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. BACKGROUND AND INTRODUCTION The U.S. has seen an “increased demand by individuals and families for active participation
in medical decision-making” that has likely produced corresponding changes in expectations about end-of-life care, says the APA. This
has been caused in part, by “the fact that the baby boom generation is increasingly dealing with end-of-life care for their parents and the
prospect of their own mortality.” Other factors, including increased longevity and the fact that “the dying process and death have moved

from taking place at home to medical settings” have impacted how end-of-life issues are presently addressed and handled by those
[FN1]

confronting or experiencing a terminal illness.
As might be expected, these issues continue to top the list of ethical dilemmas faced by hospitals. (FN2] Moreover, a Dartmouth Atlas
of Health Care study pointed out tendencies toward overtreatment (based on assumptions that “more” care equals “better” care) and
variations in treatment as well as a frequent disregard for patient wishes. The study suggested that hospital systems could impact
ways in which treatment methods at the end of life are approached by “moving the nation toward more organized, integrated care.”

(FN3] 1y addition, many hospice care providers are confronting the moral pressures of serving patients who are outliving standard
actuarial schedules: for example, The New York Times reported that those afflicted with either dementia or Alzheimer's disease “now
form a majority of hospice consumers, and their average stays are far longer.” Because these longer stays often exceed Medicare
reimbursement limits, hospice providers can potentially be hit with federally imposed assessments as a result of being unable, ethically,

to discontinue care to those having “outlived their profit potential.” (PN4 On the other hand, a New England Journal of Medicine
study concluded that a large number of Americans who could have been receiving hospice care were not, due mainly to the fact

that “many aspects of hospice care are misunderstood by both physicians and patients” (FNST oten resulting in delayed referrals and
underutilization of services.

A study [FNS] conducted by the Harvard Medical School and funded by the National Cancer Institute found that hospice and end-of life

issues are not discussed by physicians or other health care providers with approximately 50 percent of patients deemed terminally ill.

(PN Haiden Huskamp, lead study author and a Harvard Medical School associate professor, cited several possible reasons for the
delay, including patients' unrealistic expectations about life expectancy, the choice to believe in a better outcome, and lack of physician

training in handling “some delicate conversations.” A study conducted by the Archives of Internal Medicine showed that doctors

often choose to stop all further contact with patients once end-of-life care has begun. (FN8] The year-long study, led by a University of

Washington researcher and focusing on 31 physicians, 55 of their chronically ill patients, 36 family caregivers and 25 nurses, found that
feelings of abandonment existed among caretakers and patients alike once hospice programs were initiated and doctor contact had
ended. Another study carried out by the Dana-Farber Cancer Institute in Boston showed that advanced-cancer patients who did not
talk with their doctors about end-of-life care had health care expenses in the last week of life that were 36 percent higher than those of

patients who did have discussions concerning such care. (FNST e study pointed out that “higher costs were typically the result of more
intensive, life-prolonging care, yet patients who received such intensive care usually didn't live longer.”

Only about 35 percent of people have actually had discussions with their loved ones about end-of-life care, according to a report
coauthored by a University of Massachusetts Medical School professor. A survey found that a majority of those contacted—62 percent
—hadn't spoken about their end-of-life care plans with either their healthcare agent or proxy, or their medical provider and just 10
percent had spoken to both, the report stated. Also, 71 percent of respondents said that it was harder to plan for end-of-life care than to
distribute their assets after death. However, once end-of-life conversations happened with doctors, 78 percent of respondents said they
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were “not at all” difficult; two thirds of respondents said having the same conversation with someone other than a healthcare provider
wasn't difficult. FN0!

In a recent study, researchers have found that making sure residents' care preferences are consistently recorded and updated in
medical records is crucial to providing quality end-of-life care, in a recent study. The report states that advanced care planning is an
important step for patients and families to take, especially at a time when nearly a quarter of hospitalized older adults are not able to
make their own end-of-life decisions. The study was conducted by a team of researchers at the Indiana University Center for Aging
Research and the Indiana University School of Nursing, and published online in the Journal of Pain and Symptom Management.

Inconsistencies in the way care preferences are documented and carried out by nursing homes and hospitals may mean a patient's'
preferences are not honored. The team's report set out to measure care consistency with documented care practices and how
healthcare providers can improve that consistency. The researchers recommend five best practices for providers to ensure consistency
with their residents care preferences: 1) documenting each resident's specific treatment preferences, such as “do not place feeding
tube” instead of “comfort care,” in the medical record; 2) making sure treatment preferences are recorded in a consistent format and
location in each medical record; 3) reviewing and updating preferences regularly as residents' clinical conditions change; 4) creating
data collection strategies to document decisions to withhold medical interventions; and 5) implementing a consistent measurement

approach, such as a required percentage for agreement with care preferences, that can be used to compare with other providers. (FN11]

Because end-of-life issues, including those pertaining to hospice care and advanced care directives, are intrinsically related to the
issues surrounding long-term care—especially as they apply to the elderly as well as maturing baby boomers—developing trends and
pending legislation will continue to be monitored by HPTS. For additional information on long-term, see Health Policy Tracking Service,
Long-Term Care, a service of Thomson Reuters Accelus.

According to the report, the medical advances of the past century have shifted the leading cause of death from infectious disease to
chronic disease, resulting in longer life spans. Accordingly, it is expected that most people today will die at an advanced age following a
period of chronic illness. Furthermore, the nation's oldest baby boomers turned 65 during 2001, causing the elderly to make up an even
larger portion of the U.S. population. Thus, quality of life and quality of dying are increasingly important societal concerns.

Il. HOSPICE AND THE EVOLVING NATURE OF END-OF-LIFE CARE A report published in January 2019 by LeadingAge 12
discusses the development of hospice services over the past half century, current issues of quality assurance and financing, and
recommendations for policy changes to make these services more accessible to people at the end of life. The publication describes the
genesis of hospice services in the nonprofit sector and the growth of the sector following Medicare's expansion to cover hospice in the
1980s.

The analysis notes that hospice's prevalence has skyrocketed in recent years, with the number of providers nearly doubling since
2000, at about 4,200 in 2016. While the use of hospice services has grown, overall utilization remains low. About 28% of Medicare
beneficiaries who used the benefit enrolled for fewer than seven days before death. And, there is wide variation from state to state:
about 18% of Medicare beneficiaries used hospice in Alaska at the low end, compared to 59% in Arizona.

Between 2000 and 2016, the hospice patient population changed drastically. By 2016, hospice was serving more individuals residing
in nursing homes and assisted living, in addition to its traditional home-based population, according to the report. In 2016, about half
of all Medicare hospice beneficiaries died at home, while one-third died in a nursing home. Terminal conditions treated by the benefits
have changed too. While the service was almost exclusively limited to cancer in the past, patients with dementia and heart disease are
increasingly using it, too.

Produced in conjunction with LeadingAge Ohio and the National Partnership for Hospice Innovation, the report offers several
suggestions to bolster use of hospice services:

« Ensuring that value-based insurance design under Medicare Advantage gives Medicare beneficiaries access to nonprofit, community-
integrated hospice providers;

« Full information for Medicare beneficiaries and their families on care options when they are faced with advanced illness;
« Increased flexibility for care team composition in rural areas where healthcare workforce shortages are acute; and
« Expansion of telehealth options in hospice.

A 2007 Government Accountability Office (GAO) report examined end-of-life services offered in four states: Arizona, Florida, Oregon,

and Wisconsin. ™% 1t cited four key components as integral elements of the states' end-of-life care protocols: care management,
support services, communication, and advanced care planning. The first component, care management, was often addressed in the
states by use of a case manager or group of health care professionals who coordinated continuity of care and delivery of appropriate
services. The second element, support services, involved providing much-needed assistance with transportation, meal delivery, and
pain and symptom management. Facilitating communication between individuals and family members throughout the care process was
an additional component. Communication between caregivers was found to be enhanced through the use of electronic records. Finally,
advanced care planning was considered an integral factor because it allowed the care recipient to make informed decisions about
advance directives and other end-of-life issues. Challenges in the states' delivery of care were also examined by the study. Issues
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such as difficulties in traveling to rural areas, a lack of community-based programs and staff shortages were identified as obstacles to
providing quality end-of-life care.

Researchers at Boston's Massachusetts General Hospital have determined that videos depicting the effects of dementia at life's final
stages could help seniors with choosing options for end-of-life care, McKnight's Long-Term Care News and Assisted Living reported.

(FNL4] study of 200 healthy seniors split into two groups showed that those who viewed a video presentation portraying advanced
dementia were more likely to choose the option of comfort/palliative care rather than “care to prolong life at all costs” or “limited care to
maintain physical function.” In the study, 86 percent of seniors participating in the video group chose the comfort/palliative care option.

As reported by USA Today, hospital ethics panels often serve as intermediaries between family members and healthcare personnel

when end-of-life decisions must be faced in various hospital settings.” (FN1S] Often serving on a volunteer basis, ethicists are said to help
when patients and their families must “make the choices of a lifetime.” As noted by USA Today, only 25 percent of the U.S. population
has written, advance care directives determining treatment protocol at life's end. Others, it says, must make last-minute choices or let
choices be made for them. And, says USA Today, “the sticking points are almost never cost or insurance,” even in the middle of the
current health reform debate and rumors of so-called “death panels.” In some hospitals, such as the Rochester, Minn. Mayo Clinic, one
physician becomes the contact person for the ethics team through whom the patient, family, and staff must communicate. This, said the
clinic, helps eliminate “the blizzard of messages from a constantly shifting medical staff [that] left some families locked in indecision.”

A study undertaken by University of Michigan researchers has shown that a group of colostomy patients who were told they had

“no hope for getting better reported greater levels of happiness since they had gotten on with their lives.” (FN8] \iembers of another
control group who were told their colostomies would be reversed “believed their condition to be temporary [and] had a more difficult
time adjusting to their new situation.” As documented by McKnight's Long-Term Care News & Assisted Living, physicians need to be
“mindful of the dichotomy” of providing hope versus presenting an illness in more realistic terms. Otherwise, said Peter A. Ubel, M.D.,
who led the research, hope may be built up to the point that patients “put off living their lives.”

Improving and exercising proper and effective end-of-life care is beginning to be addressed at various levels. For example, a Web site
created by doctors affiliated with the American Academy of Hospice and Palliative Medicine (AAHPM) and specializing in palliative care

seeks to raise awareness of the roles of hospice care as well as palliative medicine in the management of terminal iliness. (FN17] The
Web site, PalliativeDoctors.org, provides an overview of end-of-life options and a clear definition of what palliative care is and what it is
not. As documented by The Medical News, Gail Austin Cooney, MD., a palliative doctor and president of AAHPM, feels that myths and
untruths about the practices of palliative and hospice care need to be dispelled. “There is enormous misunderstanding about palliative
medicine,” said Dr. Cooney, “and tremendous fear associated with it.”

University of Pittsburgh researchers, who looked at admission records dating between 2001 and 2005 of more than one million patients
65 and older in Pennsylvania hospitals, found that high-intensity end-of-life care was shown to prolong life through “greater use of
life-sustaining measures such as ICU admission, intubation or mechanical ventilation, kidney dialysis and feeding tubes,” NewsRX

reports. [FN18] According to the study, led by Amber E. Barnato, associate professor of medicine, patients receiving high-intensity care
had a “7 percent risk of dying compared to 9 percent at low-intensity hospitals” 30 days post admission. Further, the study revealed
that for patients receiving high-intensity care for six months following admission, “the risk of dying increased to 18 percent compared
to 19.5 percent respectively.” NewsRX notes that researchers chose not to address “questions about the cost effectiveness of greater
end-of-life treatment intensity or the quality of life experienced by the patients who lived longer because they went to a more intensive
hospital.”

While Americans generally agree that discussing end-of-life care with their loved ones is important, a recent study conducted by Bestow

[FN191 |5 0ked into the amount of interest shown by the various states. Wisconsin, New York, New Hampshire, South Dakota, and Ohio
were found to be the five states that are most concerned about end-of-life issues. In contrast, Nevada, California, Wyoming, Utah, and
Alaska are the five states that are least concerned.

A. CMS Rule Outlines Patient Rights; Requires Quality-of-Care Tracking Patient rights concerning end-of-life treatment and hospice
care are detailed in a Medicare Conditions of Participation (CoP) rule published by the Centers for Medicare & Medicaid Services

(CMS) in 2008. [FN20] 1o revamped final rule—the first “overhaul” since 1983 of regulations governing the hospice industry—sets forth
that patients who choose hospice or palliative care over curative treatment are entitled to such things as participation in their treatment
plans; the right to effective pain management; the right to refuse treatment; and the right to select their own physicians. In addition to
the new patient rights section, the final regulation also includes: a requirement that patient needs be initially assessed within 48 hours
of electing the hospice benefit; a requirement that each hospice patient receive a full drug profile that examines issues ranging from
the effectiveness of current drug therapies to potential drug interactions to drug side effects; a provision allowing a hospice to contract
with another Medicare-certified hospice for nursing, medical social services and counseling services under extraordinary or other non-
routine circumstances; and removal of a provision requiring an inpatient facility only providing respite care to have an RN on duty 24
hours per day. The new rule also requires that hospice care facilities implement a program for quality assessment as well as a system

for improvement. (FN21 The CMS final rule, published in the June 5, 2008, Federal Register, [FN22] \yas effective Dec. 2, 2008.
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B. End-of-Life Counseling by Physicians The New York Times reported in 2009 that possible misconceptions had arisen over a
provision in the House version of a new health reform bill (2009 FD H.B. 3200 (NS)) seeking to allow Medicare coverage of the advising

of patients on life-sustaining treatment and end-of-life options by physicians. [FN23] Rep. G.K. Butterfield (D-N.C.), documented the
Times, feels seniors are now worried that they may lose their Medicare benefits altogether or that “they will have to discuss plans for
end-of-life care every five years.” In addition, conservative groups such as the Family Research Council have voiced concerns that
the bill's end-of-life provision would place limitations on this type of care. House Republican leader, Rep. John Boehner (R-Ohio) was
guoted by the Times as saying that inclusion of the provision in health reform legislation “may start us down a treacherous path toward
government-encouraged euthanasia.”

The White House announced on January 5 that it would remove references to voluntary end-of-life counseling in rules for Medicare's
new annual checkup. The decision is unlikely to have much impact on patients and doctors already discussing options for care in

the last stages of life; voluntary end-of-life planning is already covered as part of the “Welcome to Medicare” doctor visit, available to
seniors within the first year of joining the program. The original House version of the overhaul legislation sought to expand coverage,
however, allowing for discussions every few years. The plan was dropped after Sarah Palin and other Republicans referred to it

as “death panels” deciding the fate of vulnerable seniors, charges that were later defused by non-partisan fact checking groups.
Administration spokesman Robert Gibbs said the administration still supports end-of-life planning, but is pulling the language because
there wasn't enough chance for all sides to comment on the change.

Although federal rules require that hospital patients are informed of their right to articulate their wishes about being kept alive
mechanically if there's no hope for a cure, many doctors and public health advocates think government should take a more direct role in
encouraging people to plan ahead. Opponents counter that such decisions are highly personal, and government should stay out. They
worry that explicitly including end-of-life counseling in Medicare rules could send an indirect message that people facing serious illness

should be nudged toward hospice care, giving up on seeking a cure. (FN24]

End-of-life Discussions Improve Care Outcomes in Last Month of Life While only a fraction of nursing home patients undertake end-
of-life discussions, those patients were less likely to die in the hospital and more likely to appoint a surrogate to coordinate their care,

according to a study published in Age and Ageing. (FN25] 1y study of 674 residents in 78 nursing home facilities in France, researchers
found that only about one fifth of the residents discussed end-of-life issues with their physicians. No end-of-life discussions whatsoever
were held with a third of patients or their families. Patients who discussed three or more of six end-of-life topics with their physicians
and caregivers in their last months of life stood less chance of dying in a hospital and had increased likelihood of appointing a surrogate
or representative and a higher likelihood of withdrawing potentially futile life-prolonging treatments, the study found. The six end-of-

life topics included talks about the course and prognosis of a resident's disease, the approaching end of life, the possibility of stopping
treatments, options for palliative care, psychological issues, and spiritual or existential problems.

End-of-life Planning Does Not Make Cancer Patients Hopeless or Anxious For a small group of advanced cancer patients, using an
online tool—called “Making Your Wishes Known: Planning Your Medical Future,” (MYWK)—for learning about end-of-life medical

decisions and developing an advance directive document, did not lead to psychological distress, according to a new study. [FN26] « g
thing we noticed is that many patients with advanced cancer had not had these conversations,” said lead author Dr. Michael J. Green of
the humanities and medicine departments at Penn State College of Medicine in Hershey, Pennsylvania. He and his team set out to see
if it was true that working through end of life planning took away cancer patients' hope or raised their anxiety levels.

MYWK includes education modules on common medical conditions that can result in decisional incapacity, as well as medical
treatments often introduced in life or death situations. Patients can choose a spokesperson, prioritize values and goals, match
treatment options with priorities, and generate a printable advance directive document articulating their wishes.

For the study, the researchers divided 200 advanced-stage cancer patients with anticipated life expectancy of two years or less into two
groups. One engaged in advanced care planning with the online tool, while the other used only a state-approved advance directive form
and American Hospital Association educational materials. Those who used the MYWK online tool spent an average of 70 minutes in
their advance care planning, compared to 26 minutes in the comparison group. Neither group had a decrease in hope or an increase

in hopelessness after their advance care planning sessions, according to results in the Journal of Pain and Symptom Management.
Anxiety levels decreased slightly for the MYWK group and stayed the same for the comparison group. Knowledge of advance care
planning and feelings of self-determination increased slightly for both groups.

Doctors who initiate these conversations can do a lot to decrease patient stress and anxiety, but many physicians are hesitant and are
also pressed for time, he said. The MYWK decision aid was modeled on what a conversation with your doctor should look like, he said.

C. End-of-Life Care Differs Depending on Hospital A report released by the Dartmouth Atlas of Health Care found that the care
provided to patients at the end of their lives differs significantly based on the hospital. The lead author of the study, Dr. David Goodman,
stated, “Unfortunately the care that patients get is much more about where they happen to be treated rather than care that follows their
preferences.” Whereas some doctors prefer aggressive treatments, many other prefer hospice. The study suggests that more patients
would choose hospice. However, this report and previous ones have been criticized. Some say that the care provided was intended to

prolong life and that imminent death was not obvious. (FN27]
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In 2011, researchers at Dartmouth College released a report showing that at the end of life, people with chronic diseases get more
aggressive medical care in the New York area than any place else in the country. The study, which looked at federal data from 2007
(the most recent available), found that 46 percent of chronically ill patients in the Manhattan hospital region were being treated at
hospitals—as opposed to at home, in hospices, or nursing homes—when they died. That rate was the highest in the country. Nationally,
28 percent of chronic patients were being treated at hospitals when they died. Dr. Elliott S. Fisher, a co-author of the study, said that
some of the disparity might be driven by financial incentives for keeping patients in New York-area hospitals while neglecting the true

wishes of the patients. Colleague Dr. David C. Goodman pointed out that Medicare generally paid better for hospital-based care,

. . . .. . . . FN2:
including procedures and specialists, than for palliative care or community-based medical services. [FN28]

D. Racial and Cultural Effects on End-of-Life Care Preferences A study presented to the American Academy of Hospice and Palliative
Medicine and the Hospice and Palliative Nurses Association in Orlando, Fla. pointed to stark differences in attitudes toward end-of-

life and hospice care between blacks and whites. (FN29) Thg study cited three major reasons for the disparity: 1) blacks prefer curative
measures rather than palliative care at the end of life; 2) hospice care may be less available and perceived to be less affordable to this
segment of the population; and 3) spiritual issues involving the acceptance of suffering as a part of life play a role in such decisions.
Moreover, the study showed that blacks maintain a mistrust of the U.S. health care system in general; historically, service providers
have been looked upon as unwelcoming and unaffordable. The 2006 data collected by the study revealed that of all hospice patients in
the U.S., only eight percent were black. However, blacks—shown to have a higher incidence of cancer and heart disease have the very
end-of-life illnesses most often served by hospice care. The study suggested that making hospice care more available and acceptable
to blacks may require approaches that combine cure-based care with pain-easing and comfort-providing alternatives.

In 2008, a two-day program addressing blacks' resistance to end-of-life care—the first of its kind in the Southwest—was hosted in

Dallas by hospitals, hospices and other care providers. (FN3O] Titled “A Progressive Palliative Care Educational Curriculum for the Care
of African-Americans at Life's End,” the symposium sought to discuss cultural and spiritual issues, improve communication, and dispel
some of the lingering distrust of the health care system.

Results of a study published in the January 2009 Journal of the American Geriatrics Society indicated that individuals who were

black or of Asian descent enrolled less frequently in a hospice program than whites or Hispanics. (FN31] Findings showed that blacks'
enrollment in hospice was nine percent lower than whites' while that of Asians was 24 percent lower. Citing similar studies, Reuters
Health reported that blacks were found to be “less open to hospice care” and preferred more “aggressive treatments” when confronting
terminal iliness. Reuters also said that “[l]ittle is known about Asian-American patients' views.”

According to research in 2010, white patients are more likely than black patients to have their end-of-life care preferences followed.
According to the research, both black and white patients stated similar rates of end-of-life discussions. The research reflected a
preference among black patients to have life-prolonging care at the end of life, but those preferences were not followed. For example,
some black patients who had a Do Not Resuscitate order were still given life-prolonging treatment. One researcher summarized the
findings by stating, “Although the reasons for our findings are not fully understood, white patients appear to have undefined advantages

when it comes to receiving end-of-life care that reflects their values.” (FNS2]

Blacks and Latinos are far less likely than whites to plan for end-of-life medical care, a Rutgers sociologist has found. Deborah Carr, a
professor in the Department of Sociology, conducted a study of chronically ill older adults in New Jersey and found that only 59 percent
of blacks and one-third of Latinos have discussed how much medical intervention they would want near death, compared to 85 percent
of whites. Among whites, two-thirds have a living will, compared to just 25 percent of blacks and Hispanics. Carr studied 300 subjects
aged 55 and older seeking care at two large medical centers in urban New Jersey. She published her findings in Omega: the Journal
of Death and Dying. Carr said that both religious beliefs and cultural attitudes toward receiving support from family members accounted
for the gap between white subjects and minorities. Older blacks are more likely to believe that God controls the time and circumstance
of someone's death and that it's inappropriate to interfere. For Latinos, the starkest contrast involved entrusting one particular family
member with durable power of attorney. Only four percent of Latinos chose a relative to voice decisions for the incapacitated patient.
“The likely explanation is that if you grew up in a culture that's close-knit, you make decisions as a family unit, you're not going to
choose one person,” she said. In both black and Latino families, she said, there is evidence that people are more likely to view caring
for ill or aging members as the norm, whereas white subjects had a greater fear of “burdening” family with their illness. Additionally,
according to Carr and other researchers, blacks' distrust of the U.S. health care system has been widely documented, and perpetuated
by actual and perceived experiences of discriminatory or poor quality care. “If you don't trust doctors, you need to put down on

paper what treatments you want or don't want at the end of life,” said Carr. She noted that health care reform could play a role. One
proposed benefit of the Affordable Care Act is to cover a doctor-patient consultation session regarding end of life issues for all Medicare

beneficiaries. M3

Ethnicity Complicates Discussions of End-of-Life Care The Washington Post reports on a new study finding that “difficulty discussing
end-of-life medical treatments is complicated further when there are ethnic differences that can create subtle barriers between the

doctor and patient.” (FN34] survey of more than 1,000 medical professionals by researchers at Stanford University's Medical School
found that virtually all of them encountered difficulties holding end-of-life discussions with their patients. The difficulty was magnified
by cultural and ethnic differences that hindered discussion about end-of-life treatment, with 86 percent rating them as “challenging.”
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Asian physicians reported the most struggles (91.3%), followed by African American (85.3%), Caucasian (83.5%), and Latino doctors
(79.3%), according to the study.

Miscommunication or a lack of communication arises for a variety of reasons. Sometimes it's because the physician isn't familiar

with the religious or spiritual beliefs embraced by some families and hasn't been trained to understand them. In some cultures, for
example, people believe that talking about death is an ill omen that speeds its likelihood, the study says. Other times, the barriers exist
simply because of language differences, even when medical translators were brought in. That's because medical jargon is not always
easily translated. Neither are common phrases such as “heroic measures.” The medical translators can also contribute to the distance
between a provider and patient, making it harder to talk frankly about death.

Other hindrances to communication came about because of greater distrust of medical professionals among some ethnic groups
because of the legacy of the Tuskegee experiments and less “health literacy,” or familiarity with health care procedures.

E. Dementia Patients' Receipt of Hospice Care An analysis of nursing home records in 2010 found that many dementia patients

are seeking hospice care. The analysis also found that approximately 40% of nursing home residents also suffer from some level

of dementia. The study's authors fear that “Medicare policymakers will see this as a reason to cut costs. . . . Initiatives focusing on
reducing long hospice stays could disproportionately and adversely affect the timing of hospice referral for persons with dementia. It
is critical that the creation of any new policy explicitly consider the challenges inherent in the time of hospice referral for nursing home

residents dying with dementia.” 7%

According to researchers, many people who suffer from advanced dementia are not receiving hospice care because they cannot meet
the admission criteria. Researchers claim that the admission criteria are flawed because the guidelines suggest that practitioners
should wait until the resident has an estimated six months left to live. It is extremely difficult to make this determination in certain
dementia cases. The researchers suggest that “instead of using life expectancy as the requirement for admission, hospice care for
dementia patients should be offered based on the patient's and family's desire for comfort care.” In an attempt to improve the chances
of dementia patients getting palliative care, the researchers developed a new method of determining how long a patient has left to live.
The Advanced Dementia Prognostic Tool (ADEPT) looks at “body mass index, ability to perform tasks of daily living like self-feeding,

bowel incontinence, shortness of breath and oral food intake” among other things. The study was published in the November 3, 2010

issue of the Journal of the American Medical Association. FN®!

A new study finds that most people with dementia don't die in nursing homes after all, but are more likely to spend their final days

at home. 1,500 elderly adults with dementia were studied by investigators from the Indiana University School of Medicine and the
Regenstrief Institute as they transitioned through various care settings. Researchers found that while 74% of the dementia patients
were placed in nursing homes after a hospitalization, they did not stay there. In fact, only 19% died in facilities, compared to 46%

that died at home. Lead researcher Christopher Callahan, M.D., said this finding runs counter to a common belief that such residents
typically die in facilities. He added that “a better understanding of the relationships between sites of care for older adults with dementia

is fundamental to building better models of care for these vulnerable elders.” (FNST] ) findings were published on May 15, 2012, in the
Journal of the American Geriatrics Society. (FN38]

F. Hospice Use Linked to Fewer Depressive Symptoms for Surviving Spouses Spouses of patients receiving hospice for three or more

days more frequently reported reduced depression symptoms, compared to surviving spouses of patients who did not receive hospice,

according to a study led by researchers at the Icahn School of Medicine at Mount Sinai published in JAMA Internal Medicine. [FN39]

This is the first national study to examine depressive symptoms as an outcome for spouses of people with all types of serious illnesses
that used hospice care, which is designed to improve quality of life as opposed to offering “curative” disease treatments. Until now,
studies demonstrating the benefits of hospice use on caregivers have been largely limited to cancer patients and their families, but
hospice use has increased among those with other life-limiting illnesses. Currently, 45% of terminally ill patients in the U.S. die while
receiving hospice care — an increase of more than 20% over the past decade. After matching the sample of hospice users to a similar
group that did not receive hospice, the research team found that improvement in depressive symptoms was more common among
those who had used hospice, a benefit that was even more pronounced a year after a spouse's death. It is unknown which specific
aspects of hospice care are associated with improved symptoms for spouses.

Researchers analyzed data from 1,016 deceased patients and their surviving spouses using the Health and Retirement Study (HRS),

a national sample of adults over age 50 linked to Medicare claims. Surviving spouses were then followed through bereavement up to
two years after death. Hospice services included medical services, symptom management, spiritual counseling, social services, and
bereavement counseling delivered by an interdisciplinary team of professionals for patients with a prognosis of six months or less to live
and who agree to forego curative treatments.

G. Hospice Services at Home A study published in the Journal of Clinical Oncology found that cancer patients with hospice services
who died in their homes had an improved quality of life in the end than those who spent their final days in a hospital or ICU. The study
also found that caregivers and family members who were with the dying patients experienced less stress and debilitating grief when the

patient was at home with hospice services. [FN40]
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Terminally ill cancer patients had a better quality of life when they could die at home and avoid intense life-prolonging measures, a
2012 study found. Nearly 400 cancer patients were asked about their treatment preferences and support structures, along with socio-
demographic factors. After their loved ones' deaths, caregivers were interviewed and asked about the location of the death, physical
and psychological distress, and treatment of the patient. Those who had positive experiences tended to have died at home, had
pastoral care, and had a “therapeutic alliance with the physician.” Chemotherapy, feeding tube positioning, and high degrees of anxiety
and depression contributed to negative feelings, researchers said. The feelings are something that sometimes can be modified by
health care workers, researchers noted. Caregivers and physicians who remain engaged and “present” with dying patients “by inviting

and answering questions and by treating patients in a way that makes them feel that they matter as fellow human beings — have the

capacity to improve a dying patient's [quality of life],” researcher Holly G. Prigerson, Ph.D., said. [FN41]

Citing a recent CDC report that found that more persons die at home, a study reported in JAMA examined the changes in site of death,
place of care, and health care transitions between 2000, 2005, and 2009. Researchers used a random 20% sample of fee-for-service
Medicare beneficiaries, aged 66 years and older, who died in 2000, 2005, or 2009. Based on billing data, patients were classified as
having a medical diagnosis of cancer, chronic obstructive pulmonary disease, or dementia in the last 180 days of life. Comparing 2000,
2005, and 2009, the results indicate that the proportion of deaths in acute care hospitals decreased from 32.6% to 26.9% to 24.6% in
2000, 2005, and 2009, respectively. However, intensive care unit (ICU) use in the last month of life increased from 24.3% to 26.3%

to 29.2%. Hospice use at the time of death increased from 21.6% to 32.3% to 42.2%, with 28.4% using a hospice for 3 days or less

in 2009. The researchers concluded that among Medicare beneficiaries who died in 2009 and 2005 compared with 2000, a lower
proportion died in an acute care hospital, although both ICU use and the rate of health care transitions increased in the last month of
life. In addition, the author states that the results confirm the CDC finding based on death certificate data that more persons aged 65
years and older are dying at home, but the rate of ICU use in the last month of life has increased, that 11.5% of 2009 decedents had 3
or more hospitalizations in the last 90 days of life, that hospice use increased, but 28.4% of those decedents used a hospice for 3 days

or less in 2009, (V42
For those who are nearing the end of life dealing with constant flare-ups of various chronic illnesses, “pre-hospice” care can provide an

alternative to hospitals and allow patients to remain at home. End-of-life care is a massive problem that costs the health care system
billions and, according to Kaiser Health News, "has galvanized health providers, hospital administrators and policymakers to search for
solutions.* [FN43!

