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A Design for Chang

CRITICAL ISSUES IN CARE FOR CHRONICALLY AND TERMINALLY ILL KANSANS

— SECTION I —

L to R: Dr. Bob Twillman, University of Kansas Hospital, Meredith Mauck, Harry Hynes Memorial Hospice, Rep.
Delia Garcia, Rep. Geraldine Flaharty and Rep. Nancy Kirk discuss end-of-life issues at the September 29, 2005, public
policy forum beld in Topeka.

Paimn Management:
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to adequately manage their patients’ pain. Many
medical and nursing school curricula do not
include adequate coverage of pain management.

* Many physicians fear the opinions of
their peers, significantly impeding good pain
management.

* Many physicians fear that the state licensing
board or other regulatory or law enforcement
agencies will investigate and sanction them.

* Patients fail to take medications as
prescribed because of unwanted side effects, costs
of medications or fear of addiction.

* DPatients have difficulty finding physicians
who will treat their pain adequately, especially in
rural areas of the state.

* Patients have experienced problems
with pharmacies filling prescriptions for pain
medications.

* Patients have encountered obstacles with
insurance companies and Medicaid paying for
medications.

* Patients’ expectations are low and they
rarely serve as their own advocates.

* Physicians, patients and their families
continue to harbor unrealistic fears of addiction
and misconceptions about opioid analgesics and
their physiologic effects.

¢ Costs of medications are a serious concern
for many Kansans.

The Progress

ver the past five years Kansas has

made great strides in implementation
of adequate public policies regarding pain
management and has been awarded high marks
for our efforts by the Pain & Policy Studies Group
at the University of Wisconsin.®

Clearing up the Misconceptions about Physical Dependence,
Tolerance and Addiction:

hree distinct terms - physical dependence, tolerance and addiction - have been used interchangeably

by the public, healthcare professionals, scientists and regulators for years. These misconceptions
have also had the negative outcome of leaving patients with severe under-treated pain, because they
(or their healthcare provider) fear that opioids will cause addiction.

Key Definitions: 7

Physical Dependence: “A physiologic state of neuro-adaptation, which is characterized by the emergence
of a withdrawal syndrome if drug use is stopped or decreased abruptly.” Physical dependence is an
expected result of opioid use, and physical dependence, by itself, does not equate with addiction.

Tolerance: “A physiologic state resulting from regular use of a drug in which an increased dosage is
needed to produce the same effect, or a reduced effect is observed with a constant dose.” Tolerance
may or may not be evident during opioid treatment and does not equate with addiction.

Addiction: “A neurobehavioral syndrome, with genetic and environmental influences, that results
in psychological dependence on the use of substances for their psychic effects characterized by

compulsive use despite harm.”



Kansas state licensing boards have been
proactive in adopting policies and guidelines
for the treatment of pain, including the Joint
Policy Statement of the Boards of Healing Arts,
Nursing and Pharmacy on the Use of Controlled
Substances for the Treatment of Pain. This
landmark state policy, the first of its kind in the
nation to address all types of pain — chronic,
acute and end of life — was adopted in 2002.°
The policy reflects the depth of commitment and
desire that Kansas licensing boards
have to supporting, encouraging
and expecting quality and excellence
in the assessment and management
of pain. The Kansas State Boards
of Healing Arts and Nursing also
adopted similar guidelines for their
licensees. 1011

based.”
The Recommendations

I. Improve Pain Management
Education

-

“A person’s
report of pain is the
optimal standard upon
which all pain manage-

ment interventions are

—Joint Policy

Statement

its elimination would not change the standard by
which practitioners are judged.

Clean up language in the Medical Practice Act,
which says that “excessive” prescribing is grounds
for disciplinary action. “Excessive” is very hard to
define. An alternative is to refer to the standards
set forth in the Controlled Substances Act.

Open a dialogue with the Kansas County
and District Attorneys Association
and continue a dialogue with the
Kansas Attorney General regarding
the process to be undertaken when
deciding on charges against a
practitioner. Establishing a standard
process would give reassurance to
practitioners that someone who has
sufficient knowledge and experience
will judge them.

