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EXECUTIVE SUMMARY

In accordance with House Concurrent Resolution No. 78, H.D. 1, S.D. 1, Session Laws of
Hawaii 2014 (SLH 2014), and at the request of the co-chairs of the Working Group, the
Department of Health is submitting a report on behalf of the Family Caregivers Working Group
that outlines its findings and recommendations relating to the role of caregiving for patients
released from hospitals, the state of their overall circumstances, and the resources in the
community needed and available to assist them.

The working group was comprised of key stakeholders from across the state, including
stakeholders representing hospitals, health care systems, and other health care organizations
and agencies, the state and county offices on aging, the Department of Health, a member of the
State House of Representatives and a member of the State Senate who served as co-chairs,
stakeholders representing community organizations, and stakeholders representing family
caregivers. They shared their viewpoints, examined objective data, and heard presentations
from clinical professionals and executive administrators during eight meetings held over a six
month period of time.

The working group could not reach consensus on whether legislation should be required to
address the role of caregiving for patients released to home from hospitals. As a result, this
report is submitted representing the majority of working group participants. Nevertheless, all
working group participants agree that the role of family caregivers is important to the medical
recovery of a patient at home following discharge from an acute care hospital. Further, the
majority of participants recognize the integral roles of a complex set of professional caregivers
and processes that are required to work together to produce optimal outcomes for the patient
and that those processes should be allowed to continue to work and to evolve and improve
synergistically rather than by state mandate.



REPORT TO THE LEGISLATURE

Introduction

HCR 78, SLH 2014, requested the Department of Health (department) to convene a family
caregivers working group to examine and assess the role of caregiving for patients released
from hospitals, the state of their overall circumstances, and the resources in the community
needed and available to assist them.

Objectives of HCR 78

As identified in HCR 78, the objectives of the resolution are as follows:

1. The department is requested to convene a family caregivers working group from a list of
potential participants.

2. The family caregivers working group is requested to submit a written report of its findings
and recommendations to the Legislature no later than twenty days prior to the convening
of the Regular Session of 2015.

Objectives of the Working Group

As identified in HCR 78, the objectives of the working group are as follows:

1. To examine and assess issues contained in Senate Bill 2264, Regular Session of 2014,
including but not limited to:

a. The role of caregivers;

b. The state of current practice of caregiver designation, notification, involvement in
discharge planning, and training;

c. The role hospitals should play in the training of caregivers;

d. The role others might or should play in the training of caregivers to assure the
best outcomes for all patients released from hospitals;

e. Legislative and regulatory recommendations on how best to involve caregivers in
patient discharge and prepare caregivers for after-care tasks, and,;

2. Submit a written report no later than twenty days prior to the convening of the Regular
Session of 2015.

Establishment and Composition of the Working Group

HCR 78 requested the department to invite the participation of the following:
1. The Director of Health, or the Director’s designee;
2. One representative and one family care representative from AARP Hawaii;
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3. The Director of the Executive Office on Aging, or the Director’s designee;

4. One representative from the Healthcare Association of Hawaii;

5. One representative from each Oahu hospital facility or one representative from each
hospital or health care system where multiple private Oahu or neighbor island hospitals
are under a single hospital or health care system;

6. One representative from each Hawaii Health Systems Corporation region;

7. One representative and one family care representative from a home health care
organization;

8. One representative from a Skilled Nursing Facility;
9. One representative from each of the County Area Agencies on Aging;
10. One representative and one family care representative from the Kokua Council;

11. One representative from Hawaii's health insurance or mutual benefit society health
plans;

12. One representative and one family care representative from the American Cancer
Society;

13. One representative and one family care representative from Papa Ola Lokahi;

14. One representative and one family care representative from an Alzheimer’s Disease
treatment organization;

15. One representative and one family care representative from Kokua Maui;
16. One representative and one family care representative from a hospice organization;
17. One representative from the Hawaii Long Term Care Association;

18. A member of the Senate appointed by the Senate President, who shall serve as co-
chair; and

19. A member of the House of Representatives appointed by the Speaker of the House, who
shall serve as co-chair.

The Director of Health invited participants from the above list of organizations and most
invitations were accepted. See Attachment A for a list of the participants.

In addition, the department obtained an opinion from the Office of Information Practices (OIP)
that determined that Hawaii’'s Sunshine law requirements did not apply to this working group.
This would allow working group members to discuss the issues without the formalities of public
notice requirements of meetings and without formally meeting as a working group.



Working Group Meetings

The working group met eight (8) times beginning on July 28, 2014, with the latest meeting held
on January 12, 2015. Notes of each meeting were recorded and distributed to working group
participants and to members of the public in attendance at the meetings. The agenda, meeting
notes, and presentation materials from each meeting are available from the co-chairs.

Findings and Conclusion

Findings

1. Caregivers play a vital role in providing care for persons who are discharged from acute
care hospitals and who require continued care needs for short or longer periods of time.*

2. Caregivers are often family members without clinical training or experience, i.e., spouse,
parent, child, or other close relative.? Caregivers desire appropriate caregiver training or
instructions.®

3. Professional caregivers and medical resources are widely available in the community
through home health agencies, private duty nurse agencies, durable medical equipment
suppliers, hospices, and others.* Public and private health insurance normally covers
the cost of these services but patients may have to pay out-of-pocket for some services
such as from private duty nurse agencies depending on their health insurance coverage.
Regardless, there is a need to better link caregivers with the appropriate medical
resources in the community.®

4. Primary care physicians (PCP) play a significant and integral role in providing care to the
patient upon discharge. Care may be provided directly or indirectly. Post-discharge
physician office visits may be necessary and physicians may authorize follow-up care
through licensed care agencies, physician specialists, or other professional clinicians.
They also prescribe necessary medications.® Nevertheless, the apparent lack of
available PCPs in the community is a concern.’

L AARP presentation at 9/22/2014 meeting

2 AARP presentation at 11/12/2014 meeting

3 AARP statement at 12/11/2014 meeting

4 Comments of various working group participants at initial and subsequent meetings

5 Comments of working group participants at 12/11/2014 meeting

& Maui ADRC presentation and acknowledged by Maui Memorial and other major hospitals at 12/2/2014 meeting

" Comments of working group participants at 12/11/2014 meeting



5. Care coordinators are available throughout the state from private non-profit and public
organizations, such as through county Aging and Disability Resource Centers (ADRC)
through the counties’ offices on aging. The availability of care coordinators may be
limited in some locales or islands.® Oahu is developing an ADRC, and hospitals have
care coordination processes in place for hospital discharge planning purposes. Oahu
hospitals are willing to work in conjunction with the future Oahu ADRC.°

6. Stable funding is needed for ADRCs on the neighbor islands especially if current
Medicare funding were to cease and funding is necessary to establish an Oahu ADRC.*°

7. Caregiver training is available throughout the state from private non-profit and public
organizations such as the Kapiolani Community College Kupuna Education Center,
AARP, Queen’s Foster Family Community Care Programs, and others.!! Training fees
may be required.

8. Hospitals begin the discharge planning processes at or prior to admission of the patient.
The processes are described in their respective policies and procedures (P&P). Copies
of actual P&Ps were not provided to the working group since they are proprietary
according to the hospitals but some hospitals orally described their processes for the
group. According to the hospitals that described their processes, designated caregivers
are identified and the patient’s discharge plan is based on who the caregiver is.
Hospitals offer to involve patients and caregivers in discharge planning, discharge
instructions, and follow-up care needs. Hospitals attempt to follow-up with patients on a
scheduled basis in an effort to ensure compliance with care instructions and to avoid
inappropriate readmissions.*2

9. All hospitals who participate in Medicare are required to adhere to state licensing
requirements and to Medicare’s conditions of participation (CoP) and certification
requirements on discharge planning.®® 4

8 Presentations by Maui ADRC at 12/2/2014 meeting, Kauai Care Transition Program at 8/25/2014 meeting
9 Comments of working group participants at 12/11/2014 meeting
Wibid

11 presentations by various agencies at 11/12/2014 meeting and resource listing provided by the Executive Office
on Aging

12 presentations by various major hospitals at 9/22/2014 and 10/27/2014 meetings
13 Comments of working group participants at 12/11/2014 meeting

14 Memo dated January 16, 2015, provided to the co-chairs by the Healthcare Association of Hawaii that provides
detailed information on Medicare’s CoP relating to discharge planning.



10. Hospitals accredited by the Joint Commission (JC) follow JC’s discharge planning
standards.?® 1 All major hospitals in Hawaii and several smaller hospitals on the
neighbor islands are accredited by the JC.

11. Hospitals are provided financial disincentives and incentives to avoid inappropriate
readmissions. Medicare imposes penalties based on readmission rates.'” ¥ HMSA
initiated a pay-for-quality reward program for hospitals where 20% of the program is
weighted to discharge planning and readmission reduction.®

12. Hospitals recognize the need to comply with Medicare’s CoP and with the JC standards
regarding discharge planning. As a result, hospitals provide instructions and information
to caregivers to ensure the care needs of the patient after discharge are understood.
This improves post-hospital care and reduces inappropriate readmissions. Hospitals
participate in a variety of programs aimed at reducing such readmissions. The Hawaii
Care Transition Program involved neighbor island hospitals and county agencies. On
Maui, the readmission rate for all causes and all conditions among Medicare fee-for-
service patients dropped from 18.3% to 13.2%. Hawaii and Kauai counties also had
reduced readmissions.?°

13. The Pharm2Pharm (P2P) program was implemented by hospitals statewide.?* For
example, Pali Momi participated in the program with the goal to improve health and
healthcare while reducing costs. The program focused on medication education prior to
or upon discharge for high risk patients who were admitted for medication related
problems or for recurrent admissions for uncontrolled chronic conditions. The program
included follow-up phone calls after discharge.?

14. Hawaii has lower overall readmission rates for the Medicare fee-for-service population
compared with national rates. Hawaii's Medicare fee-for-service population comprises
about 55% of Hawaii’'s Medicare population; there is no data for Medicare Advantage
health plans. Hawaii is among the leading states with the lowest Medicare 30-day

15 Comments of working group participants at 12/11/2014 meeting

16 Memo dated January 16, 2015, provided to the co-chairs by the Healthcare Association of Hawaii that provides
detailed information on the Joint Commission’s standards relating to discharge planning and the Joint
Commission’s response to concerns raised by minority members of the Working Group.

1 HHIC presentation at 11/12/2014 meeting

18 Memo dated January 16, 2015, provided to the co-chairs by the Healthcare Association of Hawaii that provides
information on Hawaii’s hospital readmissions.

19 HMSA presentation at 10/27/2014 meeting
20 Hawaii Care Transition Program (HCTA) presentation at 8/25/2014 meeting
2L Comments of HAH and major hospitals at 12/11/2014 meeting

22 pali Momi presentation at 8/25/2014 meeting



15.

16.

17.

18.

19.

readmissions rate per 1,000 beneficiaries. For all Medicare fee-for-service
readmissions, Hawaii has approximately 26 readmissions per 1,000 beneficiaries for a
2.6% readmission rate compared with a national median of approximately 45
readmissions per 1,000 beneficiaries for a 4.5% readmission rate.?

Hawaii continued to perform better than national averages for more complex cases. For
acute myocardial infarction (AMI), Hawaii's rate was 17.8% compared to 18.3%
nationally. For heart failure, Hawaii's rate was 21.4% compared to 23.0% nationally.
And for pneumonia, Hawaii's rate was 17.0% compared to 17.6% nationally.?*

In a comparison of readmission rates among Hawaii's public and private health insurers
and other payor sources, Hawaii Health Information Corporation (HHIC) found that
“Overall, Hawaii(‘s) potentially preventable readmission rates ranged from 3.5 percent
for the privately insured to 9.5 percent for Medicare beneficiaries.” 2 Med-QUEST'’s
readmission rate was 6.2% while Hawaii’s overall rate was 6.5%.%°

Working together the Maui ADRC and Maui Memarial Medical Center achieved the
highest percentage reduction in readmission rates for the Medicare fee-for-service
population in Maui County than was achieved by any other county in the United States
who participated in the CMS care transitions intervention program.2’

Information on the cost and potential savings of avoiding readmissions was

presented?® 2° but the working group found that the rate of readmissions, the favorable
comparison of Hawaii's rate of readmissions to the national rate, penalties imposed by
Medicare, payment rewards given by private insurers and health plans, and actions
taken by hospitals and others to train and inform caregivers, improve post-hospital care,
and reduce readmissions were the more significant measurements for consideration.

There are many reasons for readmissions and many readmissions are unavoidable due
to the complexities of the patients’ medical conditions. However, while the working

2 HHIC presentation at 11/12/2014 meeting

24 ibid

2 Letter dated January 22, 2015, provided to the co-chairs by the HHIC that provides a context to better
understand the number of readmissions and their associated hospital charges relative to total admissions and total
overall charges, and to clarify how public and private insurers gather and use readmission data.

% jbid

27 Maui ADRC presentations at 8/25/2014 and 12/2/2014 meetings

28 AARP presentation at 9/22/2014 meeting, HHIC presentation at 11/12/2014 meeting, and HMSA presentation at
10/27/2014 meeting

29 Letter dated January 22, 2015, provided to the co-chairs by the HHIC that provides a context to better
understand the number of readmissions and their associated hospital charges relative to total admissions and total
overall charges, and to clarify how public and private insurers gather and use readmission data.



group found the need for the community to continue to improve post-hospitalization care,
there is also a need to better determine the connection between improving that care and
the training of unskilled family caregivers especially considering the increasingly
complex needs of patients.*°

20. Mandating the hospitals to be responsible for training family caregivers would likely open
hospitals to lawsuits and significant legal fees. Statutory language to indemnify hospitals
from such liability is questionable as to whether that will prevent lawsuits and whether
such language will hold up in courts.® The working group does not possess the legal
expertise to make a definitive determination or finding on this issue.

Conclusion

The family caregiver working group meetings brought together many stakeholders from across
the state, from a variety of types of providers, from state and county governmental agencies,
from private insurers and health plans, and from private and public hospitals. Discussions were
candid and interactive and allowed for an open exchange of objective data and information, and
the expression of professional expertise, personal experience, opinions and points of view.

Early on, the working group participants struggled to agree on what the problem was as well as
the scope of the problem. There was a clear need to review objective data and to hear about
the experiences and activities of key stakeholders, several of whom were members of the
working group.

The working group considered all information presented at the meetings. The group concluded
that some resources and incentives exist at hospitals and in the community to allow family
caregivers to obtain training to provide follow-up care for loved ones discharged from acute care
hospitals. Some of these resources are currently funded by Medicare on a limited timeframe
and future funding is uncertain such as for ADRC resources on the neighbor islands. Other
resources include discharge planning staff at hospitals who work with the ADRC to improve care
to discharged patients while reducing inappropriate readmissions. The ADRC resources will
need support if or when Medicare funding ends.

The working group concluded the discharge processes can continue to be improved and
hospitals are actively working internally and with available community resources to make
improvements as evidenced by the various initiatives which were implemented and the resulting
reduction in the state’s readmission rates.

Nevertheless, consensus could not be reached on the entire list of findings, on the conclusions,
and on all of the recommendations especially the need for legislation to mandate certain
activities by hospitals. Specifically:

e a minority of working group participants believe:

0 hospitals do not do enough to identify and train family caregivers;

30 Comments of working group participants at 12/11/2014 meeting

31 Presentation by Healthcare Association of Hawaii (HAH) and rebuttal by AARP at 12/2/2014 meeting



0 hospitals must be mandated by the state to do more; and

0 statutory language can be crafted to indemnify hospitals from tort liability.

e a majority of working group participants believe:

o hospitals play a significant role in discharge planning by working with patients
and caregivers prior to or at the time of patient discharge;

0 hospitals have taken positive steps internally and in working with community
agencies to improve caregiver training and post-hospital care, and to reduce
readmissions;

o federal penalties and financial rewards from private health insurers incentivize
hospitals to reduce inappropriate readmissions;

0 hospitals are viewed as deep pockets and, therefore, are targets for lawsuits; and
0 a state mandate will do more harm than good.
As a result, this report and recommendation is submitted following a majority vote of the working
group participants. A minority report is included in this report and follows the below

Recommendations of the Working Group.

Recommendations of the Working Group

Based on the findings and conclusions noted above, the working group recommends the
following to the 2015 Hawaii Legislature. Recommendation number one (1) is recommended
following a majority vote of the working group participants while unanimous consensus was
reached on the remaining recommendations by all working group participants.

1. Take no action at this time to mandate hospitals to provide caregiver training.

2. Consider state funding for one or more definitive studies by an objective organization to
assess gaps in caregiver training, a market study to determine the availability, utilization,
and costs of existing community resources, and an assessment on the apparent lack of
PCP availability and post-hospitalization involvement for at-risk populations, while taking
into account the complexity of the health care industry and the many highly involved
public and private stakeholders.

