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TURN THE VISION OF CONSUMERS OF HEALTH
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SECTION 1: INTRODUCTION

THE VISION VERSUS REALITY

BY: Oklahoma Attorney General W.A. Drew Edmondson

As President of the National Association of Attorneys General (NAAG), 2002-
2003, it is my privilege to select a presidential initiative for consideration by
Attorneys General during my term of office. When asked about our expectations for
end-of-life care, most of us share the same vision: to be free of pain; to be at home
surrounded by family and friends; and to have our wishes known and honored.
Despite these expectations, we continue to hear stories recounted by family mem-
bers of patients who endure needless pain and frustration when legal or medical

professionals discount their wishes. Advocates for improvement of end-of-life care

have been aware of this reality every day, in every state, for decades.
W.A. Drew Edmondson

cretrrrrreee The cornerstone of my initiative centered on three regional listening conferences to
provide an opportunity for Attorneys General to hear compelling stories recounted by the mothers, sisters, children

and spouses who were thwarted in efforts to fulfill the wishes of loved ones.

We challenged national experts to testify before assembled panels of Attorneys General and to address the three

PENE

questions repeatedly raised by consumers: “Will my pain be managed?” “Will my wishes be known and honored?”

and “Will I receive competent care?”

These clinicians and health care advocates reported that some of our state legislatures and professional licensing
boards are beginning to adopt policies to encourage better pain management, to clarify the role of opioid anal-
gesics, and to address physicians’ fears of being investigated for inappropriate prescribing of controlled substances.

We also heard that there is still a significant gap between policy and practice.

More than 50 attendees from Attorney General offices across the country listened and learned about the barriers
that persist, despite legislation in every state, to provide advance care directives, heath care proxies and powers

of attorney.

We listened to physicians and nurses who cited deficits in educational requirements in medical, nursing, social
work and pharmacy schools for end-of-life health care. As consumers, we expect these professionals to be trained in
pain management and be informed regarding health care choices, such as hospice. To the contrary, statistical studies

reflect a lack of education as a major factor contributing to substandard care near the end of life.

The emerging role of Attorneys General in the protection of these consumers of health care is a challenge and a call
to partner with clinicians and advocates to eliminate legal and policy barriers to safeguarding the rights of patients

and families.

My initiative, to examine our role as Attorneys General in improvement of care near the end of life, originated
when I first listened and learned of this discord between the expectations and experiences of terminally ill patients.
Invitations to attend national health care conferences were extended to me, not because of my political office, but
because of the leadership role of my wife, Linda Edmondson. Linda worked as a hospital social worker for many
years and then in a leadership role as director of the Oklahoma Association for Health Care Ethics and administra-

tor of the Robert Wood Johnson grant to the Oklahoma Alliance for Better Care of the Dying.
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It was at one of these conferences that I heard Myra Christopher, president and chief executive officer of the
Midwest Bioethics Center, cite the statistic that 80 percent of us express the wish to die at home, surrounded by
family and friends, free of pain and without unwanted medical intervention to prolong our suffering. Myra contin-
ued to explain that 80 percent of consumers actually die in pain, in hospitals or nursing homes, receiving unwant-
ed extraordinary medical intervention. This presentation triggered my personal exploration as to what I could do

to remove the legal barriers that contribute to this tragic statistical gap.

As the highest law officers in our respective states, we are charged with representing our constituents, regardless
of economic, social or political status, in matters affecting the public interest. This charge includes protection of
the dying. Our role as Attorneys General in protection of the reasonable expectations of consumers of end-of-life
care offers an opportunity to address and assist in resolution of this conflict between the law as written and the

law in action.

This past year, listening to Attorneys General, consumers and health care advocates who have been passionately
committed to this issue for decades, I have been reminded of a statement by President John E Kennedy at a news
conference. One of the female correspondents asked, “Mr. President, what have you done for the ladies of this
country?” He replied, “Well, I am certain it has not been enough.” Whatever we have done to improve health
care for patients near the end of life in our states, from Maine to California, these conferences have made us
acutely aware that it certainly has not been enough. Acting through my assistant attorneys general as advisors,
interpreters and advocates, I am privileged to serve the people of the state of Oklahoma as a vital force in the cre-

ation of a legal environment that promotes therapeutic jurisprudence in regard to this critical issue that ultimately

affects all of us.

As President of NAAG, I can imagine no finer legacy for a public servant than to reduce human suffering in our
states. As my term as President of NAAG comes to an end, I look forward to the beginning of a commitment by
the National Association of Attorneys General to the protection and representation of these most vulnerable con-

sumers in our respective states.