Exercise great caution in
considering adoption of prescription

J

Mandated pain management education may
not be the solution, as the impact of this approach
has not yet been fully evaluated. Initiating “half-
steps,” such as specifically asking renewing
practitioners to indicate hours of content in
the area of pain management, might be a more
acceptable approach.

We are making progress in medical/nursing
school curricula offerings, but we need to continue
working with faculty and administrators to
improve content.

Il. Change and Revise Policies

Addpress policy language related to the Principle
of Double Effect '', wherever it is found. This
principle unintentionally reinforces the notion
that opioids kill people. Its reference is not
necessary for enforcement of state statutes, and

monitoring programs, whose intent
is to prevent diversion and abuse. There are
database programs now in place, in approximately
half the states, that track either Schedule II
medications only, or Schedule II, IIT and IV
medications. These databases can be used to
identify patients engaging in suspect behavior and
prescribers whose practices are questionable.

Congress passed the National All Schedules
Prescription Electronic Reporting Act of 2005
earlier this year, which provides grants to states to
establish and maintain these programs.

Kansas should exercise great caution in considering
the implementation of a prescription monitoring
program. Outcomes are hard to track, and one
intervention is not appropriate everywhere. One
unintended consequence may be restricted access for
pain patients due to a chilling effect. Much analysis
remains to be done, and other critical issues to consider



include:

—Who has access to data?

—How timely is access to data?

—Is the program administered by health authorities
or law enforcement?

—What requirements must be met for law
enforcement to access data?

—Is there an advisory group of practitioners to
oversee the program and evaluate outcomes?

Assure that Medicare and Medicaid beneficiaries
have access to pain medications. Access to pain
medications, including opioid analgesics, needs
to be as complete and unrestricted as possible
for beneficiaries of these programs. Restrictions
imposed on pain management drugs provided by
Medicare and Medicaid could produce adverse
outcomes for patients and the state. Further,
restricted access could impair pain management
and result in greater costs from other parts of
these programs.

References:

! American Pain Foundation (2000). Facts about

Pain. Found at http://www.painfoundation.org/
page.asp?file=Library/FastFacts.htm

2 Koch, H (1986). The management of chronic pain in
office-based ambulatory care: National Ambulatory Care
Survey. Advanced Data from Vital and Health Statistics,
No. 123. National Center for Health Statistics, Department
of Health and Human Services, Public Health Service
Publication No. 86-1250. Hyattsville, MD: Public Health
Service.

3 McNeill, JA, Sherwood, GD, & Starck, PL (2004).
The hidden error of mismanaged pain: A systems approach.
Journal of Pain and Symptom Management, 28(1), 47-58.

4 The SUPPORT Study (1995).

5 National Institutes of Health (1998). New directions
in pain research. Found at http://www.niams.nih.gov/rtac/

funding/grants/pa/pa_98 102.pdf.

¢ Kansas Department of Health & Environment (2000).
Behavioral Risk Factor Surveillance Survey (as reported by
survivors of Kansans who died with cancer).

7 All taken from Joint Policy Statement of the Boards
of Healing Arts, Nursing and Pharmacy on the Use of
Controlled Substances for the Treatment of Pain (2002).

Found at www.ksbha.org/misc/jointpainmgmt.html.

8 Pain & Policy Studies Group, University of Wisconsin
Comprehensive Cancer Center (2004). Achieving Balance
in State Pain Policy: A Progress Report Card. Found

at www.medsch.wisc.edu/painpolicy/2003 balance/
prc2003.pdf.

9 Joint Policy Statement.

10 Kansas State Board of Nursing (2001). Guideline
for Pain Management. Found at www.ksbn.org/legal/task

force pain guidelines.pdf.

1 Kansas State Board of Healing Arts (1998). Guidelines
for the Use of Controlled Substances for the Treatment of

Pain. Found at www.ksbha.org/misc/painmgmt.htm.

2 MclIntyre, Alison, Doctrine of Double Effect. Stanford
Encyclopedia of Philosophy (Summer 2005 Edition). Found

at http://plato.stanford.edu/entries/double-effect/.



