include family caregivers in the
patient’s care team will require hospitals to provide education
and process supports to its health care professionals who have
previously trained to focus primarily on the patient. Hospitals
recognize the need to provide staff training using consistent
framing, content, and language and that to bring about institutional cultural change staff training must be coupled with learning resources for family caregivers. Hospital staff training should
include:
•
•
•
•

How to incorporate family caregivers as team members.
Anticipating relevant information family caregivers need
to know.
Inquiring about patient and family caregivers’ concerns/fears and preferences.
Encouraging input regarding decisions about care planning from the family caregiver.

In November 2020, December 2020, and November 2021 AARP PPI released a series of ten publications that explore the 10 major themes in greater detail based on additional information that has been and continues to be
gleaned by the research group. Some of these additional details are reflected herein. Copies of the ten publications
can be found at https://www.aarp.org/ppi/initiatives/supporting-family-caregivers-providing-complex-care.html.
27
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•

Offering family caregivers learning resources during hospitalization and after discharge.

4) Learning resources – Hospitals have placed a greater focus on
family caregiver education during the hospitalization stay and
beyond. This includes video-based instruction, process of
demonstration, and teach-back instructional method (which involves having the family caregiver use their own words to explain
the medical instructions and guidance provided by hospital staff).
Family caregivers have indicated they want more and/or better
instructions that would help them with caring for wounds, managing intense pain, and administering medications (e.g., inhalers,
injections, ointments, pills, suppositories, etc.). Instructional formats include additional content instruction during hospitalization, visual instruction, and videos. Family caregivers also prefer
consistency in instructions and access to a phone number to call
(or e-mail address) to ask questions. Suggested practices to optimize interaction with family caregivers for instruction include: 1)
understanding willingness of family caregiver, 2) assessment of
family caregiver to determine readiness and appropriate resources, 3) screening to identify barriers (e.g., social determinants
of health, cultural and language differences, level of general and
health literacy, and impairments such as visual and hearing) 4)
one-on-one instruction, and 5) including the family caregiver in
hospital care team meetings.
5) Approaches to making practice and system changes – CARE
Act, value-based payment, consolidation, and advances in technology require hospitals to adapt to and leverage these forces to
change the way they practice and approach improvements to
health care, including integrating family caregivers in patient care
upon discharge. It is further acknowledged that hospitals approach practice improvements differently based on organizational structure, population, and hospital specific goals. The following reflects options for bringing about organizational change:
1) consult with hospital associations, front-line staff, patients, and
family caregivers, 2) enhance communications and care coordination, 3) integrate work into existing teams or convene a new
interdisciplinary team, 4) choose one or more functional areas to
drive the changes, 5) integrate change in the workflow, change
the workflow itself, or add services, 6) position responsibility with
nursing practice, 7) deliver culturally appropriate support, 8) start
with a pilot program, or 9) start with systemwide integration.
6) Pharmacy innovations – A discharge plan needs to ensure family caregivers receive guidance with new medications and how to
reconcile existing medications. Hospital pharmacists are responding with innovations like “meds to bed” where an effort is
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made to provide a patient with a first dose of their new medicine
routine prior to discharge. It is noted that managing medications is often complex and time consuming and is the task family
caregivers perform the most frequently. Hospitals reported
changes that included providing a supply of medication prior to
and/or at the time of discharge, scheduling meetings between
hospital-based pharmacists and patients and family caregivers to
reconcile pre- and post-hospitalization medications.
7) Transition in care and hospital discharge practices – Transitions in care and post-discharge support have become a more
routine aspect of the care process due to value-based care and
readmission penalties. To facilitate a patient’s successful transition home, hospitals indicated robust discharge planning engagement by nurses, and the utilization of enhanced social
worker-nurse collaboration to plan the transition and anticipate
needs, which includes factoring in the designated family caregiver and follow-up communications. Proactive connections facilitated by hospital staff to community resources was another
concept reported.
8) Screening practices – Effective care planning requires hospitals
to identify family caregivers that might need more assistance,
particularly with patients at greater risk of developing complications subsequent to discharge. It is also important to screen for
family caregivers that are struggling with literacy, meeting basic
needs, or managing their own physical, mental, or behavioral
health issues. To identify and prioritize family caregivers that
may need extra help hospitals have implemented the following
types of strategic screening practices: 1) patient risk stratification
tools to predict the likelihood of adverse events, emergency
room visits, and readmissions, 2) assessments of conditions (e.g.,
dementia, frailty, etc.) family caregivers may be unprepared to
handle, and 3) establishing defined triggers for involving social
work and engaging community-based organizations.
9) Addressing the needs of specific populations – Hospitals recognize specific populations of patients and family caregivers face
distinct challenges and tailor patient care and family caregiver
supports to address those challenges. Specific populations such
as culturally/racially/ethnically distinct communities, including
underserved populations needs can be addressed using multicultural approaches and ensuring access for all languages for both
the patient and the family caregiver. This also includes the need
for hospitals to recognize that patients with conditions (e.g., dementia, chronic diseases, heart failure, etc.), taking certain highrisk medications, taking multiple medications to address one
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health issue (polypharmacy) or requiring hospice services may
have specific needs.
Addressing the diverse needs of family caregivers requires recognition of numerous variables and intertwined socioeconomic and
health factors and forces. Heterogeneity of Caregiving represents the organization of these various elements with the family
caregiver at its core.
It was noted that the phrase “family caregiver” does not have a
direct Spanish translation and as a result one hospital conducted
focus groups to determine an appropriate word (“cuidadore”).
Many hospitals train their staff on the cultural norms of populations in their services areas.
It was noted that people undergoing complex surgeries such as
organ transplants require multiple skilled family caregivers to
provide care at home. One hospital required family caregivers in
this type of situation to commit to receiving detailed instructions
over an extended period to prepare for discharge.
10) Benefits of the CARE Act – Hospitals identified numerous benefits of the CARE Act to patients, family caregivers, and organizations, including greater satisfaction and confidence with care
transitions, reduced rehospitalizations, and improved quality of
patient outcomes. Unprepared family caregivers often lead to
care recipients experiencing pain and complications, which results in avoidable hospital readmissions.
Hospital leaders implementing the CARE Act recognized and reported that supporting family caregivers accomplishes the following:
•
•