In San Diego, for example, a new program called “Transitions” is designed to give elderly patients the care they want, at home, and
keep them out of the hospital. Social workers and nurses regularly visit patients in their homes to explain what they can expect in their
final years, help them make end-of-life plans and teach them how to better manage their diseases. Physicians track their health and

scrap unnecessary medications. Unlike hospice care, patients don't need to have a prognosis of six months or less, and they can
continue getting curative treatment for their illnesses, not just for symptoms.

H. Written Agreements Between LTC Facilities and Hospices Effective August 26, 2013, long-term care providers will need to draw

up written agreements with their hospice care partners, according to a final rule released on June 27, 2013, by the CMS. (FN44] The
regulation clarifies the details of each contract in an effort to “improve quality and consistency of care between hospices and LTC
facilities in the provision of hospice care to LTC residents,” according to the rule. To clarify the roles and responsibilities of each entity,
the LTC facility and hospice provider must devise an agreement that specifies the following:

« Services to be provided by the hospice and a delineation of its responsibilities, including: providing medical direction and management
of the patient; nursing; counseling; social work; medical supplies, durable medical equipment, and drugs necessary for the palliation of
pain and symptoms.

» Hospice's responsibilities for determining the appropriate hospice plan of care.
« Services the LTC facility will continue to provide, based on each resident's plan of care.
« Communications process, including how the communications will be documented between the LTC facility and the hospice provider.

« Natification by LTC facility of the hospice about a significant change in the resident's status; clinical complications that suggest a need
to alter the plan of care; a need to transfer the resident from the facility for any condition; or the resident's death.

» Hospice's responsibility for determining the appropriate course of hospice care, including the determination to change the level of
services provided.

« LTC facility's responsibility to furnish 24-hour room and board care and personal care needs in coordination with the hospice
representative.

« LTC facility reporting of all alleged violations involving mistreatment, neglect, or verbal, mental, sexual, and physical abuse.

1. “Smart Technology” Use in Home Hospice Early findings from a study of 319 families suggest that a “smart technology” system for
home hospice symptom management and care helps both patients and caregivers. Use of an innovative, telephone-based symptom
monitoring and coaching system during home hospice care led to significantly decreased patient symptoms in the final weeks of life.
Essentially, the technology-enhanced communications between the caregiver and hospice nurse, providing caregivers with real-time
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solutions of “coaching tips,” coauthor Bob Wong, PhD, said. Dr. Wong presented results of the study at a press briefing held in advance
of the inaugural 2014 Palliative Care in Oncology Symposium. The study found that patients assigned to the symptom care intervention
group reported significantly less symptom severity than those who received usual hospice care alone. Further, caregivers experienced
44% fewer days of moderate to severe adverse symptoms, such as fatigue, anxiety, and sleep disturbance. Benefits for both patients

and caregivers were observed as early as the first day after using the system, and continued throughout the hospice period. [FN45]

J. Hospice Use Does Not Increase Long-Stay Nursing Home Costs According to a study conducted by University of Indiana Center
for Aging Research and the Regenstrief Institute, use of hospice services does not increase care costs in the last six months of life for
long-stay nursing home residents. Investigators found that avoidance of costly hospitalization and subsequent post-acute care in the
nursing home appears to offset hospice services costs, even when hospice services are provided over a prolonged period of time.

The study looked at 2,510 long-stay nursing home decedents in Indiana, a third of whom received hospice services. Medicare costs
were calculated for 2, 7, 14, 30, 90, and 180 days before death; Medicaid costs were calculated for dual-eligible beneficiaries. Total
costs and costs for hospice, nursing home, and inpatient care are reported. The mean length of hospice was 103 days (median 34
days); hospice users were more likely to have cancer, a do-not-resuscitate order in place, greater cognitive impairment, and worse
activity of daily living (ADL) function, and were less likely to have had a hospitalization in the year before death. In propensity score
analyses, hospice users had lower total Medicare costs for all time periods up to and including 90 days before death. For dually eligible
beneficiaries, overall costs and Medicare costs were significantly lower for hospice users up to 30 days before death. Medicaid costs
were not different between the groups except for the 2-day time period. Age, race, or gender had no effect on the findings.

The study found few significant differences in clinical or demographic characteristics between long stay nursing home decedents who
did and did not receive hospice services near the end of life. The exception was residents with a cancer diagnosis, who were more
likely to receive hospice than those with other diagnoses, also true of hospice use by those not in nursing homes. Advanced dementia
also was associated with increased hospice use.

The long-stay nursing home residents whose records were reviewed for this study were disproportionately poor, non-white and

characterized by high health care costs—individuals often not included in healthcare utilization studies. [FN46]

K. Nursing Shortages Due to “extraordinary circumstances,” CMS says hospice agencies hit by the ongoing nursing shortage can
continue using contracted staff. Regulations typically require that “core services” provided by hospice agencies be carried out directly
by hospice employees, except under “extraordinary circumstances.” The nursing shortage, which the Bureau of Labor Statistics
forecasts will continue through 2024, has forced the CMS to allow hospice agencies to “allow hospice agencies to elect this exemption
to contract for nurses if the agency can demonstrate that the nursing shortage is creating an extraordinary circumstance that prevents it

from hiring an adequate number of nurses directly” according to a memo (FN47] sent to state survey agency directors on October 21.

L. Veterans The Department of Veterans Affairs (VA), in 2009, began a major, four-year investment in improving the quality of end-of-
life care for veterans. The Comprehensive End of Life Care Initiative increased the numbers of VA medical center inpatient hospice
units and palliative care staff members as well as the amount of palliative care training, quality monitoring, and community outreach.

In a study reported in Health Affairs [FN48] researchers compared hospice use among more than 1.1 million male veterans, aged 65 and

older, between 2007 and 2014, with more than 140,000 demographically similar Medicare beneficiaries not enrolled in VA healthcare.
By 2011, they found that 44 percent of veterans who died in hospitals took their last breaths in hospice beds, compared to 30 percent in
2008. By 2012, 71 percent of veterans dying of cancer were enrolled in hospice. Additionally, after adjusting for age, race and ethnicity,
diagnoses, nursing home use in the last year of life, census region, and urbanicity of a person's last residence, the researchers found a
6.9 to 7.9 percentage-point increase in hospice use over time for the veteran categories, compared to a 5.6 percentage-point increase
for nonveterans (the relative increases were 20-42 percent and 16 percent, respectively).

Researchers concluded that the VA's substantial investment in palliative care appears to have resulted in greater hospice use by older
male veterans enrolled in the VA, a critical step forward in caring for veterans with serious illnesses.

M. Nurses May Be Key to Improving the Quality of End-of-Life Care A new study (FN4] from the University of Pennsylvania School of
Nursing's Center for Health Outcomes and Policy Research (CHOPR) looked at the quality of end-of-life care in nearly 500 hospitals in
the U.S., utilizing nearly 13,000 bedside nurses as informants of quality.

The majority of nurses (58%) rate their hospital's end of life care unfavorably. The most common quality problem nurses cite (53% of
nurses) is that patients often experience painful procedures that are not likely to change their clinical outcome. This finding is consistent
with growing trends towards aggressive medical intervention in the final days of life, which is widely recognized as inappropriate for
terminally ill individuals.

Further, over a third of nurses (37.7%) report being discouraged from discussing alternative care options with patients and their
families. A similar percentage of nurses say they often disagree with their physician colleagues about end-of-life care decisions, and
feel decisions are not made as a team.
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"Even the best hospitals have significant room for improvement when it comes to providing better care for patients at the end of life”
says lead-author Karen Lasater, PhD, RN, Assistant Professor of Nursing. “Hospitals are failing to capitalize on an already available
cadre of skilled end-of-life care providers available for every patient in every hospital— registered nurses at the bedside.”

The study found that end-of-life care is best in hospitals characterized by effective nurse-physician teamwork, where authority is
devolved to nurses to act in their areas of expertise, where nurses have manageable workloads, and where they are highly engaged in
hospital decision-making.

“For patients and families, making health care decisions at the end of life is stressful. They want to be cared for by a team of providers
that elicit and respect their care preferences. They want information about disease progression, symptom management, and the full
array of care options. They want to be acknowledged as a whole person—with goals beyond prolonging life. This is at the heart of
nurses' work,” says Lasater.

N. OIG Report Cites Hospice Quality Problems According to a recent audit (FNS0] by the Department of Health and Human Services'
Office of Inspector General, a majority of hospices recently had at least one deficiency in the quality of care they provide. The

OIG based the study on an analysis of CMS's deficiency and complaint data from 2012 through 2016. It analyzed data from State
agencies and accrediting organizations and also reviewed the survey reports from State agencies for a purposive sample of 50 serious
deficiencies. The OIG found that over 80 percent of the hospices had at least one deficiency. The most common types of deficiencies
involved poor care planning, mismanagement of aide services, and inadequate assessments of beneficiaries.

The report also recommended that CMS should implement existing OIG recommendations to strengthen the survey process, establish
additional enforcement remedies, and provide more information to beneficiaries and their caregivers. In addition, it recommended that
CMS:

« expand the deficiency data that accrediting organizations report to CMS and use these data to strengthen its oversight of hospices;

« take the steps necessary to seek statutory authority to include information from accrediting organizations on Hospice Compare
(CMS's website that contains limited information about individual hospices);

« include on Hospice Compare the survey reports from State agencies;

« include on Hospice Compare the survey reports from accrediting organizations, once authority is obtained;
« educate hospices about common deficiencies and those that pose particular risks to beneficiaries; and

« increase oversight of hospices with a history of serious deficiencies.

CMS either concurred or partially concurred with all the recommendations except the third.

To address the issues described in the OIG reports, the National Association for Home Care & Hospice (NAHC) has made

recommendations to CMS and other stakeholders. Y NAHC recommends increasing the frequency of surveys for hospices that
have a history of serious deficiencies, including unannounced spot checks, making state agency and accreditation organization
reports publicly available, and additional action to improve CMS' process for capturing and responding to patient complaints and to
strengthen the effectiveness of the survey process. NAHC also called for CMS to evaluate the consistency of state agency surveyor
and accreditation organization surveyor actions that pertain to Medicare Conditions of Participation, as well as CMS regional office
interpretations and applications. They also advocated annual audits to ensue survey accuracy.

0. Telehealth Proposal Hospice physicians would be able to recertify patients via telehealth systems under legislation proposed by
a bipartisan group of congressional legislators have introduced corresponding bills in the House and the Senate (2019 CONG US
HR 4932 and 2019 CONG US S 2741, introduced October 30, 2019). Currently, Medicare conditions of participation require hospice
physicians to meet with patients face-to-face, as part of the recertification process that initiates after the patient has been in hospice
for 180 days. Beneficiaries can receive telehealth services only if they are in certain rural areas and at certain clinical sites. Given
the restrictions, utilization of telehealth is low among Medicare-certified organizations, and only 0.25% of Medicare beneficiaries use
telehealth services, according to the U.S. Centers for Medicare & Medicaid Services.

The “CONNECT for Health Act” would expand the use of telehealth throughout the Medicare system across multiple health care
settings. As put forth by Sens. Brian Schatz (D-Hawaii) and Roger Wicker (R-Miss.), and Reps. Cindy Hyde-Smith (R-Miss.), Ben
Cardin (D-Md.) and Peter Welch (D-Vermont), hospices would still be required to comply with documentation rules for recertifications.

If enacted, recertification via telehealth could have a significant business impact on hospice operations. Expansion of telehealth is
expected to have the most impact on patients in remote and rural areas. In addition, hospices can leverage the technology in a variety
of ways, by allowing patients and families improved access to clinicians and enabling staff to consult specialists or physicians while in
the patient's home. Clinicians also use the systems to stay in touch with patients during weather emergencies or when road conditions
are slowing or impeding travel.

Telehealth technology for hospice services receives wide support from the industry. “The hospices would have to pay for the telehealth
technology themselves, but once that was set up, allowing the actual physicians and nurse practitioners to devote more time to working
in the organization in other ways would have a great impact,” Mollie Gurian, director of hospice, palliative and home health policy for
LeadingAge. “We have heard from some programs that the amount that they spend on full time employees doing these recertifications
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is quite large. It could be as much as half a million dollars just for the professionals to do face-to-face recertifications. That would be a
huge impact, as well as a way to more fully test telehealth in the hospice benefit.” [FNS2]
P. Recent Legislative Activity Federal

2019 CONG US S 2262, introduced July 25, 2019, the “Expedited Disability Insurance Payments for Terminally Ill Individuals Act of
2019” would provide for phased-in payment of Social Security Disability Insurance payments during the waiting period for individuals
with a terminal illness.

Arkansas

2019 AR H.B. 1882 (NS), introduced March 19, 2019, would increase the hospice annual licensure fee. Died on House calendar at sine
die adjournment.

Connecticut

« 2019 CT H.B. 6142 (NS), introduced January 24, 2019, would expand access to care by hospice patients by permitting physician
assistants to oversee their care.

« 2019 CT S.B. 398 (NS), introduced January 23, 2019, would require a study concerning the provision of hospice care in skilled
nursing facilities.

Florida

« 2019 FL H.B. 21 (NS), adopted June 25, 2019, provides licensing requirements for health care facilities, including hospice, that offer
diagnostic cardiac catheterization services.

« 2019 FL H.B. 23 (NS), adopted June 25, 2019, establishes standard of practice for telehealth providers, authorizing certain providers,
including hospices, to prescribe certain controlled substances under specified circumstances.

¢ 2019 FL H.B. 687 (NS) and 2019 FL S.B. 1170 (NS), introduced March 5, 2019, authorizing a community pharmacy to use an
automated pharmacy system under certain circumstances; providing that certain medicinal drugs stored in such system for outpatient
dispensing are part of the inventory of the pharmacy providing services through such system.

* 2019 FL H.B. 7019 (NS) and 2019 FL S.B. 184 (NS), introduced March 5, 2019, would transfer the powers, duties, and functions of
the Department of Elderly Affairs relating to hospices and certain other facilities to the Agency for Health Care Administration.

¢ 2020 FL H.B. 177 (NS), filed September 16, 2019, would create the Prescription Drug Donation Repository Program within the
Department of Health, provides criteria & conditions for donation of prescription drugs & supplies from certain authorized entities
for dispensing to eligible patients; authorizes Governor to waive program patient eligibility requirements during declared state of
emergency; authorizes positions & provides appropriations.

« 2019 FL S.B. 184 (NS), adopted April 26, 2019, transferring the powers, duties, and functions of the Department of Elderly Affairs
relating to hospices, assisted living facilities, adult family-care homes, and adult day care centers to the Agency for Health Care
Administration; and establishing that the agency is the lead agency responsible for the regulation of such facilities.

« 2020 FL S.B. 556 (NS), amended/substituted November 12, 2019, would provide for the release of a terminally ill inmate under the
conditional medical release program.

Georgia

« 2019 GA H.B. 374 (NS), adopted May 11, 2019, authorizes certified medication aides to administer medications to residents under
hospice care pursuant to a physician's written order.

« 2019 GA H.B. 586 (NS), introduced March 8, 2019, provides for disposal of unused prescribed controlled substances for hospice
patients by hospice staff.

Hawaii

2019 HI H.B. 665 (NS), amended/substituted April 25, 2019, specifies that a health care provider shall not be required to consult the
electronic prescription accountability system for patients when the prescription will be directly administered under the supervision

of a health care provider, provided that the system is consulted when the patients are initially admitted at a hospital, for patients in
post-operative care with a prescription limited to a three-day supply, or for patients with a terminal disease receiving hospice or other
palliative care.

lowa

2019 IA H.B. 19 (NS), introduced January 22, 2019, and 2019 IA S.S.B. 1012 (NS), introduced January 15, 2019, would add
correctional institutions under the control of the Department of Corrections, to the list of places where a nurse may make a
pronouncement of death for a patient whose death is anticipated. Currently, nurses working in these institutions must request a doctor
to make pronouncements of death.

Louisiana
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2019 LA H.B. 431 (NS), engrossed May 7, 2019, would provide for rules, regulations, and standards for licensing; provide for the
issuance of permits to nonlicensed persons; and provide for the training of such persons.

Maine

2019 ME H.R. 689 (NS), adopted June 6, 2019, providing for the review of the implementation of the Maine Background Check Center
Act by a study group consisting of hospice providers, among others.

Maryland

« 2019 MD H.B. 626 (NS), adopted April 5, 2019, exempting an increase or decrease in bed capacity from the certificate of need
requirement if the change will occur in an existing general hospice program, and written notice of the intent to change bed capacity is
filed with the Maryland Health Care Commission at least 45 days before increasing or decreasing bed capacity.

« 2019 MD S.B. 649 (NS), adopted May 13, 2019, exempting an increase or decrease in bed capacity from the certificate of need
requirement if the change will occur in an existing general hospice program, and written notice of the intent to change bed capacity is
filed with the Maryland Health Care Commission at least 45 days before increasing or decreasing bed capacity.

Minnesota

2019 MN H.F. 2340 (NS), introduced March 11, 2019, and 2019 MN S.F. 2195 (NS), introduced March 7, 2019, would provide funding
for perinatal hospice grants.

Mississippi

2019 MS H.B. 912 (NS), introduced January 21, 2019, regarding certificates of need, would provide for an exception for certain hospice
licensees to the home health agency moratorium.

Missouri

2019 MO H.B. 977 (NS), introduced February 18, 2019, would provide for social model end of life care homes for those terminally ill
individuals who cannot receive care in their own homes.

New Jersey

* 2018 NJ A.B. 312 (NS), adopted August 9, 2019, requires hospitals, nursing homes, rehabilitation facilities and certain other health
care facilities to provide information on palliative care and hospice care services.

« 2018 NJ A.B. 3683 (NS), amended August 27, 2018, would authorize parking privileges for certain healthcare workers who render
care at patients' home residences, including hospice care workers.

« 2018 NJ A.B. 4583 (NS), introduced October 15, 2018, would prevent guardians of the person and caregivers from being able to deny
certain family members from visiting or having telephonic or mail contact with their family member, who is incapacitated or receives
care from a caregiver. The bill requires a guardian of the person, upon request by an adult child or sibling of the incapacitated person,
or as ordered by the court, to provide notification of any of the following, within 24 hours of the event's occurrence: the incapacitated
person's admission to a hospital or hospice care, the death of the incapacitated person, the finalization of funeral arrangements, and
the disposition of the person's remains.

* 2018 NJ A.B. 5667 (NS), introduced June 24, 2019, “Charlie's Law,” would require pharmacy practice sites and hospice programs
who furnish patients with information and means to safely dispose of unused prescription drugs and medications.

* 2018 NJ A.B. 5829 (NS), introduced November 14, 2019, would revise criteria for medical parole for certain inmates based on the
terminal condition, disease, or syndrome or permanent physical incapacity of an inmate or juvenile.

« 2018 NJ S.B. 189 (NS), introduced January 9, 2018, would require the Adjutant General to consider the need for inpatient hospice
care for admission to veterans' facilities; would permit a waiver of the State residency requirement.

« 2018 NJ S.B. 2682 (NS), introduced June 11, 2018, would require certain health care facilities to provide information concerning
palliative care and hospice care services.

« 2018 NJ S.B. 3014 (NS), introduced October 15, 2018, would require that pharmacists, prescribers, and hospice programs furnish
patients with information and products to safely dispose of unused prescription drugs and medications when issuing or dispensing
certain prescriptions.

* 2018 NJ S.B. 3116 (NS), amended/substituted June 10, 2019, would require certain medical facilities to undertake end-of-life planning
and training as condition of licensure.

« 2018 NJ S.B. 3933 (NS), introduced June 13, 2019, “Charlie's Law,” would require pharmacy practice sites and hospice programs
who furnish patients with information and means to safely dispose of unused prescription drugs and medications.

New York

2019 NY S.B. 6356 (NS), introduced June 6, 2019, relating to decisions about routine medical treatment for hospice patients without a
surrogate decision maker.
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North Carolina

* 2019 NC H.B. 70 (NS), adopted June 6, 2019, extending deadlines by which certain providers are required to connect to and
participate in North Carolina's health information exchange network known as NC Healthconnex and expanding the membership of the
North Carolina Health Information Exchange Advisory Board. Community-based long-term services and supports providers, including
hospice care providers are not required to connect to the HIE Network or submit data, but may do so voluntarily.

« 2019 NC H.B. 106 (NS), adopted July 19, 2019, to improve inmate health care reimbursement and internal processes and establish a
telemedicine pilot program. The Department of Public Safety shall develop a plan to increase the use of the Central Prison Healthcare
Complex that includes methods to contain costs for palliative and long-term health care services for inmates.

* 2019 NC H.B. 126 (NS), engrossed July 24, 2019, would amend certificate of need laws for health service facilities, including hospice
offices, inpatient facilities, and residential care facilities.

North Dakota

2019 ND H.B. 1126 (NS), adopted April 8, 2019, relating to basic care facility end-of-life services.

New York

« 2019 NY A.B. 6768 (NS), introduced March 19, 2019, relating to home care and hospice worker shortage areas and disciplines.

« 2019 NY A.B. 6902 (NS), introduced March 25, 2019, would direct the commissioner of labor to conduct a labor market study of the
home care and hospice workforce; and establish a temporary labor task force for home care and hospice services and occupations.

* 2019 NY S.B. 230 (NS), introduced January 9, 2019, would authorize hospice residences to care for up to 25 patients in New York
City.

« 2019 NY S.B. 1359 (NS), introduced January 14, 2019, would direct the commissioner of labor to conduct a labor market study of the
home care and hospice workforce, and establish a temporary labor task force for home care and hospice services and occupations.

North Dakota

2019 ND H.B. 1126 (NS), introduced January 3, 2019, would provide that a basic care facility may admit and retain an individual in
need of end-of-life services if the facility wraps around the individual's family volunteer and staff services to support the individual
through end of life. The facility may contract with a hospice agency or utilize volunteer and family support, or both, to meet the needs of
the individual.

Oklahoma

2019 OK H.B. 2605 (NS), adopted April 18, 2019, relating to court order appointing a guardian, including court determination for
capacity of ward to receive hospice program services.

Oregon
2019 OR S.B. 178 (NS), introduced January 14, relating to election for hospice treatment.
Pennsylvania

2019 PA H.B. 1058 (NS), introduced April 5, 2019, would require that information on the option of perinatal hospice care be given to a
woman after diagnosis of a life limiting condition, and imposing penalties.

Texas

« 2019 TX H.B. 2594 (NS), adopted June 10, 2019, relating to disposal of controlled substance prescription drugs by hospice service
providers.

* 2019 TX H.B. 2734 (NS), adopted June 10, 2019, relating to an anatomical gift on behalf of a resident in a state supported living
center.

« 2019 TX H.B. 2892 (NS), introduced March 1, 2019, relating to the right of conscientious refusal of a health care service.

« 2019 TX H.B. 3079 (NS), adopted June 10, 2019, relating to investigations of abuse, neglect, or exploitation of home and community
support services agencies providing inpatient hospice services.

* 2019 TX H.B. 3193, amended/substituted May 25, 2019, relating to the licensure and license fees for providing hospice services.

* 2019 TX S.B. 1789 (NS), introduced March 7, 2019, relating to the authority to investigate abuse, neglect, or exploitation of children
and adults in a residential or inpatient hospice facility.

Virginia
« 2018 VA H.B. 501 (NS), adopted March 2, 2018, would require every hospice to develop policies and procedures for the disposal of
drugs dispensed as part of the hospice plan of care for a patient, which shall include requirements that such disposal be (i) performed

in a manner that complies with all state and federal requirements for the safe disposal of drugs by a licensed nurse, physician assistant,
or physician who is employed by or has entered into a contract with the hospice program; (ii) withessed by a member of the patient's
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family or a second employee of the hospice program who is licensed by a health regulatory board within the Department of Health
Professions; and (iii) documented in the patient's medical record.

« 2018 VA H.B. 731 (NS), introduced January 10, 2018, would direct the Department of Medical Assistance Services to implement a
process for direct payment of nursing facility or ICF/MR services for hospice patients receiving services in a nursing facility or ICF/MR if
such patient would be eligible for medical assistance for nursing facility or ICF/MR services had he not elected to receive hospice care.

« 2018 VA S.B. 309 (NS), adopted March 8, 2018, would require a licensed funeral director, funeral service licensee, or representative
of the office of the state anatomical program who first assumes custody of a dead body to complete and file a certificate of death with
the State Registrar of Vital Records using the Electronic Death Registration System and provides that when a death occurs under the
care of a hospice provider, the medical certification shall be completed by the decedent's health care provider and filed electronically
with the State Registrar.

« 2018 VA H.B. 1182 (NS), introduced January 10, 2018, would require every health care provider that diagnoses a fetus with a
profound and irremediable congenital or chromosomal anomaly that is incompatible with sustaining life after birth to provide the
pregnant women with geographically indexed materials prepared by the Department of Health that are designed to inform the woman of
public and private agencies providing perinatal hospice and palliative care services available to the woman if she chooses to continue
the pregnancy, and requires the Department of Health to make such information available both to health care providers and on a
website maintained by the Department. The bill also requires health care providers to annually report data and information about cases
in which information regarding perinatal hospice and palliative care services is provided.

« 2018 VA H.B. 2461 (NS), 2018 VA S.B. 1439 (NS), and 2018 VA S.B. 1493 (NS), introduced January 9, 2019, would provide for the
conditional release of geriatric, terminally ill, or permanently physically disabled prisoners.

West Virginia
« 2019 WV H.B. 2825 (NS), introduced February 1, 2019, would create a workgroup to review the hospice need standards in the state.
« 2019 WV S.B. 537 (NS), adopted March 27, 2019, creating a workgroup to review hospice need standards.

Ill. COSTS AND FUNDING OF END-OF-LIFE CARE A. Medicare Funding Currently, the Medicare hospice benefit covers the costs of
palliative care, for an individual who is terminally ill, in the individual's home, or in a nursing facility. Medicare does not have a long-term
custodial nursing facility benefit, so that if an individual elects the Medicare hospice benefit in a nursing facility, the individual's room
and board are not covered by Medicare and the individual or a third-party payor must pay for the costs of the room and board.

For those individuals who are dually eligible for Medicare and Medicaid who elect the Medicare hospice benefit, Medicare is financially
responsible for the hospice care and the Medicaid program is the third-party payor responsible for the nursing facility room and board
expense. For the nursing facility room and board care, the Medicaid program must provide for payment in an amount equal to at least
95 percent of the Medicaid daily nursing facility rate (the rate the state Medicaid program pays for nursing facility services furnished

to an individual who has not elected to receive hospice care). Historically, the Medicaid program has paid the hospice provider for the
nursing facility room and board expenses of dually eligible individuals who elect the hospice benefit, and the hospice provider has then
passed through this payment to the nursing facility.

On July 31, 2019, CMS issued a final rule that updates the hospice payment rates, wage index, and cap amount for fiscal year (FY)
2020. According to the agency's fact sheet, the rule “demonstrates continued commitment to strengthening Medicare by better aligning
the hospice payment rates with the costs of providing care and increasing transparency so patients can make more informed choices.”

(FNS3] The rule finalizes rebasing of the continuous home care (CHC), general inpatient care (GIP), and the inpatient respite care (IRC)
per diem payment rates in a budget-neutral manner through a small reduction to the routine home care (RHC) rates to more accurately
align Medicare payments with the costs of providing care. Additionally, the rule finalizes modifications to the election statement by
requiring hospices, upon request, to furnish an election statement addendum effective beginning in FY 2021. The addendum will list
those items, services, and drugs the hospice has determined to be unrelated to the terminal illness and related conditions, increasing
coverage transparency for beneficiaries under a hospice election. Finally, CMS will continue its work to modernize and strengthen
Medicare operations through the Hospice Quality Reporting Program (HQRP).

For FY 2020, hospice payment rates are updated by 2.6 percent ($520 million increase in their payments). This is based on the FY
2020 hospital market basket increase of 3.0 percent reduced by the multifactor productivity adjustment of 0.4 percentage points
resulting in a 2.6 percent increase in hospice payment rates for FY 2020. Hospices that fail to meet quality reporting requirements
receive a 2 percentage point reduction to the annual market basket update for the year.

The hospice payment system includes a statutory aggregate cap. The aggregate cap limits the overall payments per patient made to a
hospice annually. The final hospice cap amount for the FY 2020 cap year will be $29,964.78, which is equal to the FY 2019 cap amount
($29,205.44) updated by the final FY 2020 hospice payment update percentage of 2.6 percent.

Hospice Regulations Text Changes Due to the Bipartisan Budget Act of 2018: Section 51006 of the Bipartisan Budget Act of 2018
amended section 1861(dd)(3)(B) of the Social Security Act such that, effective January 1, 2019, physician assistants are recognized as
attending physicians for Medicare hospice beneficiaries. This statutory change expands the definition of a hospice attending physician
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to include physician assistants in addition to physicians and nurse practitioners. We are finalizing changes to the hospice regulations to
reflect that change.

A new Medicare hospice manual update includes instructions for which principal diagnosis codes are acceptable, and clarifies which
codes should be used for services in a skilled versus non-skilled nursing facility. The changes go into effect October 1, 2014, CMS

stated in a Medicare Learning Network memorandum sent on August 29. (FNSAT hospice claim should list a principal diagnosis

“most contributory” to the patient's terminal prognosis, the memo states. It identifies several ICD-9 and ICD-10 codes that are not
acceptable, including codes for “adult failure to thrive.” A number of dementia-related codes are not acceptable, but some that are
listed under “Diseases of the Nervous System” are allowed in certain situations, according to the new instructions. Newly required time
frames for submitting information to Medicare Administrative Contractors (MACs) are also included. When a beneficiary elects hospice
coverage, a notice-of-election (NOE) is to be sent to and accepted by a MAC within five business days. If an NOE is not filed in a timely
manner, the non-covered days are not to be billed to the beneficiary but will be a provider liability, the memo specifies. It also describes
allowable exceptions to the five-day timeframe, such as if a natural disaster occurs.

CMS launched the Medicare Care Choices Model on March 18, 2014, providing choices to clinicians and patients for both curative
and palliative care. Under the initiative, eligible Medicare beneficiaries with advanced cancers, chronic obstructive pulmonary disease,
congestive heart failure, and HIV/AIDS may receive palliative care services from certain hospice providers while concurrently receiving
services provided by their curative care providers. Currently, Medicare beneficiaries are required to forgo curative care in order to
receive access to palliative care services offered by hospices. According to the CMS, the primary goal of the Medicare Care Choices
Model is to test whether beneficiaries who meet Medicare hospice eligibility requirements would elect hospice if they could continue to
seek curative services.