SECTION 1: THE VISION VERSUS REALITY I
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PREFACE

BY: Myra Christopher

When Oklahoma Attorney General Drew Edmondson assumed office as President
of the National Association of Attorneys General (NAAG), 2002-2003, he
announced that he would devote his presidential initiative to the role of Attorneys
General in the protection of consumers of health care near the end of life. Despite
caution from advisors that he consider a more popular political issue in an election
year, he remained resolute. As a long time advocate for improved end-of-life care, it
has been my great privilege to participate in Attorney General Edmondson’s com-

mitment of NAAG to this critical issue.

To place this important initiative in perspective, certain events are relevant. In the Myra Christopher
November 1995 issue of the journal of the American Medical Association, the Study to e et e e e e e
Understand Prognoses and Preferences Regarding Treatment, SUPPORT, was published. At a cost of $28 million,
this study, conducted in five of the most highly respected medical institutions in the United States, yielded alarming
and irrefutable results. The researchers reported that, prior to death, participants in the study were isolated in hospi-
tal intensive care units for extended periods, averaging 10 days. Many were unconscious, hooked up to machines,
until the moment of death. The wishes of those who had executed advance directives were often ignored with the
costs of unwanted medical treatment, resulting in financial devastation to their families. Of those who were con-

scious at the time of death, more than half were in severe to acute pain.

In a USA Today article, “Breaking the Silence on Death,” Doug Levy reported that researchers in the SUPPORT
study observed “doctors are so oriented toward keeping people alive, they are reluctant to shift toward keeping
patients comfortable as they die.” He concluded that the study cast a pall over any claim that improvements in the

health care system would occur.

Fortunately, reformers in the end-of-life movement were less pessimistic. Those who had started hospices in the
1970s viewed SUPPORT as an opportunity to re-energize efforts to improve care of the seriously ill and dying,
regardless of where they received health care. A new robust phase of the national movement emerged focusing on
the necessity of training doctors and nurses in pain management and palliative care, establishing clinical standards

for end-of-life care, ensuring the readiness of institutions, reforming health policy and engaging the public.

Significantly, even before SUPPORT, this challenge captured the attention of Attorneys General. Former Nevada
Attorney General Frankie Sue Del Papa convened a state end-of-life commission. In Maryland, Attorney General
Joe Curran empowered Assistant Attorney General Jack Schwartz to assume a role in these issues. With their

encouragement, following the publication of SUPPORT, a panel on end-of-life issues was convened at an annual
NAAG meeting. Following that presentation, some Attorneys General, including Attorney General Edmondson,

joined with end-of-life care coalitions in their respective states to support this national movement.
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As I have worked with Drew this past year, I have been reminded of another leader who was not always guided by
what was popular or deterred from his vision of public service by political caution. In describing his job as
President of the United States, Abraham Lincoln said, “What I want is to get done what the people desire to have

done, and the question for me is how to find that out exactly.”

I believe that readers will recognize in this report on Attorney General Edmondson’s “listening” conferences a mar-
velous mechanism for finding out exactly what the people want done. It provides tangible evidence of participatory
democracy at its best as a result of his vision, courage and leadership. I am confident that it will be a valuable

resource for Attorneys General and their staff for years to come.

My only regret is that the written word cannot capture the excitement and electricity generated at his confer-
ences. As I speculate on the impact of this initiative on Attorneys General across our country and their role in
improving end-of-life care, my belief in the truth of Andrew Jackson’s statement is confirmed, “One man with

courage makes a majority.”

Myra Christopher, President and CEO
Midwest Bioethics Center

Kansas City, Missouri

May 2003
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ACKNOWLEDGEMENTS

BY: Oklahoma Attorney General W.A. Drew Edmondson

It was easy for me to announce this initiative, but without the people who carried it
forward, this report on the lessons learned in the listening conferences in Kansas,

California and Maryland would not have been possible.

On behalf of all of the Attorneys General and staff who attended the conferences, I
want to express my heartfelt appreciation to the “consumers” who shared their per-

sonal encounters with end-of-life issues: Bishop Marvin Donaldson, Chris Cruzan

White, Clark Lamoreux, Edith O’Neil-Page and Peggy Paddyaker.

Special acknowledgment is due to Maryland Attorney General J. Joseph Curran, Jr.,
W.A. Drew Edmondson

and Assistant Attorney General Jack Schwartz. The long term commitment of
Attorney General Curran to end-of-life issues serves as inspiration for our emerging
role as Attorneys General. Their invaluable contributions to this initiative have provided us with an excellent

model in taking on this challenge in our respective states.