•

•
•
•

Aligns with person- and family-centered care goals.
Leads hospitals to establish foundational processes that
standardize family caregiver identification and support
and give family caregivers the tools they need to be successful at home.
Enables staff to learn about care recipient goals, values,
fears, preferences, and responses to treatment and to
manage family caregiving expectations about the difficulties of providing care at home.
Reduces emergency department visits, readmissions, and
the length of hospital stays.
Ensures smoother and easier transitions between care settings by averting care gaps and omissions.
Decreases anxiety for people receiving care and their family caregivers by equipping and empowering them.
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It is acknowledged that the CARE Act has resulted in new innovations in hospital supports and processes, while others were formalized or standardized pursuant to the act.
The following three primary reactions from hospital leaders were
highlighted as a result of the Home Alone Alliance (HAA) members national CARE Act implementation scan to identify promising practices in hospitals:
1) Health system leaders have long wanted to support family
caregivers more actively, but they were not able to make
that objective a priority until passage of the CARE Act.
2) Hospitals acknowledge that preparation for post-discharge care must take place throughout the hospital stay
through formalized processes.
3) Nursing staff express that although initially they felt they
already preformed the work described in the CARE Act,
they are surprised at how helpful it is to have a framework
to enable consistency in family caregiver preparation–especially for people caring for older adults.
Exhibit 3 highlights the CARE Act benefits from four stakeholders’ perspectives identified by the study.

Exhibit 3
Four Stakeholder Perspectives:
Highlights of CARE Act Benefits

Source: AARP Public Policy Institute
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Next Steps
AARP indicated that the next steps included continuing state advocacy
and conducting site visits to additional states to continue to learn about
new practices along with how those practices are changing perceptions
to support inclusion of family caregivers in the discharge process. However, the COVID pandemic interrupted further site visits. HAA members
continue to conduct a national CARE Act implementation scan to identify
promising practices in hospitals and ways to overcome barriers and the
10 themes will continue to be developed and expanded.

Implications of COVID
AARP highlighted that the COVID pandemic has intensified the importance of identifying and engaging family caregivers to be part of the
hospital experience and the patient’s care. Although, it was acknowledged that communication between hospital staff and family caregivers
has been hindered due to limited face-to-face interactions due to COVID
restrictions put in place at hospitals.

B. Caregivers at Discharge for Older
Adults: A Metaanalysis28
A metaanalysis 29 (2017) reflecting the work of a partnership between the
University of Pittsburgh Health Policy Institute and the University Center
for Social and Urban Research concluded that for older adult’s discharge
planning interventions with informal caregiver 30 integration was associated with 25 percent fewer hospital or skilled nursing facility readmissions at 90-days and 24 percent fewer hospital or skilled nursing facility
readmissions at 180-days. This metaanalysis notes the potential effect of
incorporating informal caregivers into discharge planning could be significant given potentially preventable 30-day readmissions have been estimated to cost $12 billion annually in Medicare spending alone.