— SECTION 1II1

Left: State leaders participate in a public policy forum sponsored by the Kansas LIFE Project on September 29 at the Capitol Plaza Hotel in
Topeka to learn more about issues related to pain management, advance care planning and artificial nutrition and hydration.

Right: Kathy Greenlee, Kansas Long-Term Care Ombudsman, addresses the panel, consisting of (L to R) Donna Bales, President/CEO of the
Kansas LIFE Project, Representatives Bob Bethel and Nancy Kirk, and John Carney, Vice President on Aging and End of Life at the Center
for Practical Bioetbics.

Advance Care Planning:
Processes and Documents

dvance care planning generally deals with

three types of end-of-life decision-making
processes and documents. Kansas has statutes
governing all three types of decision-making.

The first type, known commonly as the living
will, describes what type of care an individual
seeks or expects at the end of life. Usually in
writing, the living will takes effect when two
physicians agree that the person is terminally ill.

The second document, the durable power
of attorney for bealth care, names a surrogate
or agent to make healthcare decisions for an
individual when, and only when, the individual is
unable to do so.

The third advance care planning tool, or advance
directive, is a Do Not Resuscitate order (DNR). This
document is signed by a patient’s physician and
directs the type of emergency care that an individual
receives at the end of life. This order may be issued
either in medical settings or outside of them.

Advance care planning documents serve a
number of noble and necessary purposes.! They:

* Seek to preserve self-determination.

* Express and give effect to end-of-life
preferences.

* Offer protection from maltreatment.

* Relieve anxiety and facilitate patient choice.

* Help loved ones when they must make
treatment decisions.

* Protect financial resources.

* Decrease the risk of litigation.

* Can foster necessary communication.

Since the introduction and legal sanction of
advance care planning documents in the US more
than 30 years ago, evidence for their merits has
grown steadily.

Although only limited studies exist, data support
the contention that those with advance directives,
when professional caregivers know and honor
them, can lead to fewer deaths in the hospital, fewer
intensive care days, fewer end-of-life resources
expended, and increased family satisfaction.>*



Unfortunately, despite more than three decades
of work, most Americans do not utilize these
protections.

The Problem

* Of the 2.5 million people who die each year
in the US, only about one-half million actually
have written advance directives. Without the
important conversations and/or document, family
and professional caregivers are left in uncertain
territory when attempting to honor a patient’s
dying wishes.* In Kansas, it is estimated that
fewer than 1/3 of all Kansans have advance
directives.

Advance Directives Weaknesses:

Living Will Weaknesses

* Eighty percent of those who die in hospitals
are without the capacity to make decisions and
many of these are on life-support.’

* A growing number of frail elderly do not
have capacity to make decisions at the end of life.
The US is an aging society and growing older.
Dementia affects half of persons over the age of
85. Proportionately, that population is the fastest
growing segment in society.®

* How we die is changing. Rather than dying
from fatal episodes of acute illness and traumatic
attacks, more people live for extended periods of
slowly declining health. In 2004, for the first time,

* As a rule, people don’t do them or can’t find them when they are needed.

* Too often, living wills are viewed by the patient/family as static and not as a process changing

over time.

* The document cannot anticipate complex circumstances and is often too vague to be

meaningful.

* The living will is often a complicated process defined by statute.

* Formats and legal language vary state by state.
* Many people confuse the living will with a durable power of attorney for health care decisions.
* The living will is only activated upon a terminal diagnosis.

Durable Power of Attorney for Health Care Weaknesses

* The agent is named but not often given adequate guidance regarding the person’s wishes and
choices for care.

* They are often ineffective in emergency situations.

* Practitioners often follow routine protocol without consulting the agent.

* The durable power is effective only upon incapacity of the patient, rather than in diminishing
states (most common for those affected by dementia).

““Do-Not-Resuscitate” Weaknesses

* A DNR is difficult to honor in emergency situations, especially pre-hospital or out of hospital.

* DNRs are often misunderstood as a blanket healthcare directive to limit treatments other than
cardio-pulmonary resuscitation (CPR).