I also want to thank the organizations that partnered with the National Association of Attorneys General
(NAAG). In addition to the direction provided by NAAG, the success of the conferences is also due to generous
support from the Last Acts Campaign, funded by the Robert Wood Johnson Foundation, the Midwest Bioethics
Center, The Robert Wood Johnson Foundation National Grant Program, Promoting Excellence in End-of-Life
Care and AARP.

Particularly, I want to express my appreciation to the following people behind the organizations: Karen Orloff
Kaplan, president and chief executive officer of Partnership for Caring and national program director for Last
Acts; Victoria Weisfeld, The Robert Wood Johnson Foundation; Myra Christopher, president and chief executive
officer of Midwest Bioethics Center; Dr. Ira Byock, director, The Robert Wood Johnson Foundation National
Grant Program, Promoting Excellence in End-of-Life Care; and Cheryl Matheis, AARP.

In addition, special thanks to the other clinicians, attorneys and health care advocates who participated in the con-
ferences including: Connecticut Attorney General Richard Blumenthal, former Nevada Attorney General Frankie
Sue Del Papa, former Maine Attorney General James E. Tierney, Rhode Island Assistant Attorney General
Maureen Glynn, Bill Colby, J.D., Lavera Crawley, M.D., Betty Ferrell, R.N.,PhD, Patricia Good, Gema
Hernandez, PhD, David Joranson MSSW, Susan Goldwater Levine, Richard Payne, M.D., Charles Sabatino, J.D.,
Don Schumacher, Psy.D, Joan Teno, M.D., Susan Tolle, M.D., and Robert Williamson.

Conference receptions and luncheons were hosted by Karen Orloff Kaplan, Last Acts; Myra Christopher, Midwest
Bioethics Center; Burnele V. Powell, dean of the School of Law, University of Missouri-Kansas City; Stephen R.
McAllister, dean and professor of law, University of Kansas School of Law; Judy Citko, California Coalition for
Compassionate Care; Dr. Frank Ferris, San Diego Hospice and Palliative Care; Dean Karen Rothenberg, University

of Maryland School of Law; and Lynne Ross, executive director, National Association of Attorneys General.
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I wish to also acknowledge the invaluable assistance of Oklahoma Assistant Attorney General Annette Prince, who
has been my primary staff resource during this year of exploration and work. In preparing for and implementing
these conferences, Annette and I have also been aided by Oklahoma Attorney General staff members, First

Assistant Tom Gruber, Director of Communications Charlie Price and Executive Secretary Suzy Thrash.

Special thanks are expressed for the outstanding leadership provided by Lynne Ross, executive director of NAAG.
She was assisted in “the work behind the idea” by Debbie Manson, executive assistant, Angelita Plemmer, commu-
nications director, and Manja Kargbo, communications assistant. NAAG will also host a web page for Attorneys

General that will be devoted to updates on end-of-life issues and best practices by Attorneys General.

To all of the organizations and individuals who contributed, thank you for the privilege and challenge that you

have presented and intrusted to us to help turn this vision into reality.

Oklahoma Attorney General W.A. Drew Edmondson
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‘““ATTORNEYS GENERAL HOLD THE KEY TO UNLOCK
DISCOURSE ON BEHALF OF THEIR CONSTITUENTS
BETWEEN POLICY DECISION MAKERS AND THE
NETWORK OF STATE COALITIONS WORKING TO
IMPROVE HEALTH CARE NEAR THE END OF LIFE”

MYRA CHRISTOPHER
PRESIDENT AND CEO
MIDWEST BIOETHICS CENTER
KANSAS CITY, MISSOURI



OVERVIEW OF END-OF-LIFE CARE IN THE
UNITED STATES

BY: Ira Byock, Myra Christopher and Karen Orloff Kaplan

A virtual tsunami wave of caregiving needs is racing toward us. It will test us in many ways. The 78 million baby
boomers are aging. Caring for the most ill, infirm and advanced elderly among us is the central social and moral
challenge confronting that generation.! Attorneys General are on the front lines of consumer protection and, as

such, have vital contributions to make to solving many of the dilemmas facing us.