The Medicare Care Choices Model is mandated by the Affordable Care Act. “This initiative represents a fundamental change in the way
health care is delivered,” said Sen. Ron Wyden (D-Or.), who authored the provisions that established the model. “Patients and their

families should have every choice available to them when faced with life-threatening illness. Allowing Medicare coverage to continue
» [FN55]

while under hospice care means that patients no longer have to make a false choice between hospice and curative care.
Quality Reporting In a final rule published by CMS in the Federal Register on August 4, 2011, [FNSe] hospices are called upon to begin
reporting on the quality of care received by Medicare patients. The final rule also implements Affordable Care Act requirements,
including a hospice quality reporting program, and clarifies previously adopted policies on hospice face-to-face certifications, said
Jonathan Blum, deputy administrator and director of CMS' Center for Medicare. Additionally, the final rule also revises how CMS
calculates each hospice's yearly aggregate cap. Federal law requires that CMS impose a limit on the aggregate Medicare payments a
hospice provider receives annually. CMS calculates each hospice's aggregate cap by multiplying the number of patients served by the
hospice in a cap year by a cap amount. Medicare payments made to a hospice during the cap year that exceed the hospice's aggregate
cap must be refunded to Medicare. In this final rule, CMS:

« Changes the way it counts hospice patients for the 2012 cap accounting year and beyond. This rule also finalizes that the new
counting method be applied to past cap years in certain instances.

« Allows hospice providers who do not want a change in their patient counting method to elect to continue using the current method.

« Allows any hospice physician to perform the face-to-face encounter regardless of whether that same physician recertifies the patient's
terminal illness and composes the recertification narrative.

« Implements a hospice quality reporting program, which includes a timeframe for reporting, as required by section 3004 of the
Affordable Care Act. The measures that are being adopted in this final rule for the FY 2014 program are one measure endorsed by the
National Quality Forum related to pain management and one structural measure that assesses whether a hospice administers a Quality
Assessment and Performance Improvement (QAPI) program that contains at least three indicators related to patient care.

In 2017, CMS updated the hospice quality reporting requirements. In a final rule, CMS specifies public reporting measures derived

from the CAHPS® Hospice Survey, and provides an update on the Hospice Quality Reporting Program, as mandated by § 3004(c) of
the Affordable Care Act. In accordance with section 1814(i)(5)(A) of the Act, hospices that fail to meet quality reporting requirements
receive a 2.0 annual percentage point reduction to their payments. The rule finalizes eight measures from CAHPS Hospice Survey data
already submitted by hospices. The rule also finalizes the extension or exception for quality reporting purposes from 30 calendar days
to 90 calendar days after the date that an extraordinary circumstance occurred, and describes plans to publicly display quality measure
data via Hospice Compare in August 2017. Additionally, this rule outlines policies and procedures associated with the public reporting
of the quality measures used in the hospice program. The rule was published in the Federal Register on August 4, 2017. [FNST]
Vulnerabilities in Medicare Hospice Program In a recent report, [FNS8] {he Office of the Inspector General (OIG) for the U.S. Department
of Health and Human Services identified a number of vulnerabilities in the Medicare hospice program.

Use of hospice care has grown steadily over the past decade, with Medicare paying $16.7 billion for care in 2016, providing care to 1.4
million beneficiaries. Under the program, beneficiaries forgo curative care for the terminal iliness and instead receive palliative care.
Care may be provided in a variety of settings, including the home, nursing facility, hospital, or hospice inpatient unit. There are four

THOMSON REUTERS

© 2020 Thomson Reuters. No claim to original U.S. Government Works.

-14-



levels of care; the most common is routine home care. Within each level of care, Medicare pays hospices for each day a beneficiary is
in care, regardless of the quantity or quality of services.

The OIG found that hospices do not always provide needed services to beneficiaries and sometimes provide poor quality care. Unable
to effectively manage symptoms in some cases, beneficiaries were left in unnecessary pain for several days. The OIG also found

that hospices' inappropriate billing costs Medicare hundreds of millions of dollars, including billing for an expensive level of care when
not needed. The OIG also found fraud schemes involving enrolling beneficiaries who are not eligible for hospice care and billing for
services never provided.

Additionally, according to the report, the current payment system creates incentives for hospices to minimize their services and seek
beneficiaries who have uncomplicated needs: within each level of care, a hospice is paid for every day a beneficiary is in its care,
regardless of the quantity or quality of services provided.

The OIG recommends that the Centers for Medicare & Medicaid Services (CMS) implement 15 specific actions, relating to 7 areas for
improvement. Key recommendations include:

« Survey process by CMS should be strengthened, to better ensure that hospices provide beneficiaries with needed services and quality
care.

« Statutory authority to establish additional remedies for hospices with poor performance should be sought by CMS.

« Additional information on hospices, including complaint investigations, should be developed and disseminated by CMS, to help
beneficiaries and their families and caregivers make informed choices about hospice care.

* CMS should educate beneficiaries and their families and caregivers about the hospice benefit, working with its partners to make
available consumer-friendly information.

 Physician involvement and accountability to ensure that beneficiaries get appropriate care.

« To reduce inappropriate billing, CMS should strengthen oversight of hospices. This includes analyzing claims data to identify hospices
that engage in practices that raise concerns.

« Payment should be tied to beneficiary care needs and quality of care to ensure that services rendered adequately serve beneficiaries'
needs.

In response to a draft report, CMS concurred with 6 of 16 recommendations for specific actions, did not concur with 9, and neither
concurred nor nonconcurred with one.

Hospice Utilization Studies On October 10, 2016, CMS released the Hospice Utilization and Payment Public Use File (Hospice PUF),

[FNS9] providing information on services provided to Medicare beneficiaries by hospice providers. The agency also released an update to

the Market Saturation and Utilization Data Tool, [FN6OI 45 include information on hospice services.

The Hospice PUF contains information on utilization, payments, submitted charges, diagnoses, and hospice beneficiary demographics
organized by provider and state. It covers calendar year 2014 and includes information on 4,025 hospice providers, over 1.3 million
hospice beneficiaries, and over $15 billion in Medicare payments. With this data, it is now possible to analyze geographic variation

in the delivery of hospice care, as well as variation across individual hospice providers. The Hospice PUF also includes a number

of metrics on hospice beneficiary demographics and diagnoses to facilitate analyses of differences in the patient population across
providers.

The third release of the Market Saturation and Utilization Data Tool includes interactive maps and supporting data sets that show
national-, state-, and county-level provider services and utilization data for three reference periods and various health service areas,
including hospice. The data tool can be used by CMS to monitor market saturation as a means to prevent fraud, waste, and abuse,
according to the press release. The data can also be used to reveal the degree to which use of a service is related to the number of
providers servicing a geographic region; provider services and utilization data by geographic regions are easily compared using an
interactive map. Among the research uses for these data, CMS notes that one objective is to assist health care providers in making
informed decisions about their service locations and the beneficiary populations they serve.

A JAMA “Visualizing Health Policy” infographic provides a snapshot of Medicare and end-of-life care. Produced jointly by the Journal of
the American Medical Association and the Kaiser Family Foundation the infographic shows that of 2.6 million total deaths in the United
States in 2014, 2.1 million were among Medicare beneficiaries. Although Medicare spent significantly more on care for people at the
end of life who died in 2014 ($34,529 per person) than for other beneficiaries that year ($9,121 per person), the share of total Medicare
spending for people at the end of life decreased from 18.6% to 13.5% between 2000 and 2014. Medicare spending for people at the
end of life also decreased with age. Hospice use among Medicare beneficiaries at the end of life increased between 2000 and 2014 to
nearly half (46%) of all beneficiaries. Medicare spending on hospice also increased during that period, from $2.3 billion to $10.4 billion.
Surveys show that more than 7 in 10 people aged 65 years and older have not discussed end-of-life care with a physician and that 4 in

10 have not documented their end-of-life care wishes. Before January 1, 2016, Medicare did not reimburse physicians for patient visits

to discuss end-of-life care, and as of 2016, 68% of physicians report that they have not received training for such discussions. [FN61]

THOMSON REUTERS

© 2020 Thomson Reuters. No claim to original U.S. Government Works.

-15-



In 2010, an in-depth study by Healthcare Market Resources examined the hospice industry from 2002 to 2008. The study found that
from 2002 to 2007, the number of patients using hospice services grew by 100%. Medicare utilization grew 47%. However, from 2007
to 2008, use actually declined by about 1%. According to the CEO of Healthcare Market Resources, “When you have such a high
number of states that have stalled or experienced a decline in growth rate, | believe we may have reached a barrier in some markets

above which you can't go.” Hospices may seek to expand to gain more opportunities, or by expanding the services they offer in order to

set themselves apart from the competition. [FN62]

On April 11, 2011, researchers at Dartmouth College released a report showing that the use of hospice care was increasing in New
York and across the country. At the five academic medical centers in the New York City area, the average number of days patients

spent in hospice care, either at home or in an institution, rose to 10.1 days in 2007 from 5.4 days in 2003. [FN63)

Parents' perspectives of health care provider actions that helped or did not around the time of an infant or child's intensive care unit
(ICU) death were studied by researchers at the Florida International University College of Nursing & Health Sciences. The investigators
held semi-structured interviews with 63 parents (black, white, and Hispanic) seven months following the death of the infant or child.
Researchers found that what helped most was: compassionate, sensitive staff; understandable explanations of infant's/child's condition;
experienced, competent nurses; providers did everything to help infant/child; and parents' involvement in care decisions. What

did not help: insensitive, nonsupportive staff; conflict between providers and parents; communication problems around the death;
inexperienced nurses and doctors; parents not understanding child's disease, care, complications. Conflict between providers and

parents was most problematic for minority parents and mothers, the report said. [FN64]

Hospice enrollment within 30 days of death or 53—105 days of death lowers Medicare expenditures, according to a study in the March
2013 edition of Health Affairs. Using data from the Health and Retirement Study, 2002-08, and individual Medicare claims, and
overcoming limitations of previous work, researchers found $2,561 in savings to Medicare for each patient enrolled in hospice 53—-105
days before death, compared to a matched, nonhospice control. Even higher savings were seen, however, with more common, shorter
enrollment periods: $2,650, $5,040, and $6,430 per patient enrolled 1-7, 8-14, and 15-30 days prior to death, respectively, the report
says. Within all periods examined, hospice patients also had significantly lower rates of hospital service use and in-hospital death than

matched controls. Instead of attempting to limit Medicare hospice participation, CMS should focus on ensuring the timely enrollment of

qualified patients who desire the benefit. [FN65]

Although the use of hospice care for Medicare patients with advanced cancer is increasing, many patients do not receive hospice
care until they are within three days of the end of their life, too short a time to take full advantage of the benefit, a study finds. The
September 4 report from the Dartmouth Atlas Project also found that in 2010, despite increases in the use of hospice care, more
patients were also treated in intensive care units (ICUs) in their last month of life than in the period from 2003 to 2007. The study,
“Trends in Cancer Care Near the End of Life,” says the results show that much more needs to be done to address end-of-life patient
preference, concluding that care for elderly patients with cancer does not necessarily reflect patient preferences, but instead is
indicative of the styles of treatment in the regions or health-care systems where the patients happen to receive cancer treatment. The
report also found that where patients with advanced cancer live “continues to play an important role in the care they receive.”

The report looked at the past six months of claims records for more than 200,000 Medicare patients who died in 2010. The report
stated that more than 61 percent of patients in 2010 were admitted to hospice in the last month of life, while more than 10 percent were
admitted within the last three days. Medicare covers hospice care for terminally ill patients with six months or less to live. “Although
fewer Medicare patients with cancer died in the hospital in 2010 than in 2003-2007, aggressive treatment continues at the end of life,”
the report concluded. The findings show that just as many patients were likely to receive life-sustaining treatments, such as intubation,
a feeding tube, or cardiopulmonary resuscitation, in the final month of life, or to undergo chemotherapy during the last two weeks of life,

in 2010 as in 2003-2007. [FNe®]

A recent study published in the journal Health Affairs found that one reason patients don't take advantage of the comprehensive
services that hospice provides is restrictive enroliment policies. The survey of nearly 600 hospices nationwide found that 78
percent had enrollment policies that might restrict patient access to care, especially for those with high-cost medical needs. The
policies included prohibitions on enrolling patients who are receiving palliative radiation or blood transfusions or who are being fed
intravenously. Medicare pays the majority of hospice bills, and officials have raised concerns in recent years about possible misuse
of federal funds. Eighty-three percent of hospice patients are 65 or older, according to the National Hospice and Palliative Care
Organization.

To qualify for hospice care under Medicare, a patient's doctor and a hospice medical director must certify that the patient has six
months or less to live. Patients must also agree not to seek curative care. Once a patient chooses to enter hospice, the benefits include
medical treatment for non-curative purposes such as pain and symptom management as well as emotional and spiritual support for
patients and their families. However, the Health Affairs study points out that some treatments typically considered curative also may be
used to manage the symptoms of a dying patient such as radiation treatments to shrink a tumor to make breathing easier. Such care
can be expensive, costing upward of $10,000 a month, according to the Health Affairs study, which can put hospices in a financial bind.
The Medicare program pays a fixed, per-day rate to cover all routine hospice services—last year, the base rate was $151 per day.
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Large hospices that care for more than 100 patients are better positioned to absorb the cost of such treatments, experts say. However,
nearly two-thirds of hospices care for 100 or fewer patients per day, according to the National Hospice and Palliative Care Organization.
Worries that Medicare might deny coverage for a certain treatment that is truly palliative rather than curative may contribute to smaller
hospices' more restrictive enrollment policies, the study found, says the lead author of the study, Melissa Aldridge Carlson, an assistant
professor of geriatrics and palliative medicine at New York's Mount Sinai School of Medicine. “The risk is that . . . they'd have to return
the money,” says the lead author of the study, Melissa Aldridge Carlson, an assistant professor of geriatrics and palliative medicine at

New York's Mount Sinai School of Medicine. “So for a small hospice, it's very risky to enroll a patient who has these needs,” Carlson

pointed out. [FN67]

Residents of nursing facilities that have a higher hospice penetration are less likely to be hospitalized than those in facilities with a

lower hospice penetration, according to a study recently published in the Journal of the American Medical Directors Association. [FN6g]
Researchers found that in the last 30 days of life, 37.63% of nonhospice and 23.18% of hospice residents were hospitalized. Further,
they found that every 10% increase in hospice penetration leads to a reduction in hospitalization risk of 5.1% for nonhospice residents
and 4.8% for hospice-enrolled residents. The authors conclude that higher facility-level hospice penetration reduces hospitalization for
both nonhospice and hospice-enrolled residents.

Care Choices Model Expands to Include Hospice On July 20, 2015, CMS announced the hospices that have been selected to
participate in the Medicare Care Choices Model. The model provides Medicare beneficiaries who qualify for coverage under the
Medicare hospice benefit and dually eligible beneficiaries who qualify for the Medicaid hospice benefit the option to elect to receive
supportive care services typically provided by hospice while continuing to receive curative services.

Due to robust interest, CMS expanded the model from an originally anticipated 30 Medicare-certified hospices to over 140 Medicare-
certified hospices and extended the duration of the model from 3 to 5 years. This is expected to enable as many as 150,000

eligible Medicare beneficiaries with advanced cancers, chronic obstructive pulmonary disease, congestive heart failure, and human
immunodeficiency virus/acquired immunodeficiency syndrome who receive services from participating hospices to experience this new
option and flexibility.

Under the model, participating hospices will provide services that are currently available under the Medicare hospice benefit for

routine home care and respite levels of care, but cannot be separately billed under Medicare Parts A, B, and D. Services will be
available around the clock, 365 calendar days per year, and CMS will pay a per beneficiary per month fee ranging from $200 to $400 to

participating hospices when delivering these services under the model. Services will begin starting January 1, 2016 for the first phase of

participating hospices and in January 2018 for the remaining participating hospices. [FN69]

Hospice Compare Website The Centers for Medicare & Medicaid Services (CMS) unveiled the new Hospice Compare (FN7O] \yepsite

on August 16, 2017. The goal of Hospice Compare is to help consumers compare hospice providers on their performance and assist
g, [FN71]

consumers in making decisions that are right for them. According to CM providers can start a conversation with their patients
and family members about how the new Hospice Compare website impacts them by:

« Explaining that the compare website provides a snapshot of the quality of care a hospice offers;

« Encouraging patients and their family members to review quality ratings; and

« Helping to strengthen patients and family members' ability to make the best decisions for their care.

The seven National Quality Forum-endorsed hospice and palliative care quality measures initially displayed on Hospice Compare are:
« Treatment preferences

« Beliefs/values addressed

« Pain screening

 Pain assessment

« Dyspnea screening

* Dyspnea treatment

« Patients treated with opioids who are given a bowel regimen

Prior to the release of data on Hospice Compare, hospices will be given the opportunity to review their quality measure results during a
30-day preview period using a Hospice Provider Preview Report, which will be issued quarterly by CMS.

Courts Rule Against Medicare Hospice Reimbursement Caps On February 28, 2011, a federal court in Oklahoma ruled against a
Medicare regulation that sets reimbursement limits for hospice care providers. The U.S. District Court for the Northern District of

Oklahoma declared the rule invalid that limits the amount a hospice can be reimbursed, per patient per year. The decision follows

similar rulings in other states including Texas and New Mexico invalidating Medicare reimbursement caps. (FN72]
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The Medicare program currently imposes a yearly aggregate payment limit on hospice providers that equals the number of beneficiaries
enrolled in the benefit each fiscal year, multiplied by an amount that changes each year based on inflation, under §13951(i)(2)(C) of Title
42 of the US Code. Plaintiffs argue that Department of Health and Human Services' method of calculating the aggregate provider cap
does not follow that method. Instead, it only counts a Medicare hospice beneficiary during a single fiscal year, even if that beneficiary

has received care during other fiscal years, under 42 C.F.R. §418.309(b)(1), which is currently used to calculate the aggregate provider

cap. [FN73]

On July 24, 2012, Tranquility Hospice Inc., an Oklahoma-based hospice, succeeded in temporarily stopping the Secretary of Health
and Human Services from recouping $1.2 million in Medicare overpayments after challenging a Medicare reimbursement calculation

rule in a federal district court. N4 The hospice was in the process of repaying HHS for $1,190,451 in hospice care overpayments
when it became aware that the regulation governing Medicare's overpayment calculation, 42 C.F.R. Section 418.309(b)(1), had been
invalidated by several federal appeals courts. Tranquility sued in district court, and HHS attempted to remand the case for recalculation
without waiting for the court to invalidate the regulation. The court denied HHS's request, granted judgment for Tranquility, invalidated
the regulation, and remanded the matter for the secretary's recalculation. At district court, Tranquility requested four items: that Section
418.309(b)(1) be declared unlawful and set aside, that HHS be enjoined from enforcing against its overpayment determinations or
hospice caps calculated by using that regulation, an order for refund, and litigation costs. The court invalidated Section 418.309(b)(1)

after noting the U.S. Courts of Appeals for the Fifth, Ninth, and Tenth Circuits did the same. [FN75]

The U.S. Supreme Court on October 3, 2016, declined to weigh in on a case debating Medicare's controversial payment cap for
hospice treatment. The case involves Southeast Arkansas Hospice Inc., a nonprofit hospice provider that argued that Medicare's
reimbursement cap amounted to “unconstitutional taking,” a scenario in which federal regulations force private property to be used

without compensation, according to McKnight's. (FN78] |1 this case, Southeast was required to deliver care to patients who had reached

Medicare's hospice reimbursement cap. In March, the U.S. Court of Appeals for the Eighth Circuit ruled (FN77] that the Medicare cap
didn't constitute unconstitutional taking since it “allocates the government's capacity to subsidize healthcare,” and because the provider
couldn't prove that the cap stopped it from doing business. The court also noted that since Southeast voluntarily agreed to become a
Medicare hospice provider, it also agreed to adhere to the program'’s regulations.

Rehabilitation Services at End of Life A recent study has revealed that potentially unnecessary and harmful high intensity rehabilitation
services for residents of nursing homes are increasing. The trend is on the rise for patients in the last 30 days of life, indicating that the

services may be interfering with appropriate end-of-life care, according to University of Rochester Medical Center researchers. [FN78]

A desire by skilled nursing facilities to maximize reimbursement rates may be driving the trend, and has drawn the attention of federal
regulators. Nursing home Medicare reimbursement rates are based on categories that place patients into resource utilization groups
(RUGSs) based on the complexity, intensity, and amount of staff time dedicated to their care. Patients who receive high levels of
rehabilitation services fall into a category that makes these facilities eligible to collect the highest level of reimbursement for their care.

The authors of the study analyzed data from 647 nursing home facilities in New York state, focusing on residents who had received
very high to ultrahigh rehabilitation services (physical, occupational, and speech therapy) during the last 30 days of life. Very high
intensity rehabilitation is defined as 520 minutes or greater per week and ultrahigh as 720 minutes or greater, or the equivalent of two
hours of rehab per day.

They found that residents receiving ultrahigh rehabilitation had increased by 65 percent between 2012 and 2015 and that most of the
rehabilitation therapy residents received was concentrated in the last seven days of life. They also found that there was a significantly
higher use of these services in for-profit nursing home compared to not-for-profit homes.

Payment for End-of-Life Planning On October 30, 2015, CMS issued finalized 2016 Medicare rules that update payment policies,
payment rates, and quality provisions for services furnished under the Medicare Physician Fee Schedule (PFS) on or after January
1, 2016. A fact sheet on the new rule is available at https://www.cms.gov/Newsroom/MediaReleaseDatabase/Fact-sheets/2015-Fact-
sheets-items/2015-10-30-2.html.

The rule also finalizes a proposal that will better enable seniors and other Medicare beneficiaries to make important decisions that give
them control over the type of care they receive and when they receive it.

Consistent with recommendations from the American Medical Association (AMA) and a wide array of stakeholders, CMS is establishing
separate payment and a payment rate for two advance care planning services provided to Medicare beneficiaries by physicians and
other practitioners. The Medicare statute currently provides coverage for advance care planning under the “Welcome to Medicare” visit
available to all Medicare beneficiaries, but they may not need these services when they first enroll. Establishing separate payment

for advance care planning codes to recognize additional practitioner time to conduct these conversations provides beneficiaries and
practitioners greater opportunity and flexibility to utilize these planning sessions at the most appropriate time for patients and their
families. CMS is also finalizing payment for advance care planning when it is included as an optional element of the “Annual Wellness
Visit.”
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The AMA Current Procedural Terminology (CPT) Editorial Panel and the AMA Relative Value Update Committee (RUC) recommended
new CPT codes and associated payment amounts for calendar year 2015. CMS did not make the new codes payable for 2015 in order
to allow the public full opportunity to comment.

For Medicare beneficiaries who choose to pursue it, advance care planning is a service that includes early conversations between
patients and their practitioners, both before an illness progresses and during the course of treatment, to decide on the type of care that
is right for them.

In 2016, the first year that health care providers were allowed to bill for the consultations, nearly 575,000 Medicare beneficiaries took

part in conversations to discuss advance-care planning, Kaiser Health News reports. (FN79] Nearly 23,000 providers submitted about
$93 million in charges, including more than $43 million covered by the federal program for seniors and the disabled. Use was much
higher than expected, nearly double the 300,000 people the American Medical Association projected would receive the service in the
first year. Still, only a fraction of eligible Medicare providers — and patients — have used the benefit, which pays about $86 for the first
30-minute office visit and about $75 for additional sessions.

Notices of Election When electing hospice, a beneficiary waives Medicare coverage for any care for the terminal iliness and related
conditions except for services provided by the designated hospice and attending physician. A hospice, then, must file an NOE as

soon as possible to record the hospice election within the claims processing system. Late filing of the NOE can result in inaccurate
benefit period data, leaving Medicare vulnerable to paying non-hospice claims related to the terminal illness and related conditions, and
beneficiaries potentially liable for sharing associated costs. A final rule in 2014 finalized a requirement that the NOE be filed within five
calendar days after the effective date of hospice election. When the NOE is filed more than five calendar days after the effective date

of election, the hospice would be financially liable for the cost of the beneficiary's care on days between the effective date of hospice

election and the date of NOE filing, according to the fact sheet. [FN8O]

Beginning in 2018, hospice notices of election can be submitted electronically, via Electronic Data Interchange, according to CMS. In its
memo detailing the changes to the CMS Manual System, (FN8] cms explained that the hospice industry had requested the change.

Currently, to be covered by the Medicare hospice benefit, a beneficiary must sign an election statement, indicating their choice

of hospice care instead of curative treatment. The hospice naotifies the Medicare program that a beneficiary's election is on file by
submitting a Notice of Election (NOE). The NOE is a submitted like a claim. The hospice key-enters the NOE information into the
Medicare contractor's Direct Data Entry (DDE) screens. The NOE processes through Medicare claims systems, which updates
beneficiary records and later uses the information to adjudicate hospice claims. Currently, hospices may only submit NOEs using DDE
or paper claim submissions.

Under the manual change, Medicare will implement submission of NOEs via electronic data interchange (EDI). Receipt of NOEs via
EDI support Medicare business needs, since prompt and error-free NOESs are increasingly important to a variety of payment policies,
the industry maintains. EDI transmission of NOEs would reduce, and potentially eliminate, problems with NOEs that result from errors
during the Direct Data Entry process. Hospices could export data from their electronic medical record or other software system into the
EDI format without human intervention. The change takes effect on January 1, 2018.

Dialysis Patients A recent study suggests that very few Medicare patients on dialysis receive hospice care at the end of life, and when
they do, they're often enrolled too briefly to fully benefit from these services. Medicare, which covers Americans with kidney failure,
will not pay for dialysis and hospice at the same time. This forces terminally ill patients to choose between continuing on dialysis or

accessing hospice care, which may provide more comfort and support at the end of life, researchers note in JAMA Internal Medicine.
[FN82]

Researchers in the current study examined data on more than 770,000 dialysis patients covered by Medicare who died between 2000
and 2014. Just one in five were receiving hospice services when they died.

Among patients who did receive hospice care, 42 percent were enrolled for three or fewer days. Compared with dialysis patients who
didn't receive hospice care, those enrolled in hospice for three or fewer days were more likely to have been hospitalized or admitted to
intensive care units in the last month of life. But they were less likely to die in the hospital or undergo invasive procedures.

Lead study author Dr. Melissa Wachterman points out that terminal kidney failure patients can have intense pain and worse quality of
life than people with cancer or dementia at the end of life. “Patients with kidney failure stand to benefit greatly from the care hospice
has to offer and yet they are about half as likely to receive hospice as those with other serious illnesses like cancer and heart disease,”
Wachterman said.

B. Concerns over Use of General Patient Hospice Care Lengthy stays by hospice patients receiving general inpatient care (GIP), as
well as the use of GIP in inpatient hospice units, raise questions about whether hospices are providing the care correctly, a report

from the HHS Office of Inspector General stated. Released on May 3, the report, Medicare Hospice: Use of General Inpatient Care
(OEI-02-10-00490) said the provision of hospice GIP needs “further review to ensure that hospices are using GIP as intended and
providing the appropriate level of care.” According to the report, hospice GIP is intended for short-term pain control or symptom
management provided in an inpatient facility that cannot be managed in other settings. It is the second most expensive level of hospice
care and may be provided in one of three settings: a hospice inpatient unit, a hospital, or a skilled nursing facility. CMS staff have
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expressed concerns about possible misuse of GIP, such as care being billed for but not provided, long lengths of stay, and beneficiaries
receiving care unnecessarily. The OIG based the study on Medicare Part A hospice claims submitted during 2011. The OIG report
found that 33 percent of hospice beneficiaries receiving GIP in 2011 had inpatient stays of more than five days, and 11 percent had
stays of more than 10 days. The report also found that the majority (58 percent) of GIP stays in 2011 were at hospices with inpatient

units. Medicare paid $1.1 billion in payments for GIP in 2011, which accounted for 8 percent of all Medicare payments for hospice care.
[FN83]

C. End-of-Life Costs on the Rise With respect to cost of care at life's end, the Dartmouth Atlas of Health Care 2008 documented figures

from more than 90 academic medical centers and showed it can vary widely. [FN&4) According to research focused on the nation's top-
ranked hospitals, U.C.L.A. Medical Center averaged Medicare spending in the last two years of life at $93,842 per patient. At the low
end with $53,432 per beneficiary was the Mayo Clinic's main teaching hospital in Rochester, Minnesota. Other well-known institutions,
including Baltimore's Johns Hopkins, Boston's Massachusetts General, and Ohio's Cleveland Clinic, showed figures in the middle
range. The study also noted that hospitals providing more care or more intensive care did not always mean that better results were
achieved for their patients. In noticing the cost disparities, federal officials are now looking at improving efficiencies of facilities in high-
cost regions, which could result in billions of dollars in savings for Medicare.

Recent studies have found that the costs of end-of-life care continue to increase and show no signs of leveling off, according to
research from the United States and Canada published in the Archives of Internal Medicine. But other trends over the past decade,
including a sharp increase in use of hospice services, could point the way toward bringing these costs down while improving patient
care, said Dr. Jonathan Bergman of the University of California in Los Angeles, author of one of the studies. Patients receiving hospice
care typically forgo life-saving or potentially curative treatments and instead receive treatment of their symptoms. Bergman and his
colleagues found that though hospice enrollment among dying prostate cancer patients jumped from around 30 percent in 1992 to more
than 60 percent in 2005, the timing of when they entered hospice didn't change. One-quarter of patients were in hospice for seven days
or less, which is “too brief to maximize the benefit of enrollment,” the researchers write. Another study, this one of dying heart-failure
patients, found that under the current U.S. system, more hospices didn't necessarily mean less spending. A study of nearly 230,000
Medicare patients who died of heart failure between 2000 and 2007 found that use of hospice “dramatically” increased, from 19 percent
in 2000 to nearly 40 percent in 2007. But rates of hospitalization in the last six months of life held steady at around 80 percent. Also,
more people who were hospitalized spent time in an intensive care unit (ICU), and average time in the ICU also increased. Costs rose
from about $28,000 per patient for their last six months of life in 2000 to $36,000 in 2007. “We might be able to do a better job with end-
of-life care and cut costs not by rationing care but by making it more rational and treating each patient based on their original goals,”

Bergman said. [FNS]

A study conducted by the Mount Sinai School of Medicine has found that for nearly a quarter of Medicare beneficiaries, out-of-pocket
health care costs exceed their total assets (not including primary residences), in the last years of their lives. Researchers found that
those who had to pay for the cost of dementia care were particularly hard hit. The study, funded by the National Institute on Aging,
analyzed data over six years from 3,209 Medicare beneficiaries. Those with dementia or Alzheimer's disease averaged $66,155, versus
those patients with gastrointestinal disease or cancer, who spent an average of $31,069. “Medicare provides a significant amount

of healthcare coverage to people over 65, but it does not cover co-payments, deductibles, homecare services, or non-rehabilitative

nursing home care,” noted the study's lead author, Amy S. Kelley, M.D., a Mount Sinai School of Medicine professor. The study was

published online in the Journal of General Internal Medicine. [FN8e]

Kaiser Health News reports that nearly one in three Medicare patients undergo an operation in the final year of life, even though

evidence shows that many are more likely to be harmed than to benefit from it. (FN8T] A 2011 study, reported in The Lancet, researched
the deaths in 2008 of fee-for-service Medicare beneficiaries in their last year of life. It found that 31.9% of the beneficiaries had surgical
procedures during the year before death and 18% underwent a procedure in their last month of life. The researchers examined the
relation between receipt of an inpatient procedure and both age and geographical region.