3. Consider state funding options for county offices on aging and/or for Aging and Disability
Resource Centers (ADRC) statewide to improve their abilities to work with hospitals and
other professional and family caregivers to improve post-hospitalization care to patients
who are discharged to home and to reduce inappropriate readmissions especially if or
when federal funding ceases. This includes finding ways to duplicate on Oahu the
successes on the neighbor islands.
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4. Consider improving state funding for at-risk populations to better cover the cost of
physician office visits and hospital services to encourage more physicians to become
PCPs for this population.

5. As the term of the working group continues through June 30, 2016, request the working
group continue to meet to identify the current industry standards on discharge planning,
how hospitals comply with those standards, and what additional activities, if any, can be
agreed upon by hospitals, family caregivers, and community care coordinators and
stakeholders to jointly implement that will improve family caregiver identification and
provide for appropriate trainings. Request the working group to submit a second report
prior to the 2016 legislative session on this recommendation.
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Minority Report22

Introduction

The HCR 78 Working Group was able to reach consensus on several recommendations. The
only recommendation on which consensus could not be reached was to “[tjake no action at this
time to mandate hospitals to provide caregiver training.” Because no consensus could be
reached on that particular recommendation, the working group took a roll call vote. The majority
of working group participants present voted in favor of that recommendation.

This minority report is written solely to address the recommendation “to take no action at this
time to mandate hospitals provider caregiver training”. We do not agree with this no-action
recommendation, and propose instead that further discussion on this important topic be
continued in the open and deliberative forum that is provided through the legislative process.

Specifically, we recommend a legislative solution that contains the core elements of Senate Bill
2264 in which:

1) Patients are given the opportunity to designate a family caregiver when admitted into a
hospital, and to have that caregiver's name recorded in the patient’'s medical record,;

2) The family caregiver is notified if the patient is to be discharged to another facility or back
home; and,

3) The hospital offers to provide an explanation and live instruction to the family caregiver of
the medical tasks — such as medication management, injections, wound care, and transfers
— that the family caregiver will perform at home.

32 Of the thirty four (34) members of the HCR 78 Working Group, AARP identified the following seven (7) persons
who have agreed to sign on to the Minority Report. Since this was done outside of the Working Group meetings,
the Working Group cannot verify these signatories: Cory Chun (American Cancer Society), Kealoha Takahashi
(Kauai County Agency of Elderly Affairs), Barbara Service (Kokua Council), Pamela Scott (Alzheimer's Association,
Aloha Chapter Headquarters), Norma Circle (Maui County Office on Aging), Audrey Suga-Nakagawa (AARP Hawaii),
and Stuart Ho (AARP Hawaii).

33 Members voting “yes” were: Department of Health, Executive Office of Aging, Office of Aging Hawaii County,
Hawaii Health Systems Corporation Maui Region, Castle Medical Center, Hawaii Pacific Health, Kaiser Foundation
Hospital, Kuakini Medical Center, The Queen’s Health System, Healthcare Association of Hawaii, Hawaii Long Term
Care Association, Hawaii Association of Health Plans, Hospice Hawaii (2 votes), Castle Home Care, and Kokua Mau.
Members voting “no” were: House of Representatives Co-Chair, Senate Co-Chair, Office of Aging Maui County,
AARP Hawaii (2 votes), American Cancer Society, Alzheimer’s Association, and Kokua Council.
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This new legislation takes into account the recent developments and lessons learned in other
states that enacted similar legislation in 2014 while successfully addressing liability and other
concerns from hospitals. As noted in further detail below, such a common sense legislative
solution is supported by between 86% and 95% of Hawaii registered voters aged 45 and older.

Findings

Family caregivers are the backbone of the long-term services and supports system in Hawaii,
but their contributions are frequently unrecognized and largely unsupported. Nearly 250,000
unpaid family caregivers in the state are caring for an aging parent or loved one, helping them to
live independently in their own homes. These caregivers provide services valued at
approximately $2 billion annually. When someone is released from the hospital, it is most often
their family members and friends who are on the front lines, helping to carry out discharge
instructions and provide the after-care necessary to keep their loved ones healthy and safe at
home. Their help is crucial to preventing hospital readmissions and keeping their loved ones
out of costly nursing homes.

The help provided by family caregivers can also be complicated and demanding. In a recent
national survey conducted by the AARP Public Policy Institute and the United Hospital Fund,
almost half (46 percent) of family caregivers reported performing medical and nursing tasks for
care recipients with multiple chronic physical and cognitive conditions.** These tasks include
managing multiple medications, providing wound care, preparing food for special diets, using
monitors, and operating specialized medical equipment. These tasks were in addition to the
assistance they were already providing with bathing, dressing, eating, and other household
tasks. Most caregivers said that they received little or no training to perform these medical and
nursing tasks.

Despite multiple requests, only some hospitals represented on the Working Group provided
copies of their written patient discharge protocols and policies to allow the Working Group to
assess the “current practice” of family caregiver involvement. Others provided only a verbal
summary of discharge processes. Likewise, the Healthcare Association of Hawaii did not
provide an overall summary and comparison of the discharge procedures of its member
hospitals as requested by the Working Group. Although hospitals may claim that family
caregiver involvement is already required of them in the Medicare Conditions of Participation,
those rules do not contain explicit requirements that the names and contact information of family
caregivers be recorded in a patient's medical record or that family caregivers be given advance
notice that a patient is being discharged or transferred, and only call for hospitals to provide
education and training to caregivers “as needed.” The testimonies of many family caregivers in
Hawaii in support of Senate Bill 2264 during the 2014 legislative session and since that time
show that when family caregiver involvement is left strictly to the hospitals’ discretion, too many

34 Reinhard, Susan C., Carol Levine, and Sarah Samis. Home alone: Family caregivers providing complex chronic
care. Washington, DC: AARP Public Policy Institute, 2012.

13



of them are left without the information and instruction they need to help keep their loved ones
safe at home following a hospital discharge.

Hawaii residents have been clear that more is needed to support family caregivers in this area.
When asked in a recent survey (attached), Hawaii residents overwhelmingly support the three
basic interventions contained in Senate Bill 2264. A telephone survey of 1,000 Hawaii
registered voters age 45 and older conducted between August 28 and September 9, 2014,
found that:

o Nearly all (95 percent) support requiring hospitals to explain and demonstrate medical
and nursing tasks that family caregivers will need to perform after the patient returns
home with 79 percent strongly supporting this proposal;

e Nearly all (94 percent) support requiring hospitals to keep a family caregiver informed of
major decisions, like transferring or discharging the patient, with 75 percent strongly
supporting this proposal; and

e Over four in five (86 percent) support requiring hospitals and care facilities to record the
name of a patient’s family caregiver in the medical record upon admission with 58
percent strongly supporting this proposal.

The need to address this issue has only been reinforced by additional information that has come
to light since the end of the last legislative session. In particular, the Hawaii Health Information
Corporation’s Insight #2 (released in September 2014) shows the significant costs of potentially
preventable hospital readmissions in the state. According to HHIC, there were approximately
5,500 30-day hospital readmissions in Hawaii in 2013, with associated charges of almost $239
million. Some of the hospitals have argued that this figure needs to be put in the broader context
of how many patients are discharged each year in Hawaii. We have no objection to that, but it
does not change the fact that the HHIC report itself is the source of the $239 million figure
representing the cost of potentially preventable hospital readmissions. These costs are borne
by all payers in the healthcare system (Medicare, private insurance, self-pay, etc.), but a large
percentage — 22 percent, or over $52 million — are paid by the state’s Medicaid/QUEST
program. The magnitude of this issue, and the potential savings to the state, add to the urgency
with which Hawaii should address hospital discharges and seek to better prepare family
caregivers for their role in that process and its aftermath.

Recent studies and trials conducted in Hawaii show the promise of increased family caregiver
involvement. As described to the Working Group, local care transition programs involving
neighbor island hospitals and county agencies, and related efforts by the Hawaii Medical
Service Association, show that increased follow-up and family caregiver involvement by
hospitals can reduce readmission rates. We believe that increased family caregiver
involvement and training even before a patient leaves the hospital are complimentary efforts
that will bring about similar benefits. Still, the focus of this issue should be on the real
experiences, difficulties, and stresses of family caregivers as they help their loved ones after a

14



hospital discharge and on what Hawaii can do to better support them. Although certain factors,
such as the federal Hospital Readmissions Reductions Program, are incentivizing hospitals to
voluntarily adopt programs that include greater family caregiver involvement, Hawaii should not
let the hospitals’ self-interest be the only driver of change in supporting family caregivers.

Finally, the Working Group discussed at length the concerns expressed by some hospitals
about the potential for legal liability resulting from legislation such as Senate Bill 2264. First, to
the extent negligence actions can already be brought against hospitals relating to discharges,
the CARE Act does not change the liability landscape in any meaningful way. Further, while
Senate Bill 2264 was amended to include a limitation of liability provision based on other Hawaii
statutes, we offer as a recommendation the following language, which was included in a similar
bill in New Jersey (A2955/S2127) that passed the legislature unanimously and was signed by
Gov. Chris Christie in November 2014:

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.

[and]
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 caregiver to the patient at the patient’s residence.

We note that the New Jersey Hospital Association was involved in developing this limitation of

liability language and took a “neutral” position on the bill overall. Hawaii hospitals should work
with legislators and other stakeholders to similarly address their concerns in this manner.

Recommendations

We recommend that the legislature pursue a commonsense legislative solution that contains the
core elements of Senate Bill 2264:

1) Patients are given the opportunity to designate a family caregiver when admitted into a
hospital, and to have that caregiver's name recorded in the patient's medical record,;

2) The family caregiver is notified if the patient is to be discharged to another facility or
back home; and,

3) The hospital offers to provide an explanation and live instruction to the family caregiver

of the medical tasks — such as medication management, injections, wound care, and
transfers — that the family caregiver will perform at home.
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Conclusion

We appreciate the opportunity provided by this Working Group to further discuss the issues
facing family caregivers as they help their loved ones following a hospital discharge. We
applaud the working group’s ability to reach consensus on several important issues. We believe
it is critical, however, to continue this discussion in the context of legislation, which is what
necessitated this minority report. The type of legislative solution described above could ensure
that there is a consistent, minimum level of support that is provided to unpaid family caregivers
throughout the state. Hawaii cannot sit by and hope that policies and programs to help family
caregivers with their role following a hospital discharge will naturally develop, while other states,
like New Jersey and Oklahoma, are addressing this challenge head-on with legislative solutions.
Hawaii’s family caregivers need help, and legislative action in this area can ensure that they
receive that help in every hospital in the state.
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INVITEE

Attachment A

PARTICIPANT / DESIGNEE

Department of Health

Linda Rosen, M.D., M.P.H.
Director of Health
Chair

Keith R. Ridley, Chief
Office of Health Care Assurance

House of Representatives
Co-Chair

Gregg Takayama, Representative
Hawaii State Capitol

Senate
Co-Chair

Suzanne Chun Oakland, Senator
Hawaii State Capitol

Executive Office of Aging
Department of Health

Wesley L. Lum, Director

Cullen T. Hayashida, Ph.D.
Kupuna Education Center
Kapiolani Community College

Hawaii State Hospital
Department of Health

Lynn N. Fallin, Deputy Director

Mark A. Fridovich, Ph.D., Chief
Adult Mental Health Administration

Office of Aging
City & County of Honolulu

Nalani Aki, Executive on Aging

Joel Nakamura, Grant Specialist
Office of Aging
City & County of Honolulu

Office of Aging
Hawaii County

Alan Parker, Executive on Aging
Hawaii County Office of Aging

Office of Aging
Kauai County

Kealoha Takahashi, Executive on Aging

Kauai Agency on Elderly Affairs



INVITEE

PARTICIPANT / DESIGNEE

Office of Aging
Maui County

Deborah Stone-Walls
Executive on Aging

Norma Circle, Program Specialist
Aging and Disability

Hawaii Health Systems Corporation
Oahu Region

Derek Akiyoshi
Interim CEO Oahu Region

Hawaii Health Systems Corporation
West Hawaii Region

Jay E. Kreuzer
CEO West Hawaii Region

Hawaii Health Systems Corporation
East Hawaii Region

Howard Ainsely
CEO East Hawaii Region

Hawaii Health Systems Corporation
Kauai Region

Scott E. McFarland
Interim CEO Kauai Region

Freddie Woodard, Jr., Regional COO - Kauai
Hawaii Health Systems Corporation

Hawaii Health Systems Corporation
Maui Region

Wesley Lo
CEO Maui Region

Kristian Stone, Director of Social Services
Hawaii Health Systems Corporation

Castle Medical Center

Kathryn Raethel, FACHE, MHA, MPH, RN
President & Chief Executive Officer

Laura Westphal, Vice President for Patient Care

Castle Medical Center



INVITEE

PARTICIPANT / DESIGNEE

Hawaii Pacific Health

Ray Vara
President & Chief Executive Officer

Michael Robinson, Director
Government Relations
Hawaii Pacific Health

Kahi Mohala Behavioral Health

Leonard Licina
Chief Executive Officer

Leonard Licina
Chief Executive Officer

Kahuku Medical Center

Stephany N. Vaioleti, FACHE
Chief Executive Officer

Kori Napa’a, LSW
Social Services

Kaiser Foundation Hospital

Leanne M. Hunstock
Chief Executive Officer

Phyllis Dendle
Director, Government Relations

Kuakini Medical Center

Gary K. Kajiwara
President & CEO

June Drumeller
Senior VP & Chief Clinical Officer

The Queen’s Health Systems

Arthur Ushijima
President & CEO

Paula Yoshioka
Senior VP, The Queen’s Health Systems

Rehabilitation Hospital of the Pacific

Timothy J. Roe, M.D.
President & Chief Executive Officer

Audrey Torres
Rehabilitation Hospital of the Pacific

Shriners Hospitals for Children

None, Declined Participation 7/31/14



INVITEE

PARTICIPANT / DESIGNEE

Wahiawa General Hospital

R. Don Olden
Chief Executive Officer

Ann Pearl Nursing Facility

Alisa Racelo, LBSW, NHA
Administrator

Healthcare Association of Hawaii

George W. Greene
President & Chief Executive Officer
Healthcare Association of Hawaii

Hawaii Long Term Care Association

Robert T. Ogawa, President
Hawaii Long Term Association

Hawaii Association of Health Plans

Jennifer Diesman, President
Hawaii Association of Health Plans

Dave Heywood, Vice President
Hawaii Association of Health Plans

AARP Hawaii

Barbara K. Stanton
State Director

Family Representative

Stuart Ho
AARP Volunteer Issues Leader

Audrey Suga-Nakagawa
AARP Executive Council Member

American Cancer Society

Erin Moncada, Senior Director
Community Engagement
Network, Inc.

Family Representative

Cory Chun, Hawaii Government Relations
American Cancer Society Cancer Action

Pending



INVITEE

PARTICIPANT / DESIGNEE

Alzheimer’s Association
Aloha Chapter Head Quarters

Christine Payne
Executive Director & Chief Executive Officer

Family Representative

Pamela Scott, Program Coordinator
Alzheimer’s Association
Aloha Chapter Head Quarters

Pending

Hospice Hawaii

Family Representative

Kenneth L. Zeri, R.N., M.S.
President & Chief Professional Officer

Terri T. Fujii

Castle Home Care

Family Representative

Emilie L. Smith
Executive Director

Beth Hoban

Kokua Council
¢/o Harris United Methodist Church

Larry Geller
President

Family Representative

Barbara J. Service

Pending

Kokua Mau

Family Representative

Jeannette Koijane, M.P.H.
Executive Director

Pending

Papa Ola Lokahi

Family Representative

Sharlene Chun-Lum
Executive Director

Gayle K. Bonham
Executive Assistant

Pending
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The CARE Act:
What It Means
for Hawalil

HCR78 Caregiver Working Group



he Challenge —
Shifting Demographics in Hawalil

Source: AARP Public Policy Institute, Across the States 2012



Shifting Demographics
In Hawail (cont.)

Population State Pop. | % of Total
& Projections Year (1,000s) | Population | Rank LS.

Hawaii’s has the oldest population in the nation!

Source: AARP Public Policy Institute, Across the States 2012



Caregivers “r” Us

“There are only four kinds of people. Those who have

been caregivers, those who are caregivers, those who will
be caregivers and those who will need caregivers.”

Family caregivers:

Help loved ones live independently at home and out
of costly institutional care, like nursing homes.

Provide an average of 20 hours a week of care
Others provide full-time 24/7 care.
Many still maintain a job outside the home.

They administer medicine and care, most often without
any training.