* DNRs are limited in scope to specific heart/lung failure, rather than other conditions.

* A DNR may or may not be understood or agreed to by the agent or proxy decision-maker

named in a durable power of attorney for health care (DPOAHC). J

\ * DNRs often do not transfer well between settings.




chronic illness became the leading cause of death
in the US.” This living at the end of life with
chronic illnesses will continue long into the future.
Most of us will die of complications from chronic
illnesses, often with slow and uncertain disease
paths affected by dementia while being caregiver
dependent.

The Barriers and Concerns

S ince the tragic case of Terri Schiavo
captured media attention and America’s
legal and political spotlight, significant focus
nationwide has been given to legislative
proposals to address/prevent similar situations.
Unfortunately, the complex ethical issues of self-
determination, surrogate decision-making and
judging between terminal vs. disabled states,
when reduced to sound bites, remain divisive.
Well-intentioned legislative solutions need to be
carefully crafted to find common ground.

In addition, public policymakers and
healthcare ethicists have studied the reluctance of
Americans to implement advance directives and, in
recent months, identified a number of barriers as
to why more Americans don’t complete advance
directives.

Those issues include:

* Documents cannot anticipate unknown
future clinical situations or medical conditions,
nor clarify unclear preferences.

* Treatment preferences cannot be clearly
conveyed in a brief, “check box style” format.

* Too often, individuals do not talk about
their choices with healthcare providers and family
members.

 The result of poor communication is that
there is little effect on surrogate decision-making
and little impact on care for incompetent patients.

Surrogates then act in the “best interest” rather
than in substitution of the patient.

* Side benefits are uncertain.

* Finally, death remains a taboo subject in
most homes dominated by the western medical
model. As one source put it, “Americans are the
only people on the planet who believe death is an
optional event.”

The Progress

ortunately, the reluctance of Americans to

discuss advance care planning with their
professional caregivers has received attention at
the national level. Proposed legislation is currently
under consideration by Congress allowing for
Medicare payments to physicians for end-of-life
consultations. While that legislation is uncertain,
given the current fiscal environment, it nonetheless
attempts to address the concern directly.

In addition, there has been a surge in the
numbers of Americans reportedly completing
advance directives as a direct result of the Terri
Schiavo case. Some estimates say that as many as
25% of Americans may now have them in place (a
67% increase in less than a year).

Several national and state electronic
repositories have recently been established. These
repositories hold electronic versions of advance
care documents for patients and agents. Current
utilization, though limited, is growing. Web-
based retrieval helps remote family members and
professional caregivers when the information is
not with the patient or a hard copy cannot be
located.

Forms for naming an agent at the time of the
document’s execution, rather than waiting for
complete patient incapacity, are becoming more
commonplace as well. Specific statutory language
however, may need to be revised.



The Recommendations

I. Reduce barriers to advance care planning
document retrieval

Explore state initiatives (e.g. Arizona, North
Carolina, Vermont, West Virginia) regarding
statewide efforts to encourage electronic storage
and retrieval of advance care planning documents.

Il. Change and Revise Policies

Allow for the appointment of durable powers
of attorney prior to incapacity if a person so
chooses. To protect the interests of all patients,
surrogate decision-makers should, at a minimum,
meet the requirements set by guardianship
statute to involve the patient appropriately in
all healthcare decisions related to their care and
treatment.

Respect and honor the wishes of all persons.
Kansans are encouraged to make their wishes clear
via verbal and written directives and by naming
a durable power of attorney for health care.
Healthcare providers are encouraged to initiate
these conversations with patients.

Ensure that all persons, including minors,
have access to life-sustaining treatments inside
and outside of medical settings based on their
family and physician decisions.

Left: A sample Physician's
Order for Life Sustaining
Treatment form.

To review a sample
POLST form, contact
life@lifeproject.org.

Proactively address the growing variety of life-
sustaining measures (beyond cardio-pulmonary
resuscitation) to ensure that chronically ill and
dying persons are afforded appropriate comfort
measures and non-burdensome treatments.
Explore and study the Physician Order for Life
Sustaining Treatment (POLST) form or one of
its iterations. These forms encourage important
conversations between healthcare providers and
patients and address the appropriateness of critical
interventions for seriously ill patients. This may
not require statutory change, as evidenced by the
State of Oregon.