Dr. Rita Redberg, cardiologist at the University of California-San Francisco, believes that the

practice is driven by financial incentives that reward doctors for doing procedures, as well as a medical culture in which patients and
doctors are reluctant to talk about how surgical interventions should be prescribed more judiciously.

Although about 25 percent of Medicare spending in the U.S. occurs in the last year of people's lives, a new study finds that there is very
little spending on patients whose death within the year is highly likely. For example, the researchers discovered that less than 5 percent
of Medicare spending is applied to the single highest-risk percentile of all individuals—and their predicted one-year mortality rate is just
46 percent. “What we discovered is, very little money is spent on people who we know with high probability are going to die in a short
amount of time,” Co-author Amy Finkelstein says. In fact, fewer than 10 percent of people who die in a given year have a predicted one-
year mortality rate over 50 percent. The researchers found that even when people are admitted to a hospital in what turns out to be
their last year of life, fewer than 4 per cent of those patients have a predicted one-year mortality rate of 80 percent or higher at the time
of admission.

D. Inquiries into Nursing Home Hospice Services Funding Prompted by claims by the American Health Care Association of the long-
term care industry's status as an economic and job-creating powerhouse, critics are pressing for further inquiries into how nursing
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homes are financed and operated, especially those facilities that provide hospice services. Data released in January 2011 by the health
care group show that in 20 states, long-term care is one of the top 10 employers and provides over 100,000 jobs in eight states. Critics
say the system needs to be reformed so that hospice patients can receive care in their own homes. They also note that while flat-

rate Medicare might pay a nursing home $110 to $130 per day, the rate soars by an additional $130 per day if a resident becomes a

hospice patient at the same site. [FN88]

According to Medicare data, Medicare spending for the benefit had more than tripled from $2.9 billion in 2000 to just over $10 billion in
2007. The Medicare Payment Advisory Commission has recommended to Congress that the HHS Inspector General investigate the
financial relationships between hospices and long-term care facilities, and to determine whether there may be a “conflict of interest.”
The commission also wants the IG to look at differences in patterns of nursing home referrals and the enrollment process and to look

for spikes in enroliment. MedPAC also asked the IG to examine hospice marketing materials and admissions practices to determine if

there are potential correlations between length of stay and deficiencies in marketing or admissions practices. [FN&9)

The Inspector General found that Medicare spending on nursing home hospice patients increased by 69% over four years. [FNSO]

Now, regulators are recommending a reduction in payment levels for nursing home-based hospice patients. Medicare spending on
hospice patients in nursing facilities jumped from $2.6 billion in 2005 to $4.3 billion in 2009, according to the audit. It found about 58%
of increased Medicare outlays were the result of higher enroliment and the length of stays. Hospices with more than two-thirds of their
patients in nursing homes earned on average $21,306 per patient, which was $3,182 more than the overall average cost per hospice
patient, the audit also found. The report recommends that CMS “monitor hospices that depend heavily on nursing facility residents” and
“modify the payment system for hospice care in nursing facilities.” CMS said in a written response that it would move to reduce payment

levels for nursing home-based hospice, per the IG report. [FNS1]

Reporting requirements for hospice providers operating in skilled nursing facilities have been clarified. On January 31, 2014, CMS
released revisions to the Medicare Claims Processing manual intended to clarify requirements for hospice providers operating in skilled
nursing facilities. The Affordable Care Act authorized CMS to collect additional data on hospice claims. The latest manual update,
scheduled to take effect for all claims with dates of service on or after April 1, 2014, mandates additional data reporting. The additional

data reporting includes visit reporting for general inpatient care, reporting the facility National Provider Identifier (NPI) where the care

was provided when not provided at the billing hospice facility, and reporting of infusion pumps and prescription drugs. [FNS2]

According to a report by the HHS Inspector General, about $33.6 million in Medicare Part D drug funds was spent on prescription drugs
in 2009 that likely should have been covered under the hospice benefit. “As a result, the Medicare program could be paying twice for
prescription drugs for hospice beneficiaries: once under the Medicare Part A hospice per diem payments and again under Medicare

Part D,” the report says. (FN%3] ynder Part D, CMS makes estimated monthly subsidy payments to prescription drug plan (PDP)
sponsors for each enrollee. The PDPs pay the pharmacies when the drugs are dispensed. Under the hospice benefit, prescription
drugs related to beneficiaries' terminal illnesses, used primarily for symptom control, are covered by CMS under per diem payments
to hospice organizations. “[T]herefore, Medicare Part D should not pay for them,” the report said. Although CMS sends monthly
information to PDPs indicating whether a beneficiary has elected hospice care, the report said that the Part D sponsors contacted
for the research did not have procedures to identify the drugs that should have been covered under hospice payments. The report
says that in 2009, 198,543 hospice beneficiaries received 677,022 prescription drugs through Part D that potentially should have
been covered under payments made to hospice organizations. The OIG recommends that CMS: educate sponsors, hospices, and
pharmacies that it is inappropriate for Medicare Part D to pay for drugs related to hospice beneficiaries' terminal illnesses; perform
oversight to ensure that Part D is not paying for drugs that Medicare has already covered under the per diem payments made to
hospice organizations; and require sponsors to develop controls that prevent Medicare Part D from paying for drugs that are already

covered under the per diem payments. [FN94]

F. Effect of Advance Directives Researchers from the University of Michigan have found that individuals who have advance directives
are more likely to receive palliative care and are less likely to die in a hospital. Medicare expenditures for enrollees with advance
directives also are lower, especially in higher-spending regions of the United States, the study noted. The study is one of the first to look
at national data linking end-of-life spending, treatments and advance directives. Researchers analyzed records of health and retirement

study participants who died between 1998 and 2007, including their Medicare claims, and interviews were conducted with beneficiaries'

next of kin. The study was published in the October 5 issue of the Journal of the American Medical Association. [FN9S]

Oregon Health & Science University (OHSU), in partnership with Silicon Valley startup Vynca, Oregon POLST, and the Oregon POLST
Registry, on June 15, 2015, announced the launch of ePOLST, a fully integrated electronic version of the Physician Orders for Life-
Sustaining Treatment, commonly known as POLST, which will assist health care systems in more accurately recording and accessing
the wishes of patients who are nearing the end of life.

The POLST form was created in 1990 in an effort to ensure the wishes of those with advanced iliness or frailty are followed. POLST
programs have been adopted or are in development in 43 states across the country. POLST forms are strongly associated with desired
care received. A survey of patients showed that less than 10 percent of patients want to die in the hospital. Unfortunately, without a
POLST form, four times that many still do.
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In the first phase of the launch, ePOLST allows OHSU clinicians to electronically and more quickly and accurately submit a POLST
form, drastically reducing the need for paper forms, which are error-prone. OHSU clinicians can also how easily view a patient's POLST
form, which is located at the top of their EPIC electronic health record, if they have one. This is critical in crisis situations where care
teams are making decisions about treatment options. In the next phase, OHSU clinicians will be able to electronically search the
Oregon POLST Registry through ePOLST, which will make it easier to find POLST forms from other health care systems.

New educational materials have been developed to help patients more fully understand how POLST orders can turn their wishes
to have or to limit treatment in to action as medical orders. To assure the quality of these important conversations we are teaching
clinicians and care teams how to use the newly available “just in time” patient educational materials now linked to the ePOLST
Program.

G. Quality of Hospice Care A final rule extending hospice quality reporting requirements to subsequent years was published by CMS

on November 8, 2012. [FNSE] A5 authorized by the Affordable Care Act, beginning with FY 2014 and each subsequent fiscal year,

the Secretary of HHS shall reduce the market basket update by 2 percentage points for any hospice that does not comply with the
quality data submission requirements. Depending on the amount of the annual update for a particular year, a reduction of 2 percentage
points could result in the annual market basket update being less than 0.0 percent for a FY and may result in payment rates that are
less than payment rates for the preceding FY. To meet the hospice quality reporting requirements affecting the FY 2014 payment
determination, hospices are submitting two measures: the Structural/QAPI measure and the NQF #0209 measure. The data collection
period is October 1 to December 31, 2012. Data submission can begin on January 1, 2013. The structural measure must be submitted
by January 31, 2013 and the NQF #0209 by April 1, 2013.

In a review of 120 Medicaid hospice claims paid to Illinois hospices in 2009 and 2010, the HHS Office of Inspector General found
that CMS's reliance on lllinois licensure requirements “could not ensure quality of care and that adequate protection was provided to

Medicaid hospice beneficiaries,” according to the OIG report. (FN97] The OIG determined in most cases that hospices did not meet
State hospice licensure requirements related to hospice workers. Of the 120 claims that we sampled, 110 involved direct care provided
by unqualified hospice workers and that on the basis of the sample results, an estimated 51,374 of the 56,044 claims covered by the
review were associated with unqualified hospice workers. For example, of the 120 claims reviewed, 110 involved workers that lacked
the initial health evaluation requirements, 20 without background checks, and 17 that didn't meet the training requirements.

Medicare patients in hospice care were less likely to be visited by professional staff in the last two days of life if they were black, dying

on a Sunday, and receiving care in a nursing home setting, a new study has found. The study, published in JAMA Internal Medicine,

[FN98] oxamined the frequency of visits by professional staff provided to 661,557 Medicare hospice beneficiaries who died between

October 1, 2013 and September 30, 2014. Medicare regulations require that hospice care centers report daily the frequency and
duration of patient visits by professional staff, as well as the type of hospice staff who conduct those visits. The study found:

« 12.3% of the patients received no professional staff visits in the last 2 days of life.

« black patients were less likely to have any visits than were white patients (15.2% vs 12.0%)

« those dying in a nursing home were 1.74 times less likely to have any visits than those dying at home

« those dying on a Sunday were 3.35 times less likely to have a visit compared with persons dying on a Tuesday, and

« the number of patients receiving no visits in the last 2 days varied by state, ranging from 3.8% in Wisconsin to 19.7% in Alaska.

The authors noted that their study did not take into account the severity of the symptoms of the hospice patients, or family preferences
for visits. The results still pinpoint disparities in hospice care, researchers said, which is especially relevant as the Centers for Medicare
& Medicare Services evaluates reforms.

H. Lengthier Hospice Stays and Rising Profits The Washington Post reports that over the past decade, the number of “hospice
survivors” in the U.S. has risen dramatically, in part because hospice businesses earn more by recruiting patients who aren't actually
dying. Hospice patients are expected to die; to enroll a patient, two doctors certify a life expectancy of six months or less. But healthier
patients are more profitable because they require fewer visits and stay enrolled longer, the Post's investigation found. Between 2002
and 2012, the proportion of patients who were discharged alive from hospice care rose about 50 percent according to the Post analysis
of more than 1 million hospice patients' records over 11 years in California. The average length of a stay in hospice care also jumped
substantially over that time, in California and nationally, according to the analysis, and profit per patient quintupled, to $1,975, California
records show, according to the analysis.

Hospice care has evolved into a $17 billion industry dominated by for-profit companies, and roughly $15 billion of industry revenue
came from Medicare last year. The Post cites AseraCare, one of the nation's largest for-profit chains, as an example: about 78
percent of patients who enrolled at the Mobile, Ala., branch left the hospice's care alive, and as many as 59 percent of patients left the
AseraCare branch in nearby Foley, Ala., alive, according to company records.

There is financial incentive for hospice firms to enroll healthier patients. Medicare pays a hospice about $150 a day per patient for
routine care, regardless of whether the company sends a nurse or any other worker out on that day. That means healthier patients, who
generally need less help and live longer, yield more profits, which may be costing Medicare billions of dollars a year, the Post reports. In
fact, MedPAC, the Medicare watchdog group created by Congress, has reported that in 2011, nearly 60 percent of Medicare's hospice

THOMSON REUTERS

© 2020 Thomson Reuters. No claim to original U.S. Government Works.

-22-



expenditure of $13.8 billion went toward patients who stay on hospice care longer than six months. Furthermore, data suggests that the
trend toward longer stays is a response to the financial incentive: while the average nonprofit serves a patient for 69 days, the average
for-profit hospice serves a patient for an average of 102 days, according to MedPAC.

MedPAC has been recommending that the payments to hospice companies be revised to eliminate the financial incentive for improper
care, but Medicare has not yet done so. The hospice industry is opposed to fundamental changes to the payment system; an official

with a hospice industry group says that the current payment system is sound and that tampering with it could have unintended

consequences, noting that two doctors certify a life expectancy of six months or less for hospice patients, the Post reports. [FN99]

OIG Finds Medicare Hospices Have Financial Incentives to Provider Care in Assisted Living Facilities

In a report released January 13, 2015, the OIG recommends that CMS reform the hospice payment system, collect data, and develop

quality measures for hospices. [FN100] Although focused on assisted living facilities (ALFs), the OIG notes its recommendations pertain
to the hospice benefit more broadly. The OIG report analyzed all Medicare hospice claims from 2007 through 2012, using Certification
and Survey Provider Enhanced Reports data and Healthcare Cost Report Information System reports for supplementary information on
hospice characteristics.

The OIG found Medicare payments for hospice care in ALFs more than doubled in 5 years, totaling $2.1 billion in 2012. Hospices
provided care much longer and received much higher Medicare payments for beneficiaries in ALFs than for beneficiaries in other
settings. Hospice beneficiaries in ALFs often had diagnoses that usually require less complex care. Hospices typically provided fewer
than 5 hours of visits and were paid about $1,100 per week for each beneficiary receiving routine home care in ALFs. Also, for-profit
hospices received much higher Medicare payments per beneficiary than nonprofit hospices. The report raises concerns about the
financial incentives created by the current payment system and the potential for hospices to target beneficiaries in ALFs because they
may offer the hospices the greatest financial gain. Together, the findings in this and previous OIG reports show that payment reform
and more accountability are needed to reduce incentives for hospices to focus solely on certain types of diagnoses or settings.

The OIG recommends that CMS, as part of its ongoing hospice reform efforts: (1) reform payments to reduce the incentive for hospices
to target beneficiaries with certain diagnoses and those likely to have long stays, (2) target certain hospices for review, (3) develop

and adopt claims-based measures of quality, (4) make hospice data publicly available for beneficiaries, and (5) provide additional
information to hospices to educate them about how they compare to their peers. CMS agreed with all five recommendations.

I. Hospice Benefits in Medicare Advantage Plans The Congressional advisory group Medicare Payment Advisory Commission
(MedPAC) voted on a draft recommendation on January 16, 2014, to include hospice benefits in Medicare Advantage (MA) coverage.
Currently, when MA enrollees start hospice care, MA plans and fee-for-service Medicare split the cost of their care: traditional Medicare
pays hospice providers for services related to terminal conditions, and MA plans continue to pay for other services unrelated to hospice.
Hospice facilities coordinate care for services they provide, but not the rest of care that patients need. Commissioners say this policy
runs counter to the all-inclusive care coordination for which MA plans otherwise are responsible. MedPAC staff feels that MA plans
would be in a better position to coordinate care and plans could offer concurrent care as a supplemental benefit, if hospice were
included in MA coverage. Medicare would have to pay higher capitation rates to account for the additional benefits and risk scores
would need to be recalculated. MedPAC Executive Director Mark Miller told commissioners that MA plans with which commission
researchers spoke are generally agreeable to including hospice, and indeed most organizations with MA plans already offer hospice
[FN101]

benefits in other policies. Some but hospice providers, however, worry about being left out of MA networks.
For FY 2017, hospice providers will receive a 2.1% boost in Medicare payments, under a final rule published on August 5. (FN102] 1yq
increase is slightly less than the original 2.8% increase that was included in the proposed rule released in April 2016. Based on a 2.7%
inpatient hospital market basket update, the increase will bring an additional $350 million in funding to hospice providers. Included in
the final rule:

» Hospice cap will be adjusted from $27,821 to $28,405
« Hospice Visits When Death is Imminent quality measure (assesses staff visits in patient's last days of life)

» Hospice and Palliative Care Composite Process Measure (assesses percentage of patients who received care consistent with the
guidelines.

J. Effect of Hospice Care on Medicare Hospitalizations and Costs Medicare patients with poor-prognosis cancers who received hospice
care had significantly lower rates of hospitalization, ICU admissions, and invasive procedures than those without at the end of life, a

study published in JAMA finds. (FN103]
The article states that uncertainties regarding how hospice affects health care utilization and costs have hampered efforts to promote it.

While more patients with cancer use hospice now than ever before, there are indications that the intensity of care outside of hospice is
increasing, and the length of hospice stay decreasing.

During the last year of life, significantly lower health care expenditures were reported as well.

This study, led by Ziad Obermeyer of Brigham and Women's Hospital and Harvard Medical School, used data from Medicare
beneficiaries with poor-prognosis cancers (including, brain, pancreatic, and metastatic malignancies) and matched those enrolled in
hospice before death to those who died without hospice care. A nationally representative 20% sample of Medicare fee-for-service
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beneficiaries who died in 2011 was studied. Matching patients based on various criteria produced a hospice and nonhospice group,
with 18,165 in each. The median duration of hospice care was 11 days.

Significantly greater health care utilization was found in the nonhospice group, largely for acute conditions not directly related to cancer
and higher overall costs. Rates of hospitalizations (65% vs 42%), ICU admissions (36% vs 15%), invasive procedures (51% vs 27%),
and death in a hospital or nursing facility (74% vs 14%) were higher for nonhospice beneficiaries compared to hospice patients. In

addition, costs during the last year of life were $62,819 for hospice beneficiaries and $71,517 for nonhospice beneficiaries. (FN104]

0. Medicaid Funding For those individuals who are dually eligible for Medicare and Medicaid who elect the Medicare hospice benefit,
Medicare is financially responsible for the hospice care and the Medicaid program is the third-party payor responsible for the nursing
facility room and board expense. For the nursing facility room and board care, the Medicaid program must provide for payment in an
amount equal to at least 95% of the Medicaid daily nursing facility rate (the rate the state Medicaid program pays for nursing facility
services furnished to an individual who has not elected to receive hospice care). Historically, the Medicaid program has paid the
hospice provider for the nursing facility room and board expenses of dually eligible individuals who elect the hospice benefit, and the
hospice provider has then passed through this payment to the nursing facility.

As reported by The Philadelphia Inquirer, Kaiser Health News has suggested that a new approach may combine palliative and hospice

care to allow active treatment and end-of-life care to occur simultaneously for the terminally ill. [FN10S] pg opposed to standard Medicaid/
Medicare protocols stipulating that one “must give up aggressive treatment to get end-of-life counseling and care,” the new initiative,
says KHN, “may be especially useful for people using dialysis to extend their lives, and those waiting for organ transplants that may

not come in time.” In addition, “the change may encourage people with any kind of terminal illness to take advantage of hospice care
earlier.” As documented by KHN:

The new law instructs Medicaid, the state-federal program for the poor, to cover simultaneous hospice and curative care for children
with terminal illnesses immediately. And it directs the federal Medicare program, which covers seniors and disabled people, to launch
up to 15 pilot projects around the country to test the concept. If the experiment is deemed successful and doesn't increase costs, then
Medicare could make the benefit available to everyone in hospice.

P. Accrediting of Hospices Under CMS Final Notice In a final notice issued March 27, 2009 [FN106] -\1s announced the approval of a
deeming application from The Joint Commission for continued recognition as a national accreditation program for hospices requesting
participation in Medicare or Medicaid. Effective dates for the notice are June 18, 2009 through June 18, 2015. A press release from
The Joint Commission stated, “The six-year designation means that hospice organizations accredited by The Joint Commission will
be ‘deemed’ as meeting Medicare and Medicaid certification requirements and are eligible for Medicare reimbursement ... The Joint

Commission's standards for hospice meet or exceed those established for the ... programs.” (FN107] Ay independent, not-for-profit entity,
The Joint Commission provides accreditation and certification for approximately 15,000 U.S. health care organizations and programs.

On November 5, 2013, CMS released a final notice announcing a decision to approve the Accreditation Commission for Health Care
for continued recognition as a national accrediting organization for hospices that seek to participate in Medicare or Medicaid. This final

notice becomes effective November 27, 2013 through November 27, 2019, and appears in the November 5, 2013 Federal Register.
[FN108]

Q. Costs of Younger vs. Older Seniors Contrary to widely held beliefs about the costs of end-of-life care, younger seniors, with
potentially longer life expectancies, are amassing the largest medical bills, and not Americans in their 80s and 90s, according to a new
analysis that examines the relative costs of end-of-life care.

The study, conducted by the Kaiser Family Foundation, analyzed Medicare claims data for 2014 for all beneficiaries who died the same
year. It found that that average Medicare spending per person peaked at age 73—at $43,353. That compared with $33,381 per person
for 85-year-olds, and $27,779 per person among 90-year-olds.

Kaiser researchers said their findings suggest that providers, patients, and their families may favor more costly, lifesaving care for
younger seniors, and turn to hospice care when patients are older. Medicare covered eight of 10 people in the U.S. who died in 2014,
establishing it as the largest insurer of medical care provided at the end of life, according to the Kaiser report.

Medicare spent an average of $34,529 on each of them, and most of that money (51%) went to inpatient hospital expense. The rest
was spent mostly on skilled nursing facilities, home health care and hospice (23%) or physicians (13%) or medication, 6%. Overall, the
largest portion, 31%, of per capita spending for all beneficiaries goes to inpatient hospital expenses.

Overall, the aging baby boomer population is leading to a decrease in the growth of spending on patients' last years of life. More
beneficiaries are younger and healthier, and they are living longer, so their last years of life are cheaper.

Kaiser's analysis covered only traditional Medicare beneficiaries during the calendar year in which they died and did not include
spending in the full 12 months before their deaths. The report also did not include spending on beneficiaries in Medicare Advantage

because data was unavailable. [FN10%

R. Legislative Activity California
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2019 CA A.B. 856 (NS), introduced February 20, 2019, would allow a credit against personal income taxes for each taxable year
beginning on or after January 1, 2020, and before January 1, 2024, in an amount equal to 25% of the amount paid or incurred during
the taxable year, not compensated for by insurance or otherwise, by a qualified taxpayer, as defined, for home care services (including
hospice), not to exceed $5,000.

Illinois

2019 IL H.B. 3037 (NS), introduced February 15, 2019, would require the Department of Healthcare and Family Services to make all
room and board medical assistance payments directly to long-term care providers and all hospice care payments directly to hospice
care providers whenever recipients of medical assistance opt to receive hospice care at long-term care facilities.

lowa

« 2019 IA H.F. 295 (NS), introduced February 6, 2019, relating to reimbursement for dually eligible Medicare and Medicaid beneficiaries
receiving the Medicare hospice benefit in a nursing facility.

* 2019 IA H.F. 518 (NS), adopted April 23, 2019, relating to reimbursement for dually eligible Medicare and Medicaid members
receiving the Medicare hospice benefit and Medicaid-only members electing the hospice benefit in a nursing facility.

« 2019 IA S.F. 542 (NS), introduced March 7, 2019, relating to reimbursement for dually eligible Medicare and Medicaid members
receiving the Medicare hospice benefit and Medicaid-only members electing the hospice benefit in a nursing facility.

Minnesota

2019 MN S.F. 498 (NS), introduced January 28, 2019, would expand the senior citizens property tax deferral program to terminally ill
homeowners.

New Jersey

« 2018 NJ A.B. 3299 (NS), introduced February 12, 2018, would establish a Medicaid demonstration project to cover room and board
services for certain terminally ill patients in the home or other non-institutional setting.

* 2018 NJ A.B. 5098 (NS), amended/substituted June 18, 2019, would raise, over time, the hourly Medicaid reimbursement for personal
care services to providers, including hospices, to $25.

New York

* 2019 NY A.B. 2889 (NS), introduced January 28, 2019, would made hospice providers eligible for access funding under the health
care facility transformation program.

« 2019 NY S.B. 1814 (NS), introduced January 16, 2019, would establish reimbursement mechanisms for access to hospice services
for residents of assisted living programs.

Rhode Island

« 2019 RI H.B. 5403 (NS), introduced February 14, 2019, and 2019 RI S.B. 559 (NS), introduced March 14, 2019, would require that the
rate for hospice providers delivering hospice care in a skilled nursing facility not exceed 95% of the rate paid for non-hospice care in a
skilled nursing facility.

* 2019 RI H.B. 5621 (NS), introduced February 27, 2019, would provide for a Medicaid home nursing care and hospice base rate
adjustment for services delivered by highly skilled nursing professionals to high-acuity or high medical necessity Medicaid beneficiaries
that have tracheostomies or use ventilators.

« 2019 RI H.B. 6027 (NS), introduced April 25, 2019, would provide for a Medicaid home care, home nursing care and hospice base
rate adjustment for services delivered to beneficiaries in rural communities as defined by the Department of Health. The act supports
the state's long-term care rebalancing goals by keeping geographically-underserved patients out of skilled nursing facilities and
hospitals and remain safe at home in the community with highly-trained and stable long-term services and supports.

Virginia

« 2018 VA H.B. 1639 (NS), adopted March 5, 2019, directs the Department of Medical Assistance Services to implement a process
for direct payment of nursing facility or ICF/MR services for hospice patients receiving services in a nursing facility or ICF/MR if such
patient would be eligible for medical assistance for nursing facility or ICF/MR services had he not elected to receive hospice care. The

measure also provides that payments made to a nursing facility or ICF/MR shall be the full amount that would be paid to the nursing
facility or ICF/MR if the individual was not receiving hospice services, and shall not reflect any discount to such rates.

* 2018 VA H.B. 2474 (NS), introduced January 9, 2019, would expedite applications for medical assistance services for individuals
diagnosed with a terminal condition.

IV. ADVANCE CARE DIRECTIVES Most hospitals, nursing homes, home health agencies, and HMOs routinely provide information
on advance directives at the time of admission. They are required to do so under a federal law called the Patient Self-Directed
Determination Act of 1990 (PDSA).
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The PSDA simply requires that most health care institutions (but not individual doctors) do the following:

» Give patients at the time of admission a written summary of your health care decision-making rights. Each state has developed such a
summary for hospitals, nursing homes, and home health agencies to use.

« Provide the facility's policies with respect to recognizing advance directives.

 Ask patients if they have an advance directive, and document that fact in their medical records. It is up to the individual patient to
make sure providers get a copy of it.

« Educate their staff and community about advance directives.

* Never discriminate against patients based on whether or not they have an advance directive. Thus, it is against the law for them to

require either that you have or not have an advance directive. [FN110]

A. Definitions and Issues The terms “advance directive” and “advance care directive” refer to two types of legal documents that enable
individuals to plan and communicate their end-of-life wishes in the event that the individuals are unable to communicate their wishes
themselves. These are a health care proxy (also known as a medical power of attorney or durable power of attorney for health care)
and a living will.

A health care proxy allows an individual to appoint another person as the individual's health care agent, thus authorizing the agent

to make medical decisions on the individual's behalf in the event that the individual is incapacitated and unable to make his or her
own medical decisions. A health care proxy is typically a family member who accepts legal responsibility or medical power of attorney
to make decisions on behalf of the incapacitated patient. Healthcare proxies are designated through a legal document, signed, and
authorized by a patient prior to becoming incapacitated.

A living will allows an individual to document his or her wishes concerning medical treatment at the end of life. A living will is also a
legal document, but rather than assigning an individual to make decisions on behalf of a patient, a living will enumerates a patient's
health wishes in writing. Such specifications may include the types of treatment a patient might wish to receive, as well as the duration
of treatment.

A living will may also contain “do not resuscitate” (DNR) orders, which detail the circumstances under which a patient would not want
medical professionals to go to great lengths to try to save the patient's life. People who do not have living wills with DNR clauses may
opt to sign a DNR form with physician oversight while being treated at a health facility. A designated health care proxy also may instruct
medical staff not to revive a patient, but such instructions do not require a written designation from the patient.

The highly publicized story of Terri Schiavo in 2005 resulted in heightened public awareness of the importance of advance care
directives. In 1990, Ms. Schiavo suffered a neurological injury and fell into a vegetative state. Ms. Schiavo, who was only 26 at the time,
had not designated a health care proxy, nor had she authored a living will. Following her brain injury, she was able to breathe without
respiratory assistance, but was unable to eat or drink on her own and received nourishment through a feeding tube. After more than a
decade without noticeable improvement, Ms. Schiavo's husband wanted to remove the feeding device and allow her to pass away, but
her parents wanted her to be kept alive by any possible means. Because Ms. Schiavo had not specified any advance care directives,
the decision to remove her feeding tube led to a court battle between her husband and her parents. The Florida Legislature granted
then Gov. Jeb Bush (R) the power to require that Ms. Schiavo continue to receive nourishment. At the start of 2005, Terri Schiavo's
husband was granted a court order to remove her feeding tube, but her parents sought and won a temporary stay. The U.S. Congress

passed a bill in mid-March 2005 that sent this and any similar future cases to federal court. (FN111] Ultimately, the U.S. Supreme Court

ruled that Mr. Schiavo could authorize the removal of Ms. Schiavo's feeding tube. [FN112] \1s. Schiavo died March 31, 2005. Had Ms.
Schiavo signed advance care directives prior to her injury, the ensuing family, moral, and legal battles might not have been necessary.

An AARP Bulletin Poll, conducted in 2007, entitled “Getting Ready to Go,” investigated related to end-of-life decisions and advance
care directives. [N Among the findings:

« Most people have some knowledge of the steps involved with completing advance directives, but few have taken action.
« Older individuals are more prone to take action than those who are younger.

 Healthy individuals' actions differ from those who are less healthy.

« As individuals age, differences in actions with regard to health status disappear.

« Parents take action more often than their children do.

All 50 states recognize advance care directives. However, the laws governing advance care directives and the forms for creating them
vary from state to state. Laws governing the procedures and approved forms for advance care directives are continually in flux.