Family Caregivers:
The Backbone of the LTSS System

Economic Value of Family
Caregiving in Hawaii in 2009:
$1.99 billion

e In Hawaii, 247,000 people (about 1 of 5 people) serve
as a caregiver & provide $1.99 billion worth of
services.

e Alternative — pay approximately $4 billion for a paid
caregiver

e High cost — make family caregivers the only choice



Transitional Care —
Hospitals to Home

e As population ages, situation will be more critical,
as more Hawaii residents, will be admitted &
discharged from hospitals (Need no. of
discharges by Hawaii hospitals)

e In 2012 23% of Hawaii home health clients were
hospitalized

e Hospitals are being viewed as the place where
good transitional care must begin

e Family caregivers take over when discharged
from hospitals



AARP’s Home Alone Report

e Family caregivers perform
complicated medical/nursing tasks
and medication management

e Training is limited
e Most care recipients do not

receive home visits by health
professionals

e Performing medical/nursing tasks
may prevent nursing home
placement

e Caregiver quality of life affected




Home Alone —
Medical/Nursing Tasks



Training Family Caregivers —
Cost Effective Solution to
Improving Care at Home



Caregivers can Help Prevent
Hospital Readmissions

Cost of Hospital Readmissions (National)

e 1 of every 8 Medicare beneficiaries who leave the hospital
is readmitted in 30 days. (Need HI readmission number)

e Medicare alone reports spending $17.8 billion a year on
patients whose return trips to the hospital could have been
avoided.

e Under the Affordable Care Act (ACA), hospitals are

penalized with a cut to their Medicare payments if these
avoidable readmissions continue to occur.

10
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The CARE Act
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The CARE Act

The purpose of the CARE Act is to ensure that hospitals include the
caregiver in discharge planning and provide necessary training

e Provision #1: Designation

— Record the name of the family caregiver upon
admission into the hospital

e Provision #2: Notification
— Contact the family caregiver(s) prior to
discharge to another facility or home
— Sets a time limit prior to discharge or transfer

13



The CARE Act

e Provision #3: Consultation
— Hospital consults with caregiver on discharge plan,
taking into account the caregiver’s capabilities and
limitations
— Discharge plan includes contact information for
necessary health and community resources

e Provision #4: Training

— Hospital gives caregiver the opportunity to receive
instruction and live demonstration on all after-care tasks included
in the discharge plan to be performed by the caregiver

— Caregiver gets opportunity to ask questions

14



Caregiver Standards

In Hawaii:

e No requirement for caregiver
designation, notification, or
training.

Medicare:

* No requirement - caregiver
designation or notification

e “As Needed” — caregiver
involvement in discharge planning
or training

15



Caregiver Standards

Joint Commission:

* No requirement for caregiver designation & inclusion in medical
record. Only legal representative.

* No requirement for caregiver notification upon discharge.
Hospital discretion if a family member (caregiver optional) should
be provided discharge information.

e No requirement for in-person caregiver training. Hospitals inform
family members (caregiver optional) about post-discharge care
options (e.g., ongoing care, treatment/services needed).
Hospitals to provide written discharge instructions.

AARP:

e Stronger requirements for caregiver involvement
that are not purely at discretion of hospitals

16



Support for the CARE Act

NATIONAL ALLIANCE
FOR CAREGIVING



Public Polling

Our polling and focus group work shows major
support:

e Oklahoma poll showed 98%o
public support -- "Not a
single respondent said they
were against this idea.”

e Nationally, among possible policy helps for caregivers,
“keeping caregivers informed” and “caregiver training”
consistently rated as the #1 and #2 most supported
options across all polled groups:

054]5565] 70+ Joen | i ] o
1
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http://www.caretransitions.org/documents/CTM3Specs0807.pdf



http://www.caretransitions.org/documents/PAA_Tool_Guidelines.pdf



http://www.crs.gov/
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http://www.queensmedicalcenter.org/
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Care Transition Program

John T. Berthiaume M.D.

Vice President, Medical Director, Quality Management
Hawaii Medical Service Association
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Advanced Hospital Care Program

= Initiated in 2010, Pay for Quality Program for all HMSA
network hospitals

= Twenty percent of program weighted to discharge planning and
readmission reduction

» Year one hospitals paid for process
= Appoint discharge planning Champion
= Develop Multidisciplinary team
= Develop Data capture methodology

= Develop a written protocol and program to make outbound calls to
high risk patients

= Develop a process to notify all physicians involved in the care of the
discharged patient, a discharge summary

et =y

'HMSA, an Indapendant Licsnsee of the Biue Cross and Blue Shield Associstion



Advanced Hospital Care Program

» Year two and to date, reward points for
improvement in Potentially Preventable
Readmission Reduction

= Observed to Expected ratio used to “risk adjust”
patient population

= Ten top service lines used

» Hospitals paid for performance and improvement

'HMSA, an Indapendant Licsnsee of the Biue Cross and Blue Shiald Associstion



Top 10 PPR Initial Service Lines

AHC Hospitals
PPR Initial Service Line EIIQIJQI?SEE_ E?((J:rs A A;t;t?(l) t&s;rgzﬁd
Readmission)
Obstetrics/Delivery 14,019 1.00
Neonatology 13,033 1.05
General Surgery 6,319 0.97
Infectious Disease 6,172 0.94
Orthopedic Surgery 5,536 0.96
Pulmonary 5,416 0.92
Gastroenterology 5,219 0.91
Cardiology 4,674 0.99
Neurology 4,068 0.90
Psychiatry 3,215 1.17

A
m

HMBSA, an Indapendant Licensee of the Biue Cross and Blue Shield Associstion
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Improvement Over Time

HMSA began measuring Preventable Readmissions in
2010. Between the first and last periods shown below, the
weighted average readmission rate has dropped by about 14%.

Trend in risk-adjusted readmission rate

7.0% 4

6.5%

6.6%

6.1% 6.1%

6.2%

5.8%

5.4%

5.0%

6-09 12-09 6-10 12-10 6-11 12-11 6-12 12-12 613

Source: HHIC. All-payer 30-day readmission rate for six-month periods ending
in months shown.

10/27/2014

'HMBSA, an Indapendant Licanses of the Bius Cross and Blue Shisld Associstion
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Reduction Iin readmissions produced

substantial savings

= Savings measured by hospital production costs, covering
all payers

» 13.5% cumulative reduction in readmission rate
= 640 admissions avoided per year
y

= $8.2 million saved in hospital costs per year

Wﬂ
LY

10/27/2014

HMSA, an Indapendsnt Licansee of the Biue Cross and Blue Shield Associstion



Healthways Care Model

= Initiated midyear 2014

* Four Components
= Short Term Case Management
» Complex Case Management
= Readmission Reduction Program
» Late Stage Disease Management Program

= For the Readmission Reduction Program, a nurse is
embedded into hospital to help with Care Transitions
for patients that meet criteria

'HMSA, an Indapendant Licsnsee of the Biue Cross and Blue Shield Associstion



The Care Model In The Hospital

Step 1: Identify Patients at Risk for Re-Admission

'ji-_ﬁ“

W o

=

B

I/J__'ﬁ%: il

}\

Patient
admitted

Hospital

@ o .
° ° —

Healthways

Predictive model runs on
admitted patient data.
Results rank patients by
priority for intervention
based on probability of
readmitting.

RRI* Results

John Doe 504-1

Jane Smith 302-1

Mary Long 210-2

* Re-hospitalization
Risk Index

1

0/27/2014

the Blus Cross and Blus Shisld Associat

hmsa g




The Care Model In The Hospital

Step 2: Evaluate and Intervene

o >

> ‘
rd

Transition Coach
Assigned

Caregiver

At-risk Patient
Targeted in Hospital

The Transition Coach assists the patient and/or caregivers
in preparing for discharge.

* Conducts a comprehensive assessment of the patient
o Functional status o Cognitive deficits
o Social support o Medication knowledge and
o Health literacy adherence
o Depression screening

e o o=
Discharge
M o TS coevensee

Nurse PCP Ancillary Services
(e.g., pharmacy,

nutrition services)

Interventions

* Assists with medication
reconciliation

* Collaborates with case managers

* Connects with PCP

* Delivers a tailored education plan

* Provides the patient with a Care Transition Record that includes
key information from the hospitalization and guides the patient
and post-discharge care providers in next steps

* Initiate in-home services
* Connects patient with
community resources

10/27/2014 9

HMSA, an Indapendsnt Licansee of the Biue Cross and Blue Shield Associstion
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The Care Model In The Hospital

Step 3: Follow Up

PCP involved
and updated

/ o >
, . >
Healthways I
\
Telephonic In-Person

@
L0

Patient
engaged

Administer Discharge Plan

Engage each patient in the most effective
way for them: telephonic or in-person

Interventions

o Medication
management

o Use of Care
Transition Record

o Follow-up
appointments
o Red flags

Interact with primary care physician to
keep them informed and ensure they are
meeting patient’s discharge needs

Work with patient as appropriate based on
their location after discharge (e.g., skilled
nursing facility, long-term care, home, etc.)

10/27/2014

HMSA, an Indapendsnt Licansee of the Biue Cross and Blue Shield Associstion
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Care Model Update

= Now in six hospitals (Kuakini, CMC, QMC,
KVMH /Mahelona, QMC West, and Hilo)

= Fully staffed for outpatient CM roles

= Cases under management

Readmit Risk 1,306 Screened
1,016 Enrolled
516 Active

'HMSA, an Indapendant Licsnsee of the Biue Cross and Blue Shield Associstion



Hospital Access & Integration Timeline

Launched

Kuakini Hospital

Queen’s Hospital

Castle Hospital

KVMH/Sam Mahelona (Kauai)

Queen’s West

Maui Memorial (Maui) October
Hilo Medical Center (Hawaii Island) October
HPH - Straub November
Kona Community Hospital (Hawaii Island) November
HPH - Pali Momi November
HPH - Wilcox (kauai) November

North Hawaii Community (Hawaii Island)

Rehab Hospital of the Pacific
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ARE
[ON PROGRAM

AGENDA

e e \
eOverview of Hawaii Care Transition Pr
Partners, Goals, Target Population,
g

eCare Transition Intervention

Coleman)
eHawaii County
sKauai

OVERVIEW N

«CMS Grant Award to Hawaii Execu
Office on Aging and County AAAs

o)
[‘/7/)

ve<

eCare Transition Interventit:
Protocols and 4 Pillars

*Maui 9] /?
sQutcomes e ',/

\
GOALS

¢ Reduce hospital
readmissions/ER visits

*Assist patients to
successfully transition
back to home and
empower them in
managing own health

eStrengthen relationships
and coordination
between health system
and community services

e Connect Consumers to
other Healthy Aging
Programs and
community resources via
AAAJADRC

sAn evidence based model usir
centered approach

oA self management model teachiﬁ:& skills,
providing information and tools
to successfully transition across,
and in their future (

N

PROTOCOL

e|nitial visit in the hospital by the Cgach<

X
eHome visit within 24-72 h@%%/{”

discharge

three weeks

» Weekly telephone contacts foir-the neéxt-
/

/)

/

/.

|

\ f
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TRANSITION COACH < \//>+ &/7
N / N \ s /
*Coach helps patients and famil s/ ‘ CTi FOUR PILLARS o {<

=
o P \ .
learn trans:tlon-§pec1flcs Ifca 9\, eMedication Self Man '(‘iﬂ J
management skills \ /” s

sPatient-Centered Per Health
Record

d nurse . . N
/? *Follow-Up with Primary Plp

(,// *Recognizing Red Flag$:

*Not required to be a register
or clinical social worker ¢
Q

HAWAI‘l COUNTY’S TRANSITION PROJECT %ﬁ?g 5&3“’5

Kahei’s saninrsbn

¢ Hilo Medical Center Py ey
y a o

° Competition with Project
Hope

* (Collaborated with Ohana
Health Plan

e Enrolled 17 Ohana Health
Plan clients with
successful results

ooy ot
R | Vobomanss it wersia | Mogpint

i //ké/’:/) THE RESULTS (2012-13)
1'.(:‘:":5' (T:::;‘EP G\SAMQ e Referral to CTI: A total of 58 high risk

patients (age 60 and over
referred to CTI program.

o Kauai Veterans Memorial Hosp
»Target Population (60 y.o and-g

* A total of 269 patients (age 69Ln
over) admitted to the hospita|
the intervention period.

ing

related diseases/ conditions, sepsis,, Ilujitis




THE RESULTS (Continye)\ / l
* Atotal of 269 patients admitted to.th&y éﬁf/)
during the intervention period <
)

(March 2012-Apri! 2013)
<

e Among them, 43 had more th@rqpe ddnf
of which 22 were readmitted withig\so days, and
13 readmitted within 30 days

e Readmission rate within a year: 16.0%:
* Readmission rate within 60 days: 8.2%.(3a gyt of =
¢ Readmission rate within 30 days:(ﬁ.a B

8/22/2014

Did the Intervention reduce readmission rates between
baseline (2010) and intervention period (April, 2012 to March
2013)?

Readmission

Within3a days | 36(1a5%) 13(4.83) | 1018 coor 6iak

)
Other Evaluation Results &2/7)

¢ Medication Discrepancy Assessment

° A total of 26 medication discrepancies w es
{ o

identified :: ¢
* Top 3 most frequently identifie RS
patient level

» Non-intentional non-adherence (e.g., kno(v;i:;i deficit), L.e.,
| don't understand how to take this medi
* Not filling prescription (n=5) C
. '(fhe gatient did not think that helshe.ne
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Pharm2Pharm
Pall Momi Medical Center

« Background

* According to Hawaii Health Information Corporation, medication-related
hospitalizations in Hawaii cost over $100,000,000 in 2010

— The elderly and those living in medically underserved areas are at particular risk
for medication-related acute care admissions

* Hospital pharmacists found unexplained discrepancies between
preadmission medication regimens and discharge medication orders in 49%
of all general medicine patients

e Service

« Pharm2Pharm is a new service model that will address the common gaps in
care and reduce medication-related hospitalizations and ED visits in high risk
populations

— Funding will be provided by a $14.3 million cooperative agreement between the
Daniel K. Inouye College of Pharmacy and the CMS innovation center

« Goals
 To improve health and healthcare, while reducing overall costs

PALI MOMI
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Patient Eligibility

e Extensive Inclusion and Exclusion Criteria

Inclusion Criteria
Based on patient age, Number of medications, High risk
medications, Diagnosis (ACS, Afib, COPD, HF, DM), Admission for
medication related problems, Recurrent admissions for
uncontrolled chronic condition

Exclusion Criteria

Not a full time county resident, No reasonable expectation of
discharge to site for follow up, Severe dementia, Active psychosis,
Hospitalization for suicide/homicide attempt, Leaves AMA, Hospice
patient, Aggressive cancer, Current drug abuse

PALI MOMI
MEDICAL CENTER
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Hospital : W Pharm2Pharm [ > Patient’s
Pharmacist Pharmacy Pharmacy

Hospital Pharmacist
 |dentify eligible patients
« Medication education prior to/upon discharge

e Coordinate with nursing and case management
to assist with discharge

* Provide Pharm2Pharm pharmacist with patient
Information and identified medication-related
Issues to follow-up with after discharge

* Follow-up phone call after discharge

PALI MOMI
MEDICAL CENTER
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Hospital . > Pharm2Pharm < ] Patient’s
Pharmacist Pharmacy Pharmacy

Pharm2Pharm Community Pharmacist

e Coordinate with hospital/patient’s
pharmacy and PCP after discharge

 Monthly follow-up phone calls throughout
the year

e Medication education
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Hospital 3 W Pharm2FPharm > Patient’s
Pharmacist Pharmacy Pharmacy

Patient’s Pharmacist Where Prescriptions Filled
(Might Be P2P Pharmacy Also)

 Fill Patient Prescriptions

e Coordinate with Pharm2Pharm Pharmacist and
Hospital Pharmacist to assist with patient’s care
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Program Results

Time Since Implementation
2 Months
Number of Patient Enrolled in Program
100 Patients
Most Common Patient Diagnoses
Cardiac Patients
Diabetic Patients
Average Number of Medications per Patient
10 — 15 Medications

Number of Readmissions within this Patient Group During 2
Months

7 Patients
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EXECUTIVE SUMMARY

This study challenges the common perception of family caregiving as a set of
personal care and household chores that most adults already do or can easily master.

Family caregivers have traditionally provided assistance with bathing, dressing,
eating, and household tasks such as shopping and managing finances. While these remain
critically important to the well-being of care recipients, the role of family caregivers
has dramatically expanded to include performing medical/nursing tasks of the kind and
complexity once provided only in hospitals.

To document this major shift, the AARP Public Policy Institute and the United
Hospital Fund undertook the first nationally representative population-based online
survey of 1,677 family caregivers to determine what medical/nursing tasks they perform.
Both organizations contributed to this report. We present a brief overview in this
executive summary, followed by more detailed key findings and the full research report.

Highlights of Survey Results

» Almost half (46 percent) of family caregivers performed medical/nursing tasks
for care recipients with multiple chronic physical and cognitive conditions.
These tasks include managing multiple medications, helping with assistive devices
for mobility, preparing food for special diets, providing wound care, using monitors,
managing incontinence, and operating specialized medical equipment.