Rodakowski J, Rocco PB, Ortiz M, Folb B, Schulz R, Morton SC, Leathers SC, Hu L, A Everette J. Caregiver Integration
During Discharge Planning for Older Adults to Reduce Use: A Metaanalysis. J Am Geriatr Soc 2017 Aug.; 65:1748-1755.
doi: 10.1111/jgs.14873.
29 Metaanalysis is a method of systematically combining pertinent qualitative and quantitative study data from several
studies to develop a single conclusion that has greater statistical power.
30 For purposes of this metaanalysis no specific criteria were established to define an informal caregiver, except the
care could not be provided by an individual acting in a professional capacity. Although the study did define informal
caregivers as “unpaid individuals who provide support for medical tasks and daily activities, are critical to daily life and
health.”
28
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For a study to be included in this metaanalysis, it had to be a randomized
controlled trial with a study sample of participants (patients) with an average age of 65. 31 A study also had to examine the effect of a hospital or
skilled nursing facility discharge planning intervention that integrated an
informal caregiver into at least one part of the intervention from a hospital or skilled nursing facility on healthcare outcomes. While all participants were either discharged from a hospital or skilled nursing facility,
the metaanalysis was unable to distinguish from which type of facility a
particular participant was discharged. The studies included were also
limited to those where the participant was discharged to a community
setting (i.e., home, retirement community, and independent and assisted
living facility).
This metaanalysis recognizes discharge planning that incorporates an informal caregiver for an older adult promotes safe and timely transfer between care settings particularly at a time when participants are faced with
shorter hospital stays and informal caregivers are responsible for increasingly complex treatment. It is further recognized that caregiver integration into discharge planning was recently required by the PA Care Act.
It was emphasized that when considering the results of this metaanalysis
one needs to be cognizant of potential limitations, including, but not limited to:
• All discharge planning interventions included informal caregiver,
although the methods of inclusions varied among the included
studies. Thus, it was impossible to identify the most effective
method of caregiver integration during discharge planning.
• The included studies provided little information about the informal caregiver population or the extent of participation in the discharge planning process.

C. A Multisite Case Study of CARE Act
Implementation32
This multisite case study was designed to explore early implementation
of the PA CARE Act’s three main components (i.e., 1) identification, 2)
documentation/notification, and 3) education) at the University of Pittsburgh Medical Center (UPMC), a large, integrated system within Pennsylvania. From July to December 2017, an interprofessional research team
comprised of nursing, occupational therapy, and public health experts,
The median age of participants in all studies was 70 and older.
Leighton C, Fields B, Rodakowski J, Feiler C, Hawk M, Bellon JE, A Everette J. A Multisite Case Study of Caregiver Advise, Record, Enable Act Implementation. Gerontologist, 2020, Vol. 60, No. 4: 776-778. doi:10.1083/geront/gnz011. (Advance Access publication February 6, 2019) - https://academic.oup.com/gerontologist/article/60/4/776/5307759?login=false
31
32
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conducted a multisite review of medical-surgical units within three UPMC
hospitals of different sizes and populations (i.e., rural 49-bed, suburban
437-bed, and urban 489-bed). This study concluded UPMC had implemented the necessary changes to comply with the PA CARE Act. UPMC
determined that its existing educational process was adequate, and it
only needed to modify its existing documentation procedures. This study
noted previous studies have generally found that the integration of family caregivers into the discharge process yielded positive individual and
system-level outcomes, while also decreasing the odds of post-discharge
adverse events. In addition, the studies found higher levels of care experience satisfaction being reported by caregivers. The study also indicated
that enhanced clinical-family caregiver coordination was associated with
positive patient health outcomes, (e.g., greater pain control, higher function status, and improved mental health).
The research team review process began with a review of existing planning and training materials and meetings with UPMC leaders responsible
for communicating and implementing changes required by the PA CARE
Act. Thereafter, the research team developed interview guides and questions to help them gather information during interviews and observations
of UPMC personnel regarding the implementation process and end-result. The research team spent three days at the smaller hospital and four
days at the two larger hospitals collecting data. A summary of the data
collection is shown in Exhibit 4.

Exhibit 4

Summary of Qualitative Data Collection by Unit
Location

Beds (n)

Observation
time (hr)

Unique
observation (n)

Interviews (n)

Rural

49

32

106

10

Suburban

437

40

116

9

Urban

489

34

80

8

Source: University of Pittsburgh Medical Center Multisite Case Study.
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Positions
interviewed
6 Registered nurses
2 Physician assistant hospitalists
1 Care manager
1 Hospital unit coordinator
6 Registered nurses
1 Unit manager
1 Care manager
1 Patient care coordinator
6 Registered nurses
1 Unit manager
1 Admissions team member
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Due to its size and diversity, UPMC attempted to implement a single systematic family caregiver designation process. PA CARE Act information
was passed along to all UPMC hospitals via numerous mediums (i.e., emails, in-services, listserv, meetings with clinical groups, newsletters, and
screensavers). UPMC utilized a nursing-centric approach in that it provided training to local Clinical and Operational Informatic and Patient Education Committee representatives (consisting primarily of staff responsible for a unit’s nursing practice) at each hospital who then shared the information with staff nurses. UPMC training materials placed the family
caregiver identification and notification responsibilities on its nursing
staff, although the education component can be provided by other clinicians.
At the time, approximately three quarters of the UPMC nurses interviewed knew about the PA CARE Act, whereas nearly all other health professionals indicated they had not heard of the PA CARE Act.