In a published report released in 2016, researchers found that making sure residents' care preferences are consistently recorded and
updated in medical records is crucial to providing quality end-of-life care. The report states that advanced care planning is an important
step for patients and families to take, especially at a time when nearly a quarter of hospitalized older adults are not able to make

their own end-of-life decisions. The study was conducted by a team of researchers from the Regenstrief Institute, Indiana University
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Center for Aging Research and the Indiana University School of Nursing, and published online in the Journal of Pain and Symptom
Management.

Inconsistencies in the way care preferences are documented and carried out by nursing homes and hospitals may mean a patient's
preferences are not honored. The team's report set out to measure care consistency with documented care practices and how
healthcare providers can improve that consistency.

The team of researchers recommends five best practices for providers to ensure consistency with their residents' care preferences:

« Documenting each resident's specific treatment preferences, such as “do not place feeding tube” instead of “comfort care,” in the
medical record

« Making sure treatment preferences are recorded in a consistent format and location in each medical record

» Reviewing and updating preferences regularly as residents' clinical conditions change

« Creating data collection strategies to document decisions to withhold medical interventions

« Implementing a consistent measurement approach, such as a required percentage for agreement with care preferences, that can be
used to compare with other providers. (FN114]

Researchers at the University of California at San Francisco find that current legal restrictions significantly compromise the clinical
effectiveness of advance directives. The study, which surveys medical and legal literature from across the United States, appears in the
January 18, 2010 issue of the Annals of Internal Medicine. Advance directives allow patients to designate health care decision-makers
and specify health care preferences for future medical needs. The authors recommend that advance directive law and advance care
planning evolve into a more flexible, relationship-and communication-based model, in which any type of advance care planning tool or
discussion can help guide clinical care.

Authors of the study list a number of legal barriers to the clinical effectiveness of advance directives; to improve the clinical efficacy of
advance directives, the researchers suggest:

« doing away with mandatory legal language to improve readability;

« expanding the potential pool of medical decision-makers to include non-medical professionals who may be close to unbefriended
adults;

« promoting universal acceptance of oral advance directives;
« eliminating witness and notary requirements;

« adoption by all states of reciprocity laws for directives from other states, regardless of the location or type of planning tool used; and

« allowing patients to document their religious, social, and cultural values and preferences for end-of-life care. [FNL13]

The general themes of recent advance care directive legislative initiatives can be categorized as:
« general advance care directive legislation;

« simplifying advance care directives;

« awareness of advance care directives;

« providing or withholding life-sustaining treatment; and

« the role of surrogates in end-of-life decision-making.

B. Awareness of Existence of Advance Care Directives The creation of advance care registries can give caregivers and others the
ability to verify that advanced care directives have been put into place. Measures addressing the establishment of such registries have
been initiated.

A recent study explored the knowledge dementia caregivers have about advance care planning (ACP), how they learn to execute
formal advance directives and how they understand their roles as decision makers for the patients. Researcher Mariette L. Klein
identifies factors that contribute to the completion of an ACP process such as demographic, psychosocial, and situational factors. She
found that caregivers understand ACP as having the power to shape the dying process for dementia patients; that it is not just about
executing formal written ADs but how caregivers exercise that power.

For the caregivers, the process of ACP occurs along a trajectory from years before dementia, to dementia diagnosis, to end stage
and death. At each of these stages, actions taken by the caregivers and their motivation are identified. Three key features of the ACP
process in all three stages are examined: conversations within the family and with trusted others, gaining knowledge of ACP, and
keeping ACP documents. How caregivers use ACP is based on how they define their roles as decision makers for their patients by:
accepting responsibility for making difficult decisions regarding treatment for the patients, using ACP as an effective tool to shape the
dying process for their patients, and doing battle with health care professionals to honor patients' wishes.
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Klein concludes that some successful interventions could be adapted specifically for dementia families: Comprehensive Home-Based
Options for Informed Consent about End State Services (CHOICES) for medically-fragile, home-bound older adults who do not meet

criteria for the Medicare hospice benefit, and Palliative Excellence in Alzheimer Care Efforts (PEACE), a disease management model

for dementia patients that includes ACP, patient-centered care, caregiver support, and palliative care.” (FN116]

C. Providing or Withholding Life-Sustaining Treatment A recent study performed by researchers at Queen Mary University of London
found that the religious views of the patient's treating physician could affect the end of life care that a patient receives. The United
Kingdom study found that the physicians “who described themselves as very or extremely religious were less likely to discuss treatment
options that could hasten death.” At the other end of the spectrum, physicians without strong religious beliefs were more likely to
discuss all options with their patients, including providing treatment that would hasten death. The lead researcher, Dr. Clive Seale,

concluded that “Physicians who deal with terminal patients at the end of life should be more aware of how their religious views affect

the treatment decisions they make.” [FN17]

As reported by The Philadelphia Inquirer, Kaiser Health News has suggested that a new approach may combine palliative and hospice

care to allow active treatment and end-of-life care to occur simultaneously for the terminally ill. (FN118] Ag opposed to standard Medicaid/
Medicare protocols stipulating that one “must give up aggressive treatment to get end-of-life counseling and care,” the new initiative,
says KHN, “may be especially useful for people using dialysis to extend their lives, and those waiting for organ transplants that may

not come in time.” In addition, “the change may encourage people with any kind of terminal illness to take advantage of hospice care
earlier.” As documented by KHN:

The new law instructs Medicaid, the state-federal program for the poor, to cover simultaneous hospice and curative care for children
with terminal illnesses immediately. And it directs the federal Medicare program, which covers seniors and disabled people, to launch
up to 15 pilot projects around the country to test the concept. If the experiment is deemed successful and doesn't increase costs, then
Medicare could make the benefit available to everyone in hospice.

Additionally, a panel of experts gathered by doctors from the Mayo Clinic and the Yale University School of Medicine has created

guidelines for proceeding with end-of-life treatments for those who are terminally ill and have implanted defibrillators. (FN119] According
to McKnight's Long-Term Care News & Assisted Living, the new guidelines include the following recommendations:

« All patients with implanted electronic devices are encouraged to make advance directives, and to decide on their own whether or not
to remove the device.

» Adult patients should be assumed to be competent, but if they are incapacitated, a health care proxy should make a decision.

In submitting the guidelines, the panel emphasized that neither physicians nor caregivers should “be compelled to perform tasks that
conflict with their ethical values.”

Odds of Reversing ICU Patients' Prior Preferences to Forgo Life-Sustaining Therapies Vary Widely Across the U.S., according to Penn
Study Intensive care units across the United States vary widely in how they manage the care of patients who have set preexisting limits
on life-sustaining therapies, such as authorizing do-not-resuscitate (DNR) orders and prohibiting interventions such as feeding tubes

or dialysis, according to new research from the Perelman School of Medicine at the University of Pennsylvania. (FN120] Their work is
published in the current issue of JAMA Internal Medicine.

"We've long known that end-of-life and critical care varies across nations, regions and centers, whether from changes in local policies,
practice culture or resource constraints,” said the study's lead author Joanna L. Hart, MD, MSHP, a pulmonary and critical care
physician and post-doctoral research fellow at Penn. “But, we hypothesized that by looking at this specific patient population, we could
attribute this variability as an appropriate response to patient preferences in care, and undue or unsupported variability. No previous
studies we're aware of have analyzed variations in care for patients who, upon admission, have similar care requests.”

Hart and colleagues also sought to determine the portion of ICU patients who are admitted with existing treatment limitations — which
may have been outlined in advance directives or otherwise ordered by inpatient physician -- and how these patients are managed in the
ICU.

The researchers examined a retrospective cohort of patients from 141 intensive care units in 105 hospitals, for a total of 277,693
patients from April 2001 through December 2008 and found that 4.8 percent of ICU admissions were patients with preexisting limits
on care. Care limitations for most of these patients included DNR orders, which included preferences prohibiting chest compressions,
intubation, and use of defibrillation to restart their hearts. Other patients had documented restrictions on acceptable therapies, ranging
from dialysis to nutritional support such as feeding tubes (21 percent), and four percent expressed a preference for comfort measures
only. Patients admitted with treatment limitations tended to be older than those without such limits (78 years on average) and nearly
all had preexisting chronic illnesses conditions, most commonly chronic respiratory disease (14 percent), and chronic kidney disease
(13 percent). Most (52 percent) of patients were admitted to the ICU from the emergency department, and 35 percent died during the
hospital stay studied.

But the researchers found that these patients' preferences to refrain from use of lifesaving measures were often changed during their
stay. Among all patients admitted with treatment limitations, 23 percent of patients nonetheless received CPR in the ICU, with great
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variability among ICUs: with less than five percent of patients at some ICUs and greater than 90 percent in other ICUs. Overall, 41
percent of patients who entered with treatment limitations received one or more forms of life support, and 18 percent had a reversal of
previous treatment limitations during their ICU stay.

The researchers found that when ICU care was managed by a critical care physician, the odds were greater that the preexisting
limitations on care would change and their care would be escalated with new forms of life support administered. Suburban hospitals,
when compared to urban settings, were found to be associated with greater odds that patients surviving an ICU stay would receive new
treatments and have new treatment limitations established during their stay.

Knowledge of Palliative Care and Less End-of-Life Disruption (Brown University) — When a nursing home patient is dying, aggressive
interventions such as inserting a feeding tube or sending the patient to the emergency room can futilely exacerbate, rather than relieve,

their distress. V21 palliative care focuses nursing home resources on providing comfort at the end of life, but nursing directors vary
widely in their knowledge of it. A new large national study found that the more nursing directors knew about palliative care, the lower the
likelihood that their patients would experience aggressive end-of-life care.

Susan C. Miller, professor (research) of health services, policy and practice in the Brown University School of Public Health and
lead author of the study in the Journal of Palliative Medicine, worked with colleagues to survey nursing directors at more than 1,900
nursing homes around the country between July 2009 and June 2010 to assess their knowledge of palliative care and their facility's
implementation of key palliative care practices. The study is the first nationally representative sample of palliative care familiarity at
nursing homes.

More than one in five of the surveyed directors had little or no basic palliative care knowledge (i.e., a score of 1 or 0 on a 0-to-3 scale),
although 43 percent were fully versed. The average score was 2.2. Facility palliative care practice scores ranged from 12 to 36, with an
average of 28.1.

In addition to quizzing the directors, the researchers also analyzed Medicare data on the 58,876 residents who died during the period to
ascertain the treatments they experienced when they were dying.

When the researchers analyzed palliative care knowledge together with treatment at end of life, they found that the more directors
knew about basic palliative care, the lower likelihood that nursing home patients would experience feeding tube insertion, injections,
restraints, suctioning, and emergency room or other hospital trips. Meanwhile, patients in higher-knowledge homes also had a higher
likelihood of having a documented six-month prognosis. Most of these associations were highly statistically significant, but a few were
marginally significant even after adjusting for a variety of factors including a nursing home's extent of hospice use.

The study shows only an association between palliative care knowledge and less aggressive end-of-life care, the authors note. It
could be that the knowledge leads to improved care, but it could also be that at nursing homes with better care in general, there is also
greater knowledge. But if there is a causal relationship, then it could benefit thousands of nursing home residents every year for their
nursing home caregivers to learn more about palliative care, the authors conclude.

Unrelated “Next of Kin” May Lead to Legal Confusion (Reuters Health) — When hospitalized patients list nonrelatives as next of kin,

state laws might interfere with those patients' wishes — and a new study suggests the situation isn't rare. (FN122] 11y Connecticut, where
researchers looked at medical charts of nearly 110,000 hospitalized veterans, eight percent had specified someone other than a close
family member as next of kin — in conflict with the state's “default surrogate consent” laws.

Default surrogate consent statutes are designed to designate a proxy for patients who can't make their own medical decisions. In most
states, spouses are given first priority, followed by adult children, parents and siblings, the authors write in a research letter in JAMA.
But states are inconsistent in their recognition of other relationships, like friends, distant relatives or unmarried or same-sex partners.

” o

In the Connecticut study, unrelated designees noted in patients' charts included “baby momma,
mate,” and “same-sex partner.”

common law spouse,” “live-in soul

Filling out an advanced directive care plan, which can be done easily online, would avoid the problem, but most people still do not do
this, said Pope. Appointing a healthcare proxy or durable power of attorney may take more legal resources, but would also prevent
confusion, said Dr. Andrew B. Cohen of Yale University School of Medicine in New Haven, Connecticut, who led the new study.

Cohen and his colleagues examined the next-of-kin relationships listed for 109,803 veterans who received care at Veterans Health
Administration facilities in Connecticut between 2003 and 2013. Almost 93 percent listed a nuclear or immediate family member as next
of kin. About 3 percent listed a more distant relative and 4 percent listed a person with no blood or legal relation, often a friend, common
law spouse or same sex partner. Less than 1 percent listed other social connections, like landlady, priest, roommate, or sponsor. Six
percent of veterans over age 65 and about 9 percent of those under age 65 had someone other than a nuclear family member listed as
next of kin.

Quebec has a similar default consent statute, but does include a category for a person who shows special interest who is not a blood or
legal relative. Adding this category to U.S. statues would solve part of the problem. The choice should not be left to the doctor, who has
a conflict of interest when it comes to giving or refraining from treatment.
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D. Effect of Advance Directives on Palliative Care Researchers from the University of Michigan have found that individuals who have
advance directives are more likely to receive palliative care and are less likely to die in a hospital. Medicare expenditures for enrollees
with advance directives also are lower, especially in higher-spending regions of the United States, the study noted. The study is one of
the first to look at national data linking end-of-life spending, treatments and advance directives. Researchers analyzed records of health
and retirement study participants who died between 1998 and 2007, including their Medicare claims, and interviews were conducted

with beneficiaries' next of kin. The study was published in the October 5 issue of the Journal of the American Medical Association.
[FN123]

Caregivers in nursing home and hospitals may forgo palliative and comfort care for patients with “do not resuscitate” orders, a new
study in Oregon suggests. “The risk is that you make assumptions about the patient because of their DNR. You assume they may not
want this treatment or that treatment,” says Dr. Erik Fromme, a palliative care specialist at the Oregon Health & Science University.
Fromme and his colleagues used a unique registry in Oregon to compare detailed treatment references of more than 25,000 people.
Since 2009, Oregon has kept an electronic registry of preferences residents recorded with a document called Physician Orders for Life-
Sustaining Treatment, or POLST. The researchers found that 18,000 people, or 72 percent of those in the registry, did not want CPR,
but many wanted other treatment, including hospital care. About 55 percent wanted the option of antibiotics for infections. Nearly one-
quarter considered a temporary feeding tube appropriate.

Previous studies found evidence doctors make assumptions and withhold many kinds of care beyond CPR when patients have a

DNR order. Nursing home residents with DNR orders who came down with pneumonia, for example, were 30 percent less likely to be
hospitalized than comparable nursing home residents with no DNR, University of Missouri researchers found. Researchers at Johns
Hopkins University found a DNR order made doctors significantly less likely to order blood cultures, central lines, transfusions and other

treatments when responding to hypothetical cases. [FN124]

E. Medicare Reimbursement for Physician Counseling Reimbursement of providers for talking to Medicare patients and their families
about “advance care planning” is among the recommendations to be issued by the AMA's Relative Value Scale Update Committee
(RUC) to the Centers for Medicare and Medicaid Services (CMS). Every year, the AMA makes such recommendations to the CMS on a
broad range of procedures and services. CMS uses these recommendations, along with input from others, to set reimbursement rates.

Counseling on advance care planning includes information on living wills and end-of-life treatment options and harkens back to an
earlier provision in the Affordable Care Act. That provision was removed after former Republic vice-presidential candidate Sarah Palin
accused President Obama of proposing “death panels” to determine who deserved life-sustaining medical care and the public outcry
that ensued.

However, in 2016, the first year that health care providers were allowed to hill for the consultations, nearly 575,000 Medicare

beneficiaries took part in conversations to discuss advance-care planning, Kaiser Health News reports. (FN125] Nearly 23,000 providers
submitted about $93 million in charges, including more than $43 million covered by the federal program for seniors and the disabled.
Use was much higher than expected, nearly double the 300,000 people the American Medical Association projected would receive the
service in the first year. Still, only a fraction of eligible Medicare providers — and patients — have used the benefit, which pays about
$86 for the first 30-minute office visit and about $75 for additional sessions.

Geriatricians, oncologists and other medical specialists who see gravely ill patients, however, say it's crucial to elicit a patient's
wishes for treatment and other pastoral or psychological supports in a dire medical situation. If Medicare reimburses doctors for such
discussions, as it pays them for examining patients and performing procedures, they are much more likely to happen. Some private
insurers already reimburse doctors who help patients with advance care planning. Under Medicaid, states largely determine what
medical services are covered, and at least two states, Oregon and Colorado, provide reimbursement for advance care planning.

Studies show that when given a choice, patients often forgo invasive procedures at the end of life. Such procedures can be costly
while doing little to extend or improve the quality of the patient's life. But some people fear that end-of-life conversations could lead to
rationing health care or withholding it entirely.

The AMA RUC panel is recommending specific medical codes for the reimbursement of doctors for advance care conversations.
Medical codes provide a uniform description of hundreds of medical procedures and services and are used by medical providers,
hospitals, and insurers across the country. Without such a code, doctors who want to have such conversations with their patients have
had to squeeze them into medical appointments ostensibly held for another purpose. “You essentially have to be deceitful to get paid
to do advance care planning for the patient who doesn't have a medical illness,” said Christopher A. Jones, an assistant professor of
palliative care at Duke University.

F. Research Reveals What to Discuss Near End of Life A study has identified the top five things health care teams should discuss
with hospitalized patients and their families at the end of life. The research found gaps, however, between what patients would like
and the care they receive. The team, led by a McMaster University researcher, with backgrounds in general internal medicine, critical
care medicine and palliative care, surveyed 233 hospitalized older adults with serious illnesses and 205 family members about the
importance of the 11 guideline-recommended elements of end-of-life care. The patients had been admitted to nine hospitals in British
Columbia, Alberta, Ontario, and Quebec. In the study published in the Canadian Medical Association Journal (CMAJ), seriously ill
hospitalized patients and their families say the most important aspects to discuss are:
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« Preferences for care in the event of life-threatening illness
« Patient values

« Prognosis of iliness

« Fears or concerns

« Additional questions regarding care.

“However, we found that these elements are infrequently discussed and that concordance between preferred and prescribed goals of
care is low,” the authors stated. Current guidelines list 11 key elements for health care providers to discuss regarding end-of-life care

that are based mainly on expert opinion, and not on patient and family feedback. [FN126]

G. California: End-of-Life Care Orders A study conducted by UCLA finds broad acceptance of written end-of-life care orders among
California nursing home residents, with nearly half completing a Physician Orders for Life-Sustaining Treatment, or POLST, form

in 2011. Published in the Journal of General Internal Medicine, found no difference in completion of the form by race or ethnicity,
suggesting wide acceptance of these orders among California's highly diverse population. The researchers did, however, identify a few
areas where the use of the forms in nursing homes could be improved.

The POLST document records a patient's end-of-life care preferences regarding cardiopulmonary resuscitation, aggressiveness
of medical interventions and artificial nutrition. Printed on bright pink paper, and signed by the patient as well as a doctor, nurse
practitioner or physician assistant, the form is designed to travel with a patient to different care settings, such as hospitals, nursing
homes, or doctor's offices. It was enacted for use in California through AB 3000 legislation in 2009. Completion of the order by the
individual is voluntary.

This is the first study of a life-sustaining treatment form using the Long-Term Care Minimum Data Set, or MDS, a federally mandated
clinical assessment of all residents in nursing homes certified by Medicare or Medicaid. To date, California is the only state to have
added questions about completion of the orders to the data set.

“The broad adoption of POLST in California's nursing homes is possible due to a combination of state-level efforts—such as passing
legislation and developing a standardized POLST form and curriculum—and the grassroots efforts of local POLST coalitions who
educate providers and consumers in cities and counties throughout the state,” said Judy Thomas, study co-author and CEO of the
Coalition for Compassionate Care of California, the organization that runs the POLST program in California. “Analysis of the MDS
data confirms the effectiveness of grassroots outreach efforts, and will also help us focus on the facilities or communities in need of

additional support to ensure best practices are being followed for POLST implementation.” (FN127]

H. App Helps Ease Access to Advance Directive Documents An application that aims to make patients' end-of-life plans easy to access
for healthcare providers and family members is among the winners of the Department of Health and Human Services' “Move Health

Data Forward Challenge.” The program, “Live and Leave Well,” allows consumers to develop and securely share their end-of-life plans
with caregivers and healthcare providers and walks users through the process of developing advance medical directives. It allows them
to complete a Do Not Resuscitate (DNR) order and Medical Orders of Life Sustaining Treatment (MOLST), as well as healthcare proxy

forms directly on the platform. The documents can then be shared with family, friends and healthcare providers, as well as emergency

medical workers. N2

I. Noncompliance with DNR The state of New York has faulted a Syracuse nursing home for performing cardiopulmonary resuscitation
on a resident even though she had a do-not-resuscitate order on file. The DNR stated that she did not want to be resuscitated or
intubated, wanted limited medical interventions, and wished to be sent to the hospital only if necessary. When she was found not
breathing, unresponsive, and without a pulse, nurses took all those emergency actions before realizing that the resident's chart
contained the DNR order. According to the state inspection report, the nurse who called for help after finding the woman unresponsive

said she was never trained how to determine if a resident has a DNR order. The nursing home said it would educate nurses on how to

determine if a resident has a DNR order or other advance directives. V2%

J. New York Advance Directive Would Let Dementia Patients Refuse Food A New York end-of-life agency has approved a new
document that lets people stipulate in advance that they don't want food or water if they develop severe dementia. Finalized in March,
the directive aims to provide patients a way to hasten death in late-stage dementia, if they so choose. Although dementia is a terminal
illness, it isn't a condition covered by the laws in the seven U.S. jurisdictions that allow medical aid-in-dying. Increasingly, patients are
seeking other options, said Dr. Timothy Quill, a palliative care expert at the University of Rochester School of Medicine and longtime
advocate of the practice.

The document offers two options: one that requests “comfort feeding” (providing oral food and water if a patient appears to enjoy or
allows it during the final stages of the disease) and one that would halt all assisted eating and drinking, even if a patient seems willing to
accept it.

Supporters say it's the strongest effort to date to allow people who want to avoid the ravages of advanced dementia to make their final

wishes known — while they still have the ability to do so. But critics say it's a disturbing effort to allow withdrawal of basic sustenance

from the most vulnerable in society. [FN'30!
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K. Simon's Law In 2010, Simon Crosier was diagnosed at birth with “Trisomy 18,” also known as Edward's syndrome. The condition
is considered a “lethal” anomaly and “incompatible with life.” After that clinical diagnosis, Simon's care and treatment began to be

withheld, but the extent of the hospital's denial of care would not be known to his parents until after he died. (FN131) After Simon passed
away, his parents found out that because of Simon's medical condition a do-not-resuscitate (DNR) order had been placed on his
medical file, and that the medical staff had only been feeding him drops of sucrose. All of this without their knowledge.

Legislative efforts designed to guarantee parents their inalienable right to participate in the healthcare decisions of their disabled or
severely ill children are supported by a number of pediatric and bioethic groups, including the American College of Pediatricians. Once
inconceivable, the practice of hospital staff placing a Do Not Resuscitate (DNR) order on a child's chart, without the informed consent
of the child's parents or legal guardian, is on the rise. “It is first and foremost a physician's job to offer medical facts together with hope,
and over time, if hope for survival becomes unwarranted, then physicians should discuss and reach understandings with the family
regarding prognosis and interventions. This is how the doctor-patient relationship should proceed in all pediatric cases; this is what

Simon's Law will codify. All states are encouraged to adopt similar legislation.” (FN132]

Dubbed “Simon's Law,” Kansas was the first to enact legislation, in 2017, that prevents doctors from putting do-not-resuscitate orders
in children's medical charts without parental notification. The law also requires hospitals to give parents and prospective patients access
to its denial of care policies, sometimes referred to as futility policies. Arizona, Missouri, and New Mexico are considering similar
legislation.

L. Recent Legislative Activity Arizona « 2019 AZ H.B. 2122 (NS), adopted April 30, 2019, prohibits a health care facility, nursing home,
physician or nurse to implement a do-not-resuscitate order or a similar physician's order that is given either orally or in writing without
the written or oral consent of both parents, unless one parent has sole legal decision-making, or the guardian of the patient who is
under eighteen years of age and who is not emancipated.

* 2019 AZ S.B. 1352 (NS), adopted June 7, 2019, relating to the health care directives registry.
Arkansas

2019 AR H.B. 1952 (NS), introduced March 27, 2019, to amend the Arkansas Physician Order for Life-Sustaining Treatment Act. Died
on House calendar at sine die adjournment.

Colorado

2019 CO S.B. 73 (NS), approved May 16, 2019, requires the Department of Public Health and Environment to create and administer

a statewide electronic system that allows qualified individuals to upload and access advance medical directives. The bill defines an
advance medical directive as a directive concerning medical orders for scope of treatment and requires the department to contract with
one or more health information organization networks for the administration and maintenance of the system. The bill clarifies that it

is the responsibility of the adult whose medical treatment is the subject of the advance medical directive, or the authorized surrogate
decision-maker, to ensure that the advance medical directive uploaded to the system is current and accurate. The bill does not allow for
any civil or criminal liability or regulatory sanctions for any emergency personnel, health care provider, health care facility, or any other
person that complies with a legally executed advance medical directive that is accessed from the system.

Illinois

2019 IL S.B. 182 (NS), filed January 30, 2019, would provide for the Department of Public Health to study the feasibility of creating
a statewide registry of advance directives and Practitioner Order for Life-Sustaining Treatment forms; Provides that various types of
documents may be in hard copy or electronic format.

Indiana

2019 IN H.B. 1516 (NS), introduced January 17, 2019, would allow an individual to make a health care advance directive that gives
instructions or expresses preferences or desires concerning any aspect of the individual's health care or health information and

to designate a health care representative to make health care decisions and receive health information for the individual; would
consolidate definitions of “life prolonging procedures”; allow a minor's parent, legal custodian, or legal guardian to sign an advance
directive on behalf of the minor; require the state department of health to prepare a sample advance directive; provide that the
appointment of a representative or attorney in fact to consent to health care that was legally executed before January 1, 2023, is valid
as executed.

Minnesota
« 2019 MN S.F. 555 (NS), introduced January 28, 2019, would provide for an advance care planning resource organization grant.

* 2019 MN S.F. 2609 (NS), introduced March 20, 2019, would provide an appropriation for advance care planning on end-of-life care
choices.

Missouri
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2019 MO H.B. 138 (NS), adopted July 11, 2019, establishes “Simon's Law,” which changes the laws regarding life-sustaining or
nonbeneficial treatment policies of health care facilities, prohibiting a facility from instituting a do-not-resuscitate order without the
written or oral consent of at least one parent or legal guardian.

Mississippi

2019 MS S.B. 2037 (NS), introduced January 8, 2019, entitled the “Mississippi Emergency Medical Services Do Not Resuscitate
Order—Bracelet Act” would authorize a terminal patient to request health care providers to execute a “do not resuscitate order for
emergency services” and prescribe conditions thereon; provide for a “do not resuscitate” bracelet; allow a parent or legal guardian of
a patient who is a child to request and revoke a “do not resuscitate order” for emergency services for the child; prescribe the duties
of emergency medical services personnel when presented with “do not resuscitate orders”; prescribe the required form for the order;
provide immunity from liability of a health care provider or emergency medical personnel regarding the “do not resuscitate order”; and
require full resuscitative measures in absence of the order or bracelet.

Nebraska
« 2019 NE L.B. 365 (NS), introduced January 16, 2019, would adopt the Health Care Directives Registry Act.

* 2019 NE L.R. 191 (NS), introduced May 21, 2019, provides for an interim study to evaluate the potential use of Physicians Orders for
Life-Sustaining Treatment and the potential use of out-of-hospital Do Not Resuscitate protocols.

Nevada

* 2019 NV S.B. 116 (NS), introduced February 4, 2019, would provide for the selection of a proxy decision-maker to make medical
treatment decisions for certain adult patients who lack the capacity to provide consent to or refusal of medical treatment.

« 2019 NV S.B. 121 (NS), prefiled January 29, 2019, would adopt a power of attorney for health care decisions for persons with any
form of dementia; revise provisions relating to the authority of a principal under a power of attorney; and revise provisions governing the
authority of public guardians to conduct certain investigations.

New Jersey

« 2018 NJ A.B. 241 (NS), introduced January 9, 2018, concerning advanced directives, would require health care representatives to
make health care decisions for an incapacitated patient in accordance with the patient's religious beliefs.

* 2018 NJ A.B. 1575 (NS), introduced January 9, 2018, would provide for designation of surrogates to make health care decisions for
certain patients and decision making process for patients without surrogates.

« 2018 NJ A.B. 2144 (NS), introduced January 29, 2018, would permit physician assistants to sign Physician Orders for Life-Sustaining
Treatment forms and require continuing education concerning end-of-life care.

* 2018 NJ A.B. 4682 (NS) and 2018 NJ S.B. 3118 (NS), amended/substituted May 13, 2019, would establish public awareness
campaign to promote early conversations about advance care planning and end-of-life care.

« 2018 NJ A.B. 4683 (NS), introduced October 29, 2018, and 2018 NJ A.B. 4639 (NS), introduced October 22, 2018, would require, as
a condition of licensure, assisted living facilities, dementia care facilities, hospitals, and long-term care facilities to undertake annual
education on advance care planning, end-of-life care and POLST forms for administrative and professional medical staff; provide
patients and their families, as appropriate, educational materials on POLST forms, advance directives, and hospice and palliative care;
and implement policies to identify and address end-of-life issues upon patients' admission to facility.

* 2018 NJ A.B. 5596 (NS), introduced June 17, 2019, establishes the Physician Orders for Life-Sustaining Treatment Form Registry.

« 2018 NJ A.B. 5769 (NS), introduced August 27, 2019, would expand the will registry maintained by the Secretary of State to include
information regarding declarant's advance directive.

* 2018 NJ S.B. 1109 (NS), adopted August 9, 2019, renames “Physician Orders for Life-Sustaining Treatment Act” as “Practitioner
Orders for Life-Sustaining Treatment Act”; permits physician assistants to sign and modify POLST forms; and requires continuing
education concerning end-of-life care.

« 2018 NJ S.B. 3116 (NS), amended/substituted May 13, 2019, would require certain medical facilities to undertake end-of-life planning
and training as condition of licensure.

New Mexico

2019 NM H.B. 409 (NS), introduced January 29, 2019, relating to orders not to resuscitate for unemancipated minors.
New York

« 2019 NY A.B. 1089 (NS), introduced January 14, 2019, relating to health care proxy information on driver's licenses.
« 2019 NY A.B. 1203 (NS), introduced January 14, 2019, would restore medical futility as a basis for DNR.