» Many family caregivers managed many different kinds of medications. Three
out of four (78 percent) family caregivers who provided medical/nursing tasks were
managing medications, including administering intravenous fluids and injections.
Almost half were administering five to nine prescription medications a day. Medication
management was reported to be difficult because it took so much time, it created
anxieties about making a mistake, and some care recipients were uncooperative.

» Most family caregivers learned how to manage at least some of the
medications on their own. Despite frequent emergency department visits and
overnight hospital stays, few family caregivers reported receiving assistance and
training from health care professionals.

» Caregivers found wound care very challenging, and many wanted more
training. More than a third (35 percent) of family caregivers who provided medical/
nursing tasks reported doing wound care. While fewer caregivers performed wound
care tasks than medication management, a higher percentage of them (66 percent)
identified it as difficult because of fear of making a mistake. More than a third
(38 percent) would like more training.

» Family caregivers of chronically ill persons frequently served as care
coordinators. More than half (53 percent) of family caregivers who performed
medical/nursing tasks coordinated care—twice the rate of those who mainly provided
personal care.
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» Family caregivers performing medical/nursing tasks reported both positive
and negative effects on their quality of life. Family caregivers who performed
five or more medical/nursing tasks were most likely to believe they were making an
important contribution, primarily preventing nursing home placement. Compared
with those who performed one to four tasks, they were also most likely to report
feeling stressed and worried about making a mistake. More than half reported feeling
down, depressed, or hopeless in the last two weeks, and more than a third reported
fair or poor health

» More than half of family caregivers performing medical/nursing tasks said
they did not feel they had a choice because there was no one else to do it or
insurance wouldn’t cover a professional’s help.

A small percentage (12 percent) reported pressure from the care recipient.

» Family caregivers reported very few home visits by health care professionals.
Sixty-nine percent of the care recipients did not have any home visits by health care
professionals. Of those who did have home visits, roughly seven in ten were visited
by a nurse.

» Most family caregivers who provided help with five or more medical/
nursing tasks believed they were helping their family member avoid
institutionalization.
Those who provided these tasks and reported they had training were more likely
to say they were able to help their family member avoid nursing home placement.
These significant relationships are important on both the individual and public policy
levels.

Major Recommendations

» A consensus-building body should revisit measures of activities of daily living
(ADLs) and instrumental activities of daily living (IADLs).
The measures commonly used for a half-century no longer adequately capture what
family caregivers do. The Institute of Medicine is particularly well suited to this kind
of consensus-building effort.

» Individual health care professionals must fundamentally reassess and
restructure the way they interact with family caregivers in daily practice.
Every health care clinician and social service professional must feel personally
responsible for ensuring that patients and families in their care understand how to
perform the challenging tasks outlined in this report.

» Health care provider organizations (hospitals, rehabilitation centers, home
care agencies, nursing homes, and hospices) must support health care
professionals in their efforts through adequate resources and strong
leadership.

Every provider should have clear expectations, protocols, and support for clinicians
who interact with family caregivers, especially caregivers who are taking on
complex medical/nursing tasks. Payment policies should be structured to make this
happen.

> Professional organizations should lead and support professionals in their
efforts to improve communication and training for family caregivers. Some
organizations have already begun this process. But much more needs to be done.
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» Leaders in medical, nursing, social work, allied health professional training
and continuing education should examine their curricula to determine where
and how the importance of acknowledging, supporting, and training family
caregivers can be added or strengthened. New approaches are needed that blend
technical and communication skills. Training must be adapted to respond to changes
in the family member’s condition or the family caregiver’s needs and capabilities.

» Accrediting and standard-setting organizations must take seriously their
evaluation of how well institutions incorporate family caregiver needs and
require corrective steps to address deficiencies. The Joint Commission accredits
and certifies more than 19,000 health care organizations and programs in the United
States and has criteria for assessing patient and family participation in decision
making and other aspects of quality care. But these criteria are not generally given
high priority in ratings, and many institutions see them only as ideals. The Joint
Commission should ensure that surveyors are trained to assess family caregiver
training and support. The National Quality Forum, which endorses national consensus
standards for measuring and publicly reporting on performance, should specifically
define and promote standards that include the role of family caregivers.

» Federal policymakers should proactively consider family caregivers in
developing new models of care that focus on coordination and quality
improvement. Explicitly including family caregivers in federal funding requirements
for new models of care focused on care coordination and quality improvement is an
essential first step.

» State policymakers should proactively consider family caregivers in funding
and policy development. State governments should incorporate family caregiver
assessments in publicly funded programs, including the new demonstrations for
people eligible for both Medicare and Medicaid. States should enable registered
nurses to delegate medical/nursing care tasks to qualified direct care workers who
serve people in their homes.

» Caregiver advocacy and support organizations should include in their service
and policy agendas resources that address the needs of family caregivers
who have taken on the triple burden of personal care, household chores,
and medical/nursing tasks. Caregiver organizations have used ADLs and IADLs
in describing their constituents and in advocating for funding and services. They,
like their health care professional colleagues, must expand their view to include the
special needs of family caregivers who perform medical/nursing tasks.

» Academic and government researchers should conduct further studies to
understand medical/nursing tasks performed by different types of family
caregivers and their needs for training and support. Further research is needed in
diverse populations, particularly ethnic minorities, family caregivers whose primary
language is not English, and other groups whose experiences may differ from a
national sample. More research is also needed on training methods and interactions
between professionals and family caregivers. Foundations should support these
studies.
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KEY FINDINGS

It is well known that family caregivers perform activities of daily living (ADLs) like
bathing and dressing, as well as instrumental activities of daily living (IADLSs), such as
shopping, cooking, and preparing meals. But little is known about the complex health-
related activities they perform. This report focuses on family caregivers’ responsibility
for “medical/nursing tasks” that can “make nursing students tremble.”! 2 The AARP
Public Policy Institute and the United Hospital Fund collaborated on the first national
survey devoted specifically to medical/nursing tasks to further explore the complexity
of the “new normal” that family caregivers face.* We present detailed key findings here,
followed by the full research report.

The findings are derived from an online survey of a nationally representative sample
of 1,677 caregivers who provided unpaid care to a relative or friend age 18 or older in
the preceding 12 months. Overall, the demographic characteristics of caregivers and care
recipients are comparable to those of other national surveys and described in detail in the
report. Most of the care recipients had multiple chronic conditions and had frequent visits
to emergency departments (EDs) and overnight hospital stays. The key findings outlined
here focus on the medical/nursing tasks that family caregivers performed and the general
lack of training and support they received.

Almost half of family caregivers performed “medical” or “nursing” tasks for care
recipients with multiple physical and chronic conditions.

In this survey, 777 of the 1,677 family caregivers (46 percent) performed medical/
nursing tasks. They reported performing a variety of activities that some call “nursing,”
others call “medical,” and still others call “health-related.” Here we call them “medical/
nursing tasks,” which include the following:

B Managing medications, including injections and intravenous therapy (78 percent)
®m Helping with assistive devices (canes and walkers) for mobility (43 percent)

®m Preparing food for special diets (41 percent)

' S. C. Reinhard, Caregiving and Loss: Family Needs, Professional Responses: Nursings Role in Family
Caregiver Support (Hospice Foundation of America, Washington DC 2001).

2 We decided to use the term “medical/nursing tasks” for several reasons. We wanted to use a term that
survey respondents would relate to, not what professionals understand by the term. Other terms, such as
“health-related,” suggest activities related to food and exercise rather than the kinds of interventions we
were targeting. Some terms, such as “complex medical care,” have more currency in the medical world
than among family caregivers. Family caregivers respond to “medical tasks” as a broader term than
“nursing tasks,” which they think of as something that only a licensed professional nurse can do. We
chose the combined term “medical/nursing” to give survey respondents the broadest understanding of
what we were asking of them. Consensus on language that captures this crucial family caregiving work
would be helpful for future research and policy development.

3 L. Feinberg, S. C. Reinhard, A. Houser, and R. Choula, Valuing the Invaluable: 2011 Update, The
Growing Contributions and Costs of Family Caregiving (Washington, DC: AARP Public Policy
Institute, 2011.

4
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B  Doing wound care, such as ostomy care, treatment of pressure sores, and
application of ointments and prescription drugs and bandages for skin care
(35 percent)

m  Using meters or monitors, including glucometers to test blood sugar levels,
oxygen and blood pressure monitors, test kits, and telehealth equipment
(32 percent)

B Administering enemas and managing incontinence equipment and supplies
(25 percent)

B Operating durable medical equipment, such as lifts to get people out of bed,
hospital beds, and geri-chairs (21 percent)

®m  Operating medical equipment, including mechanical ventilators, tube feeding
equipment, home dialysis, and suctioning (14 percent)

Almost all (more than 96 percent) of these family caregivers also provided ADL or
IADL assistance.

Family caregivers found some tasks more difficult than others, with some
surprises for health care professionals.

When asked to select two medical/
nursing tasks that are “hard to do,”
family caregivers reported a range
of tasks, including some that are
conventionally not thought of as

“The constant monitoring

difficult. Two out of three (67 percent) Of blOOd SUgar l eVGIS
of those who performed incontinence
support found this very hard to do. This and the need tO balance

kind of task involves more than “help \
with toileting,” which is measured as an diet to match blood
ADL, and it often involves intimacy with

a parent or other family member in ways sugar levels”...affects

that would ordinarily be proscribed.

Similarly, more than half (53 percent) my quallty Of I[fe
of those who prepared food for special

diets found this work hard to do because

it involves more than “help with meals,”

typically classified as an IADL.

It is less surprising that half (49 percent) of family caregivers who needed to
operate mechanical equipment, such as mechanical ventilators, feeding tubes, or home
dialysis equipment, found this work hard to do. And one in three (36 percent) of those
who used meters, monitors, or durable medical equipment reported these activities as
difficult.

Managing medications was very challenging and little training was reported.

More than three out of four (78 percent) family caregivers who provided medical/
nursing tasks managed medications, including administering intravenous fluids and
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injections. Almost all of these family caregivers also helped with ADLs, IADLs, or both.
And the majority (81 percent) provided at least one additional medical/nursing service.

These family caregivers were not
just helping with a pill or two a day,
which may have been the case decades “ 1 Y
ago when IADL measures included l ConStantly monltor drugS'
“help with medications.” Almost half
(46 percent) helped chronically ill
people who took between five and
nine medications a day. Close to one in five (18 percent) family caregivers helped care
recipients who took ten or more prescription medications daily; seven in ten (69 percent)
care recipients also took between one and four over-the-counter medications or
supplements.

More than 60 percent of family caregivers asked a health care professional (doctor,
nurse, or pharmacist) questions about the care recipient’s medication or looked up
information on the Internet about the medication’s risks and benefits. Close to a
third (31 percent) actively monitored their care recipient for potential side effects of
medication, a task that requires caregivers to be knowledgeable about the medications.

Almost two-thirds (61 percent) of the family caregivers who found medication
management difficult cited the following main reasons:

m Forty-two percent cited the time and inconvenience; 18 percent reported having to
administer medications several times a day or night and 38 percent daily.

B Twenty-nine percent reported being afraid of making a mistake and harming their
family member.

m  Twenty-four percent reported that the care recipient was resistant and did not
cooperate.

The majority of these medication caregivers (more than 60 percent) learned how to
manage at least some of the medications on their own:

m Close to half (47 percent) said they never received training from any source.

®m Thirty-two percent received training in an outpatient setting from a doctor or nurse.

m Sixteen percent received training from a hospital nurse or doctor.

When asked what would help them in medication management, many family
caregivers commented, “Fewer medications.” Almost a third (29 percent) said another

person to help would be good. One in four (24 percent) would appreciate more training,
and 22 percent said they would like more cooperation from the care recipient.

Performing wound care was also very challenging, and many family caregivers
received training.

More than a third (35 percent) of medical/nursing caregivers reported doing wound
care, and almost all (92 percent) of these family caregivers performed other medical/nursing
tasks in addition to wound care. While fewer family caregivers performed wound care tasks
than medication management, a higher percentage of them (66 percent) identified it as hard.

6
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Of these family caregivers, close to half (47 percent) felt that wound care was
challenging because they were afraid of making a mistake and/or harming their family
member. Other reasons included the following:

m Takes time or is inconvenient (34 percent)
®  Emotionally difficult for caregiver (33 percent)

®  Family member resists or has cognitive or behavioral problems (14 percent)

Family caregivers who deemed wound care difficult received more training from
health professionals than did caregivers doing medication management. More than a third
(36 percent) were trained by a hospital nurse or physician, and a quarter received training
from a home care nurse. A substantial percentage of family caregivers (38 percent)
thought more training in wound care would help them, compared with 24 percent citing
training in medication management as potentially helpful.

Family caregivers felt pressured to perform medical/nursing tasks, but most
pressure was self-imposed.

Family caregivers reported that they often felt pressured to take on medical/nursing
tasks that they considered difficult. More than half (57 percent) said they did not feel they
had a choice in assuming a hard task. Many of these (43 percent) felt they had a personal
responsibility (there was no one else to do it, or insurance would not cover it). And some
cited external pressure from the care recipient (12 percent) or another family member.

Family caregivers who perform medical/nursing tasks are more likely to be care
coordinators than those who perform only ADL or IADL tasks.

Most family caregivers acted as care coordinators, but those who performed medical/
nursing tasks were more than twice as likely to do so as those who performed only
ADL/IADL tasks (57 percent vs. 24 percent). Very few family caregivers (3—4 percent)
reported working with a care manager from an insurance company or government
program or hiring a private geriatric care manager.

The greater the number of medical/nursing tasks family caregivers perform, the
greater the effects on their quality of life.

Family caregivers who performed five or more medical/nursing tasks were most likely to
feel close to the person they are helping. They also believed that they were gaining new
skills and were making an important contribution. Compared with those who performed
one or two tasks, they were also most likely to report the following:

®m  Depression (51 percent vs. 33 percent)

®m Feeling the need to constantly watch out for something to go wrong (51 percent
vs. 21 percent)

m Feeling stressed about talking to many professionals (40 percent vs. 16 percent)

®m Feeling worried about making a mistake (36 percent vs. 12 percent)
7
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These highly involved family caregivers appeared to understand how important they
are to the person who needs such substantial medical/nursing care, but they were stressed
and depressed by their significant health management role.

The greater the number of medical/nursing tasks family caregivers performed,
the more likely they were to report that they were helping the care recipient avoid
nursing home placement.

Three out of four family
caregivers who provided

help with five or more “How has doing these medical/
medical/nursing tasks )

believed they were helping nursing tasks affected your own

their family member avoid . IS

institutionalization. The same quallty of life?

was true of family caregivers

who were caring for people with One caregiver’s answer:

five or more chronic conditions. » e s
Two out of three caregivers who What life?
helped with medical/nursing

tasks for family members with Another family caregiver’s answer:

five or more chronic conditions

reported that this support helped “In the last year and a half
avoid nursing home placement.

Family caregivers who provided I have devel oped
medical/nursing tasks and : :

reported they had training high blood pressure, diabetes,
were more likely to say they and Welght gain so now
were able to help their family ”
member avoid nursing home I have sleep apnea.

placement. These significant
relationships are important on
both the individual and public
policy levels.
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HOME ALONE:
Family Caregivers Providing Complex Chronic Care

INTRODUCTION

In recognition of the crucial role of family caregivers as the foundation of long-term
care, a national panel of experts recently identified family caregiving as one of five key
dimensions in a high-performing system of long-term services and supports.* Many studies
have repeatedly cited family caregivers as the “backbone,” “bulwark,” or “mainstay” of
care of older people and adults with disabilities.

Despite this recognition, the family caregiver’s role in primary, acute, and chronic care
is typically invisible. Family caregivers are the main care coordinators, trying to tie together
the fragmented pieces of their family member’s care with several different clinicians,
hospitals stays, and transitions between settings, as well as dealing with social service
agencies and other community services. Recent efforts to reduce hospital readmissions and
improve transitional care have to varying degrees included family caregivers as critical
partners,’ but the models are still focused mainly on the patient, or at best, the patient/family.

The United Hospital Fund’s Next Step in Care campaign is the only effort specifically
addressing the needs of family caregivers during care transitions. In its Transitions in Care-
Quality Improvement Collaborative (TC-QulC), none of the 37 participating hospitals, home
care agencies, rehabilitation programs, or hospices had a systematic way of identifying
the actual (rather than the assumed) family caregiver. Even in the vast literature on family
caregiving, there is scant attention to the complex medical/nursing tasks that caregivers are
expected to take on to help people with multiple chronic conditions.

Donelan and colleagues® at the Harvard School of Public Health, United Hospital
Fund, and the Visiting Nurse Service of New York explored this issue more than a decade
ago. Family caregivers reported receiving little training in how to manage wound care,
pumps and machines at the bedside, and medications, although survey limitations did not
permit more detailed analysis of their experiences in performing these medical/nursing
tasks. Other studies have looked at these tasks in the context of specific populations. To
our knowledge, only two books have been devoted to this subject: Bringing the Hospital
Home: Ethical and Social Implications of High-Tech Home Care,” which focuses on
pediatric and human immunodeficiency virus (HIV) care, and Family Caregivers on the
Job: Moving Beyond ADLs and IADLs.?