Documentation
To fulfill the PA CARE Act requirements UPMC made several structural
documentation changes to ensure systematic and universal data collection. Those changes included the following alterations to its electronic
health record (EHR) and documentation process:
•

•

Structure fields were added to denote family caregiver identification (i.e., identified, declined, or unable to identify) and notification (if a family caregiver is identified then must enter contact
information).
Text box/tab added to document education provided to a family
caregiver.

A number of those interviewed specified that while the documentation
process prompts the user to fill out family caregiver information upon
admission of an inpatient, it was hard to find the information later. It was
further indicated that they do not think anyone checks the family caregiver information to ensure that individual was in fact the one receiving
the care education/instruction.

Education/Instruction
UPMC did not institute changes to address the PA CARE Act instruction/education requirement and only minimal changes were made to existing education/instruction practices. UPMC viewed the PA CARE Act as
simply formalizing family caregiver inclusion in the care delivery process.
Family members (while not always the designated family caregiver) were
present during 100 (out of 279) of the education observations and a
health care professional engaged the family member 76 percent of the
time. It was noted that phone calls, versus more desirable face-to-face
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education, were used when necessary (e.g., family caregiver or other family member not able to meet in person).

Context and Improvements
While it was determined that UPMC achieved timely compliance with the
PA CARE Act, it was noted that there may be opportunities for improvement (i.e., refining the notification and instruction to family caregivers,
reducing variation in clinical professional knowledge, and improving EHR
later in the inpatient hospitalization). Interviewees also recommended
that the implementation and discharge planning process could be improved by requiring a system-wide learning standard about the PA CARE
Act and/or annual learning module.
It was acknowledged that this study was limited to a single health system
and UPMC’s size and resources (compared to most smaller health systems and standalone hospitals) allowed it to quickly create and implement a compliance strategy built on existing infrastructure for family
caregiver identification, notification, and instruction/education. The
study further recognized that alterations to care delivery processes require upfront investment of time and resources by hospitals and increases staff workload.
While the PA CARE Act itself provides no specific penalties or rewards,
the multisite study noted the “Patient and Caregiver Centered Experience
of Care/Care Coordination” was added as a domain to Medicare’s Hospital Value-Based Purchasing (VBP) Program in 2018, which could have a
significant impact on hospital finance as a potential reward to hospitals
for patient and family caregiver experience of care.

D. Caring for Family: Perceptions of
CARE Act Compliance and Implementation33
The “Caring for Family . . . .” study examined early compliance and implementation 34 of the PA CARE Act as self-reported by a small sample of
Pennsylvania hospitals. Based on the results of a 2017 online survey, this
study determined most Pennsylvania hospitals had made changes and
continued to work towards operationalizing the required components
Rodakowski J, Leighton C, Martsolf GR, James AE. Caring for Family Caregivers: Perceptions of CARE Act Compliance
and Implementation. Qual Manag Health Care. 2021 Jan/Mar 01;30(1):1-5. doi: 10.1097/QMH.0000000000000278.
PMID: 33229997; PMCID: PMC7844420. - https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7844420/pdf/nihms1664603.pdf
34 ”Compliance” was defined as whether a hospital undertook the changes required to satisfy the PA CARE Act and
“Implementation” was defined as the perception that the changes made were followed by the hospital.
33
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(i.e., 1) opportunity to designate, 2) notification, and 3) education and instruction) of the PA CARE Act. The study reported research that revealed
the systematic inclusion of family caregivers in the hospital process correlates with reduced rates of rehospitalization of patients and is beneficial to hospital staff. The study found family caregivers can be a valuable
resource during the decision-making process, provide emotional support,
and provide assistance with daily activities. The authors also noted that
while the PA CARE Act is not tied to reimbursement, the incentive for
Pennsylvania hospitals is regulatory compliance and enhanced inpatient
outcomes.
The research team in this instance developed a 66-question survey to
provide perspective on the structures and processes generated for compliance and implementation of the PA CARE Act. This survey was distributed from August to October 2017 to 117 hospital executives responsible
for quality and compliance at different Pennsylvania facilities. 35 There
were 22 (19 percent) hospital executives that completed the survey.
All 22 respondents indicated they were aware of the PA CARE Act, 13 respondents reported that patients and family caregivers will benefit from
the PA CARE Act, and four respondents reported staff would benefit. Approximately two-thirds of the respondents added a family caregiver identification field to the inpatient electronic medical record, although less
than half indicated they created fields related to the notification and education/instruction requirements.
More than a third (36.4 percent) of respondents reported at the time that
their respective hospitals were still developing processes to comply with
the PA CARE Act. A large majority (92.9 percent) of respondents reported that the changes made to their hospitals’ existing processes were
not drastic.
Exhibit 5 shows the number (N) and proportion (%) of respondent Pennsylvania hospitals that indicated compliance and implementation 36 of the
PA CARE Act provisions. Many of the 22 respondent hospitals indicated
that family caregivers are always identified upon admission and notified
of discharge plans, although fewer respondents reported education/instruction is always provided to the family caregiver.