« 2019 NY A.B. 2194 (NS), introduced January 22, 2019, would establish do not resuscitate orders on drivers' licenses and identification
cards.
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* 2019 NY A.B. 5973 (NS), introduced February 22, 2019, would make technical, minor and coordinating amendments regarding health
care agents and proxies, decisions under the family health care decisions act, and nonhospital orders not to resuscitate.

* 2019 NY S.B. 2653 (NS), introduced January 28, 2019, would establish do-not-resuscitate orders on drivers' licenses and
identification cards.

« 2019 NY S.B. 4841 (NS), introduced March 27, 2019, would permit the execution of orders not to resuscitate and orders pertaining to
life sustaining treatments by physician assistants.

« 2019 NY S.B. 5940 (NS), introduced May 16, 2019, relating to health care agents and proxies, decisions under the Family Health
Care Decisions Act and non-hospital orders not to resuscitate.

North Carolina

2019 NC S.B. 163 (NS), introduced February 28, 2019, requiring parental notification and agreement prior to issuing an order to
withhold cardiopulmonary resuscitation and other life-prolonging measures from patients who are unemancipated minors.

Oklahoma

2019 OK S.B. 333 (NS), adopted April 29, 2019, relating to the Oklahoma Advance Directive Act, amending provisions that relate to
persons authorized to make health care decisions, would require certain persons to provide certain signed statement to health care
provider, add finding by Department of Human Services to show abuse or exploitation by certain person, and limit liability of health care
provider or entity under certain circumstances.

Oregon

* 2019 OR H.B. 2748 (NS), introduced January 22, 2019, would modify advance directive law to clarify that a health care
representative’s authority to withhold or withdraw certain treatments must be specified in writing by the principal in a separate section of
the advance directive.

« 2019 OR S.B. 178 (NS), adopted June 4, 2019, permits a health care representative to make election for hospice treatment on behalf
of an incapacitated principal with a terminal condition who does not have a valid advance directive.

Pennsylvania

« 2019 PA H.B. 987 (NS), introduced March 27, 2019, in living wills, further providing for emergency medical services; in out-of-hospital
nonresuscitation, further providing for definitions, orders, bracelets and necklaces, revocation, and for emergency medical services,
repealing provisions relating to advisory committee and providing for discontinuance; and providing for Pennsylvania orders for life-
sustaining treatment.

* 2019 S.B. 187 (NS), introduced February 1, 2019, providing for when a living will is operative, for revocation and authority of health
care agent, and for living will and other advance care directives registry.

South Carolina

* 2019 SC H.B. 3602 (NS), adopted May 24, 2019, relating to persons authorized to make health care decisions for a patient who
is unable to consent, to add an additional category of such persons; and, relating to health care decision making for clients with
intellectual disabilities or who are minors, to make technical corrections and conforming changes.

* 2019 SC H.B. 4004 (NS), adopted May 24, 2019, enacts the “Physician Orders for Scope of Treatment (POST) Act” to enable certain
persons to execute a POST form signed by a physician that sets forth the patient's wishes as to health care where the patient has been
diagnosed with a serious illness or may be expected to lose capacity within twelve months; to require health care providers and health
care facilities to accept a POST form as a valid medical order and to comply with the order, with exceptions; to require the Department
Of Health and Environmental Control to perform certain duties with respect to overseeing POST forms and to promulgate regulations; to
provide immunity from civil and criminal liability and from disciplinary action for certain persons acting in accordance with provisions of
the chapter; to allow a POST form to be revoked by the patient or patient's legal representative.

* 2019 SC S.B. 132 (NS), amended/substituted March 20, 2019, would provide that a physician assistant may issue an order for a
patient to receive services from a licensed hospice, and execute a do-not-resuscitate order.

South Dakota

2019 SD S.B. 118 (NS), adopted March 29, 2019, establishes a “Medical order for scope of treatment” or “MOST” form and other
provisions regarding advance care planning.

Texas

* 2019 TX H.B. 1071 (NS), introduced January 24, 2019, relating to an advance directive and do-not-resuscitate order of a pregnant
woman and information provided for an advance directive.

« 2019 TX H.B. 1082 (NS), introduced January 25, 2019, relating to the form of certain advance directives.
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« 2019 TX H.B. 3158 (NS), introduced March 5, 2019, the Respecting Texas Patients' Right to Life Act, to protect the right of patients
and their families to decide whether and under what circumstances to choose or reject life-sustaining treatment, relating to advance
directives or health care or treatment decisions made by or on behalf of patients.

* 2019 TX S.B. 1786 (NS), introduced March 7, 2019, relating to the form of certain advance directives.

« 2019 TX S.B. 2089 (NS), engrossed May 14, 2019, Relating to a health care facility's policies regarding advance directives or health
care or treatment decisions made by or on behalf of patients.

¢ 2019 TX S.B. 2355 (NS), referred to Health & Human Services Committee on March 21, 2019, and 2019 TX H.B. 3743 (NS), referred
to Public Health Committee on March 19, 2019, relating to conflicts of interest and discrimination policies for an ethics or medical
committee review of an advance directive.

Washington

2019 WA H.B. 1175 (NS), engrossed February 14, 2019, relating to the authorization of health care decisions by an individual or
designated person.

West Virginia

« 2019 WV H.B. 2493 (NS), introduced January 17, 2019, and 2019 WV S.B. 307 (NS), introduced January 15, 2019, creating the
Nondiscrimination in Involuntary Denial of Treatment Act, requiring the provision of medical treatment under certain circumstances,
requiring the disclosure of policies related to the life-preserving treatment a patient may receive or be denied, and requiring the
Department of Health and Human Resources to maintain and report on certain information.

* 2019 WV H.B. 2788 (NS), introduced January 31, 2019, relating to life-sustaining treatment policies of health care facilities.

* 2019 WV S.B. 642 (NS), introduced February 18, 2019, relating to providing options in living wills, and combined medical powers of
attorney and living wills, that permit the principal to either be provided with medically assisted food and fluids or not to be provided with
medically assisted food and fluids if the principal is unable to communicate his or her desires.

Wisconsin

« 2019 WI A.B. 83 (NS), introduced March 19, 2019, and 2019 WI S.B. 93 (NS), introduced March 15, 2019, authorizing creation and
implementation of an advance directive registry and granting rule-making authority.

« 2019 WI A.B. 287 (NS), introduced June 13, 2019, providing for certifications for advance directives and findings of incapacity related
to powers of attorney for health care.

« 2019 WI S.B. 254 (NS), introduced May 30, 2019, regarding certifications for advance directives and findings of incapacity related to
powers of attorney for health care.

Wyoming

2019 WY S.F. 82 (NS), introduced January 14, 2019, relating to living wills and driver's licenses, would establish do not resuscitate
directives and identification and authorize a do not resuscitate identification on a person's driver's license or identification card.

V. PALLIATIVE CARE “Palliative care” may be described as care that seeks to treat symptoms and improve the quality of life in patients
with cancer and other serious illnesses. FN'* paliiative care adapts aspects of the hospice philosophy without requiring patients to

: . ; FN134
forgo curative care or to have a life expectancy of six months or less. [FN134]

About a third of U.S. hospitals now offer some form of palliative care. The main goal of palliative care is to improve a patient's quality
of life, but palliative care may also keep hospital costs down. U.S. News & World Report highlighted a study published in 2008 in the
Archives of Internal Medicine which found that hospitals with palliative care programs in place saved $279 to $374 per day on patients

and up to $1,700 to $4,900 overall per admission. (FNI3S] T savings occurred as a result of reductions in pharmacy, laboratory and
intensive care costs as expenditures in these areas were often lessened or eliminated by hospitals with fully operative palliative care
units. The NHPCO recently signaled the need for increased palliative care access in critical care settings. Declaring that “[m]ore than

one out of five deaths in the United States occur during or following admission to an Intensive Care Unit,” [FN136] e organization issued
a call to action based on its concern for “patients overwhelmed with symptoms such as pain, difficulty breathing, or confusion, and
families of patients in the ICU [who] must oftentimes address difficult medical decisions.”

According to a recent report by the nonprofit economic research group Florida TaxWatch, palliative care could reduce health care

costs by $103 billion within the next 20 years. [FNI37] The group recommended that policymakers take action to expand palliative
care utilization in the state. In general, palliative care can reduce health care costs by more than $4,000 per patient, a July 2017

study in Health Affairs (FN138] found. It can also reduce the frequency of 911 calls, emergency department visits, and unnecessary
hospitalizations. Many hospice providers offer palliative care in addition to their other services. Payors often treat it as a precursor to
hospice, allowing patients to receive similar services until they become eligible for the hospice benefit.

THOMSON REUTERS

© 2020 Thomson Reuters. No claim to original U.S. Government Works.

-35-


https://app.accelus.com/#accelus/ri/document/I423DEA53A9E64212B697CA5EC02D1AAF/view
https://app.accelus.com/#accelus/ri/document/IA9407520706011E0AECB9DBEB656C321/view

The Florida TaxWatch report identified barriers to expanding palliative care in the state, including financial stability for providers

and lack of service reimbursement systems, lack of public awareness, workforce shortages, professional education and training
deficiencies, and regulatory barriers. The group called on legislators and regulators to establish a regulatory framework that would
include a standardized definition for palliative care, minimum standards of available services that are consistent with national standards,
and a re-examination of payment models. While the report was specific to Florida, its recommendations echo conversations occurring
at the national level. Congress is considering legislation to boost the palliative care workforce, and to date 25 states have passed
legislation to promote palliative care utilization.

As the U.S. population ages and develops more illnesses, the need for palliative care is predicted to become increasingly important.

Hospital care “for an increasing number of people with cancer, heart disease, kidney failure and other serious health problems,” [FN139]

will likely involve better-coordinated programs with goals of improving pain management. Dr. Timothy E. Quill, director of the University
of Rochester's palliative care program, perceives a general trend toward the increased acceptance of various alternatives to be

considered by terminally ill patients in their last days. [FN140] Quill, a recognized expert in end-of-life issues, also maintains, along with
others in the field, that every terminally ill patient should have access to palliative care for pain management and emotional support.

In addition, he recommends a mandatory palliative care consultation as part of end-of-life care as a means of mediating treatments

of “last resort,” such as overly aggressive medicating for pain or the premature invoking of advance care directives. Medical News
TODAY reported in 2010 that research grants in the amount of $1.8 million have been awarded to 12 recipients by The American
Cancer Society and the National Palliative Care Research Center (NPCRC) for palliative care studies slated to take place over the next

two years. (FN141] Thg grants, says Medical News TODAY, “have brought much-needed research dollars to a field that has become an
increasingly important part of patient care, but for which federal funding has been inadequate.”

A case study undertaken at The Lillian and Benjamin Hertzberg Palliative Care Institute at the Mount Sinai Medical Center in New

York City pointed to more successful outcomes for a sizable number of patients and an increased number of referrals from physicians

requesting “palliative care consultations earlier in their patients' hospital stay,” The Commonwealth Fund has documented. [FN142]

Median Karnofsky scores (measuring perfect health at 100 to death at zero) rose ten points on average in patients at the hospital “from
about 20 in 2002—-2004 to about 30 in 2005-2007,” data from the Palliative Care Institute showed. Further, percentages of patients
reporting moderate to severe pain dropped significantly: from 32 percent to just 5.5 percent. Based on the study, statisticians found
that early referrals—as well as an increase in the overall number of referrals—suggested “that palliative care consultations have been
shown to lead to improvements in multiple symptoms.”

According to a 2010 study published in the New England Journal of Medicine, the addition of palliative care as part of a patient's
treatment improves the patient's quality and length of life. The study focused on 151 patients who had recently been diagnosed with
advanced lung cancer. The patients who received palliative care visits at least monthly “scored higher on quality-of-life measures,
experienced less depression and lived almost three months longer on average than their counterparts who received only standard

cancer care.” While more clinical trials are needed, one lesson from this trial is that medical care and palliative care should be

performed in conjunction with each other, [FN143]

Kaiser Health News reports on a study released February 2, 2015, in the Annals of Internal Medicine, which found the number of

Americans experiencing pain in the last year of life increased by nearly 12 percent between 1998 and 2010. (FN144] This was true “even
though guidelines and quality measures for end-of-life care were developed, the number of palliative care programs rose, and hospice
use doubled between 2000 and 2009.” The study looked at three indicators — pain, depression, or periodic confusion — in 7,204 patients
who died while enrolled in the national Health and Retirement study. Information was gathered through interviews with family members.

In 2017, researchers in Canada found that in the six months before death, 60% of nursing home residents without severe cognitive
impairment experienced consistently low pain; 34.6% reported either moderate to severe pain, or significant increases in pain during
this time, and only 5.3% experienced any degree of pain improvement. The researchers concluded that although a majority of nursing
home residents experienced consistently low or improved pain levels in their last 6 months of life, a substantial number experienced
consistently high or substantially worsening pain levels during this same time period. These results highlight the need to better manage
pain levels for some nursing home residents during this important time. The study was conducted by researchers from the University of

Manitoba, the University of British Columbia, and the University of Alberta and was published online in JAMDA. [FN145]

A. Medical Marijuana A patient's right to pain care medication, the degree to which physicians may prescribe pain care medication, the
types of pain care medication that a state will legalize, and protecting caregivers from liability for administering palliative care all present
ethical concerns for lawmakers. Consequently, the legalization of marijuana for palliative care has been a controversial issue in recent
years, although more and more states have adopted laws permitting medical use. At the end of 2018, 33 states have enacted laws to
legalize medical marijuana.

Issues arise when patients who are using medical marijuana are no longer able to live alone and must move to a nursing home or other
assisted living facility. Many facilities receive federal funding (Medicaid). Administrators are faced with a dilemma: can they comply with
federal law, which prohibits use of marijuana, while permitting residents to continue using medical marijuana? Unfortunately, the federal
government has yet to address this problem. These are just some of the numerous issues that arise when medical marijuana patients

become residents of these facilities. mN4¢!
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Marijuana remains classified as a “Schedule I” drug under the Controlled Substances Act of 1970, meaning the federal government
considers it to have high potential for abuse and no accepted medical value. The Controlled Substances Act says the attorney
general may “remove any drug or other substance from the schedules if he finds that the drug or other substance does not meet the
requirements for inclusion in any schedule,” the letter argues. If a substance is banned by international treaties — as marijuana is — the
law grants the attorney general the power to place it “under the schedule he deems most appropriate.” President Obama, however,
maintained that “what is and isn't a Schedule | narcotic is a job for Congress.... It's not something by ourselves that we start changing.

No, there are laws under—undergirding those determinations.” Marijuana advocacy groups quickly released statements supporting the

request, [FN47]

Recent Legislative Actions Federal

« 2019 CONG US HR 647, engrossed in House on October 30, 2019, the Palliative Care and Hospice Education and Training Act would
increase the number of permanent faculty in palliative care at accredited allopathic and osteopathic medical schools, nursing schools,
social work schools, and other programs, including physician assistant education programs, to promote education and research in
palliative care and hospice, and to support the development of faculty careers in academic palliative medicine.

* 2019 CONG US S 1921, introduced June 20, 2019, would provide that primary care services provided by the National Health Service
Corps may include palliative care services.

* 2019 CONG US S 2080, introduced July 10, 2019, would increase the number of permanent faculty in palliative care at accredited
allopathic and osteopathic medical schools, nursing schools, social work schools, and other programs, including physician assistant
education programs, to promote education and research in palliative care and hospice, and to support the development of faculty
careers in academic palliative medicine.

California 2019 CA S.B. 305 (NS), enrolled on September 13, 2019, the Compassionate Access to Medical Cannabis Act or Ryan's
Law, would prohibit specified types of health care facilities from prohibiting or interfering with a terminally ill patient's use of medical
cannabis within the health care facility, subject to certain restrictions. The bill would require a patient to provide the health care facility
with a copy of their medical marijuana card or written documentation that the use of medical cannabis is recommended by a physician.
The bill would authorize a health care facility to reasonably restrict the manner in which a patient stores and uses medical cannabis

to ensure the safety of other patients, guests, and employees of the health care facility, compliance with other state laws, and the

safe operations of the health care facility. The bill would prohibit the department that licenses the health care facility from enforcing
these provisions, and compliance with the bill would not be a condition for obtaining, retaining, or renewing a license as a health care
facility. The bill would authorize a health care facility to suspend compliance with these provisions if a regulatory agency, the United
States Department of Justice, or the federal Centers for Medicare and Medicaid Services takes specified actions, including initiating an
enforcement action against a health care facility related to the facility's compliance with a state-regulated medical marijuana program.
The measure was vetoed by the governor on October 12, 2019; consideration of the veto is pending in the Senate.

Connecticut « 2019 CT H.B. 5442 (NS), introduced January 16, 2016, would allow the palliative use of marijuana for qualifying patients
with chronic pain.

« 2019 CT H.B. 6140 (NS), introduced January 24, 2019, would allow physician assistants the ability to certify a patient for the palliative
use of marijuana.

Delaware 2017 DE S.B. 24 (NS), adopted July 12, 2017, removes the requirement that a psychiatrist be the physician who signs the
written certification in support of an applicant's application for medical marijuana and adds anxiety to the list of debilitating conditions
which a person can have to be eligible for medical marijuana.

Florida

2020 FL S.B. 720 (NS), filed October 31, 2019, would authorize a qualified patient to designate more than one caregiver to assist with
the qualified patient's medical use of marijuana under certain circumstances; authorize a county-designated caregiver to register as a
caregiver for more than one qualified patient under certain circumstances.

Hawaii

« 2019 HI H.B. 665 (NS), amended/substituted April 25, 2019, specifies that a health care provider shall not be required to consult
the electronic prescription accountability system for patients when the prescription will be directly administered under the supervision
of a health care provider, provided that the system is consulted when the patients are initially admitted at a hospital, for patients in
post-operative care with a prescription limited to a three-day supply, or for patients with a terminal disease receiving hospice or other
palliative care.

« 2019 HI S.B. 804 (NS), amended/substituted March 15, 2019, would establish the culturally competent palliative care pilot program to
promote palliative care, gather health care utilization data, and conduct bidding for at least two pilot programs for home- or community-
based palliative care, one of which must be located in a county with less than two hundred thousand residents. The bill would also
establish an advisory group to oversee implementation of the pilot program.

Indiana 2019 IN S.B. 287 (NS), introduced January 7, 2019, would create a defense to possession of paraphernalia that (1) the
paraphernalia is for use with marijuana; and (2) a physician has certified in writing that the person suffers from a terminal illness or
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serious untreatable disease, and, in the professional opinion of the physician, the benefits of treatment with marijuana are greater than
the risks. The measure would also create a defense to possession of marijuana that (1) the person possessed less than two ounces of
marijuana; and (2) a physician has certified in writing that the person suffers from a terminal illness or serious untreatable disease, and,
in the professional opinion of the physician, the benefits of treatment with marijuana are greater than the risks.

Kansas

2017 KS S.B. 155 (NS), introduced February 3, 2017, would enact the Cannabis Compassion and Care Act providing for the legal use
of cannabis for certain debilitating medical conditions.

Louisiana 2019 LA S.B. 119 (NS), adopted June 11, 2019, creates the “Palliative Care Interdisciplinary Advisory Council.”
New Hampshire

* 2019 NH H.B. 291 (NS), amended/substituted May 15, 2019, establishing a committee to study certain findings regarding hospice and
palliative care.

« 2017 NH S.B. 384 (NS), adopted July 2, 2018, relative to written certification under the use of cannabis for therapeutic purposes, the
bill would waive the requirement that a patient have a 3-month relationship with his or her health care provider if a patient is eligible for
hospice care and has a prognosis of 6 months or less.

« 2017 NH S.B. 477 (NS), adopted June 8, 2018, establishes the therapeutic cannabis medical oversight board which shall monitor and
contribute to the oversight of the clinical, quality, and public health related matters of the use of cannabis for therapeutic purposes.

New Jersey « 2018 NJ A.B. 312 (NS), adopted August 9, 2019, requires hospitals, nursing homes, rehabilitation facilities and certain
other health care facilities to provide information on palliative care and hospice care services.

* 2018 NJ S.B. 2682 (NS), amended/substituted June 17, 2019, would require certain health care facilities to provide information
concerning palliative care and hospice care services.

« 2018 NJ S.B. 3143 (NS), introduced October 22, 2018, and 2018 NJ A.B. 4684 (NS), introduced October 29, 2018, would establish
the Working Group on End-of-Life Care and Palliative Care in the Department of Health. The purpose of the working group would

be to develop a plan to: implement the legislative, administrative, and policy recommendations for State agencies, policy makers,
and third party payers which are presented by the New Jersey Advisory Council on End-of-Life Care in its report to the Governor and
Legislature; report on the performance goals and benchmarks developed by the Advisory Council to measure the ability of the DOH
or other relevant State entities to provide patient access to, and choice of, high quality, cost-effective palliative care and end-of-life
care, and assist patients and their families in making informed health care decisions with regard to such care; and study and make
recommendations on strategies to further improve the end-of-life care provided to the citizens of the state.

« 2018 NJ S.B. 4171 (NS), introduced November 7, 2019, would permit authorization for dispensation of medical marijuana through
telemedicine and telehealth under certain circumstances.
New York

* 2017 NY A.B. 8598 (NS), introduced July 10, 2017, would provide that medical marihuana made be used for a condition, or symptom
or complication of the condition or its treatment, for which, in the practitioner's professional opinion and review of past treatments, the
patient is likely to receive therapeutic or palliative benefit from primary or adjunctive treatment.

« 2019 NY S.B. 4582 (NS), introduced March 15, 2019, conforming the definition of palliative care under hospice provisions to be the
same as under other public health law provisions.

North Carolina

2019 NC H.B. 106 (NS), adopted July 19, 2019, to improve inmate health care reimbursement and internal processes and establish a
telemedicine pilot program. The Department of Public Safety shall develop a plan to increase the use of the Central Prison Healthcare
Complex that includes methods to contain costs for palliative and long-term health care services for inmates.

North Dakota

2019 ND H.B. 1283 (NS), adopted April 23, 2019, relating to the therapeutic or palliative benefit from the medical use of marijuana to
treat or alleviate the patient's debilitating medical condition.

Oregon

2019 OR S.B. 177 (NS), adopted June 4, 2019, permits a licensed hospice program to provide palliative care without obtaining an in-
home care agency license.

Texas * 2019 TX H.B. 1405 (NS), introduced February 5, 2019, providing for the prescription of low-THC cannabis by physicians for
certain qualified terminally ill patients.

* 2019 TX S.B. 916 (NS), adopted June 10, 2019, relating to supportive palliative care, provides for a study to assess potential
improvements to a patient's quality of care and health outcomes and to anticipated cost savings to this state from supporting the use of
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or providing Medicaid reimbursement to certain Medicaid recipients for supportive palliative care. The study must include an evaluation
and comparison of other states that provide Medicaid reimbursement for supportive palliative care.

Utah

2018 UT H.B. 195 (NS), adopted March 20, 2018, would create a “right to try” cannabis-based treatment for terminally ill and other
qualified patients.

B. Judicial Decision on Right of Terminally Ill to Experimental Drugs On Jan. 14, 2008, the U.S. Supreme Court declined to hear a case

that brought to the forefront the right of the terminally ill to try experimental drugs. (FN148] The Jawsuit against the U.S. Food and Drug
Administration (FDA) alleged that the terminally ill had a constitutional right to medications that were thought to be initially effective but
had not yet reached Phase Il clinical trials. In refusing to hear the case, the Court effectively limited options for terminally ill patients
and their use of experimental remedies. As reported by The New York Times, patient advocates “lost the battle” in this latest effort to
expand the rights of those suffering from terminal illness. While “[m]ost experimental drugs ultimately fail their clinical trials on grounds

of safety or effectiveness ... the plaintiffs maintained that the question was one of individual choice.” [FN149]

The Supreme Court's refusal to hear the appeal came after the Aug. 7, 2007 ruling of the U.S. Court of Appeals for the District of
Columbia Circuit that denied terminally ill patients the right to try the experimental drugs. The Abigail Alliance for Better Access to
Developmental Drugs (the Alliance) originally brought the suit against the FDA in 2003. The Alliance is an organization of terminally

ill patients and their supporters that seeks expanded access to experimental drugs for the terminally ill. The FDA, which generally
prohibits access to new drugs unless and until it has approved them, was petitioned by the Alliance to relax its rules to allow terminally
ill patients access to experimental drugs following successful Phase | testing. When the petition was unsuccessful, the Alliance took its
cause to the courts. The D.C. Circuit Court held that a terminally ill patient has no constitutional right of access to experimental drugs
that have passed FDA Phase | clinical testing safety trials but have not been proven by the FDA to be safe and effective.

The majority decided that the terminally ill do not have a fundamental right to access experimental drugs, and thus, the Alliance's
claimed right was subject only to rational basis scrutiny. Under that standard, the FDA's restriction on access to experimental drugs is
constitutional so long as it bears a rational relationship to a legitimate state interest. The court concluded that the FDA has a rational
basis for ensuring that there is a scientifically and medically acceptable level of knowledge about the risks and benefits of experimental
drugs. Therefore, the FDA's policy of limiting access to the drugs is rationally related to the legitimate state interest of protecting
patients, including the terminally ill, from potentially unsafe drugs with unknown therapeutic effects.

Even with legal options now curtailed by the Supreme Court's rejection of the appeal, effects of the lawsuit might still be felt in the long
run. According to the Los Angeles Times, the dispute “has put more pressure on the FDA to help dying patients get into clinical trials.”

(FN150] Py addition, though it involves a detailed and strenuous application process, “drug companies that are testing promising drugs

can ask the FDA to permit their use with some dying patients.”
C. End-of-Life Care Guidelines The American College of Physicians (ACP) released updated guidelines addressing the three

most common end-of-life (EOL) symptoms: pain, difficulty breathing, and depression. (FN151] According to Drug Week, the ACP
recommended that 1) clinicians should regularly assess people with serious illness at the end of life for these symptoms; 2) clinicians
should use proven therapies to treat these conditions; and 3) clinicians should ensure that advanced care planning occurs for all
patients with serious illness. Drug treatment recommendations for relieving symptoms were also included in the newly released
directives. As reported by Drug Week, “[a]ll of the ACP recommendations on EOL care are considered strong recommendations,
meaning that benefits clearly outweigh the risks.”

The National Consensus Project for Quality Palliative Care has released The Clinical Practice Guidelines for Quality Palliative Care,
4th edition, which seeks “to improve access to quality palliative care for all people with serious illness regardless of setting, diagnosis,

prognosis, or age.” (FN152] The NCP Guidelines are intended to encourage and guide health care organizations and clinicians, including
non-palliative care specialists, across the care continuum to integrate palliative care principles and best practices into their routine
assessment and care of all seriously ill patients. Importantly, the NCP Guidelines formalize and delineate available evidence-based
processes and practices as well as consensus recommendations for the provision of safe and reliable high-quality palliative care for
adults, children, and families with serious iliness in all care settings.

Specifically, the purpose of the 4th edition is to promote access to quality palliative care, foster consistent standards and criteria, and
encourage continuity of palliative care across settings. Because there is shared responsibility for delivery and quality of palliative care
across health care settings and over time, the emphasis is on collaborative partnerships within and between all care providers to ensure
access, quality, and continuity of palliative care.

This revision addresses best practices for both palliative care specialists, as well as all clinicians who care for people with serious
illness, according to the Foreword. The expectation is that other clinicians caring for seriously ill patients will integrate palliative care
competencies (such as safe and effective pain and symptom management, and expert communication skills) in their practice and
palliative care specialists will provide expertise for those with the most complex needs.

The 4th edition, therefore, is intended for specialty hospice and palliative care practitioners and teams, as well as health systems,
primary care and specialist physician practices, cancer centers, dialysis units, long-term care facilities, assisted living facilities, Veterans
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Health Administration providers, home health and hospice agencies, prisons, and other care providers. The Guidelines are also
applicable to social service agencies, homeless shelters, and any other community organizations serving seriously ill individuals.

As stated in the guidelines, “[m]ost importantly, the goal of the NCP Guidelines is to improve the care that patients and families receive
by defining and supporting access to high-quality palliative care in all care settings.” All practitioners are encouraged to use the NCP
Guidelines to strengthen knowledge and skills to better meet the needs of people living with serious illness.

The guidelines also seek to improve continuity and coordination of care and, as a consequence, reduce expenses related to duplicative
or non-beneficial interventions or waste. While hospital-based palliative care and hospice are widely available in the United States,
access to palliative care in other settings is often unavailable. Reliable access to palliative care in community-based settings is
essential to the delivery of expert care and symptom management, as well as psychological, practical, and social support, helping
patients and families remain safely in their care setting of choice, according to the guidelines.

New community-based palliative care models are meeting the needs of those with a serious illness who are neither hospitalized nor
hospice-eligible, through provision of care in patient homes, physician offices/clinics, cancer centers, dialysis units, assisted and long-
term care facilities, and other community settings. Community-based palliative care services are delivered by clinicians in primary
care and specialty care practices (such as oncologists), as well as home-based medical practices, private companies, home health
agencies, hospices, and health systems.

The guidelines were developed by the National Consensus Project for Quality Palliative Care, comprised of 16 national organizations
with extensive expertise in palliative care and hospice. The Fourth Edition was endorsed and supported by more than 80 national
organizations.

Published in 2013, the Third Edition called for palliative care to follow the care coordination and quality improvement processes
mandated by the Affordable Care Act. The changes were decided through a “consensus process” involving leading hospice and
palliative care organizations. The ACA's delivery and payment models opened the way for hospice and palliative care providers to
join accountable care organizations and bundled payment groups, and so best practices should be followed to promote palliative
care across all settings, the guidelines say. Providers also should institute quality assessment and performance improvement (QAPI)

reviews as part of an “ongoing data driven process” to improve outcomes, according to the guidelines. The guidelines also revised and

expanded the psychological and psychiatric aspects of care, including a new section on bereavement programs. (FN253]

NAHC Releases Palliative Care White Paper The National Association for Home Care & Hospice (NAHC) and its affiliates released a
whitepaper on palliative care on July 6, 2015. The whitepaper is “intended to share concepts and experiences for providers who desire

to explore and develop their own [palliative care] program.” (FN154] |1y the absence of clear definitions and state regulations, providers
who want to develop palliative care programs are faced with opportunities and challenges.

CMS Issues Final Rule on Advance Care Planning On Oct. 30, CMS issued its Proposed Policy, Payment, and Quality Provisions
Changes to the Medicare Physician Fee Schedule for Calendar Year 2016. This rule also finalized a proposal that will better enable
seniors and other Medicare beneficiaries to make important decisions that give them control over the type of care they receive and
when they receive it.