4 8. C. Reinhard, E. Kassner, and A. Houser, “How the Affordable Care Act Can Help Move States Toward a
High-Performing System of Long-Term Services and Supports,” Health Affairs 30, no. 3 (2011): 447-53.

5 Mary Jo Gibson, Kathleen Kelly, and Alan K. Kaplan, “Family Caregiving and Transitional Care: A Critical
Review, www.caregiver.org; C. Levine and L. Feinberg, “Transitions in Care: Are They Patient- and
Family-Centered?” Generations (Winter 2012—13), forthcoming.

¢ K. Donelan, C. A. Hill, C. Hoffman, K. Scoles, P. Hollander Feldman, C. Levine, and D. Gould, “Challenged
to Care: Information Caregivers in a Changing Health System,” Health Affairs (2002): 222-31.

7 John D. Arras, Bringing the Hospital Home. Ethical and Social Implications of High-Tech Home Care
(Baltimore, MD: Johns Hopkins University Press, 1995).

8 Levine, C., S. C. Reinhard, L. Feinberg, S. Albert, and A. Hart, Family Caregivers on the Job: Moving
Beyond ADLs and IADLs (New York, NY: United Hospital Fund of New York, 2004).
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Review of this scant literature on home care nursing and family caregiver tasks found
no standard list of tasks, and often no discussion of the differences between tasks performed
in institutional and home settings or between the performance of the task by a nurse or other
professional and a family member. There seems to be an implicit assumption either that
the formal health care system provides these medical/nursing services, or that they are so
simple that any untrained family member can do them. Neither assumption is true.

Methodology

Survey questions were based on a review of other national family caregiver surveys,
literature on caregiver tasks, review of tasks delegated by registered nurses to unlicensed
direct care workers,’ and the authors’ experiences interviewing family caregivers and
health care professionals. Knowledge Networks (KN), a survey research firm, was
engaged to field the survey. KN maintains a large, nationally representative panel of
survey respondents randomly recruited through probability-based sampling. Households
are provided with access to the Internet and hardware if needed. KN fielded the survey in
December 2011.

The initial screening question was, “In the past 12 months, have you provided
unpaid care to a relative, partner, or friend age 18 years or older to help them take care
of themselves because of a chronic illness or disability?” Family caregivers of people
permanently living in nursing homes were excluded. About 18 percent of the respondents
answered “Yes” to this question, a response rate slightly lower than, but consistent with,
other survey results. A total of 1,677 valid responses made up the full panel.

These respondents were then asked, “Beyond emotional support and companionship,
caregiving may include many different types of specific help. Did you help with:

® Personal care tasks (such as bathing, dressing, grooming, eating, moving from
bed to chair, or going to the toilet);

® Household tasks (such as shopping, managing personal finances, arranging for
outside services, or providing transportation); or

® Medical or nursing tasks (such as managing medications, changing dressing on
wounds, or monitoring equipment like oxygen tanks)?”

The first two types of tasks corresponded respectively to the conventional ADL and
IADL scales. The third category—medical/nursing tasks—included activities that are clearly
in that realm, such as wound care and monitoring of medical equipment. Because of the
complexity of medication management and the number of medications, both prescription
and over-the-counter (OTC) drugs, that individuals with chronic illnesses take, medication
management was included in the medical/nursing category rather than in the IADL category.

For this analysis, survey respondents were divided into two groups: (1) those who
did any medical/nursing task in addition to ADL or IADL tasks, or both, which included
777 people; and (2) those who provided only ADL or IADL tasks, as defined in the survey
question above, which included 900 people.

® S. C. Reinhard, E. Kassner, A. Houser, and R. Mollica, Rising Expectations: A State Scorecard on Long
Term Services and Supports for Older Adults, People with Physical Disabilities, and Family Caregivers
(Washington, DC: AARP Public Policy Institute, 2011.
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For all survey questions with fill-in options, written responses were analyzed and
assigned to the appropriate response categories whenever possible.

All information in this report
comes from family caregiver
responses to survey questions.
No independent verification
of care recipients’ chronic
conditions or other factors was
undertaken.

Who Are the Family
Caregivers?

The general profile of family
caregivers in this study is quite
similar to those described by
other caregiver surveys, such as
those by the National Alliance
for Caregiving and AARP'
and the U.S. Bureau of Labor
Statistics." Using KN’s basic
demographic information on
survey respondents and responses
to additional questions on their
caregiving relationships, this
study carefully examined these
characteristics to see if there
were any differences between the
family caregivers who performed
medical/nursing tasks and those
who assisted only with ADL/
IADLs, which could affect
comparisons between the two
groups.

Table 1 summarizes key
sociodemographic data for the
survey’s 1,677 respondents.

In addition to displaying the
information for the full panel,

it compares the 900 caregivers
who provided only ADL/IADL
tasks with the 777 who provided
medical/nursing tasks (almost

Table 1
Characteristics of Family Caregivers
(percent)
M/N | ADL/
All |Tasks| IADL
N=1677| N=777 |N=900
Gender Male 42 38 45
Female 58 62 55
Age 18-34 15 14 16
35-39 19 19 19
50-64 40 40 40
65-79 23 24 22
80+ 3 3 3
Mean Age 53 54 53
Median Age 56 57 55
Race White 73 71 75
Black 10 12 9
Hispanic 9 9 9
Other 7 8 7
Marital Status Married 67 68 66
Single 33 32 34
Education < High school 9 10 8
High school 30 32 29
Some college 31 29 32
BA or higher 30 29 32
Work Status Working 47 46 49
Not working 17 18 16
Retired 27 27 27
Disabled 9 9 8
Household Income < $25K 23 23 23
25-49 25 26 25
50-74 19 18 20
75-99 13 13 12
100-124 9 7 10
125+ 11 12 10

All- Total Caregivers

M/N Tasks- Those Performing Medical/Nursing Tasks

ADL/IADL- Those Performing Only Activities of Daily Living and/or Instrumental

Activities of Daily Living

Columns may not sum to 100 percent due to rounding.

12 National Alliance for Caregiving and AARP, “Caregiving in the U.S.” (Washington, DC, 2009), retrieved
from http://assets.aarp.org/rgcenter/il/caregiving_09 _fr.pdf.
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always in addition to ADL/IADL tasks). In table 1 and subsequent tables, M/N Tasks
stands for medical/nursing tasks.

Consistent with other family caregiving surveys,'> we found that a modest majority
of family caregivers (55 percent) were females, although a greater proportion of
the caregivers performing medical/nursing tasks were female. There is a broad age
distribution, with one-third younger than age 50, 40 percent age 50—64, and more than a
quarter age 65 and older. A preponderance of the panel was white (73 percent). Two-thirds
were married. Almost half (47 percent) were working, and more than half (61 percent) had
attended or graduated from college. Household income distribution was broad, but not
skewed toward the high end, with just 20 percent over $100,000.

There were no significant differences in any of these sociodemographic characteristics
between the two groups of family caregivers.

Adult children caring for their parents were the largest group of family caregivers
(38 percent) (see table 2). Another 27 percent cared for other relatives. A large number
(20 percent) were spousal or partner caregivers. Spousal caregivers were almost twice as likely
to be doing medical/nursing tasks; 65 percent of spousal caregivers performed medical/nursing
tasks compared with 35 percent who performed only ADL/IADL tasks. The relationship of
intimacy/family ties holds steady, as significantly smaller proportions of caregivers for other
relatives (23 percent) and friends (12 percent) performed medical/nursing tasks.

The length of time that a family caregiver cared for the family member did not appear
to differ by the type of caregiving tasks. Close to a third of all family caregivers had spent
less than a year in their caregiving role, close to a quarter had spent between one and two
years, and an additional quarter had spent more than five years. Survey respondents had
somewhat fewer longer-term caregivers than the 2009 survey by the National Alliance for

Table 2
Relationship to Care Recipient and Duration of Caregiving
(percent)
M/N ADL/
All Tasks | IADL
Relationship with Care Recipient Child 38 37 38
Other relative 27 23 31
Spouse or partner 20 28 13
Friend or neighbor 15 12 18
Length Providing Care <1 year 32 31 34
1-2 years 24 24 23
3-5 years 20 19 20
> 5 years 24 26 22

Columns may not sum to 100 percent due to rounding.

12° A 2009 national survey by the National Alliance for Caregiving and AARP (http://www.caregiving.org/
pdf/research/Caregiving in the US 2009 full report.pdf) found that caregivers are predominantly
female (66 percent), 48 years of age on average, with a third (36 percent) taking care of a parent. Data
from the 2004 National Long-term Care Survey found that spouses and children continue to be the
primary family caregivers and that gender disparities persist (http://assets.aarp.org/rgcenter/ppi/ltc/2010-
09-caregiving.pdf). The National Health and Aging Trends Study, the successor to the National Long-term
Care Survey, will release its first data in spring 2013.
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Caregiving and AARP, which

Table 3
found that 31 percent had Characteristics of Care Recipients
spent five years or more. (percent)
M/N [ADL/
Who Are thf Care All |Tasks | IADL
Recipients: Gender Male 35 41 30
Care recipients in this Female 65| 39 70
survey looked similar to Age 18-34 S| 5 5
those in other surveys." 35-39 716 7
The majority (65 percent) 50-64 200 20 | 19
of the care recipients were 65-79 29| 31 28
female. The mean age was 80+ 401 38 | 4l
71; 88 percent were over Mean Age e 7
age 50, of whom 40 percent S Median Age > 7‘2‘ ;6
were over age 80 (table 3). ame House ;es Zg 4518 72
Almost all (88 percent) had °
- . Health Insurance* |Medicare 58| 59 57
some health insurance. Since .
this was generally an older Medicare Advantage| 13 14 11
adult population, most people f/[seldicai d fz ﬁ ﬁ
had some form of Medicare .
Direct Pay 15 15 15
coverage, and many had :
.. Tricare or
additional supplemental CHAMPVA 6 5 6
coverage. Su.(teen percent of NA ) ) )
family caregivers reported . )
that the care recipient had oig:)unn;ns do not sum to 100 percent because respondents could select multiple

Medicaid coverage, suggesting
that this group was not
predominantly low income. There were no notable differences in these sociodemographic
characteristics between the group that received medical/nursing services and the group
that did not.

Differences between the two groups are probably related to spousal caregiving. Care
recipients receiving medical/nursing services were far more likely to be men (41 percent
of men vs. 30 percent of women). They were also twice as likely to be living with the
family caregiver; half (52 percent) of all medical/nursing recipients lived with their family
caregiver, compared with one in four (26 percent) receiving ADL/IADL assistance only.

What Are Care Recipients’ Health Problems?

As suggested by their frequent use of acute care, care recipients in this survey had
multiple health problems (table 4). Almost all family caregivers (85 percent) reported
that recipients had chronic physical health conditions such as stroke/hypertension,
musculoskeletal conditions (arthritis, osteoporosis), cardiac conditions, and others. Some
family caregivers (10 percent) reported “old age” as a problem.

13 In the National Alliance for Caregiving and AARP survey (http://www.caregiving.org/pdf/research/
Caregiving_in_the US 2009 full report.pdf), the typical care recipient was female (62 percent), and
70 percent of the caregivers cared for someone 50 years of age or older.
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Table 4
Care Recipient Chronic Conditions
(percent)
M/N | ADL/
All |Tasks| IADL
Physical Health Stroke, hypertension 38| 44 33
Musculoskeletal (arthritis, osteoporosis, etc.) 38| 38 37
Cardiac disease (heart attack, angina, congestive heart
failure, etc.) )2 21
Diabetes 22| 25 20
Cancer 14 15 12
Lung disease 12| 16 9
Kidney disease 8 9 6
Movement disorder (Parkinsons, etc.) 4 4 3
Trauma 3 3 3
Neurological disorders (ALS, epilepsy, Epstein Barr, etc.) 2 2 2
Congenital conditions (CP, autism, Downs, etc.) 2 2 2
Traumatic brain injury 2 2 2
Gastro-intestinal problems 2 2 2
Paralysis 2 3 1
Multiple sclerosis 1 2 1
Transplant (kindey, liver, stem cell) 1 1 1
HIV/AIDS <1| <1 <1
Cognitive Memory problems, including dementia or Alzheimer’s 30| 34 27
Behavioral Health Depression 22| 25 19
Mental Illness 4 4 4
Sensory Hearing problems 20 22 18
Vision problems 20 22 18
No Specific Condition,
Just Old Age 10 7 13
Other <1 3 3
Columns do not sum to 100 percent because respondents could select multiple options.
What Conditions Complicate the Performance of Medical/Nursing Tasks?
The survey also explored the incidence of
other copditions that ‘would likely pomplicate Table 5
the provision of services by grouping health Chronic Conditions by Domain
conditions into four domains: physical health (percent)
conditions; cognitive conditions such as M/N | ADL/
dementia, memory problems, and Alzheimer’s; All | Tasks | 1ADL
sensory impairments guch as vision and he.aring Physical Health | 85 20 20
and behavioral conditions such as depression —
and mental illness. There was a notable Soalive 30 | 34 27
incidence of confounding domain conditions Sensory 30 33 27
for both groups; close to a quarter had at least e 23 26 20
one behavioral health condition, and 30 percent — n
.. L. Care recipients can have more than one condition per
had at least one cognitive condition (table 5). domain.

For all four domains,
family caregivers performed medical/nursing

care recipients whose Columns do not sum to 100 percent because respondents

could select multiple options.
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tasks were more likely than recipients with only ADL/IADL assistance to have health

conditions in each domain.

While the presence of
any of these confounding
conditions can complicate
caregiving, the presence of
conditions in more than one
domain can be especially
burdensome for family
caregivers. Table 6 displays
a “piling on” effect where
recipients with physical
health conditions have
co-occurring conditions
across multiple domains.
Recipients of medical/
nursing services are
more likely to present
confounding conditions
in at least one additional

Table 6

Overlap in Chronic Conditions for
Those Who Have Physical Conditions

(percent)

M/N | ADL/

Tasks | IADL

N=702 | N=803
Physical + Cognitive + Behavioral + Sensory 7 4
Physical + two other domains 15 11
Physical + one other domain 33 28
Physical only 45 57

N includes only care recipients with physical health conditions.

Columns may not sum to 100 percent due to rounding.

domain; more than half (55 percent) of medical/nursing recipients with physical health
condition(s) suffer from at least one condition in a confounding domain, compared with
fewer than half (43 percent) of ADL/IADL only recipients .

Care Recipients’ Use of Acute Care Services

Consistent with other
findings about recipients
of long-term services and
supports with serious
chronic conditions, care
recipients in the survey
were heavy users of acute
care services. According
to family caregivers, more
than 30 percent of the
care recipients used an
ambulatory care surgery
setting in the past year;
63 percent went to an
ED at least once in the
past year. More than half
(56 percent) had at least
one overnight hospital
stay (table 7). Care
recipients who received
medical/nursing services
were also more likely to
have had two or more

Table 7

Care Recipients’ Health Service Use

within the Past 12 Months

(percent)
M/N | ADL/
All Tasks | IADL
N=1,677 | N=777 | N=900
Ambulatory Surgery | None 70 66 72
1 19 21 17
2 8 8 8
3+ 3 4 3
ED None 36 31 41
1 25 25 25
2 20 22 19
3+ 17 21 14
No response 1 1 1
Inpatient None 43 39 47
1 25 24 26
2 17 19 14
3+ 15 18 12
No response 1 1 1

Columns may not sum to 100 percent due to rounding.
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overnight hospital stays than those who received only ADL/IADL services (37 percent vs.
26 percent).

Who Coordinates Care?

Most care coordination was performed by family caregivers, care recipients, and/
or their family members (table 8), which means that these family caregivers had an
additional responsibility on top of their other caregiving activities. Considering that care
recipients have a high incidence of multiple chronic conditions and heavy acute care
use, care coordination may be challenging for family caregivers. Family caregivers who
performed medical/nursing tasks were more than twice as likely to be the primary care
coordinator (53 percent) as those who provided only ADL or IADL care (24 percent).
Primary care doctors were less likely to be coordinating care for care recipients who
received medical/nursing assistance than for those who received only ADL or IADL care
(16 percent vs. 29 percent).

Table 8
Care Coordinators
(percent)
M/N | ADL/
All | Tasks | IADL
Caregiver 37 53 24
Care Recipient or Other Family Member of the Caregiver or the Care
Recipient 23 16 29
Primary Care Doctor 23 16 29
Specialist Physician 5 5 5
Care Manager (geriatric, or from private insurance or government 3 3 4
program)
Physician’s Assistant, Nurse, or Assistant in Doctor’s Office 3 3 2
Care Recipient + Caregiver/Other Family Member 1 2 1
Other 2 1 3
No Response 2 2 2

Columns may sum to 100 percent due to rounding.