The research team collaborated with The Hospital and Healthsystem Association of Pennsylvania (HAP) to create
the targeted sample and to distribute the survey.
36 In Exhibit 5 where the number and percentage amounts under the “Implementation” columns are greater than the
corresponding amounts under the “Compliance” columns it is suspected that respondent hospitals were of the opinion that hospital staff notified family caregivers about patient discharge and provided family caregivers with education and instruction as required by the PA CARE Act even if the hospitals had not taken steps to make procedural
changes to comply with the act.
35
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Exhibit 5

Number and Percentage of Hospitals Indicating Compliance and Implementation

Source: Published in final edited form as: Qual Manag Health Care. 2021 January; 30(1): 1–5.
doi:10.1097/QMH.000000000000027

Approximately half of those that responded reported that the PA CARE
Act brought about positive changes regarding family caregiver engagement in their hospitals. Meanwhile, the study indicated that more than
80 percent of respondents believe there will likely be future initiatives to
include family caregivers in the discharge process.

E. PA CARE Act Survey for Pennsylvania Hospitals
We surveyed Pennsylvania general acute care hospitals to assess the impact of the PA CARE Act, using a Survey Monkey © questionnaire instrument (See Appendix B for the full survey instrument). Surveys were conveyed to the hospitals via two methods: The Hospital and Healthsystem
Association of Pennsylvania (HAP) sent a survey link to individuals representing 209 of its members and the Pennsylvania Department of Health
(DOH) posted the survey on its message board accessed by all 244 general acute care hospitals operating under the 192 licenses issued by DOH.
We received a total of 30 responses, although not all respondents answered every question.
Prior to the PA CARE Act, many hospitals already had a process in place
to designate a caregiver, however, now all respondents report having
such a process. For some, the act formalized the process. A majority of
respondents did not indicate that a designated caregiver has resulted in
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positive changes, and none of them have determined if the process has
resulted in a decrease in readmissions. Results of our survey are as follows:

Demographics of Respondents
•
•
•

Twenty-eight hospitals were nonprofit entities, and one was forprofit.
Roughly one-third each were from rural, suburban, and urban areas.
The hospitals had an average of 342 beds, ranging from 4 to 1,460
beds.

Caregiver Designation
•

Prior to the PA CARE Act being enacted, half of the respondents had
a system in place for an inpatient to designate a family caregiver
prior to discharge.
Related respondent comments:
- We always worked with family and designated a primary contact
person.
- Generally, staff would work with family for safe discharge of patient, but there was nothing formal in place prior to the PA CARE
Act.

•

All respondents currently provide the opportunity for a family caregiver designation.
Related respondent comments:
- When the Registered Nurse Case Manager (RNCM) or Social
Worker (SW) interacts with an inpatient, the inpatient is offered
the opportunity to designate a family caregiver. The RNCM or SW
explains to the inpatient that the family caregiver does not have to
be the same person as the emergency contact. The RNCM and SW
will document in the electronic medical record when an inpatient
does not want to designate a family caregiver or if the inpatient
does not have capacity to designate a family caregiver.
- On admission by the RN upon intake and changes in condition by
case management.

•

Twenty-seven respondents ensure that the person listed as the family
caregiver is the actual caregiver and not the emergency contact person.
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Related respondent comments:
- During the discharge planning assessment, the patient is asked if
they have someone to help them at home. The role of this person
is explored and the patient is asked about their participation in
care.
- Case management assists with identifying caregivers that may be
different from emergency contacts.
- As discharge planning progresses, the requirement of care at home
is taught to both patient and caregiver.