Protect disabled and cognitively impaired
persons regarding their end-of-life wishes and
work to assure that these wishes are appropriately
expressed and honored.

Conduct a comprebensive review of all Kansas
statutes regarding end-of-life care, including access
to palliative care, advance directives, appointment
of agents, in and outside of medical facility
healthcare directives (and physician orders), organ
donation, and disposition of the body to determine
need for additions, updating or revisions.
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SECTION III

John Carney, Vice President on Aging and End of Life, the Center for Practical Bioeth-
ics, presents an overview of the issues to state leaders during the September 29 public
policy forum.

Artificial Nutrition and Hydration:
Choices and Obligations

With the advance of medical technology,

the possibility of sustaining and

maintaining human functions

has clouded the definition of

what it means to be alive. While
the Constitutional right to

refuse treatment may remain a
“settled” matter, continuing to
provide nutrition to someone in a
permanently unconscious state whose
wishes are indiscernible or unknown
can deeply divide families, voters,
courts and elected officials.

Central to the controversy
surrounding Terri Schiavo’s case
were the differing interpretations
of her preferences for treatment-
being fed indefinitely via artificial
nutrition and hydration. There
were questions about her expressed
wishes, because she did not have

written advance directives. There were challenges

“Continuing to \
provide nutrition

to someone in

a permanently
unconscious state
whose wishes are
indiscernible or
unknown can deeply
divide families,

voters, courts and

elected officials. J
S

treatments.

made to the diagnosis of persistent vegetative
state, argued by some to be a terminal condition,

though not imminently life-
threatening and resulting in endless
legal motions and court proceedings.
Disability rights groups also argued
that Terri’s “disability” demanded
special protections in order to ensure
that her life, however compromised,
was not cut short.

A number of public policy
questions rise from the heart of these
issues. Not only do we struggle with
whom should make the decision,
we also struggle with making the
“right” decision, in ensuring the
state’s interest to protect those who
cannot speak for themselves and
in reconciling the deeply personal
and emotional struggle resulting
from withholding and withdrawing



The Problem

he difficulty in developing sound public

policy related to the administration of
artificial nutrition and hydration — especially for
those under the protection of the state who cannot
speak for themselves - is to balance the private
interests of individuals with the public good. The
weighing of the benefits and burdens of each must
be considered on an ongoing basis. Rights of
privacy and personal protection address not only
self-determination, autonomy, pursuit of meaning
and the definition of life itself, but encompass
broader dimensions of society and culture
(community standards). The problem of balance
involves religious and spiritual

The Barriers and Concerns

or most Americans, healthcare is a private

matter between doctor and patient and
between patient and family. Across the political
spectrum, government’s insertion or “intrusion”
in private matters is for the most part considered
unwarranted. The exceptions deal primarily with
protections for the vulnerable.

Generally, matters of life and death decision-
making are left to healthcare professionals and the
patients and families they serve. These decisions
are governed and protected by professional
licensure laws, scope of practice and certification

standards and accreditation.

values, existential and economic o . . Disagreements about end-of-life
. . . isagreements o
considerations and convictions about & \ treatment directives get resolved
the role and obligation of government  about end-of-life at the bedside in most cases. It
to intervene and provide support to .. is in the cases where irresolvable
i treatment directives , )
those in need. disputes arise that the legal system
get resolved at gets involved. Every effort should
The issue is also one of medical the bedside in be made to determine the patient's

vitalism, which refers to attempts to
preserve the patient’s life in and of

itself without any significant hope for
recovery.! Many faiths, including the
conservative Catholic tradition, reject
this position and, instead, argue for a
“purpose in being” that goes beyond
mere bodily function. Some disability
groups argue that quality of life is relative

S

in nature and that no one can judge for

most cases. It

is in the cases
where irresolvable
disputes arise that
the legal system

- gets involved.”

wishes, especially as the patient's
capacity diminishes, burdens of
treatment increase, and locations of
care become less accute.