Who Helps at Home—Professionals and Others

To examine additional support provided at home, family caregivers were asked
whether health care professionals conducted home visits and whether they had other
assistance with their caregiving

activities. Most care recipients Table 9

(69 percent) did not have home visits Care Recipients with Home Visits by Health
by health care professionals (table 9). Care Professionals

For the 31 percent (521) of care (percent)

recipients who did have home visits, M/N | ADL/
roughly seven in ten were visited by All | Tasks | IADL
a nurse (table 10). Medical/nursing Received a Home Visit 31 36 26
care recipients who had home visits by No Home Visits 69 64 73
professionals were more likely to have No Response <1 <1 <1

nurse visits than thOSG I'CCGlVll’lg Only *Columns may not sum to 100 percent due to rounding.
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HCR 078 (notes from 7.28.14 meeting for approval at 8.25.14 meeting)

Medicare information was used by Hawaii Health Information Corporation (Peter
Sybinsky)

55%-Medicare fee for services

45%- Medicare advantage
Does not include Medicare advantage
Hospital compare website
10/1/12-beginning of reduction in compensation for more re-admissions
Dartmouth

o Medicare distribution per enrollee is lowest in Hawalii

Emergency room rates are not included in readmission rates

15t part of mtg

What do we needs in terms of data?

Policies and procedures for discharge planning of hospitals

Policies and procedures for caregiver training

Emergency rooms-readmissions to hospitals occur through ERs
Inventory of community-based programs to assist patient population
Discharge destinations

Home health

OASIS-home health agencies transferred

o West Oahu transition gp-



e Medication reconciliation is important
e Hired pharmacists-Pali Momi
2009-2012-person-centerd hospital discharge model
ADRC
(Malia)
Kauai 43% reduction in readmissions discharged
(Audrey)
e Workshops-use technology and use websites-caregiver training
Cullen Hayashida
Health Information
Pharm to Pharm
Adv. Directive

POLST

e Consistent discharge planning and caregiver training
e Policies and procedures for discharge planning and caregiver training in hospitals
e Medicare advantage programs do not cover care transition
e Discharge disposition
e Readmission from home health/homebase
Initiatives to reduce admissions and readmissions
o Care transitions program (Coleman model) (Norma Circle, Deborah Stone-Walls)
o MCC training (Kristian Stone)

o KCC training (Cullen Hayashida)



o Network of care (Dr. Fridovich)
o Pharm to Pharm (Kristian)
o ADRC-Kauai, Maui
o (Wes Lum) Hawaii person-centered hospital discharge model
o Behavioral health education (Dr. Fridovich)
o Adv. Directives
o POLST
Financial and time commitments of family caregivers
Logistical barriers
Discharge and caregiver training
Review other states that passed legislation
Oklahoma
New Jersey
QIO=Mountain Pacific Health
Medicare Contractor
Dee Dee Nelson
2013-Mike Robinson
Kaiser
Queens
Straub

Pali Momi



HCRO078
Notes from Meeting on 08.25.2014

Meeting opened about 9:00 a.m.

First part of meeting

e |tem Il of Agenda

Jeremy Lakin of the Healthcare Association of Hawaii: Any data requested has costs associated
with it. Private hospitals have concerns with releasing private data and policies for two of the
seven guestions regarding discharge planning.

e Top five readmission areas and codes may be considered proprietary information.

e Trying to ascertain what is the practice and policy in hospitals?

e Questions 4 and 7 submitted to the Healthcare Association of Hawaii

Data regarding hospital readmissions from Mountain Pacific states

e The Joint Commission standards on hospital discharge

Hospital-discharge standards required by the Centers for Medicare & Medicaid Services

e Perhaps information could be obtained from Mountain Pacific Quality Health Hawaii

e Presentations by Audrey Suga-Nakagawa and Deborah Stonewalls-Arensdale

e Castle Medical Center also participated on its own in the Hawaii Care Transition Program
(despite the City and County of Honolulu's not participating in the Program)

e Presentation by Lois Nash of Pali Momi Medical Center regarding the Pharm2Pharm
program

Pharm2Pharm pharmacies (Times, Foodland) at which the pharmacy coaches are located also
receive federal funds to follow up with patients (10 contacts per year) as part of their

responsibilities

However, patients do not need to obtain their prescription medications from Times or Foodland



e Presentation by Cullen Hayashida of Kapiolani Community College
Family Caregiver Training offered by the Kupuna Education Center

Classes are funded by state general-fund moneys; however, not many individuals seem
interested in taking these classes, which is kind of troubling

Multi-step articulated (graduated) training for paid caregivers (e.g., Level I: Elder Pal; Level II:

Personal Care Assistant; Level lll: Home Care Assistant). Obijective is to train lower-cost yet
high-quality workers to provide care for patients.

Second part of meeting

e |tem V of Agenda

Question was presented to the Working Group: Establish working sub-groups? One of the
responses was that five working sub-groups was a "non-starter." Also, HCR78 appears to place
hospitals at odds with patients and their caregivers.

o Request to follow the Healthcare Association of Hawaii's suggestion to have hospital-
discharge administrators appear for a roundtable at the next meeting of the Working Group on

September 22 — Jeremy Lakin agreed to arrange such an appearance.

e Question from a member of the Working Group on the value of anecdotal stories vs. release
of hospital policies regarding hospital discharges

e Announcement that further information and resources would be circulated to the members of
the Working Group

e Statement that hospitals are penalized two percent, which is a large amount, of their
Medicare reimbursements if they experience unacceptably high rates of hospital readmissions

o No other requests for additional information

e Next meeting announced for September 22, 2014.

Meeting adjourned about 10:40 a.m.




HCRO078
Notes from Meeting on 9.22.14

Meeting opened about 9:00 a.m.

Item 11l of Agenda

A. Presentation by Steve Tam, Director of Advocacy AARP

The CARE Act: What It Means for Hawaii

In 2012, Hawaii had oldest population in the nation for people age 85 and older at 39,000. In 2050,
that number is projected to increase three times as many, approximately 117,000 people age 85 and
older.

In Hawaii, 247,000 people serve as caregiver and provide $1.99 billion worth of services.

The job of the caregiver is unlike any other job in that it is 24/7, there is no vacation time, must maintain
another job in addition, and must provide assistance with medical procedures with no prior training.

It is estimated that these jobs are equivalent to those with pay of $25 an hour, yet most are family
members and work without pay.

As population ages, situation will be more critical as more Hawaii residents will be admitted and
discharged from hospitals, and many family members will be tasked with caregiving.

In 2012, 23 percent of Hawaii home health clients were hospitalized, according to AARP. (Request
number of discharges by Hawaii hospitals).

AARP’s Home Alone Report: Family caregivers perform complicated medical/nursing tasks and
medication management; training is limited; most care recipients do not receive home visits by health
professionals; performing medical/nursing tasks may prevent nursing home placement; caregiver
quality of life affected.

Training of family caregivers is a cost effective solution to improving care at home.

Nationwide, one of every eight Medicare beneficiaries who leave the hospital is readmitted in 30
days. (Request Hawaii readmission numbers).

Medicare reports spending $17.8 billion a year on patients whose return trips to the hospital could have
been avoided. Under Affordable Care Act (ACA), hospitals are penalized with a cut to their Medicare
payments if these avoidable readmissions continue to occur.

Average Medicare hospital 30-day readmission rates for heart failure, heart attack, and pneumonia
(July 2009-June 2012) is 19.22 percent; national average is 19.89 percent.



Purpose of C.A.R.E. Act is to ensure that hospitals include the caregiver in discharge planning and
provide necessary training (designation, notification, consultation, and training).

No Hawaii statute relating to requirement for caregiver designation, notification, or training.

AARP recommends stronger requirements for caregiver involvement that are not purely at discretion
of hospitals.

AARP emphasizes that it is an issue of consistency. They recognize that some hospitals are thorough
in their discharge plans, it's just that some are not. AARP wants consistency across the board, and the
only thing they can currently fall back on are the admission numbers. AARP wants to see where the
inconsistency lies and reduce the number of readmissions for all.

AARP said Oklahoma model for family caregiving is not adequate.

Discussion on Hospital Discharge Planning Project. The study said family caregivers are not
adequately informed; hospitals try to engage caregivers, but this engagement is not consistently being
done.

Item IV of Agenda

Discussion of Admission and Readmission Diagnoses and Hospital Discharge Policies

A. Cynthia Gaddy, Judy Suzuki; Straub Clinic & Hospital

Cynthia Gaddy:

Discharging a patient starts at admission. All preferences and information about a patient is written on
their admissions forms within 24 hours of admission.

Patient education and care plans reviewed every 24 hours.

8.67 percent readmissions across board.

Staff performs teach-back method with medications. Other hospitals use this method also. Staff
teaches patient about medications and patient requested to demonstrate back to staff. This method helps
to involve the patient and the family. Senator Chun Oakland asked about performing additional teach-
back involving caregivers.

At the end of 2014, Straub will have a case manager dedicated to each floor.

Straub also provides wound ostomy nurses, burn coordinators, cardiac care and 24/7 diabetes
specialists.

Judy Suzuki:

Discharge plan is determined based upon who the designated caregiver is.



When patient is readmitted we identify the cause and then categorize it. The highest percentages for
re-admittance were due to 1. Separate DRG's (separate ailment/unconnected) and 2. Disease
progression.

Ifreadmission is unwarranted, Utilization Management Committee is notified and an educational letter
is sent to patient's physician.

Senator Chun Oakland inquires if there is communication across all hospitals.

Tells personal story of mother passing out and having to take her to another hospital in Wahiawa. By
chance Sen. Chun-Oakland personally knew the doctor, who inquired about her mother's medication.
If she had not known the doctor, they probably wouldn't have inquired about her mother's medical
history because medical information does not seem to be shared hospital to hospital.

In relation to this, Cynthia Gaddy notes that there is a “care everywhere” tab for electronic transfer of
patient information.

"Care everywhere" tab uses a program called "Epic". Hospitals partaking in this program include
Queens, Kaiser and four HPH Hospitals.

B. Donna Sheather; The Queen's Medical Center

Discharge planning starts at admission, sometimes discharge planning starts before admission. Identify
high-risk patients. Identify caregivers, family members; provide and exchange contact numbers.

Staff tries to engage family members on caregiving. Many family caregivers are busy working so staff
adjusts schedule to accommodate instruction for caregivers.

Upon discharge, transitional case management program initiated 2-3 days after. Contact family
caregivers within two days with key instructions, such as follow-up appointments.

C. June Drumeller, Cheryl Tanaka; Kuakini Medical Center

75 percent are Medicare patients; 10 percent readmission rates across board; readmissions usually are
due to chronic illness, or unrelated.

Transition of care meetings. Meeting with physicians, patient, families, case manager, and other
essential parties. Helps coordinate with care planning. Special emphasis is placed on patients

readmitted within 30 and 90 days.

Staff engages with families as best as they can with caregiving instructions and support, however some
families have difficulty engaging back with staff.

Usual readmission is due to 1. Chronic illness and 2. Unrelated illness.
D. Karen Schmaltz, Lara Westfall; Castle Medical Center

Castle Medical Center's case management department is comprised of RN's and social workers.



Overall assessment performed upon admittance. Look at home situation, identify caregiver(s), needs
care and learning; any barriers to discharge.

Partnered with hospitalists and meet formally once a day to discuss current patients.

Once patient is discharged, they leave the hands of the hospitalist and are put back in care of primary
physician.

Careboards/whiteboards. Important information displayed for patients and family, such as hospitalists,
important phone numbers, and discharge plan information; updated regularly.

Utilize teach-back method.

Care transition coordinators. Identifies patients with highest risk for readmission. Transition coaches
work with patients and provide important information and reminders, such as follow-up visits. Care
transition coaches also assist with medications, make sure patients attend appointments, and identify
barriers at home.

Coalition, Windward Partners. Hospital partners with health care agencies on Windward side; staff
meets once every two months with health care agencies; candid talks about transitional care problems;

identify needs and initiates follow through on solutions. Very successful.

Pharm2Pharm. Program through UH Hilo pharmacy students allows pharmacists to help high-risk
patients with medications; this in-house pharmacist follows up with patients.

HMSA’s transitional care program. HMSA patients followed by care transition coaches, who assist
patients in obtaining proper care after discharge.

Five-minute pharmacy. Assists patients in blister pack organizing, refilling, and delivery of
medications. Free service.

E. Joanne Bates, Maui Memorial Medical Center
Less than 12 percent readmission rate. Readmission is usually due to COPD, diabetes, or CHF.

Care is "unit based"; case manager at every unit staffed with physical, speech and occupational
therapists, smoking cessation specialists, and dietician.

Care transitions program with Maui County Office on Aging. Program helps with Medicare patients;
works with case managers; credited with drop in readmissions.

Hospitalists come in every week to discuss high risk patients with nurses and physicians.
Pharm2Pharm program is utilized.
Social workers and Salvation Army are utilized to do follow ups with homeless patients.

Drop-in patient readmission in less than 30 and 60 days recorded from April 2013-April 2014 was 17
percent.



HMSA Transitional care coaches are in progress and will be in effect starting the 29™ of October for
high risk, chronic, and simple discharge patients.

Transitional care coaches are coming from Health Ways, in conjunction with HMSA.

Challenges with Health Insurance Portability and Accountability Act law; sometimes patients
request to not share information with caregivers, and this non-sharing of information becomes an
obstacle.

Other discussions

Tracking of Physicians Orders for Life Sustaining Treatment (POLST).

SWANK: Distributor of healthcare curriculums and courses.

Item V of Agenda

A. Network of Care and Behavioral Health Education — Dr. Fridovich, DOH (making arrangements
for designee to present material for next meeting)

Possible Future Agenda

Comparison chart for discharge policies. This may include a chart with each hospital's discharge
checklist or personal checklist that is used by discharge planners.

Time for Kaiser to make similar presentation on discharge planning.
Possible HMSA transitional care presentation.
Next meeting announced for October 27, 2014.

Meeting adjourned about 11:20 a.m.



HCRO78
Notes from Meeting on 10.27.2014

Meeting opened about 9:00 a.m.

First part of meeting

e Review of meeting notes from the meeting on September 22, 2014. After discussion,
meeting notes were approved.

Second part of meeting

e Presentation by Dr. John Berthiaume on HMSA's Care Transition Program

In 2010 HMSA developed the Advanced Hospital Care Program; 20% of the points in this
program were assigned to discharge planning and readmission reduction.

In year one HMSA paid the hospitals for a process to appoint a person in their hospital
system to be a champion for discharge planning, asked that they develop multi
disciplinary teams and provide HMSA with the minutes of those teams, that they
develop a data capture methodology to understand not only their discharge planning
challenges, but also their readmission rates and types of patients that were being
readmitted.

HMSA asked them to write a written protocol and a program to make outbound calls to
those most at high risk for readmission and then to develop a process to make sure all
of the physicians involved for the care of an in-patient got a discharge summary in a
timely way.

From 2011 onward, hospitals were paid per reduction in potentially preventable
readmissions. This “potentially preventable readmissions” is a subset of all
readmissions.

A company called 3M puts software together that picks up those readmissions that are
planned, so any staged surgical procedures or readmissions that are entirely unrelated
to the index submission. HMSA uses a top ten service line and in this scoring
methodology pays hospitals for absolute performance relative to their peers as well as
improvement year after year.



In order of admissions at risk for readmission, obstetrics and neonates were at the top
of the list, but it goes down to all basic sub-specialties with psychiatry being in the tenth
place.

This actual to expected ratio is a way that 3M severity adjusts these by the disease
burdened and comorbidities of the patients and so it gives the hospitals their rate in
comparison to a rate that would be expected for a group of patients.

640 re-admissions avoided per year with a savings of over 8.2 million.

Earlier this year HMSA asked their vendor partner, Health Ways to put together a care
management program which has 4 components; complex case management, short term
case management, readmission reduction program, and late stage disease
management.

Importantly in the readmission reduction program a nurse is embedded into the
program to help physicians for the patients that meet their algorithm and criteria for
being at risk for readmission.

Daily admission info is transmitted from the hospitals to HMSA and therefor Health
Ways, who puts patients through an algorithm that in rank order lists their risk for
readmission.

The nurse in hospital looks at this list and conducts an assessment of the patient which
can include functional status, social support, health literacy, any cognitive deficits, their
medical knowledge and adherence to medication and treatment recommendation, and
depression screening.

Interventions may consist of medication reconciliation, they collaborate with the case
managers and discharge planners of the hospital and make sure the PCP is aware of the
health care transition plan and they try to educate the member for triggers, use of
medication etc. They also will connect the patient with community resources if
appropriate.

If appropriate the in house nurse will hand off responsibility to a community based case
manager and they do a follow up either telephonically or in home visit. Each PCP is
updated. This is an important part of the overall strategy and HMSA has an outpatient
medical center home program, which explicitly tries to get individual HMSA members
cared for by specific PCP.