Hospital Actions
•

Eighteen hospitals indicated that they have made changes to their
processes to specifically comply with the PA CARE Act, which they
otherwise would not have made.
Related respondent comments:
- We were moving in this direction anyway.
- Caregiver teaching with demonstration prior to discharge.
- Lay Caregiver Designation is now a mandatory field in our Transition Planning Initial and Ongoing Assessments. It identifies the
lay caregiver, the relationship of this individual to the patient,
identifies their address and phone contact info, and if an authorization for release of medical records was signed.
- Staff was educated to ask patients if they would like to designate a
caregiver.
- When an inpatient designates a lay caregiver, a medical release
authorization is signed by the inpatient to allow the designated lay
caregiver access to all information.

•

Twenty-seven of 29 respondents indicate on a patient’s record
whether a family caregiver was designated.
Related respondent comments:
- All options available to the inpatient were added as data fields: (1)
the ability to designate a designated lay caregiver and the associated contact information; (2) declined; and (3) the patient was not
able to respond.
- An actual lay caregiver assessment is completed on each inpatient
via the electronic record.
- Specific fields for Health Care Contacts, relationship and whether
they are a Health Care Agent. A specific field to designate a lay
caregiver and what they should be notified about with selections
for discharge instructions, notification of admission, and a field if
they decline to name a lay caregiver.
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•

Twenty-seven of 29 respondents also indicated that their hospital
records changes in the designated family caregiver during an inpatient’s stay.
Related respondent comments:
- This may be an area to review as we ask question at admission
only.

•

Twenty-six respondents notify the family caregiver of any discharge
orders and when the discharge occurs.
Related respondent comments:
- If the patient is able to perform self-care discharge education happens with the patient. If the caregiver is present, they are included.
If it a complex discharge, the caregiver is included.
- This is an interdisciplinary responsibility among Clinical Resource
Management/Social Work; Nursing; and the Provider teams.

•

Only six hospitals indicated that they have incurred or expect to incur
any expenditures related to the PA CARE Act.
Related respondent comments:
- Additional staff time spent on electronic medical record optimization requests; operationalizing the process, including staff training
and education; and time spent educating patients and family
members on why the hospital is asking them to designate a designated lay caregiver.
- Developing electronic medical record portion, education of staff.
- Build of electronic component to help manage this. Also, seems to
help identify more guardianship issues which may cause a patient
to have a social admission of a patient while finding placement in
a long-term facility. May also involve legal fees.

•
•

No hospital has determined if the designation of a family caregiver
has resulted in a decrease of 30-day readmissions.
Five of 28 hospitals indicated that the PA CARE Act has resulted in
positive changes in family caregiver engagement.
Related respondent comments:
- Difficult to tell with Covid, many other engagement activities have
been identified.

•

Nineteen of 29 hospitals indicated that they thought that the PA
CARE Act formalized the role of family caregiver.
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Relate respondent comments:
- Our process has always included the caregiver as necessary and
warranted.
- Inpatients very infrequently designate a lay caregiver.
- It has formalized our process, but it has not typically changed the
interactions of family upon discharge to a greater extent than existed prior.
- We have historically focused on this. Now more standard and better documentation.
•

Twenty-nine hospitals consult with the designated family caregiver
prior to a patient’s discharge.
Related respondent comments:
- We consult with the designated family caregiver if the patient consents.
- Consult with designated family caregiver prior to discharge on as
needed basis.

•

Twenty-eight hospitals both issue a discharge plan describing after
care needs at home and provide caregivers with education/training
instructions for aftercare tasks.
Related respondent comments:
- Patient/family is provided with an after-visit summary which summarizes care plan and follow up.
- Patients do receive DC [discharge] instructions, but plan not always well articulated.

•

All hospitals indicated that aftercare education is provided through
written materials. Twenty-nine hospitals indicated that they use inperson discussion, 11 hospitals provide video instruction, and seven
hospitals use other means of education (e.g., teleconferencing,
text/e-mail).

•

Seven of 10 respondents agreed with the following statement:
- Health system leaders have wanted to actively support family
caregivers, but they were unable to make that objective a priority
until passage of the PA CARE Act.

•

All respondents agreed with the following statement:
- Preparation for post-discharge care must take place throughout
the hospital stay through a formalized process.
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•

Twenty-six hospitals agreed with the following statement:
- Nursing staff or other staff feel that it is helpful to have a framework to enable consistency in family caregiver preparation.