Consistent with recommendations from the American Medical Association (AMA) and a wide array of stakeholders, CMS is establishing
separate payment and a payment rate for two advance care planning services provided to Medicare beneficiaries by physicians and
other practitioners. The Medicare statute currently provides coverage for advance care planning under the “Welcome to Medicare” visit
available to all Medicare beneficiaries, but they may not need these services when they first enroll. Establishing separate payment

for advance care planning codes to recognize additional practitioner time to conduct these conversations provides beneficiaries and
practitioners greater opportunity and flexibility to utilize these planning sessions at the most appropriate time for patients and their
families. CMS is also finalizing payment for advance care planning when it is included as an optional element of the “Annual Wellness
Visit.”

The AMA Current Procedural Terminology (CPT) Editorial Panel and the AMA Relative Value Update Committee (RUC) recommended
new CPT codes and associated payment amounts for calendar year 2015. CMS did not make the new codes payable for 2015 in order
to allow the public full opportunity to comment.

For Medicare beneficiaries who choose to pursue it, advance care planning is a service that includes early conversations between
patients and their practitioners, both before an illness progresses and during the course of treatment, to decide on the type of care that
is right for them. The rule was published in the Federal Register on Nov. 5, 2015.

D. Defining “Palliative Care” Efforts to build care and payment models are hitting a wall due to the lack of a standardized definition of
palliative care services, an article in Hospice News reports. (FN155]

Interest in palliative care has been growing among hospices and other health care providers, payers, and policymakers, due to the
substantial savings that can be realized in overall health care costs. Studies have found that direct hospital costs can be cut by $3,000

to $4,800 per patient [FN1%6] 5nd that home-based palliative care could reduce societal health care costs by $103 billion within the next
20 years. [FN157]
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Patients and families who are facing serious illness need palliative care, and providers need sustainable payment and clinical models.
The lack of a definition can have serious business implications for hospices, who are increasingly diversifying their services to include
palliative care but struggle to make their programs profitable or even sustainable. Patients and families not yet facing end-of-life may be
put off from choosing palliative care due to misplaced fears that they would have to end curative treatment.

A number of definitions have been adopted by various organizations. Some consider palliative care to be transitional care that takes
place when curative treatment is no longer effective, but the patient has not reached the point where they are hospice eligible. Others
recognize that patients can benefit from this care at any point in the course of their iliness without interrupting other treatments,
particularly when it comes to serious or chronic iliness.

E. Music Therapy The benefits of music therapy in palliative care have become increasingly recognized by health care professionals
in North America, since end-of-life treatment is designed to meet the psychosocial, physical, and spiritual needs of patients. A music
therapy professor in the Concordia University Department of Creative Arts Therapies, Sandi Curtis, has published a new study on the
topic in the journal Music and Medicine. Her findings are based on a collaboration of music therapy students, professional symphony
orchestra musicians and a hospital palliative care ward. “Our study showed how music therapy was effective in enhancing pain relief,
comfort, relaxation, mood, confidence, resilience, life quality and well-being in patients,” she said. Curtis, who is vice-president elect
of the American Music Therapy Association, divided undergraduates and musicians into pairs supervised by an accredited music
therapist. The 371 participants were male and female palliative care patients between 18 and 101 years old, all patients who had a

terminal illness and most with a diagnosis of cancer. Participants were seen for a single music therapy session, lasting from 15 to 60

minutes, designed to address four areas: pain relief, relaxation, mood, and quality of life. [FN158]

Further, a recent study found that “an evidence-based protocol known as individualized music (IM) offers a non-pharmacological
intervention to reduce agitation.” This project, using a one-group pre-test/post-test design, was implemented by training a self-selected
sample of 24 hospice professionals to use the IM protocol with dementia patients. The effectiveness of the training on increasing the
participants' knowledge of and confidence in using IM was explored. Paired t-tests were employed to analyze the data and the results of
the analysis were encouraging, suggesting that it is feasible to educate multidisciplinary hospice staff in implementing the IM protocol,”
wrote M. Gallagher and colleagues. The researchers concluded that there is potential for using IM in the palliative treatment of persons

with advanced dementia. The study was published in International Journal of Palliative Nursing. [FN159]

F. “Palliative Care” Triggers Negative Feelings, Study Finds The term “palliative care” is perceived negatively by cancer patients in a

study conducted by researchers at the Princess Margaret Cancer Center in Toronto. [FN160] The researchers analyzed interviews with
48 patients who had advanced cancer and an estimated survival of between 6 and 24 months. Half the patients received early palliative
care in an outpatient clinic along with standard cancer care, while the other half received standard cancer care only. Quality of life
improved for those who received early palliative care, the study found. At first, “both groups perceived palliative care as synonymous
with death; as care at the end of life in a setting where they would die, and in general as a frightening, anxiety-provoking thing they
wanted to avoid,” said Dr. Camilla Zimmermann, head of palliative care for the hospital and the University Health Network. But that
perception changed among those in the palliative care group, the researchers found. She feels that palliative care has a “branding
issue.” “Patients told us if palliative care were called something else, they wouldn't feel so stigmatized.” The study was published April
18, 2016, in the Canadian Medical Association Journal.

G. Telehealth Care for Rural Communities: Study Studies have found that African-Americans living in rural areas are more likely
to receive medically ineffective, poor quality care than are Caucasians, according to researchers at the University of Alabama at

Birmingham. (FN161] provide adequate palliative care, the researchers will provide a culturally based palliative care program provided
through telehealth in three rural hospitals in the Southeast, and compare that to patients receiving regular care, to see if it helps reduce
suffering for patients, increases patient and family quality of life, and reduces the burden of care for caregivers.

Researchers will study 352 hospitalized African-American and white older adults with life-limiting illnesses in three rural, community
hospitals in Aiken, South Carolina, Alexander City, Alabama, and Picayune, Mississippi. None of the hospitals have palliative care
resources or palliative team members. The care via telehealth will be provided by three different palliative care physicians, including
Rodney Tucker, M.D., director of the Center for Palliative and Supportive Care at UAB. The physicians will not be the only ones
involved in this process. The researchers will take a team approach to care, including a community advisory group, the hospitalist from
each hospital and the patient's on-site care providers.

According to Ronit Elk, Ph.D., the study's co-principal investigator and associate director of the Southeast Institute for Innovation in
Palliative and Supportive Care at UAB, even when palliative and hospice services are available, numerous studies have shown that
African-Americans underutilize it. The reasons for this include a lack of exposure to hospice and palliative care and a different cultural
perspective when it comes to end-of-life care and support.

H. Recent Legislative Activity Federal

2019 CONG US s 829, introduced March 14, 2019, the “Removing Barriers to Person- and Family-Centered Care Act of 2019” would
award cooperative agreements under title XI of the Social Security Act to improve palliative and respite care for individuals with
advanced illnesses.

Alaska
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2019 AK H.B. 1453 (NS), engrossed February 20, 2019, would create the Perinatal Palliative Care Information Act.
Arkansas

2019 AR S.B. 504 (NS), adopted April 10, 2019, to extend the expiration date for the palliative care and quality of life interdisciplinary
task force.

Connecticut
2019 CT S.B. 385 (NS), introduced January 23, 2019, would require a study of palliative care provided by hospice facilities.
Florida

« 2019 FL S.B. 206 (NS), introduced March 5, 2019, establishing the Physician Orders for Life-Sustaining Treatment (POLST) Program
within the Department of Health for specified purposes; specifying which document takes precedence when directives in POLST

forms conflict with other advance directives; requiring the Agency for Health Care Administration, by a specified date, to establish and
maintain a clearinghouse for compassionate and palliative care plans consisting of a database accessible to health care providers and
facilities and other authorized individuals.

* 2019 FL S.B. 208 (NS), introduced March 5, 2019, creating an exemption from public records requirements for personal identifying
information in compassionate and palliative care plans filed with the Clearinghouse for Compassionate and Palliative Care Plans
managed by the Agency for Health Care Administration or its designee.

« 2019 FL S.B. 592 (NS), reported out of Senate committee on February 18, 2019, would lift the statewide database-checking
requirement for doctors prescribing or dispensing opioid drugs to alleviate the pain of patients with terminal conditions. The exemption
also would apply when physicians provide palliative care for “incurable, progressive” illnesses or injuries.

Hawaii

« 2019 HI H.B. 722 (NS), amended/substituted February 14, 2019, would establish the culturally competent palliative care pilot
program to promote palliative care, gather health care utilization data, and conduct bidding for at least two pilot programs for home-
or community-based palliative care, one of which must be located in a county with less than two hundred thousand residents. The bill
would also establish an advisory group to oversee implementation of the pilot program.

« 2019 HI H.B. 1447 (NS), introduced February 6, 2019, would require the Department of Health to establish a culturally competent
Palliative Care Pilot Program to promote public education on palliative care and establish home- or community-based palliative care
projects.

« 2019 HI S.B. 582 (NS), introduced January 18, 2019, would appropriate funds as a grant to Hospice of Hawaii for capacity building for
the community-based palliative care program and as a grant to Kauai Hospice Inc., for the community-based palliative care program.

« 2019 HI S.B. 804 (NS), amended/substituted April 26, 2019, would establish the culturally competent palliative care pilot program
within the Department of Health to promote palliative care, gather health care utilization data, and conduct bidding for at least two pilot
programs for home- or community-based palliative care, one of which must be located in a county with less than two hundred thousand
residents; require reports to the legislature; establish an advisory group to oversee implementation of the pilot program.

Kentucky

2019 KY S.B. 65 (NS), introduced January 8, 2019, would establish the Palliative Care Interdisciplinary Advisory Council and the
council's membership and duties; and establish the Palliative Care Consumer and Professional Information and Education Program,
setting forth purposes, duties, and requirements.

Louisiana

* 2019 LA H.C.R. 78 (NS), introduced May 13, 2019, would establish the Advisory Task Force on Palliative Care and Quality of

Life to study ways to institute or improve palliative care delivery in licensed healthcare providers and facilities in Louisiana, to make
recommendations regarding best procedures and policies, and to provide a written report of its findings and recommendations not later
than sixty days prior to the 2021 Regular Session of the Louisiana Legislature.

« 2019 LA S.B. 119 (NS), engrossed May 6, 2019, would create the “Palliative Care Interdisciplinary Advisory Council.”
Minnesota

2019 MN H.F. 940 (NS), introduced February 11, 2019, and 2019 MN S.F. 1370 (NS), introduced February 18, 2019, would appropriate
funds for the Palliative Care Advisory Council for FY 2021.

New Hampshire

2019 NH H.B. 291 (NS), introduced January 2, 2019, would establish a committee to study certain findings regarding palliative care and
associated quality of life, and other initiatives regarding end-of-life care.

New Jersey
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« 2018 NJ A.B. 312 (NS), introduced January 9, 2018, would require certain health care facilities to provide information concerning
palliative care and hospice care services.

« 2018 NJ A.B. 5098 (NS), introduced February 25, 2019, would raise, over time, the hourly Medicaid reimbursement rate for personal
care services, including palliative and end-of-life care, to $25.

« 2018 NJ S.B. 2682 (NS), amended/substituted May 13, 2019, would require certain health care facilities to provide information
concerning palliative care and hospice care services.

New Mexico
2019 NM S.B. 274 (NS), introduced January 15, 2019, would create the Palliative Care Advisory Council.
New York

« 2019 NY A.B. 608 (NS), introduced January 9, 2019, would require health care professional undergraduate, graduate and continuing
education in chronic pain management and treatment.

« 2019 NY A.B. 1078 (NS), introduced January 14, 2019, conforming the definition of palliative care throughout the public health law.
Oregon

* 2019 OR S.B. 177 (NS), engrossed April 3, 2019, would permit a licensed hospice program to provide palliative care without obtaining
an in-home care agency license.

« 2019 OR S.B. 179 (NS), engrossed April 15, 2019, would require the Oregon Health Authority to administer a program to provide
palliative care services and support for provision of home- and community-based end of life care.

Texas

* 2019 TX H.B. 2057 (NS), amended/substituted May 1, 2019, noting that supportive palliative care can be beneficial regardless of
prognosis and that such care, when combined with treatments to cure iliness or extend life, is most effective if started in the early
stages of disease, and that the effective use of such care depends on an increased understanding among health care professionals
and patients that not all palliative care is reserved for end of life treatment, the bill seeks to achieve that goal by defining supportive
palliative care in statute and providing for a study and related report regarding the potential use of, and Medicaid reimbursement for,
supportive palliative care services.

* 2019 TX S.B. 916 (NS), engrossed April 30, 2019, would provide for a study conducted to assess potential improvements to a
patient's quality of care and health outcomes and to anticipated cost savings to this state from supporting the use of or providing
Medicaid reimbursement to certain Medicaid recipients for supportive palliative care. The study must include an evaluation and
comparison of other states that provide Medicaid reimbursement for supportive palliative care.

West Virginia

2019 WV H.B. 2607 (NS), adopted March 1, 2019, requiring a licensed nursing home facility to provide notification to terminally ill
patients the option of receiving hospice palliative care.

Wisconsin

« 2019 WI A.B. 242 (NS), introduced May 24, 2019, establishing a Palliative Care Council within the Department of Health Services.
Under the bill the DHS is required to establish a statewide palliative care consumer and professional information and education
program and must make available on its Internet site information and resources regarding palliative care. The bill requires the council to
consult with and advise DHS on matters related to the establishment, maintenance, operation, and outcome evaluation of the program
established by DHS. The council must also consult with and advise DHS regarding 1) the impact palliative care has on families and

the experiences of families that have used or had a family member use palliative care services; 2) establishing a system for identifying
patients or residents who could benefit from palliative care and determining how to provide information about and facilitate access to
appropriate palliative care services for patients or residents with serious illnesses; and 3) any other issues relating to palliative care
arising through meetings or discussions, as the council determines appropriate, but not including physician-assisted suicide.

« 2019 WI S.B. 225 (NS), introduced May 23, 2019, establishing a Palliative Care Council.

VI. AID IN DYING A. Adoption by States and the District of Columbia To date, nine states and the District of Columbia have legalized

physician-assisted suicide. (FN162] Eight states (California, Colorado, Hawaii, Maine, New Jersey, Oregon, Vermont, and
Washington) and the District of Columbia legalized physician-assisted suicide through legislation. Montana has legal physician-
assisted suicide through a court ruling.

Oregon was the first to legalize assisted suicide, in 1994; an injunction delayed implementation of its Death with Dignity Act (FN163]
until October 1997. It remained the only state to have enacted such legislation until Nov. 4, 2008 when Washington voters passed

Initiative 1000, a ballot measure allowing for physician-assisted suicide. (FN164] | ike Oregon's Death with Dignity Act, it allows terminally
ill patients to request lethal prescription medications from their physicians. Under the Oregon act, patients must express a desire for
suicide assistance in writing, and two witnesses must attest to the request. In addition to the written note, patients must voice their
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requests aloud to their physicians. The Oregon law specifically prohibits “lethal injection, mercy killing, or active euthanasia,” but it
allows mentally competent adults who declare their intentions in writing and who have been diagnosed as terminally ill to take a doctor-
prescribed lethal drug themselves, orally, after a waiting period.

In Washington, provisions of the newly approved initiative require that two doctors must declare that a patient requesting such a
prescription has a terminal illness and is expected to die within six months. The state's 2008 measure was exercised for the first time

when Linda Fleming, 66, of Sequim, Washington, suffering from stage 4 pancreatic cancer, chose to end her life with prescribed

medication now allowed by the state's assisted suicide law, The New York Times reported. (FN165]

The Washington State Department of Health is required, under the Act, to collect information and make available to the public an

annual statistical report. [FN186] se of the state's Death with Dignity law grew slightly in the law's second year, with at least 51
terminally ill patients dying from lethal doses of legally prescribed medication, compared to 36 in 2009. From 2009 to 2015, the number
of patients who have died from ingesting the medication has gradually increased. In June 2016, the department reports that 213
people requested and received lethal doses of medication in 2015, written by 142 different physicians and dispensed by 49 different
pharmacists. Of the 213 people who received lethal doses of prescription medication, 202 are known to have died; 166 died from
ingesting the medication and 24 died for other reasons. Those who died were between the ages of 20 and 97 years old. Most had

cancer. According to prescribing physicians, many of the patients who received medication expressed concern about loss of autonomy

as a reason for requesting a prescription. (FN167]

While serving as U.S. Attorney General, John Ashcroft worked to overturn Oregon's assisted suicide law. During the past decade, the

Supreme Court has ruled on two assisted suicide cases and upheld the constitutionality of the Oregon law. In 2006, the Supreme Court

. . . FNL
again ruled in favor of Oregon in Gonzales v. Oregon. [FN168]

Since Oregon originally legalized assisted suicide, many lawmakers in other states have sought to criminalize the practice. Opponents
claim it disrespects human life and presents many public policy implications. They also fear the enormous potential for abuse and
contend that it violates a doctor's Hippocratic Oath to heal those who are ill. In addition, some argue that legalizing assisted suicide
could grant too much power to doctors to “play God” or encourage medical staff to avoid costly, heroic measures to save critically ill
patients.

Proponents of legalized assisted suicide argue that individuals with terminal ilinesses should have the right to choose a peaceful
passing rather than suffering through the final months of terminal disease. They emphasize that planning for death in advance can
guarantee family members an opportunity to say goodbye to ailing loved ones. Additionally, those in favor of the practice argue that
physician-assisted suicide reduces the cost of providing end-of-life care to terminal patients who would prefer not to receive it. They
claim that reasonable laws can be constructed to prevent abuse while still protecting the value of human life.

In the first decade since Oregon passed its controversial law, 541 Oregonians received prescriptions for a lethal dose of medication. To

date, 341 have died after ingesting a lethal dose. (FN169] Partly due to the raised awareness about terminal illness brought about by the
controversial Oregon law, palliative and hospice care have increased markedly in Oregon, and the state ranks among the best in the
nation in end-of-life care.

However, a 2010 survey in the Hastings Center Report found that many hospices in Oregon did not participate in requests by patients
for physician-assistance in dying. The survey compiled the responses from 55 hospice program in Oregon (86% of the total number

of hospices in Oregon). The report found that hospices' “role is largely confined to providing information about the law in a neutral
manner . . . . Patients must then work on their own to find physicians who are willing to help them die.” Of the 55 programs, 52% either
did not participate in the law at all, or had very limited participation. In all situations, staff members are forbidden from assisting patients
in obtaining or taking medications that will end the patient's life. The study found both legal and moral reasons for the lack of assistance

being offered to patients. [FN170]

On October 5, 2015, California approved 2015 CA S.B. 128 (NS), the “End of Life Option Act,” authorizing an adult who meets
certain qualifications and who has been determined by his or her attending physician to be suffering from a terminal iliness, as defined,
to make a request for medication prescribed pursuant to these provisions for the purpose of ending his or her life. The measure
establishes the procedures for making these requests. It also establishes the forms to request aid-in-dying medication and under
specified circumstances an interpreter declaration to be signed subject to penalty of perjury, thereby creating a crime and imposing
state-mandated local program.

S.B. 128 provides immunity from civil or criminal liability or professional disciplinary action for participating in good faith compliance
with the act and provides that participation in activities authorized pursuant to this bill shall be voluntary. The measure also makes it

a felony to knowingly alter or forge a request for medication to end an individual's life without his or her authorization or to conceal or
destroy a rescission of a request for medication, if it is done with the intent or effect of causing the individual's death. It also makes it a
felony to knowingly coerce or exert undue influence on an individual to request medication for the purpose of ending his or her life or
to destroy a rescission of a request. By creating a new crime, the bill imposes a state-mandated local program; provides that nothing in
its provisions be construed to authorize ending a patient's life by lethal injection, mercy killing, or active euthanasia; and provides that
action taken in accordance with the act shall not constitute, among others, suicide or homicide.
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After it passed the California Senate 23-13 on June 4 and the state Assembly 43-34 on Sept. 9, Governor Jerry Brown signed it

into law on Oct. 5, 2015, despite intense opposition from some religious and disability rights groups. (FN171) 1 4 rare statement
accompanying the signing notice, Brown, a former Roman Catholic seminarian, said he closely considered arguments on both sides of
the controversial measure, which makes California only the fifth U.S. state to legalize assisted suicide for terminally ill patients.

The law, which took effect Jan. 1, 2016, makes it a felony to pressure anyone into requesting or taking assisted suicide drugs.
Advocates for physician-assisted suicide have tried for decades to persuade California to legalize the practice as a way to help end-
stage cancer and other patients to die with less pain and suffering, failing six times in the legislature or the ballot box before finally
winning passage last month.

Valeant Pharmaceuticals, the drugmaker that acquired the rights to Seconal, doubled the cost, from $1,500 to more than $3,000

— and up to $5,000 following passage of California's right-to-die/death with dignity legislation last fall. Seconal is the trade name of
secobarbital sodium, the most commonly prescribed drug for aid-in-dying patients. The price increase came on top of previous retail
price increases for the nearly 90-year-old sedative that once sold for $150 for a lethal 10-gram dose. California's Medicaid program
plans to cover the drug although health insurance often doesn't pay for aid-in-dying drugs, and they are not covered under Medicare.
In Washington, the drugs aren't covered under the state Medicaid plan or by several Catholic health systems that prohibit doctor-aided
death based on religious objections.

Death with Dignity advocates in Washington state decided to seek an alternative to the high-priced Seconal and turned to a
compounding pharmacist. The result was a less-expensive mix of three medications: phenobarbital, chloral hydrate, and morphine
sulfate, all in powdered form to be mixed with water, alcohol, applesauce, or juice. The new mix of medications sells for about $500.
Now doctors in Oregon have adopted the drug mix, too, as a way to ensure that cost doesn't prevent terminally ill patients from making
the choice they want under the state's right-to-die law. California officials are considering it as well.

As of December 31, 2016, 111 California residents died with the help of doctor-prescribed drugs under the state's new aid-in-dying law,
according to a first-of-its-kind report released Tuesday. Nearly 200 received the drugs under the law, the report said. The End of Life
Option Act went into effect on June 9, 2016, ending years of debate over whether the state should allow a mentally competent adult,
diagnosed with less than six months to live, to end their life with a lethal drug prescription from their doctor. The law also mandated
publication of an annual report by the California Department of Public Health that provides specific details about anyone who requested
and may have ingested the drugs. Released on June 27, 2017, the report analyzes statistics from June 9 through December 31, 2016,
based on information contained in physicians' forms and California death certificates.

Highlights of the report include:

« Of the 191 individuals who were prescribed the drugs, 111 (or 58.1 percent), were reported to have died following ingestion of the
drugs; and 21 individuals (11.0 percent) died without ingestion of the drugs. The outcome of the remaining 59 individuals, or 30.9
percent, who had been prescribed aid-in-dying drugs, was undetermined, as there had been no outcome reported as of Dec. 31, 2016.

« Nearly 60 percent were suffering from cancer; 18 percent had been diagnosed with a neuromuscular disorder like ALS or Parkinson's
disease; 9 percent from heart disease; 7% percent from respiratory diseases.

« The median age of people who used the new law was 73; 42 percent were aged 80 and over.
« The decedents were 89.5 percent white, 6 percent Asian, 3 percent black, and 3 percent Hispanic; 54.1 percent were female.
« 83.8 percent were receiving hospice and/or palliative care, and 72.1 percent had at least some level of college education

On May 15, 2018, a Riverside County Superior Court judge overturned California's physician-assisted suicide law, which allows
terminally ill patients to request lethal medications from their doctors. Judge Daniel A. Ottalia said that the California Legislature violated
the law by passing the End of Life Option Act during a special session dedicated to healthcare issues. The state attorney general has
five days to file an appeal to keep the law in place.

An attorney representing Compassion and Choices, which advocated for the law, said he believes the passage of the law was
constitutional because aid in dying is a healthcare issue. Alexandra Snyder, head of the Life Legal Defense Foundation, one of the
groups that filed the lawsuit said “We're very happy with the decision today. We will now wait and see what the attorney general does.”

In a statement sent to the Los Angeles Times, California Attorney General Xavier Becerra said: “We strongly disagree with this ruling

and the state is seeking expedited review in the court of Appeal.” (FN172]

Colorado voters on November 8, 2016 approved Proposition 106 to allow a terminally ill adult to take a prescribed drug to cause his or
her death. The measure, called “Medical Aid in Dying,” restricts the drugs to those who are at least 18, have a terminal illness with less
than six months to live and are able to self-administer the medications. Two physicians would have to sign off on the terminal diagnosis,
and the patient would have to be mentally competent. Colorado became the sixth state in the U.S. (after Washington, Vermont,
Oregon, California, and Montana) to allow patients to take drugs to end their lives.

On December 20, 2016, District of Columbia mayor Muriel Bowser signed the Death with Dignity Act of 2015, bringing the District one
step closer to making assisted dying available to terminally ill patients. City council approved the bill on November 15, 2016, by an 11
to 2 margin. The measure would allow terminally ill patients 18 years or older and with six months or less to live the ability to obtain life-
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ending, physician-prescribed medicine. Two witnesses have to verify that the patient's decision is voluntary, and the medication must

be self-administered. Since Congress failed to disapprove the Act with a joint resolution, the District became the seventh jurisdiction

with an assisted dying statute. (FN173]

A House subcommittee has added a policy rider to a government appropriations bill (2017 US HR 6147) that would repeal the
medical aid in dying bill in the District of Columbia. The rider was not approved in the Senate subcommittee version of the bill. D.C.
Congresswoman Eleanor Holmes Norton authored an amendment to eliminate the rider, but the House Rules Committee refused to
allow debate on it. The D.C. City Council passed the Death with Dignity Act with an overwhelming majority in 2016, with the support of
most D.C. residents.

After decades of debate, Hawaii has become the sixth state, along with the District of Columbia, to enact legislation (2017 HI H.B.
2739 (NS)) allowing a mentally competent adult resident who has a terminal illness to voluntarily request and receive a prescription
medication to die in a peaceful, humane, and dignified manner.

Dubbed the “Our Care, Our Choice Act,” the legislation contains the following safeguards, to protect patients and their loved ones from
any potential abuse:

« Confirmation by two health care providers of the patient's diagnoses, prognosis, and medical decision-making capacity, and the
voluntariness of the patient's request;

« Determination by a counselor that the patient is capable, and does not appear to be suffering from undertreatment or nontreatment of
depression or other conditions which may interfere with the patient's ability to make an informed decision;

« Two oral requests from the patient, separated by not less than twenty days; one signed written request that is witnessed by two
people, one of whom must be unrelated to the patient; and one signed final attestation;

< An additional waiting period between the written request and the writing of the prescription; and

« The creation of strict criminal penalties for any person who tampers with a person's request for a prescription pursuant to this Act, or
coerces a person with a terminal illness to request a prescription.

In addition, the patient at all times shall retain the right to rescind the request for medication and be under no obligation to fill the
prescription or use the medication.

New Jersey adopted the Medical Aid in Dying for the Terminally Il Act (2018 NJ A.B. 1504 (NS)) on April 12, 2019. One week after
the law originally took effect, a physician who opposes the law on religious grounds filed suit in Superior Court to enjoin the law.
Superior Court Judge Paul Innes in Mercer County granted a temporary restraining order on August 14, preventing doctors from
writing prescriptions. The temporary restraining order had suspended the Act because although the state statute contains regulations,
there are no administrative rules yet. On August 27, a state appellate court ruled that agencies and regulatory boards did not need

to establish rules before the law could go into effect, and overturned the restraining order. Subsequently, the Supreme Court of New
Jersey denied the plaintiff's emergency application to reverse the appellate court's ruling.

In June 2019, Maine became the eighth state to legalize medically assisted suicide. Governor Janet Mills signed the Maine Death

with Dignity Act (ME H.P. 948 (NS)) on June 12, 2019, which lays out the steps a patient and physician must take before a person

can legally end their life. The law requires the patient to undergo two waiting periods and one written and two oral requests and obtain
opinions from at least two physicians that a medically assisted suicide is appropriate. The patient must be 18 years of age or older,
meet certain qualifications, has been determined by the person's attending physician to be suffering from a terminal disease to make a
request for medication to end the person's life.

The bill criminalizes coercing a patient into requesting life-ending medication and falsifying a request for the procedure.

B. Public Support A Gallup poll in 2015 found that 68% of Americans feel doctors should be legally allowed to assist terminally ill
patients to commit suicide. This a marked increase of 10% over the finding in 2014 and, support for euthanasia has risen nearly 20
percentage points over the last two years and stands at the highest level in over a decade. Gallup reports that most of the increased
support came from 18- to 34-year-olds. Unlike earlier polls, use of the word “suicide” did not appear to temper support of doctor-
assisted suicide. Further, a majority of Americans (56%) now say that doctor-assisted suicide is “morally acceptable, an increase of

seven points since 2001. (FN174]

C. Faith-based Hospitals Oppose Aid-in-Dying Laws When Colorado veteran geriatrician Dr. Barbara Morris went to court to fight for
the right of her patient to use the state's medical aid-in-dying law, her employer, Christian-run Centura Health Corp. fired her, citing

religious doctrine that describes “assisted suicide” as “intrinsically evil.” [FN175] According to Definitive Healthcare, 5 of the top 10
hospital systems by net patient revenue are associated with the Roman Catholic Church, including hospitals that did not previously

have any religious affiliation. [FN176] At the same time, there are 10 jurisdictions in the U.S. where aid-in-dying has been approved, and
public support for the option is increasing.

Centura claims that Morris violated the firm's governing rules, the Ethical and Religious Directives for Catholic Health Care Services.
The directives state that Catholic health care providers “may never condone or participate in euthanasia or assisted suicide in any
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way.” According to a spokeswoman, Centura believes that the freedom of religion doctrine “at the heart of the First Amendment to the
U.S. Constitution supports our policies as a Christian health-care ministry.” According to the KHN article, the argument based on the
First Amendment has gained support recently in conservative circles. Support for provider resistance in the Trump Administration is

evidenced by adoption in May 2019 of the so-called “conscience rule” that strengthens the rights of hospitals and health workers to

refuse to participate in patient care based on religious or moral grounds. [FN177]

D. Opposition by Justice Gorsuch In a book published in 2006, recently confirmed Supreme Court Justice Neil Gorsuch examines the

ethical, legal, and philosophical issues surrounding assisted suicide and euthanasia and stands firmly opposed to it. (FN178] Gorsuch,
President Trump's nominee for Associate Justice of the U.S. Supreme Court, was confirmed on April 6, 2017. In the book, Gorsuch
argues against death with dignity laws, which currently exist in eight states and the District of Columbia. His reasons stem from the
belief in the “inviolability of human life.” As he writes in the book, “All human beings are intrinsically valuable, and the intentional taking
of human life by private persons is always wrong.” At the confirmation hearing, when questioned by Sen. Diane Feinstein on assisted

suicide, he responded that “the position | took on that in the book was, anything necessary to alleviate pain would be appropriate and

acceptable, even if it caused death—not intentionally but knowingly. | drew a line between intent and knowingly.” (FNL79]

E. When Palliative Sedation at End of Life is Appropriate According to a new review article in the October 2010 issue of Mayo Clinic
Proceedings, “palliative sedation at the end of life is ethically sound and has an important place on the continuum of appropriate
palliative care.” The article states that the difference between palliative sedation and euthanasia/physician-assisted suicide is the
intent and the outcome. According to the physician reviewers, “the intent of palliative sedation is to relieve unremitting and intractable

suffering, while the intent of euthanasia and physician-assisted suicide is to end the patient's life.” [FN180]

F. Veterans Although California voters approved a law two years ago that allows terminally ill people to take lethal drugs to end their
lives, controversy is growing over a newer rule that effectively bans that option in the state's eight veterans homes. According to Kaiser
Health News, proponents of medical aid-in-dying and residents of the Veterans Home of California-Yountville (the largest in the nation)
are protesting a regulation passed last year by the California Department of Veterans Affairs (“CalVet”) that requires that anyone living
in the facilities be discharged if they intend to use the law.