Approaching 80% of HMSA members are linked to a primary care physician.

The nurses in the community that take the handoffs from hospital nurses are fully
staffed.



7 out of 13 hospitals participate in the program.

Questions/Comments:

HMSA was asked whether in the process of its identifying at-risk patients, there was a
breakdown by age cohort. HMSA responded that a breakdown by age cohort was
available with certain information. HMSA was asked if such information was available,
and HMSA replied that it would try to obtain the information. Sen. Chun Oakland asked
the Family Caregivers Working Group (Working Group) if it had any other information to
request of HMSA. Sen. Chun Oakland announced that the co-chairs of the Working
Group would brainstorm a few concise questions to ask HMSA. Rep. Takayama inquired
if HMSA's Care Transition Program was a pilot program; HMSA seemed to indicate that it
was not.

According to HMSA, Hawaii has a relatively low rate of utilization of health services.

Rep. Takayama asked HMSA if there might be reasons for a hospital not to participate in
the Care Transition Program and if there might be any reluctance by a hospital to
participate. HMSA replied that there did not appear to be any reluctance by a hospital
to participate.

¢ Presentation by Denicia on Admission and readmission diagnosis and hospital
discharge policies at Kaiser Permanente

Kaiser currently has two discharge policies that are in place, guided by condition of
participation and TJC in requirements to assure that Kaiser patients are transitioned to
the right setting upon discharge.

Kaiser staff work with their patients and most importantly with families to assure that
the discharge is timely. When the patient may not be able to go home, making sure it’s
the appropriate venue that they get to.

Discharge planning is very important—it begins either prior or at day one of admission.
The physician is expected to determine the length of stay and he/she works with a
multidisciplinary team to identify that, and they are updated as a team throughout the
stay.

Program implemented last year at Kaiser, called IQM—Integrated Quality Management.
Originally, Inpatient Quality Management. Integration is an important word change



because it is a fact you need to have the integrated system in place to assure that family
members are getting the right care.

The focus of IQM program is to make sure Kaiser remains integrated, and the transition

continuum is met from the time patients see their PCP in the clinic till the time they may
be in the hospital, and then the time they are discharged. It should be a continuum that

is connected.

With IQM they have assigned one case manager to one hospitalist and they partner with
the primary care team in the clinic. The education of the interdisciplinary team is also
important. Everyday the physician leads a discussion with case manager, bedside nurse,
social worker, physical therapist, pharmacy, financial counselors, and anyone else who
would be pertinent to assuming the care of the patient.

Primary Care Clinics—all 19 Kaiser primary care clinics are PCMH Certified, to assure
that the levels of these patients and their interactions of their needs are being obtained.

Kaiser is advocating and moving forward with the integration of POLST. APRN’s can now
participate in that and it is very important for every member to have a POLST identifier,
making sure Kaiser meets their needs and doesn’t assume their needs.

Education and Training—Ohana care is important in identifying whom the caregiver and
their network is.

Kaiser makes sure caregivers leave with electronic discharge instructions. They are
required to receive a 24-hour phone call follow up by a PCP. If the patient does not go
home, a team of nurse practitioners, physicians, and case managers in the community at
the facilities Kaiser partners with will make sure that the team from Kaiser is working in
the facility with the family members to identify their true outcome goals.

Kaiser has internalized home health services.

Kaiser does not have an internalized hospice program, but they do partner with other
community agencies.

For Inpatient Program at Kaiser they have the first Kaiser Certified Care Program, which
was certified this March 2014. It’s important because it identifies that Kaiser is having
the discussions with the nurses and the patients to identify what their needs are upon
discharge, not just making it based on assumptions.

Questions/Comments:

-Which islands does Kaiser operate?



Oahu is where our main hospital is. We also have facilities on Maui and the Big Island.
We have 19 peripheral clinics

¢ Presentation by Dr. Westphall on Department of Health, Behavioral Health Network
of Care Report and Human Health Education

Behavioral Health Network of Care Project, web-based project developed through
Mental Health Transformation State Incentive Federal Grant started in 2009.

Veterans Administration boosted use by encouraging its use by veterans of mental
health needs.

Primarily set up to engage consumers/family members in the community as a resource
for mental health issues information and for individual consumers to help them in
organizing their care.

It has a very extensive directory of services organized by county.

Most of the usage is outside of Oahu.

In addition to information on mental health, there are actual insurance applications and
info on insurance.

There’s the ability to contact legislature through this website.

Each consumer can develop their own personal health records and develop a wellness
recovery action plan, almost like an electronic medical record, which is only accessible
to the individual.

Very active involvement by veterans in Hawaii counties.

Length of visit by viewers on the website suggests they are really using the website
making significant interactions.

The main use of the website is to find services, with information being secondary.
Health Education—accessible several different ways. Adult residential care, for adults

with health and mental health needs, group housing info, info by program type, and
person specific info.



Questions/Comments:
Who's promoting the usage of the website?

Lots of outreach services promote the network of care for services in their area.
Community mental health centers are also promoting usage of the website.

Medical Health Transformation Grant—Veteran’s website is a separate site. They
promoted it because for mental health patients, they can put all their records, discharge
papers, personal health info etc. on and know that they will never be lost, and it is free.
It is an underutilized website. Completely paid for by the grant.

How are the veteran’s services incorporated?

Part of a national network put together by Trilogy, so it is nationally updated daily.
Locally, it is the Office of Veterans services and Ron Hahn, who is responsible for
updating the website on a local level.

Security?

It is a secure system that can only be accessed with your email. However, there are
pieces of it that you can specifically give guest preference to and delegate a specific
length of time that this info will be available to the addressee.

Trilogy was paid by the federal government to develop the website and to duplicate it
across the United States.

Sen. Chun Oakland requested the Department of Health to look into integrating various
health information, files, and records into a single comprehensive system, so that
information is not siloed. Sen. Chun Oakland asked AARP what they thought of having
information in a single location, and AARP responded that there was value in such a
system.

Third part of meeting

e Sen. Chun Oakland proposed December 1, 2014, as a meeting date of the Working
Group.



e The Healthcare Association of Hawaii requested Dr. Peter Sybinsky of the Hawaii
Health Information Corporation to return before the Working Group and discuss data
regarding hospital admission and readmission rates. In addition, the Healthcare
Association of Hawaii requested that AARP explain the 2014 State Scorecard on Long-
Term Services and Supports for Older Adults and its significance to the Working Group.
AARP responded that it would ask its national office regarding such a presentation.

e The Hawaii Health Information Corporation stated that it would make a presentation
at the next meeting of the Working Group.

e A member of the Working Group felt that the group had no consensus on
recommendations to the Legislature; another member disagreed with that statement.

® Rep. Takayama pointed out to the Working Group that recommendations to the
Legislature do not necessarily include proposed legislation. For example, the Working
Group could recommend that it be given more time to study the issue or could request
that it be provided with additional information.

® A suggestion was made for members of the Working Group to email Sen. Chun
Oakland and Rep. Takayama by November 7, 2014, with any recommendations that
they had. Sen. Chun Oakland and Rep. Takayama would then aggregate the
recommendations for the Working Group to consider at the next meeting. The
members of the Working Group were reminded that their recommendations could be
legislative or non-legislative (e.g., administrative, private-sector) in nature.

e The Healthcare Association of Hawaii asked if the Working Group's recommendations
to the Legislature would be done by consensus. Sen. Chun Oakland expressed her hope
that such recommendations would be reached by consensus.

e The Healthcare Association of Hawaii is working on a chart for the Working Group
that compares and contrasts hospital-discharge policies and hospitals' responses to the
seven questions regarding discharge planning.

o Next meeting announced for Wednesday, November 12, 2014, from 3:30 p.m. to 5:00

p.m., with the room yet to be determined.

Meeting adjourned about 11:20 a.m.




HCRO078
Notes from Meeting on 11.12.2014

Meeting opened about 3:30 p.m.

First part of meeting

e Review of meeting notes from the meeting on October 27, 2014, After discussion, meeting
notes were approved.

Second part of meeting

e Presentation by Dr. Peter Sybinsky of the Hawaii Health Information Corporation

Please see PowerPoint attachment for more details.

Medicare rates are the only state-level hospital ratings of readmission rates currently available.
They are based on "all-cause" readmissions and are calculated using Medicare claims.
Medicare Advantage participants are not included in this data--only Medicare fee-for-service
participants. (Kaiser Permanente is largely a Medicare Advantage program.)

The federal government's "average score" requirement is impossible to meet, because
"average" is a measure of centrality; therefore, there will always be many hospitals with lower-
than-average scores, which are then penalized.

e Discussion

Ms. Laura Westphal of Castle Medical Center pointed out that in the area of hospital
readmissions, there is only a stick (penalty), no carrot (bonus or reward), from the federal

government.

With respect to hospital-readmission rates, "outpatients” (or "observational patients") are
hospitalized for two nights or fewer, and "inpatients" are hospitalized for three nights or more.

Mr. Stuart Ho of AARP asked if the number of cases of individuals aged 65 and over who are
non-Medicare patients could be identified. Dr. Sybinsky replied that he would try to obtain the
information.

Ms. Barbara Service of Kokua Council commented that 12 percent of Medicare participants in
Hawaii are under 65 years old.



Mr. Cullen Hayashida of Kapiolani Community College asked if the upshot of Dr. Sybinsky's
presentation is that Hawaii is performing pretty well in terms of hospital-readmission rates.

Dr. Sybinsky remarked that there is a difference between all-cause data versus "potentially
preventable readmissions", which is a more refined measure.

Mr. Hayashida noted that greater numbers of older adults now tend to live alone; as a resuilt,
they suffer from more falls. Although the empirical data suggests a downward trend, anecdotal
evidence suggests otherwise, so there seems to be a contradiction.

Dr. Sybinsky remarked that the two sets of data provided in his presentation do not necessarily
correlate precisely with the objective of the Family Caregivers Working Group and may be only
partially related. Everyone needs to agree on questions in order to arrive at relevant, detailed
data and information that is useful for the Working Group.

Sen. Suzanne Chun Oakland suggested forming a small working committee to develop
questions to arrive at data for the Working Group. Should there be four or six members?

Mr. George Green of the Healthcare Association of Hawaii inquired about the objective of the
Working Group.

Sen. Chun Oakland replied that she would like to focus on the population discharged to home
settings with care provided by informed caregivers.

Mr. Green commented that any data set ought to be able to be benchmarked against national
data so that data is not being looked at in a vacuum.

Sen. Chun Oakland responded that Hawaii might be in the vanguard in this area so that there
might not necessarily be national-data benchmarks.

Ms. Phyllis Dendle of Kaiser Permanente Hawaii asked if there might be data that exists that
could end the discussion, or would the Working Group move ahead regardless of the data?

Sen. Chun Oakland replied that she would still like to improve the quality of care for Hawaii's
people, even if it appears that Hawaii is doing well.

Ms. Dendle asked that if data is not driving decision-making, should the Working Group keep
trying to obtain data?

Rep. Gregg Takayama noted that it would not hurt to obtain data to see how Hawaii can
improve.



Ms. Westphal pointed out that hospital readmissions can be caused by a number of factors, not
just poor training of caregivers.

Sen. Chun Oakland mentioned that approximately 20 percent of Hawaii patients are covered by
Medicaid, and some receive dual coverage under both Medicare and Medicaid. She wondered

what the percentage of those who are covered by Medicare was.

Dr. Sybinsky noted that of patients who are covered by Medicare, 55 percent are covered by
Medicare Fee-for-Service, and 45 percent are covered by Medicare Advantage.

Dr. Tim Roe of the Rehabilitation Hospital of the Pacific commented that hospital readmissions
are multi-factorial, including age (especially patients aged 70 and over and aged 80 and over);
co-morbidities; socioeconomic status (e.g., below the federal poverty line); and use of tobacco,
alcohol, and drugs. The training and education of caregivers is important, but other factors
need to be considered, as well.

Third part of meeting

e Presentation by Mr. Wes Lum of the Executive Office on Aging

Identity-change theory (e.g., an adult child who becomes a caregiver for an elderly parent; a
spouse who becomes a caregiver for the other spouse) affects the level of stress that family

caregivers may experience.

The TCARE (Tailored Caregiver Assessment and Referral®) model can tailor the type of care
that is appropriate for a particular patient. There are over 90 categories of services that could
help reduce the stress and burden encountered by family caregivers.

One goal might be simply to increase the number of resources available to family caregivers.

Mr. Lum distributed a list of Community Resources Available for Caregiver Training.

A member of the Working Group asked which resources are state-funded or receive subsidies
from the State?

Mr. Lum responded that Kapiolani Community College's training program is state-subsidized,
however, program participants must also pay a fee.

AARP commented that their training is funded completely by their own organization, without
state funding.



Ms. Paula Yoshioka of The Queen's Health System inquired if there was a "gap analysis"
between the over-90 categories of services in the TCARE model and what was provided on the
Community Resources Available for Caregiver Training distributed by Mr. Lum.

A representative of AARP asked if Mr. Lum could indicate which classes on the Community
Resources Available for Caregiver Training are available immediately to assist family

caregivers.

Mr. Lum replied that the Community Resources Available for Caregiver Training does not really
address timeliness of training.

A representative of AARP observed that the issue of timeliness of training is one of the greatest
complaints that AARP receives from family caregivers.

Ms. Audrey Suga-Nakagawa mentioned that the timeliness of information for family caregivers
on the first day the patient is discharged from the hospital is important.

Ms. Dendle remarked that the issue of hospital-readmission rates involves both primary care
physicians and hospitals and that the responsibility cannot lie completely with hospitals.

A member of the Working Group commented that the hand-off of patients from the hospitalist to
the primary care physician is very important.

Sen. Chun Oakland remarked that there seems to have been a change in the model of care.
Before, a patient's primary care physician would see them in the hospital. Now, though, only a
hospitalist sees a patient.

A member of the Working Group noted that many Medicare patients who are discharged from
the hospital do not have a primary care physician (e.g., primary care physicians are busy).

e Next meeting announced for Tuesday, December 2, 2014, from 9:00 a.m. to 11:00 a.m. in
Conference Room 325.

e Discussion

Rep. Takayama mentioned that the Healthcare Association of Hawaii that HAH had mentioned
the issue of liability in its email of suggestions to the Working Group and asked if HAH wished to
further discuss liability as an issue. Attorney Gary Slovin was mentioned as a possible
presenter on the issue of liability at the next meeting of the Working Group.

AARP suggested that they would like to bring in legal counsel to present on the issue of liability,
as well.



Ms. Dendle noted that hospitals are systems. A better system can be built, and there is always
room for improvement. However, the care that a patient receives after being discharged cannot
lie solely with hospitals.

Ms. Deborah Deborah Stone-Walls remarked that it would be good if there were greater
opportunities for family-caregiver support, training, etc.

In the City and County of Honolulu, the Area Agency of Aging ("AAA") is the Elderly Affairs
Division.

Sen. Chun Oakland asked if hospitals can contract with Aging and Disability Resource Centers
(ADRCs) to fund transition coaches and the care-transition process. Ms. Stone-Walls
responded that that might be the swiftest process.

AARP reiterated the importance of handing off a patient to a trained caregiver upon discharge
from a hospital.

Mr. Green remarked that statutorily requiring a lay caregiver to provide a clinical level of care
exposes hospitals to a greater risk of legal liability.

Meeting adjourned about 5:30 p.m.



HCR78, HD1, SD1: Caregiver Taskforce Working Group

Wednesday, November 12, 2014, Meeting Attendees:

Audrey Suga-Nakagawa, AARP

Stuart Ho, AARP

Phyllis Dendle, Kaiser Permanente

Laura Westphal, Castle Medical Center
Michael Robinson, HPH

Emilie Smith, Castle Home Care

Danny Cup Choy, Ohana Health Plan

Paula Yoshioka, Queens

Tina Donkervoet, Queens

Malia Espinda, Queens

George Greene, HAH

Keith Ridley, DOH

Deborah Stone-Walls. Maui County Office on Aging
Jeanette Koijane, Kokua Mau

Keith Ridiey, DOH

Gerry Silva, AARP

Barbara Kim Stanton, AARP

Cullen Hayashida, KCC

Wes Lum, EOA

Barbara J. Service, Kokua Council

Mark Oto, HMSA

Nick Hughey, Maui Memorial Medical Center
Tim Roe, Rehabilitation Hospital of the Pacific
Joel Nakamura, Elderly Affairs Division
Rebecca, Drake, Elderly Affairs Division
Mihoko Ito, Ashford & Wriston

Senator Suzanne Chun Oakland
Representative Gregg Takayama

Tyrell Ma’ae, Senator Chun Oakland’s office
Steven Lum, HMSO

Karen Kawamoto, Representative Takayama’s office



HCRO078
Notes from Meeting on 12.02.2014

Meeting opened about 9:05 a.m.