Other Respondent Comments:
•

•
•

•

Feedback from staff involved in this process indicates that patients
do not understand why the hospital is asking that they designate a
lay caregiver. Staff spend their time explaining that this designation
will not take the place of services that the patient is entitled to after
discharge. It has also been reported that patients are hesitant to
provide the personal information of a designated lay caregiver;
and/or the patient does not always have the lay caregiver’s information at hand and that causes some inpatients stress. Operationally,
this process is a burden on the hospital.
Although discussed and offered during the admission process, very
few patients designate a lay care giver.
The only significant impact we saw was being able to share information with a person of the patient’s choice directly involved in
his/her care that may have been otherwise blocked from receiving
that information when family did not like the person involved, but
really were not responsible for the direct care. Gave patients and
hospital staff a position to say why we could share information. This
was mostly seen in difficult family situations.
The family care act formalized the process of identifying a caregiver;
however, within the discharge planning process, hospitals have always tried to engage family members whenever possible. Even with
the PA CARE Act in place families are often difficult to get ahold of,
to engage and participate in the discharge planning process at times.
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APPENDICES
Appendix A - Act 2016-20
CAREGIVER ADVISE, RECORD AND ENABLE ACT - ENACTMENT
Act of Apr. 20, 2016, P.L. 152, No. 20
An Act

Cl. 35

Requiring certain hospitals to allow patients an opportunity to designate caregivers in patients' medical records and imposing duties on
hospitals.
TABLE OF CONTENTS
Section
Section
Section
Section
Section
Section
Section
Section
Section
Section
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Short title.
Definitions.
Caregiver designation and consent.
Notice requirements.
Hospital discharge plan.
Advanced directives.
Private rights of action.
Delay of discharge.
Legislative Budget and Finance Committee study.
Effective date.