Among these dilemmas, people die in this country in appalling ways. A number of groundbreaking reports confirm
serious deficiencies in the way America cares for dying people and their families. The 1995 SUPPORT Study*; the
1997 Institute of Medicine Report, Approaching Death: Improving Care at the End of Life,> and the 1999 Brown
University study, Prevalence and Treatment of Pain in US Nursing Homes," detail significant shortcomings in care for

those nearing the end of life and shocking gaps in care for our most vulnerable members of society.

These and other studies provide a substantial body of scientific data that describe barriers to care and gaps in
knowledge. Together, their rigorous data document that “far too many people needlessly suffered physically, psy-
chologically, spiritually and socially at the end of life. Their preferences regarding care were too frequently ignored

and their families often left in emotional despair and financial ruin.”

¢ Opinion polls reveal that most Americans would prefer to die at home,
free from pain and with their loved ones. Yet they often die alone in
hospitals or nursing homes, in pain and attached to life support machines

they may not want.®

* Experts and the public generally agree that the best care near the end of life
treats the whole person — mind, body and spirit. Yet the primary funding
mechanisms for end-of-life care — Medicare and Medicaid — are not designed

to provide comprehensive care, known as palliative care.

* Despite the general agreement of medical experts that at least 90 to 95 per-
cent of all serious pain can be safely and effectively treated, at least half of
the people diagnosed with serious illness report unrelieved pain and other

distressing symptoms.

* Physicians, pharmacists and front-line health care workers lack sufficient

understanding of hospice and other models of interdisciplinary palliative care.

¢ Too few clinicians and health care institutions are aware of indicators for
quality of care for the dying, and know how to assess pain or understand

options for pain management and other aspects of palliative care.

SECTION 1: OVERVIEW OF END-OF-LIFE CARE IN THE UNITED STATES I
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Myra Christopher, of Midwest Bioethics Center, discusses
dilemmas in end-of-life care

Ira Byock, M.D., of the Robert Wood Johnson
Foundation, details significant shortcomings and
shocking gaps in end-of-life care

Ff

Karen Orloff Kaplan, M.P.H., Sch.D., of Partnership for
Caring and Last Acts, urges Attorneys General to consider
reform efforts

* Too few members of the public, the medical community and policy leaders

know about a patient’s rights under the law regarding pain management.

* The public has little understanding of how to express their treatment prefer-
ences in advance so that if they are unable to communicate with health care
providers, their wishes will nevertheless be known. Loved ones do not

understand their responsibilities as health care proxies and advocates.

* Doctors, nurses and counselors from various backgrounds may have only a
superficial knowledge of the beliefs and practices common in a particular
ethnic or cultural group. The unique needs, wishes and views of these

patients near the end of life are not consistently obtained and respected.

¢ Communication and documentation about a patient’s care preferences are

often lost in transfer between the hospital and the nursing home.

* Too many families are disrupted and resources are depleted when a loved

one becomes seriously ill.
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* Despite several studies that recognize the importance of spirituality in the

care of dying people, their pastoral and spiritual needs are largely unmet.

The Institute of Medicine report concludes, “Too many people suffer needlessly at the end of life both from errors
of omission and errors of commission. Legal, organizational and economic obstacles conspire to obstruct reliably

excellent care at the end of life. The education and training of physicians and other health care professionals fail to
provide them with the attitudes, knowledge and skills required to care well for the dying patients. And our current
knowledge and understanding are insufficient to guide and support the consistent practice of evidence-based medi-

cine at the end of life.”

The report Means to a Better End: A Report on Dying in America Today reinforces the urgency of the problem.

“The need for serious efforts to figure out how to best care for dying people and their loved ones is becoming more
urgent every day. A large aging population, increases in the incidence of chronic disease, and the reduced availabili-
ty of paid and unpaid caregivers, among other factors, must soon focus more attention on ways to improve the care

we offer individuals nearing the end of their lives.”

Promising Practices

Although the health care system in America is clearly in crisis, a number of innovative demonstration projects,
partnerships and collaborations are making substantial progress in our ability to engage consumers, tackle policy
issues, create useful training tools for health care professionals and improve the way institutions — even those

involved in the most challenging clinical situations — care for dying patients.*’

These initatives almost always involve interdisciplinary collaboration among providers and other key stakeholders.
The most successful of these include clinicians, allied health care professionals and their institutions, as well as poli-
cymakers, educators, government stakeholders, community leaders from diverse cultural and ethnic backgrounds,
faith leaders, caregivers and other natural allies. These partners are working diligently to overcome competition and
dissension in order to jointly identify common obstacles, create comprehensive strategies and carry out mutually
agreed-upon clinical reforms, educational initiatives and policy changes. These partnerships and collaborations cre-
ate a whole that is greater than the sum of its parts. Their collaborative approach has produced human and social
capital and a collective capacity to respond to important health issues. A list of local, state and national partner-

ships, programs and experts is included in this report.