First part of meeting

e Review of meeting notes from the meeting on November 11, 2014. After discussion, meeting
notes were approved.

Second part of meeting

e Discussion on written report to the 2015 Legislature

Rep. Gregg Takayama announced that the next meeting of the Family Caregivers Working
Group will be held on December 11, 2014, at which time a draft report, prepared with the
assistance of Keith Ridley of the Department of Health, will be circulated.

Sen. Suzanne Chun Oakland introduced and discussed the additional written materials (e.qg.,

community-resource books) that were distributed to attendees prior to today's meeting of the
Working Group.

Third part of meeting

e Presentation by Ms. Deborah Stone-Walls on Aging and Disability Resource Centers
(ADRCs)

Members of Maui County Office of Aging recently returned from Centers for Medicare &
Medicaid Services (CMS) training in Baltimore, Maryland. There used to be 102 cohorts in the
United States to plan for Medicare discharge planning; now, only 79 remain. Among cohorts
participating in the CMS program, Maui County ranked first in the nation for hospital-
readmission-reduction rates, with a rate of 17.4 percent. The second-ranked cohort was a large
hospital in New York, with a hospital-readmission-reduction rate of 13.9 percent.

It seems that all participants in the Working Group want better connectedness between
hospitals and at-home caregivers.



ADRCs make contact with patients when they are still hospitalized and then follow up and
support them after they return home. This is one aspect in which ADRCs can elevate their
performance.

Ms. Stone-Walls discussed the Discharge Preparation Checklist, which contains 10 questions
that can be used to assist patients when they leave the hospital.

A significant issue that needs to be addressed is how non-medically trained persons can be
trained to perform more medical tasks.

There needs to be a closer connection between ADRCs and hospitals.

Ms. Stone-Walls mentioned that everything that ADRCs do is Health Insurance Portability and
Accountability Act-compliant.

If an ADRC notices that an individual has multiple hospital readmissions, they can work with the
family to try to reduce such readmissions.

Ms. Stone-Walls emphasized the importance of empowering patients to manage their own care.

One area that could be further improved is to have ADRC nurses (who are registered nurses) to
train family caregivers with wound cleaning, tube cleaning, and other more-technical tasks.
Thus, if a registered nurse is unavailable to perform these tasks, a family caregiver will be able
to do them.

Ms. Elaine Slavinsky is a "trainer of trainers" and works as a contracted coach. It cost
approximately $5,000 to train Ms. Slavinsky, but the initial investment has paid off, because she
can now train others in Hawaii. Ms. Slavinsky not only trains coaches but also continues to
monitor the coaches that she has trained.

It is important for coaches to seek an "empowerment stance" rather than an "instructive stance."
Coaches cannot tell patients what to do. Coaches must work together with patients to empower
them to manage their own care and make the right choices.

Sen. Chun Oakland asked what percentage of patients do not have primary care physicians.

A member of the Working Group noted that many indigent patients do not have primary care
physicians. ADRCs try hard to find primary care physicians for patients who do not have them.
About December 2013, HMSA reached out to the Maui County Office on Aging to try to have
them be serve as HMSA's Community-based Care Transitions Program (CCTP) on Maui.

A member of the Working Group commented that approximately 55 percent of Medicare
participants are Medicare Fee-for-service patients and that this population seems most
appropriately served by ADRCs. The other 45 percent of Medicare participants are Medicare



Advantage patients, who receive care through other CCTP protocols. In Hawaii, approximately
225,000 Medicare participants are Medicare Fee-for-service patients, of whom approximately
36,000 to 37,000 are state retirees and 10,000 to 15,000 are federal retirees. Approximately
105,000 Medicare participants in Hawaii are Medicare Advantage patients, and approximately
28,000 individuals are dual-eligible (i.e., they are covered under both Medicare and Medicaid).

Sen. Chun Oakland remarked that there is a need to look at data to try to compare the
effectiveness of CCTPs.

Mr. Stuart Ho remarked that there appeared to be no commonality among the data collected by
different entities, thereby making it difficult to draw comparisons. Sen. Chun Oakland
commented that there appeared to be positive, downward trends in the data collected. Ms.
Audrey Suga-Nakagawa mentioned that the commonality seems to be empowerment and
training.

Congestive heart failure, chronic obstructive pulmonary disease, and diabetes are the most
commonly encountered health problems among CMS cohorts nationwide.

Ms. Suga-Nakagawa inquired which person completes the Discharge Preparation Checklist--the
patient or the caregiver? Ms. Stone-Walls replied that either the patient or the caregiver can
complete the Discharge Preparation Checklist.

Ms. Stone-Walls mentioned that about 70 percent of family caregivers are willing to work with
ADRCs.

Ms. Stone-Walls mentioned that CMS only reimburses Maui ADRCs for Medicare Fee-for-
service patients.

Sen. Chun Oakland pointed out that all counties, except Oahu, have a physical ADRC. Sen.
Chun Oakland would like to provide full funding for an ADRC on Oahu and feels that a fully-
funded ADRC on Oahu could potentially work with every hospital on the island.

Ms. Stone-Walls stated that Ms. Slavinsky is in the hospital every weekday doing rounds.
Hospitals have also given her access to patients' electronic medical records. Like the other
coaches, Ms. Slavinsky is also a certified community case manager. In addition, Ms. Stone-
Walls mentioned that it is recommended that coaches work only with about 30 to 40 patients per
month. "Lead coaches" assess hospital patients for their needs and then coordinate with the
other community coaches. All coaches are independent contractors (e.g., they provide their
own vehicles and laptop computers). Procurement complies with Chapter 103F, Hawaii
Revised Statutes.

Medicare Advantage programs are incentivized to reduce hospital readmissions and to reduce
gaps in care.



Sen. Chun Oakland remarked that if Hawaii is already doing well, then there should be an
acceleration of these good practices and sharing of knowledge so that more patients can be
helped sooner rather than later. It is very important that patients have appointments with
primary care physicians.

Mr. Ho commented that if all the entities with hospital-discharge models could meet together
and have a discussion, perhaps they could develop an ideal model.

Ms. Phyllis Dendle responded that it would be appropriate for members of the health care
industry to meet together to discuss their hospital-discharge models.

Fourth part of meeting

e Presentation by Mr. Gary Slovin, representing the Health Healthcare Association of Hawalii
Mr. Slovin briefly described his professional background, including his work in tort law.

Mr. Slovin discussed his work with and experiences regarding S.B. No. 2264 (2014) (Relating to
Caregiving). According to Mr. Slovin, in his discussions with Senate Judiciary staff and Attorney
General David Louie, all agreed that there would be no effective way to provide immunity and
protection for hospitals under the provisions of the bill.

Mr. Slovin described Hawaii as among the top two or three (if not the top) states in the nation
that are most plaintiff-friendly.

Mr. Slovin raised the example of a recent case in which the Hawaii Supreme Court found a
second surgeon legally liable for not informing a patient of the risk of surgery--even though the
second surgeon had not performed the surgery and had had no further contact with the patient.

According to Mr. Slovin, the Hawaii Supreme Court tends to want to find a remedy for an injured
patient. Ninety percent of cases in Hawaii are settled out of court, placing tremendous pressure
on defendants to reach settlements. One of the main reasons is because courts in Hawaii do
not have the capacity to keep trying cases. Defense counsel often advise their clients to settle
and not to take cases to trial. When an individual suffers a bad result, Hawaii courts will try to
find a remedy. For instance, in a potential situation in which a patient is discharged from the
hospital and suffers injury afterwards, the patient will likely be perceived as innocent and the
family caregiver as sympathetic. In that case, the only party left is the institution (e.g., the
hospital), which has the resources to pay a settlement. This is a matter of policy, and many in
Hawaii tend to support this view. The general philosophy is that an injured plaintiff needs
resources to have his or her situation remedied, and institutions have deep pockets. When a
plaintiff is significantly injured, defendants do not want to run the risk of not settling.



Mr. Slovin continued by stating that the tort system in the United States is not based on
statutory law but on common law. The right of an individual to sue and be compensated for
injury has been viewed as a constitutional right. Although a statute may provide that there is no
private right of action, common law still allows a plaintiff to sue. A plaintiff's attorney will find a
way to circumvent the statute and find a way to sue.

Mr. Ho remarked that he felt that there seemed to be two separate worlds--the legal world and
the world of family caregiving. Mr. Ho commented that S.B. No. 2264 (2014) did not contain a
private right of action. It is understandable that hospitals must assess the risk of liability.
According to Mr. Ho, a law similar to S.B. No. 2264 passed unanimously in the New Jersey
Legislature and was signed into law by Governor Chris Christie in November 2014. Mr. Ho
stated that if New Jersey, the most litigious state in the nation, can arrive at a compromise
measure, then Hawalii can, as well. Mr. Ho said that he felt that it was ironic that many health-
care providers try to address the matter of hospital-readmission reduction through methods that
go beyond what AARP proposed (e.g., AARP's proposal goes only as far as hospital discharge,
while HMSA and Kaiser Permanente have post-discharge contact with the patient).

Via conference call, Mr. Glen W. Fewkes, Esq., who is based in Washington, D.C., and works
for AARP, expressed the following:

» It has been helpful to hear the concerns of the Healthcare Association of Hawaii
regarding liability and it is still our hope that legislators, hospitals, AARP Hawaii and
others can work to strengthen the liability protections.

» The progress made by the hospitals and others in New Jersey is encouraging and we
owe it to the quarter million family caregivers in Hawaii to try to do the same.

» The CARE Act, as it was introduced in Hawaii earlier this year, is not incredibly detailed,
but we understand that it allows for rules to be promulgated to fill in some of those
details. One approach might be to do more to clearly state the standard of care in the
bill itself, so that the hospitals can be more comfortable with what exactly is being asked
of them. We would look to the hospitals for input on what would be appropriate here.

> To the extent that negligence actions can already be brought against hospitals relating to
discharges, we don't believe that the CARE Act changes the liability landscape in a
meaningful way.

» | know that AARP Hawaii is very passionate about this issue and | look forward to
hearing more from them about progress in this area.

Ms. Dendle remarked that in her view, there were not two separate worlds. In practical terms,
doctors need malpractice insurance. Sometimes, health providers make mistakes. To minimize
mistakes, there are steps that health providers can take. When hiring employees, health
providers can look at professional licenses, accreditation, qualifications, etc. After employees
are hired, health providers can try to provide good systems for their employees. Ms. Dendle
expressed concerns that hospitals cannot select the individuals who will serve as family
caregivers for patients. Hospitals' inability to select family caregivers is all right, because
patients usually prefer someone whom they know and with whom they feel comfortable.



However, if the family caregiver is not brought into the "health care system," they will continue to
remain outside the system.

Mr. Cullen Hayashida commented that he felt confused by some of what had been stated
earlier. To him, it sounded like if standards were set, exposure to liability is increased.
However, standards are very much needed. Health care organizations are presently and will be
relying in the future more and more on family caregivers. They cannot depend so heavily on
professionals anymore, because there are simply not enough of them.

Rep. Takayama asked to what extent is there liability for ADRCs, coaches, or even Kapiolani
Community College's training program?

Mr. Slovin responded that everyone involved in the line of providing treatment or services can

be sued. However, a lawsuit is not likely unless the plaintiff can recover funds (i.e., the
judgment-proof are not likely to be sued).

Meeting adjourned about 10:55 a.m.




HCR78, HD1, SD1: Caregiver Taskforce Working Group

Tuesday, December 2, 2014, Meeting Attendees:

Sharlene Chun-Lum, Papa Ola Lokahi

Audrey Suga-Nakagawa, AARP

Stuart Ho, AARP

Bruce Bottorff, AARP

Glen Fewkes, AARP (via conference call)

Phyllis Dendle, Kaiser Permanente

Michael Robinson, Hawaii Pacific Health

Emilie Smith, Castle Home Care

Francine Wai, Disability and Communication Access Board
Paula Yoshioka, The Queen's Health Systems

Dave Heywood, Hawaii Association of Health Plans
Keith Ridley, Department of Health

Norma Circle, Maui County Office on Aging

Deborah Stone-Walls, Maui County Office on Aging
Jeannette Koijane, Kokua Mau

Danny Cup Choy, Ohana Health Plan

Cullen Hayashida, Kapiolani Community College/Kupuna Education Center
Alisa Racelo, Ohana Pacific Management Company
Bob Ogawa, HLTLA

Rebecca Drake, Elderly Affairs Division

Gary Slovin, Healthcare Association of Hawaii and Ashford & Wriston
Tiffany Yajima, Ashford & Wriston

Ashley Studerus, Alzheimer's Association

Bonnie Castonguay, Hookele Health Navigators

Peter Sybinsky, Hawaii Health Information Corporation
Joanne Bates, Maui Memorial Medical Center

Beth Hoban, Prime Care Services Hawaii

Freddie Woodard, Hawaii Health Systems Corporation
Senator Suzanne Chun Oakland

Representative Gregg Takayama

Tyrell Ma*ae, Senator Chun Oakland’s office

Steven Lum, HMSO

Karen Kawamoto, Representative Takayama's office



HCRO078
Notes from Meeting on 12.11.2014

Meeting opened about 1:05 p.m.

First part of meeting

e Review of meeting notes from the meeting on December 2, 2014. After discussion, meeting
notes were approved.

Second part of meeting

e Mr. Keith Ridley of the Department of Health briefly introduced the draft report, prepared by
DOH, of the Family Caregivers Working Group to the Legislature.

Mr. Ridley discussed the "Findings" section, which began on page 4 of the draft report.

According to Mr. Ridley, the "Findings" were based on his own notes as well as the meeting
notes adopted by the Working Group.

Third part of meeting

e The members of the Working Group reviewed and discussed each "Finding" of the draft
report. If necessary, changes or adjustments were made to each "Finding." (Please see the
revised draft report--emailed on December 16, 2014--for the changes or adjustments made.)

e The members of the Working Group reviewed and discussed the "Conclusion" and
"Recommendation” sections of the draft report.

o AARP stated its disagreement with page 8 of the draft report.

e |t was suggested that items #2 and #4 under the "Recommendation” section be expanded to
include at-risk populations.

Fourth part of meeting




e Mr. Cullen Hayashida stated that he spoke on behalf of Mr. Wes Lum regarding the
establishment of basic minimum standards--that there might be a need to establish a committee
with hospital and community representation to look at basic minimum standards.

e Sen. Suzanne Chun Oakland commented that a discussion was needed concerning hospital
standards, what actually happens, and issues of enforcement.

e The Healthcare Association of Hawaii remarked that each hospital has its own way of
complying with requirements regarding discharge policies and that one size cannot fit all,
because different hospitals serve different communities.

e Announcement that the next meeting of the Working Group would be held on January 12,

2015, at 12:00 noon.

Meeting adjourned about 2:20 p.m.




HCR78, HD1, SD1: Caregiver Taskforce Working Group

Thursday, December 11, 2014, Meeting Attendees:

Audrey Suga-Nakagawa, AARP

Stuart Ho, AARP

Barbara Kim Stanton, AARP

T.J. Davies, AARP, HARA, Kokua Council

Bruce Bottorff, AARP

Gerry Silva, AARP

Violet Medeiros, AARP

Frank Medeiros, AARP

Midori Kiso, AARP

Yuriko Vaughn, AARP

Elienne Yoshida, AARP

Dennis Bunda, AARP

Aletia Point Du Jour, AARP

Kathy Jaycox, AARP

Sophie Tang, AARP

Naomi Kimoto, AARP

Masato Inaba, AARP

Jackie Boland, AARP

Phyllis Dendle, Kaiser Permanente

Michael Robinson, Hawaii Pacific Health

June Drumeller, Kuakini Medical Center

Virginia Walker, Kuakini Medical Center

Laura Westphal, Castle Medical Center

Emilie Smith, Castle Home Care

George Greene, Healthcare Association of Hawaii
Barbara J. Service, Kokua Council

Debbie Jackson, Disability and Communication Access Board
Paula Yoshioka, The Queen's Health Systems
Keith Ridley, Department of Health

Norma Circle, Maui County Office on Aging
Deborah Stone-Walls, Maui County Office on Aging
Jeannette Koijane, Kokua Mau

Cullen Hayashida, Kapiolani Community College/Kupuna Education Center
Bob Ogawa

Rebecca Drake, Elderly Affairs Division

Mihoko Ito, Ashford & Wriston

Tiffany Yajima, Ashford & Wriston

Beth Hoban, Prime Care Services Hawaii



Timothy J. Roe, M.D., Rehabilitation Hospital of the Pacific

Ken Zeri, Hospice Hawaii

Scott McFarland, Hawaii Health Systems Corporation - Kauai

Nick Hughey, Maui Memorial Medical Center

Joel Nakamura, Elderly Affairs Division, City and County of Honolulu
Rose Nakamura, Project Vision

Senator Suzanne Chun Oakland

Representative Gregg Takayama

Tyrell Ma‘ae, Senator Chun Oakland’s office

Steven Lum, HMSO
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