The General Assembly of the Commonwealth of Pennsylvania hereby enacts as follows:
Section 1. Short title.
This act shall be known and may be cited as the Caregiver Advise,
Record and Enable Act.
Section 2. Definitions.
The following words and phrases when used in this act shall have
the meanings given to them in this section unless the context clearly
indicates otherwise:
"After-care assistance." Any assistance provided by a lay caregiver to a patient following the patient's discharge from a hospital
and that is related to the patient's condition at the time of discharge, including, but not limited to, assisting with basic activities
of daily living, instrumental activities of daily living and any other
tasks as determined to be appropriate by the discharging physician or
other health care professional licensed pursuant to 28 Pa. Code Ch.
105 (relating to admission and discharge).
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"Discharge." A patient's exit or release from a hospital to the
patient's residence following medical care or treatment rendered to
the patient following an inpatient admission.
"Entry." A patient's admission into a hospital for the purposes of
receiving inpatient medical care.
"Hospital." A general acute care hospital as defined and licensed
under Title 28 of the Pennsylvania Code (relating to health and
safety).
"Lay caregiver." An individual with a significant relationship to
a patient and who:
(1) is designated and accepts the role as a lay caregiver by
the patient pursuant to this act; and
(2) provides after-care assistance to the patient living in
the patient's residence.
"Residence." The dwelling that a patient considers to be the patient's home. The term includes the residence of a patient's designated lay caregiver. The term shall not include a rehabilitation facility, hospital, nursing home, personal care home, assisted living
facility or group home licensed by the Department of Health.
Section 3. Caregiver designation and consent.
(a) General rule.--A hospital shall provide each patient or, if
applicable, the patient's legal guardian an opportunity to designate
at least one lay caregiver following the patient's entry into a hospital and prior to the patient's discharge to the residence. The hospital shall promptly document the request in the patient's medical record.
(b) Unconscious and incapacitated patients.--In the event that the
patient is unconscious or otherwise incapacitated upon entry into a
hospital, the hospital shall provide the patient or the patient's legal guardian with an opportunity to designate a lay caregiver as soon
as possible following the patient's recovery of consciousness or capacity. The hospital shall promptly document the designation in the
patient's medical records.
(c) Declining of designation.--If the patient or the patient's legal guardian declines to designate a lay caregiver pursuant to this
act, the hospital shall promptly document the decision in the patient's medical record.
(d) Designation of lay caregivers.--If the patient or the patient's legal guardian designates an individual as lay caregiver under
this act:
(1) The hospital shall promptly request the written consent of
the patient or the patient's legal guardian to release medical information to the patient's designated lay caregiver following the
hospital's established procedures for releasing personal health information and in compliance with all Federal and State laws, including the Health Insurance Portability and Accountability Act of
1996 (Public Law 104-191, 110 Stat. 1936).
(2) If the patient or the patient's legal guardian declines to
consent to release medical information to the patient's designated
lay caregiver, the hospital is not required to provide notice to
the lay caregiver or provide medical information contained in the
patient's discharge plan.
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(3) The hospital shall record the patient's designation of a
lay caregiver, the relationship of the designated lay caregiver to
the patient and the name, telephone number and address of the patient's designated lay caregiver in the patient's medical record.
(e) Change of lay caregiver.--A patient or the patient's legal
guardian may elect to change the patient's lay caregiver at any time,
and the hospital shall record the change in the patient's medical record prior to the patient's discharge.
(f) Construction.--This section shall not be construed to require
a patient or patient's legal guardian to designate a lay caregiver.
(g) After-care assistance.--A designation of a lay caregiver by a
patient or a patient's legal guardian does not obligate the designated
individual to perform any after-care assistance for the patient.
(h) Minor children.--In the event that the patient is a minor
child and the parents of the patient are divorced, the parent with legal custody of the patient shall have the authority to designate a lay
caregiver. If the parents have shared legal custody of the patient,
they shall jointly designate the lay caregiver.
Section 4. Notice requirements.
(a) Duty to hospital.--A hospital shall notify a patient's designated lay caregiver of any discharge order for the patient, the patient's actual discharge or the patient's transfer to another facility
as soon as possible.
(b) Documentation.--The hospital shall promptly document the notification in the patient's medical record.
Section 5. Hospital discharge plan.
(a) Duty to issue.-(1) As soon as possible prior to a patient's discharge from a
hospital to the residence, the hospital shall consult with the designated lay caregiver and issue a discharge plan that describes the
patient's after-care assistance needs at the residence.
(2) The consultation and issuance of a discharge plan shall
occur on a schedule that takes into consideration the severity of
the patient's condition, the setting in which care is to be delivered and the urgency of the need for lay caregiver services.
(3) If the hospital is unable to contact the designated lay
caregiver, the lack of contact shall not interfere with, delay or
otherwise affect the medical care provided to the patient or an appropriate discharge of the patient.
(4) At a minimum, the discharge plan shall include:
(i) The name and contact information of the lay caregiver
designated under this act.
(ii) A description of all after-care assistance tasks
necessary to maintain the patient's ability to reside at home.
(iii) Contact information for any health care, community
resources, long-term care services and support services necessary to successfully carry out the patient's discharge plan and
contact information for a hospital employee who can respond to
questions about the discharge plan after the instruction provided pursuant to subsection (b).
(b) Instructions for lay caregivers.--
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(1) The hospital issuing the discharge plan shall provide lay
caregivers with instructions in all after-care tasks described in
the discharge plan. Training and instructions for lay caregivers
may be conducted in person or through video technology at the discretion of the lay caregiver. Any training or instructions provided
to a lay caregiver shall be provided in nontechnical language, to
the extent possible.
(2) At minimum, such instruction shall include:
(i) A live or recorded demonstration of the tasks performed by an individual designated by the hospital who is authorized to perform the task and is able to perform the demonstration in a culturally competent manner and in accordance
with the hospital's requirements to provide language access
services under Federal and State law.
(ii) An opportunity for the lay caregiver and patient to
ask questions about the after-care assistance task.
(iii) Answers to the lay caregiver's questions provided
in a culturally competent manner and in accordance with the
hospital's requirements to provide language access services under Federal and State law.
Section 6. Advanced directives.
(a) General rule.--A patient may designate a lay caregiver in an
advanced directive.
(b) Construction.--Nothing in this act shall be construed to interfere with the rights of an agent operating under a valid advanced
directive pursuant to the provisions under 20 Pa.C.S. Ch. 54 (relating
to health care).
Section 7. Private rights of action.
(a) General rule.--A hospital, a hospital employee or any consultants or contractors with whom a hospital has a contractual relationship shall not be held liable, in any way, for the services rendered
or not rendered by the lay caregiver to the patient at the residence.
(b) Construction.--Nothing in this act shall be construed to create a private right of action against a hospital, a hospital employee
or any consultants or contractors with whom a hospital has a contractual relationship or require any commercial health insurance policy or
government program to provide reimbursement for after-care assistance
provided by a lay caregiver.
Section 8. Delay of discharge.
Nothing in this act shall be construed to delay the discharge of a
patient or the transfer of a patient from a hospital to another facility.
Section 9. Legislative Budget and Finance Committee study.
(a) Duty to conduct.--No later than three years after the effective date of this section, the Legislative Budget and Finance Committee shall conduct a study regarding the impact of this act on certain
patient outcomes, including, but not limited to, hospital readmissions.
(b) Input to be solicited.--In conducting the study, the Legislative Budget and Finance Committee shall solicit input from patients,
lay caregivers, physicians, nurses, other health care professionals,
hospitals and other health care facilities.
Page 38

LEGISLATIVE BUDGET AND FINANCE COMMITTEE
Report – Pennsylvania CARE Act Impact on Patient Outcomes

(c) Deadline to submit findings.--The Legislative Budget and Finance Committee shall submit its findings to the General Assembly no
later than five years after the effective date of this section.
Section 10. Effective date.
This act shall take effect in 12 months.
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Appendix B - PA CARE Act Survey for Pennsylvania Hospitals
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