That's a position shared three other states—Oregon, Colorado, and Vermont—that prohibit use of lethal medication in state-run
veterans homes. A CalVet official said the agency adopted the rule to avoid violating a federal statute (42 U.S.C. §14402) that prohibits
using U.S. government resources for physician-assisted death. Otherwise, the agency would jeopardize nearly $68 million in federal

funds that helps run the facilities, said June lljana, CalVet's deputy secretary of communications. (FN181]

G. Recent Legislative Activity Alaska 2019 AK H.B. 1536 (NS), introduced February 20, 2019, would create the Compassionate Care
End-Of-Life Option Act; exempt prescribing or dispensing of a medication for self-administration by a patient under the Act from the
definition of “physician-assisted suicide”; modify limitation of liability of life insurance policies.

Arizona

« 2019 AZ H.B. 2408 (NS) and 2019 AZ H.B. 2512 (NS), introduced May 6, 2019, the Death with Dignity Act of 2019 would provide
for the termination of the life of a qualified patient in a painless, humane and dignified manner by the issuance of a prescription for
medication for self-administration.

« 2019 AZ H.B. 2512 (NS), filed January 17, 2019, Death with Dignity Act of 2019, would allow a qualifying, terminally ill patient to
request and administer medication to end the patient's life.

* 2019 AZ S.B. 1193 (NS), introduced January 28, 2019, regarding care choices for terminally ill patients, would allow a qualifying,
terminally ill patient to request and administer medication to end the patient's life.

Arkansas

2019 AR S.B. 503 (NS), adopted April 17, 2019, changes the offense of physician-assisted suicide from a Class C to Class B felony.
Connecticut

* 2019 CT H.B. 5898 (NS), introduced January 23, 2019, would provide aid in dying to terminally ill patients.

* 2019 CT S.B. 374 (NS), introduced January 23, 2019, would allow a mentally competent patient with a terminal illness to self-
administer medication to bring about his or her death.

Delaware

2019 DE H.B. 140 (NS), introduced May 2, 2019, would recognize and provide that a terminally ill adult individual who has decision-
making capacity has the right to request and self-administer medication to end their life in a humane and dignified manner; that an
individual should not be coerced, pressured, or otherwise compelled to take medication to end their life and the decision to self-
administer medication to end life must be made voluntarily by a terminally ill adult individual with decision-making capacity, not by

a guardian or other surrogate health-care decision maker or by the individual in an advance health-care directive; that health-care
providers should not be subject to civil or criminal liability or professional discipline for honoring a request from a terminally ill adult
individual for medication to end their life in a humane and dignified manner that is made in compliance with the requirements of this
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chapter; and that the self-administration of medication to end life in a humane and dignified manner by a terminally ill adult should not
impact life insurance or annuity policies.

Indiana

« 2019 IN H.B. 1184 (NS), introduced January 8, 2019, and 2019 IN S.B. 300 (NS), introduced January 7, 2019, would allow individuals
with a terminal illness who meet certain requirements to make a request to an attending physician for medication that the individual may
self-administer to end the individual's life; specify requirements a physician must meet in order to prescribe the medication to a patient;
prohibit an insurer from denying payment of benefits under a life insurance policy based upon a suicide clause in the life insurance
policy if the death of the insured individual is the result of medical aid in dying.

lowa

2019 IA S.F. 175 (NS), introduced February 4, 2019, and 2019 IA H.F. 374 (NS), introduced February 13, 2019, would create the lowa
End-of-Life Options Act and providing penalties.

Kansas

2019 KS H.B. 2089 (NS), introduced January 28, 2019, would enact the Kansas Death with Dignity Act that would allow an adult who
has been determined by such adult's attending physician and consulting physician to be suffering from a terminal disease, and who has
voluntarily expressed such adult's wish to die, to make a written request for medication for the purpose of ending such adult's life in a
humane and dignified manner.

Maine

2019 ME H.P. 948 (NS), adopted June 12, 2019, enacts the Maine Death with Dignity Act, providing patient-directed care at the end of
life and allowing a qualifying adult to request medication to end one's life in a humane and dignified manner.

Maryland

2019 MD H.B. 399 (NS), engrossed March 7, 2019, authorizing an individual to request aid in dying by making certain requests;
prohibiting another individual from requesting aid in dying on behalf of an individual; requiring a certain request to be made in a certain
manner; requiring a written request for aid in dying to meet specified requirements; establishing specified requirements for witnesses to
a written request for aid in dying; requiring a written request for aid in dying to be in a specified form; etc.

Minnesota

2019 MN S.F. 2487 (NS), introduced March 14, 2019, 2019 MN S.F. 2286 (NS), introduced March 11, 2019, and 2019 MN H.F. 2152
(NS), introduced March 7, 2019, would establish an end-of-life option for terminally ill adults, and impose criminal penalties.

Montana

2019 MT H.B. 284 (NS), introduced January 23, 2019, would provide that consent to physician aid in dying is not a defense to a charge
of homicide against the aiding physician.

New Jersey

« 2018 NJ A.B. 1504 (NS), adopted April 12, 2019, the “Medical Aid in Dying for the Terminally Ill Act,” permits qualified terminally ill
patient to self-administer medication to end life in humane and dignified manner.

* 2018 NJ A.B. 5469 (NS), introduced June 6, 2019, would make it a crime of the first degree to coerce a patient to request medication
pursuant to the “Medical Aid in Dying for the Terminally Ill Act” or to forge a patient's request for such medication.

« 2018 NJ A.B. 5525 (NS), introduced June 6, 2019, would repeal the “Medical Aid in Dying for the Terminally Il Act.”
New Mexico

2019 NM H.B. 90 (NS), introduced January 16, 2018, and 2019 NM S.B. 153 (NS), introduced January 15, 2018, the Elizabeth
Whitefield End Of Life Options Act, would establish rights, procedures and protections relating to medical aid in dying, establish
reporting requirements, and remove criminal liability for providing assistance pursuant to the Act.

New York

« 2019 NY A.B. 30 (NS), introduced January 9, 2019, would require the commissioner of health to conduct a study of the issues,
implications, practices, licensure requirements and other topics relating to medical aid in dying.

« 2019 NY A.B. 2694 (NS), introduced January 25, 2019, the Medical Aid in Dying Act, would provide for a terminally ill patient's request
for and use of medication for medical aid in dying.

North Carolina

2019 NC H.B. 879 (NS), introduced April 22, 2019, establishing an end-of-life option to allow qualified patients diagnosed with a
terminal disease to end life in a humane and dignified manner.

Oregon
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* 2019 OR H.B. 2217 (NS), engrossed April 16, 2019, would prohibit anyone other than the patient from administering medication to
end the patient's life in a humane and dignified manner.

* 2019 OR H.B. 2903 (NS), introduced February 6, 2019, would expand the definition of “terminal disease,” create a Death with
Dignity Advisory Committee and direct the advisory committee to analyze data relating to patients who make requests for prescription
medication under the Act and propose policy recommendations.

« 2019 OR S.B. 579 (NS), adopted July 23, 2019, relating to death with dignity, provides an exception to the 15-day waiting period
before a patient can make an oral request, if the attending physician determines that the person will die before the waiting period ends.
The measure also removes the 48-hour waiting period before a physician can write a prescription for the medication.

Pennsylvania

2019 PA H.B. 2033 (NS), introduced November 14, 2019, would provide for compassionate assisted dignified death by allowing a
qualified patient to make a request for end-of-life medication for the purpose of ending his or her life in a compassionate, humane, and
dignified manner.

Rhode Island

« 2019 RI H.B. 5555 (NS), introduced February 27, 2019, and 2019 RI S.B. 320 (NS), introduced February 13, 2019, would create the
Lila Manfield Sapinsley Compassionate Care Act to provide a legal mechanism whereby a terminally ill patient may choose to end their
life using drugs prescribed by a physician.

« 2019 RI S.B. 157 (NS), introduced January 24, 2019, would create the Lila Manfield Sapinsley Compassionate Care Act to provide a
legal mechanism whereby a terminally ill patient may choose to end their life using drugs prescribed by a physician.

Utah

2019 UT H.B. 121 (NS), introduced January 28, 2019, would amend the Utah Uniform Probate Code to enact the End of Life Options
Act to establish a procedure for an individual with a terminal disease to obtain a prescription to end the individual's life. The measure
would also designate when an individual may make a request for aid-in-dying medication; establish attending physician responsibilities;
require a consulting physician confirmation; provide for a counseling referral when needed; require an informed decision; encourage
family notification; require written and oral requests and the ability to rescind the request at any time; require waiting periods; include
documentation and reporting requirements; a require that the patient be a resident of the state; establish the effect of the decision to
utilize aid-in-dying medication on an individual's wills, contracts, and insurance or annuity contracts; provide limited immunities and
procedures for permissible sanctions; prohibit euthanasia or mercy killing; establish criminal penalties for certain actions; and provide a
uniform form for a patient's written request.

Virginia

2018 VA H.B. 2713 (NS), introduced January 15, 2019, the Death with Dignity Act, would allow an adult who has been determined
by an attending physician and consulting physician to be suffering from a terminal condition to request medication for the purpose
of ending his life in a humane and dignified manner. The bill requires that a patient's request for medication to end his life be given

orally on two occasions and in writing, signed by the patient and two witnesses, and that the patient be given an express opportunity to
rescind his request.

Wisconsin

2019 WI S.B. 499 (NS), introduced October 10, 2019, and 2019 WI A.B. 552 (NS), introduced October 18, 2019, would permit certain
individuals to make requests for medication for the purpose of ending their lives; and would provide a penalty for violations.

VII. “RIGHT TO TRY” A. U.S. “Right to Try” Laws May Not Help Dying Get Unapproved Drugs (Reuters Health) - So-called “right to try”
laws, intended to expand dying patients' access to experimental treatments, may not work as expected — and might strip patients of

federal safety protections, some experts say. (FN182] T laws, enacted in at least 24 states, have been promoted as a way to help dying
patients get hold of medicines and devices that haven't been approved by the U.S. Food and Drug Administration (FDA). But the laws
haven't yet helped patients gain access to experimental therapies, Alison Bateman-House, an ethicist at New York University Langone
Medical Center, and colleagues argue in an article in Annals of Internal Medicine.

The state laws may also cover access only for terminally ill patients, excluding people with serious or rare diseases with limited
treatment options that are not immediately life-threatening, the authors note. And the laws may disrupt the current system for granting
so-called “compassionate use” of unproven treatments to dying or seriously ill patients, which includes FDA oversight to track any
safety issues, Bateman-House said by email.

Under current federal policy, when terminally ill patients want to use drugs and devices that are too early in their development to be
approved by the FDA, their doctors typically ask for the drug or device companies to grant expanded access to the experimental
therapies.
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If the company agrees, the FDA and a review board where the physician works would also vet the request. Among other things,
reviewers might assess whether the patient has exhausted other options and understands the potential risks and benefits of therapies
that generally haven't yet been tested in large-scale human trials.

The FDA has not taken a position on right to try legislation, Sarah Peddicord, an FDA spokeswoman, said by email. The FDA approved
more than 99 percent of compassionate use applications, also known as expanded access requests, received during the 2010 to 2014
fiscal years, she said. The FDA is required to respond to these requests within 30 days, but often does so much more quickly, she
added.

States have approved right to try laws, however, because the current system doesn't move quickly enough for terminally ill patients who
seek experimental treatments as a last resort, said Kurt Altman, director of national affairs at the Goldwater Institute, which has drafted
model legislation and helped promote the laws.

He doesn't dispute the FDA's 99 percent approval rate for compassionate use requests. Instead, Altman argues that these requests
represent only a fraction of the patients who might have benefited from getting experimental treatments.

"What the 99 percent figure does not tell us is how many terminal patients didn't know about expanded access, had a doctor with
insufficient time to complete the process, etc.,” Altman said by email.

The application can take doctors more than 100 hours to complete, he said. Though the FDA announced plans to streamline this
process so it takes only 45 minutes, Altman said he isn't aware of this being implemented yet.

“Overall, | think right to try is a first step that will lead to reforms that not only speed some FDA processes but also make their
processes more transparent and understandable,” Altman said.

B. Recent Legislative Actions Legislation on both the state and federal levels is being considered that would allow terminally ill patients
to gain access to investigational drugs and devices.

New Jersey « 2018 NJ A.B. 1830 (NS), introduced January 9, 2018, and 2018 NJ S.B. 955 (NS), introduced January 16, 2018, the
“Right to Try Act,” would permit terminally ill patients to access investigational drugs and treatment.

* 2018 NJ A.B. 4672 (NS), introduced October 22, 2018, would permit patients who are terminally ill to access investigational therapies
that the U.S. Food and Drug Administration (FDA) has not yet approved. The bill also allows corporation business tax credits and gross
income tax credits for a portion of the cost incurred in manufacturing certain investigational therapies made available to terminally ill
patients. The bill permits only patients who have a medical condition that results in a life expectancy of less than 12 months and who
satisfy other conditions. to access investigational therapies. The bill defines “investigational therapy” as any drug, biological product,
device, or other treatment or therapy that has successfully completed Phase | of a clinical trial but has not yet been approved by the
FDA for general use and which remains under investigation or in a clinical trial approved by the FDA.

North Carolina

2019 NC H.B. 934 (NS), adopted July 1, 2019, expands the Right to Try Act to provide access to investigational adult stem cell
treatments for patients diagnosed with a terminal or chronic illness.

Pennsylvania

2019 PA S.B. 307 (NS), introduced February 19, 2019, would provide for the use of investigational drugs, biological products, and
devices by terminally ill patients under 18 years of age.

Rhode Island

2019 RI S.B. 770 (NS), introduced April 4, 2019, would create the “Neil Fachon Terminally Ill Patients' Right to Try Act of 2019,”
establishing the conditions for the use of experimental treatments for terminally ill patients.

VIIl. ORGAN DONATION AND TRANSPLANTATION Organ donation takes place when a person allows healthy transplantable
organs and tissues to be removed, either after death or while the donor is alive, and transplanted into another person. Common
transplantations include: kidneys, heart, liver, pancreas, intestines, lungs, bones, bone marrow, skin, and corneas.

The field of organ donation and transplantation is one of the most regulated areas of health care today. Both state and federal
legislation has been put in place to provide the safest and most equitable system for allocation, distribution, and transplantation of
donated organs. To address the nation's critical organ donation shortage and improve the organ matching and placement process, the
U.S. Congress passed the National Organ Transplant Act in 1984. The act established the Organ Procurement and Transplantation
Network (OPTN) to maintain a national registry for organ matching. The Act also called for the network to be operated by a private,
nonprofit organization under federal contract. The United Network for Organ Sharing (UNOS), based in Richmond, Virginia, administers
the OPTN under contract with the Health Resources and Services Administration (HRSA) of the U.S. Department of Health and Human
Services (HHS).

On the state level, laws facilitate organ and tissue donation commitments, including revenue sources and funding, legal consent for

donation, donation education, and living donor support. A website (FN183] provided by HRSA supplies extensive and detailed information
on state legislation.
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Recent Legislative Activity
Alaska

2019 AK S.B. 317 (NS), filed February 13, 2019, would prohibit discrimination against individuals with disabilities regarding access to
organ transplantation; require covered entities to make reasonable modifications to policies, practices, and procedures; and provide
auxiliary aids and services during the organ transplantation process.

Arkansas

« 2019 AR H.B. 1829 (NS), adopted April 8, 2019, to authorize and encourage the Arkansas State Game and Fish Commission to
establish an anatomical gift option for Arkansas residents obtaining a hunting or fishing license through the commission's online sales
system.

* 2019 AR S.B. 309 (NS), adopted February 28, 2019, prohibits an insurer from refusing to insure or continuing to insure, or limiting the
amount, extent or coverage available, or charging different rates due to an individual's status as a living organ donor.

California

« 2019 CA A.B. 810 (NS), introduced February 20, 2019, would require the State Department of Public Health to convene a working
group to evaluate ways to provide organ transplants to uninsured or undocumented residents of the state who are ineligible for organ
transplants due to financial hardship. The bill would require the working group to submit its findings and recommendations to the
Legislature on or before January 1, 2021, as specified. The bill would require the working group to be comprised of representatives
from certain entities, including, among others, community-based immigrant rights and health organizations. The bill would require the
working group to evaluate relevant data, including, but not limited to, the number of organ donors who are undocumented residents
of the state and the percentage of organ transplant recipients who are medically insured. The bill would repeal these provisions on
January 1, 2021.

« 2019 CA A.B. 1223 (NS), adopted September 20, 2019, requires a private or public employer to grant an employee an additional
unpaid leave of absence, not exceeding 30 business days in a one-year period, for the purpose of organ donation; requires a public
employee to first exhaust all available sick leave before taking that unpaid leave; prohibits a life or disability insurance policy other

than health insurance, or a long-term care insurance policy or certificate issued, amended, renewed, or delivered on or after January

1, 2020, from declining or limiting coverage of a person, charging a person a different rate for the same coverage, or otherwise
discriminating in the offering, issuance, cancellation, amount of coverage, price, or any other condition of the insurance policy for a
person based solely and without any additional actuarial risks upon the status of that person as a living organ donor; and requires an
insurer, with respect to any health condition other than being a living organ donor, to subject a person who is a living organ donor to the
same actuarial or other standards as persons who are not living organ donors.

* 2019 CA S.B. 325 (NS), introduced February 15, 2019, would authorize anatomical gifts to be made to approved nursing schools.

« 2019 CA S.B. 685 (NS), introduced February 22, 2019, would require the Department of Motor Vehicles to notify the registry if a
person who has previously requested to be on the Donate Life California Organ and Tissue Donor Registry checks a box indicating that
they do not wish to be on the registry; would also make minor changes to the check boxes and would additionally require the back of
the application, upon the department's next scheduled revision, to contain a statement informing the applicant of the consequences of
their decision.

Colorado

2019 CO H.B. 1253 (NS), amended/substituted March 27, 2019, would prohibit a person who offers life insurance, disability income
insurance, or long-term care insurance from discriminating against a person based solely on the person's status as a living organ donor.

Connecticut

2019 CT H.B. 7272 (NS), introduced February 28, 2019, setting forth that a person's authority to make decisions concerning the
disposition of a decedent's body does not permit one to authorize the posthumous retrieval of sperm or eggs from the decedent.

District of Columbia

2019 DC L.B. 94 (NS), introduced January 22, 2019, would amend the Healthy Schools Act of 2009 to require that District of Columbia
Public Schools and Public Charter Schools provide education on the process of making an anatomical gift, including information about
the life-saving and life-enhancing effects of organ, eye, and tissue donation to help students become better informed.

Idaho

« 2019 ID H.B. 59 (NS), adopted March 7, 2019, amends existing law to provide that persons 15 years of age may identify as an organ
donor on a driver's license or identification card.

* 2019 ID S.B. 1027 (NS), introduced January 23, 2019, would revise existing law regarding notification in the event of a donor's death.

« 2019 ID S.B. 1033 (NS), introduced January 29, 2019, would amend existing law to revise provisions regarding notification in the
event of a donor's death.
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Illinois

* 2019 IL H.B. 2756 (NS), filed February 14, 2019, would amend the lllinois Anatomical Gift Act to provide that the term “decedent”
include a deceased individual organism of the species homo sapiens from fertilization until live birth; provide that notwithstanding any
other provision of the Act, if the decedent is a fetus upon whom an abortion has been performed, then no part of the decedent's body
may be used for any purpose specified in the Act.

« 2019 IL H.B. 2847 (NS), adopted August 1, 2019, amends the Organ Donor Leave Act to provide that an employer shall not retaliate
against an employee for requesting or obtaining a leave of absence to donate blood, an organ, or bone marrow; amends the lllinois
Insurance Act to provide prohibitions on denial of coverage and costs of premiums for living organ donors for life insurance, disability
insurance, and long-term care insurance policies; and amends the lllinois Vehicle Code to require the Secretary of State to review and
update certain public service announcements, websites, and other media relating to live organ donation to educate the public on the
benefits of live organ donation and the impact of live organ donation on access to insurance.

Indiana

2019 IN S.B. 112 (NS), adopted April 3, 2019, prohibits certain health care entities from discriminating against potential transplant
recipients solely on the basis of disability, and authorizes an individual to seek injunctive relief against an entity believed to be in
violation of the law.

Kansas

2019 S.B. 194 (NS), introduced February 15, 2019, would amend provisions related to the Revised Uniform Anatomical Gift Act.
Louisiana

2019 LA H.B. 143 (NS), adopted May 30, 2019, would provide for rights of qualified organ transplant candidates who have a disability.
Maryland

2019 MD H.B. 1284 (NS), adopted May 13, 2019, prohibiting certain insurers, based solely on the status of an applicant or individual
status as an organ donor, from taking certain action relating to certain insurance policies; prohibiting certain insurers from prohibiting
an applicant or individual from donating an organ as a condition of insurance; providing that certain employees are entitled to up to 60
business days of unpaid organ donation leave in a 12-month period under certain circumstances.

Minnesota

« 2019 H.F. 1247 (NS), introduced February 14, 2019, would require an anatomical gift that is an eye or an eye part be passed on to the
Lions Gift of Sight at the University of Minnesota.

* 2019 MN S.F. 301 (NS), introduced January 22, 2019, would require any anatomical gift that is an eye or eye part to be passed to the
Lions Gift of Sight at the University of Minnesota.

Missouri
« 2019 MO H.B. 450 (NS), engrossed March 13, 2019, would modify provisions relating to the organ donor registry.

« 2019 MO H.B. 1195 (NS), introduced February 28, 2019, would prohibit the donation or anatomical gift of fetal organs or tissue
resulting from an abortion.

* 2019 MO S.B. 368 (NS), adopted July 9, 2019, authorizes a statement or symbol to be imprinted on the driver's license or
identification card of a donor of an anatomical gift to indicate that the donor has made an anatomical gift.

Nebraska

2019 NE L.B. 228 (NS), introduced January 14, 2019, would prohibit certain insurance practices relating to a person's status as a living
organ donor.

Nevada

2019 NV S.B. 387 (NS), adopted June 6, 2019, relating to anatomical gifts, providing for the certification of nontransplant anatomical
donation organizations; and requiring the collection of certain information relating to the procurement of human bodies and parts.

New Jersey

« 2018 NJ A.B. 1325 (NS), introduced January 9, 2018, would amend current law to provide that the default designation on every
license or identification card issued is to be that a person is an organ donor. A person wishing to opt out of organ donation, must make
an affirmative designation to that effect. This provision does not apply to persons under the age of 18.

« 2018 NJ A.B. 1449 (NS), introduced January 9, 2018, would provide job security to certain organ and bone marrow donors.

« 2016 NJ A.B. 4219 (NS), adopted January 16, 2018, allows minors 14 years of age or older to authorize organ donation and requires
the Motor Vehicle Commission to provide organ donation registration to certain minors.
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« 2018 NJ A.B. 4504 (NS), introduced September 27, 2018, and 2018 NJ S.B. 2922 (NS), introduced September 17, 2018, would revise
the standard for presence of a medical examiner during removal of anatomical gift from decedent.

* 2018 NJ A.B. 5545 (NS), introduced June 10, 2019, provides for opting out of organ and tissue donation.

« 2018 NJ A.B. 5546 (NS), introduced June 10, 2019, would provide that an organ donor designation on a driver's license or
identification card remains upon renewal of a license or identification card under certain circumstances.

¢ 2018 NJ S.B. 952 (NS), introduced January 16, 2018, would require insurers to provide information about organ donation and allow
insurers to limit reimbursement for organ transplant if recipient has not made gift pursuant to Revised Uniform Anatomical Gift Act.

* 2018 NJ S.B. 2922 (NS), adopted March 18, 2019, revises the standard for presence of a medical examiner during removal of an
anatomical gift from decedent.

New York

« 2019 NY A.B. 971 (NS), introduced January 14, 2019, would require election for registration for organ, eye and tissue donations to be
included upon certain state forms.

« 2019 NY A.B. 1133 (NS), amended/substituted June 5, 2019, would amend procedures for making anatomical gifts; specify persons
authorized to make an anatomical gift under certain circumstances; provide procedures for amending and revoking gifts.

« 2019 NY A.B. 2123 (NS), introduced January 22, 2019, would prevent discrimination against persons with physical or mental
disabilities in regards to organ donations.

* 2019 NY A.B. 2882 (NS), introduced January 28, 2019, would require election for registration for organ, eye, and tissue donations to
be included upon certain state forms.

« 2019 NY A.B. 5785 (NS), amended/substituted June 11, 2019, relates to registering as an organ donor on SUNY, CUNY, and library
card applications.

* 2019 NY A.B. 6805 (NS), introduced March 20, 2019, would establish the New York state brain donor registry.

« 2019 NY A.B. 6857 (NS), introduced March 22, 2019, would require election for registration for organ, eye, and tissue donations to be
included upon applications for student loans and aid.

* 2019 NY A.B. 7800 (NS), amended/substituted June 14, 2019, would implement amended provisions of the Uniform Anatomical Gift
Act as drafted by the National Conference of Commissioners on Uniform State Laws.

« 2019 NY A.B. 7915 (NS), amended/substituted June 3, 2019, would allow “donate life” registration when applying for or renewing a
hunting, fishing, or trapping license.

* 2019 NY A.B. 7954 (NS), introduced May 29, 2019, would direct the Commissioner of Motor Vehicles to modify applications for
driver's licenses and non-driver identification cards in a manner that deems consent to organ and tissue donation unless the applicant
expressly elects not to consent.

* 2019 NY S.B. 1342 (NS), amended/substituted June 5, 2019, would amend procedures for making anatomical gifts, specifying
persons authorized to make gifts under certain circumstances; would also provide procedures for amending or revoking gifts.

* 2019 NY S.B. 1491 (NS), amended/substituted May 28, 2019, and 2019 NY S.B. 141 (NS), introduced January 15, 2019, registering
as an organ donor on SUNY, CUNY and library card applications.

« 2019 NY S.B. 3892 (NS), introduced February 20, 2019, relating to naotification of the national bone marrow program.

« 2019 NY S.B. 4471 (NS), amended/substituted June 3, 2019, would allow donate life registration on applications for, or renewals of,
fishing or trapping licenses.

« 2019 NY S.B. 5834 (NS), introduced May 15, 2019, relates to restoring medical futility as a basis for DNR.

* 2019 NY S.B. 6000 (NS), amended/substituted June 14, 2019, would implement amended provisions of the Uniform Anatomical Gift
Act as drafted by the National Conference of Commissioners on Uniform State Laws.

« 2019 NY S.B. 6069 (NS), introduced May 16, 2019, would require election for registration for organ, eye and tissue donations to be
included upon certain state forms.

North Carolina

2019 NC S.B. 210 (NS), adopted July 19, 2019, amends the revised Uniform Anatomical Gift Act to include tissue donation as part of
the driver's license donor authorization.

Ohio

2019 OH H.B. 41 (NS), introduced February 12, 2019, would prohibit long-term care and other insurers from discriminating against
living organ donors.

Oregon
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« 2019 OR H.B. 2622 (NS), introduced January 14, 2019, relating to the Organ Donor Registry and Public Awareness Fund.
* 2019 OR H.B. 2687 (NS), introduced January 14, 2019, relating to anatomical gifts.
¢ 2019 OR S.B. 144 (NS) and 2019 OR H.B. 2193 (NS), introduced January 14, 2019, relating to anatomical gifts of whole bodies.

« 2019 OR S.B. 796 (NS), introduced February 19, 2019, would make a period of absence for donation of a body part, organ or tissue
a “serious health condition” for which family leave may be taken; and would make it unlawful for an insurer that offers life insurance,
health insurance or long term care insurance to discriminate against or decline or limit insurance coverage for an insurance applicant
or insured who is a living donor of body part, organ or tissue, or to prohibit an applicant or insured from donating a body part, organ or
tissue as a condition of receiving or continuing to receive coverage.

Tennessee

2019 TN H.B. 752 (NS), introduced February 5, 2019, and 2019 TN S.B. 1081 (NS), introduced February 7, 2019, would allow the
recipient of an organ transplant and referral hospital to examine all genetic records of the donor or prospective donor unless prohibited
by any other law.

Texas
« 2019 TX H.B. 609 (NS), introduced February 21, 2019, relating to registrations for the anatomical gift registry.
« 2019 TX H.B. 1350 (NS), introduced February 4, 2019, relating to the persons authorized to make an anatomical gift.

* 2019 TX H.B. 2247 (NS), amended/substituted April 30, 2019, seeks to provide an additional method for execution of an anatomical
gift statement, a refusal to make such gift, or revocation of any such gift by authorizing a person to make, amend, revoke, or refuse to
make an anatomical gift by signing related documents in the presence of a notary public.

« 2019 TX H.B. 2734 (NS), adopted June 10, 2019, relating to an anatomical gift on behalf of a resident in a state supported living
center.

« 2019 TX H.B. 3874 (NS), introduced March 7, 2019, relating to the publication of information regarding the national organ transplant
waiting list on the Department of State Health Services' Internet website and certain registrations for the anatomical gift registry.

¢ 2019 TX S.B. 258 (NS), introduced February 7, 2019, relating to anatomical gifts.
Washington

2019 WA S.B. 5405 (NS), adopted May 8, 2019, concerning access to organ transplants, prohibits discrimination solely on the basis of
a qualified individual's mental or physical disability.

X. CONCLUSION End-of-life issues remain at the forefront in 2019 as more and more states consider legislation to allow terminally

ill patients to end their lives in a humane and dignified manner. More attention is focused on an aging population as baby boomers
advance toward their later years. With a new health reform bill containing hospice provisions now in effect, reductions in annual
marketbasket updates may impact hospice care over time. Meanwhile, related issues involving the definition and compliance
requirements of advance care directives as well as improving the awareness of their existence through registries or other means remain
under scrutiny in many states. Throughout 2019, HPTS will continue to monitor legislative and regulatory activity pertaining to hospice,
palliative care, death with dignity initiatives, advance care directives, and other end-of-life care issues.
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