In addition, unforeseen and
unanticipated developments in
technology and medical interventions

require the need for a trusted
surrogate to be named and to be

another about their quality of life.

Unfortunately, existing medical technology
now possesses the capabilities of indefinitely
maintaining life functions for those who have no
medically based expectation of recovery. The
problem, then, in this light is not so much about
balancing the rights of privacy in administering or
withholding treatment as it is about the definition
of life itself and the obligations and limits of
government to protect those interests, especially
for those who cannot speak for themselves.

familiar with the wishes of the patient
when he/she can no longer speak.

Post-Schiavo attention by medical practitioners
to artificial nutrition and hydration (ANH)
underscores that a decision to administer ANH
involves “substantial risks and burdens” to the
patient and in nearly every case is not judged
an emergency.”? Weighty consideration about
the treatment goals should accompany any
recommendation or request.



The Progress

In 2002, Kansas legislators approved a
completely revised Kansas Guardianship
statute. While most guardians are family members
already, provisions in the new law require
guardians to get to know their wards similarly

to the ways that family members know one
another. This statute also requires guardians,

to the best of their ability, to make end-of-life
decisions for their wards that reflect the wishes

of the ward (substituted judgment). When that
cannot be achieved, the guardian is required to
make decisions in the ward’s “best interest,” in
consultation with medical professionals. Revisers
of the statute took into consideration that end-of-
life decisions were, first and foremost, personal
and family decisions and then medical decisions.
Obligations of guardians and professional
caregivers were assumed to protect the interests of
the ward.

In the summer and fall of 2005, a committee
of the Kansas Judicial Council studied the
statutory language governing the authority and
responsibility of guardians in making decisions
about administering artificial nutrition and
hydration for wards of the court. The group’s
recommendations will be forwarded to the
legislature when it returns in 2006.

Statutory language for the provision of
ANH for persons who do not have an advanced
directive in place at the time of incapacity has been
proposed by some states.

The Recommendations

I. Support the Kansas Judicial Council
recommendation on clarifying language regarding
the obligations of guardians on the administration of
artificial nutrition and hydration (ANH) for wards of
the court.

Il. Provide opportunity and hearing for parties
interested in developing statutory language in the
provision of ANH for all Kansans without a durable
power of attorney for health care (DPOAHC) or
advance directive should their health condition
warrant.

lll. Conduct a comprehensive review of all Kansas
statutes regarding end-of-life care to determine need
for additions, updating and/or revisions. This review
should include a review of access to palliative care,
advance directives, appointment of agents, in and
outside of medical facility healthcare directives and
physician orders, organ donation and disposition of
the body.
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Kansas Funeral Directors & Embalmers Association

Kansas Health Care Association, Inc.

Kansas Home Care Association

* Kansas Hospice and Palliative Care Organization

Kansas Hospital Association

Kansas Medical Society

Kansas Organization of Nurse Leaders

* Kansas Pain Initiative

Kansas Pharmacists Association

Kansas State Nurses Association

Caring Communities:

Clay Center, Dickinson County, Dodge City, Emporia, Garden City,
Great Bend, Greenwood County, Hays, Hutchinson, * Jackson
County, Jefferson County, Junction City, Kansas City, Lawrence,
Liberal, Manhattan, Morris County, Nemaha County, Northeast
Kansas, Newton, Norton, Osborne County, Phillipsburg, Pittsburg,
Pratt, Rush County, Salina, Shawnee Mission, Topeka, Wamego/Pot-
tawatomie County, Washington County, Wichita

* Denotes FRIENDS FOR LIFE Contributing Partners --who have made direct financial contributions during 2005

Living Initiatives For End-of-Life Care

Helping Kansans with advanced

chronic and terminal illnesses live Fﬁ"

LIFE
aaandl (5433) or, in Wichita, at (316) 219-3059.

with dignity, comfort and peace.

The LIFE Project addresses public policy, professional
education, and public engagement. Visit our website

at www.lifeproject.org or call us at (888) 202-LIFE