Recommendations

In order to maintain momentum and establish lasting programs of care, an even stronger and wider network of
engaged policy champions, health care professionals and consumers is essential. To make real headway, successful
reform strategies will need to focus on the “izing” of excellent care: institutionalizing and routinizing such care
throughout systems. State Attorneys General are in an outstanding position to spearhead or support the following

recommendations.

SECTION 1: OVERVIEW OF END-OF-LIFE CARE IN THE UNITED STATES I
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Recommended Actions for Public Policymakers

We urge policy leaders to recognize that end-of-life care is just as important an issue in health care as is birth.
Policy leaders can become full partners in creating a policy environment in which quality end-of-life care thrives.
They can focus reform by collecting the stories and views of everyday citizens to learn about their values, concerns
and attitudes about this last chapter of life. They can create, update and interpret laws and regulations so that all
are consumer friendly. Wide consensus among end-of-life reformers has resulted in the following list of recommen-

dations for action for public policymakers:

General recommendations

1. Make care near the end of life a special priority in aging policy.
2. Support public/private initiatives to meet the needs of family caregivers.

3. Encourage policies to enhance consumers’ knowledge of the options for

quality care near the end of life.

Decisionmaking
4. Promulgate policies that encourage advance care planning and out-of-hos-

pital Do Not Resuscitate programs.

5. Ensure that in the absence of advance directives, family surrogacy is recog-

nized and used in the best interests of dying people.

Professional Capacity
6. Set state targets for the numbers of doctors and nurses with palliative care
training needed to care for the state’s critically ill and dying patients, and

work with state-funded educational institutions to achieve them.

7. Encourage requirements for continuing medical and nursing education

about end-of-life care.

Service Delivery
8. Establish good pain management policies that tackle the problem of

under treatment of pain.
9. Encourage coordination of health services programs.
10. Require that hospitals and nursing homes establish palliative care services.

11. Reassess the rules and regulations that apply to nursing homes and allow

greater flexibility in caring for dying residents.

12. Support the provision of hospice services in government-run institutions —

prisons, jails, mental health hospitals and so on.
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13. Change the Medicare hospice eligibility criteria to allow Medicare benefi-
ciaries to qualify for the hospice benefit by diagnosis, rather than an esti-

mate of a six-month prognosis of terminal illness.

Research and Financing
14. Support large-scale demonstrations of promising models of coordinated
end-of-life care that are likely to show both better quality of life for

patients and families. Then, act to revise coverage.

Actions for Health Care Leaders

Health care leaders can work to establish multidisciplinary palliative care services in hospitals — particularly in
intensive care units — and nursing homes for seriously ill patients who have symptoms that are difficult to handle or
painful treatments, or who are likely to die. They can include hospice or palliative care service rotations in physi-
cian, nurse, social work and pharmacy training. They can support practicing physicians who seek training in pallia-

tive care and encourage the capacity of end-of-life teams to be culturally competent.

Actions for Consumers

The public clearly wants competent, compassionate and respectful care for themselves and their loved ones. In
addition to actions by public policymakers and health care leaders, many of today’s end-of-life reformers are also
calling for consumers to embrace personal advocacy and public activism. They advise consumers to learn what con-
stitutes good end-of-life care and join others who are trying to make positive changes. Ask employers to have poli-
cies in place to help seriously ill employees, those caring for a seriously ill family member and those who are
bereaved. Encourage spiritual leaders to help congregations explore the spiritual aspects of illness and death.

Complete an advance directive and learn practical ways to help friends and family who are grieving.

Conclusion

The fact of human finitude has given rise to voluminous literature, musical masterpieces, hauntingly beautiful
poetry and stunning scientific creativity, writes a colleague. “To face our dying and death or that of another is
nothing less than an act of faith. We have to open ourselves to contingency, the unknown, and the unknowable.

The challenge for reformers is to clear the path of obstacles so we can focus on the profundity of dying.”"!

Meeting this challenge will demand a degree of social and political commitment rivaling that required to prevail in
the world wars of the 20" century.”? Now as then, American heroes are needed to galvanize national attention and
show us the way. This time around, it is not arms that we must raise, but standards of care and public expectations.
Our tools will not be weapons, but our voices, our health care dollars, our letters, our petitions and our votes.

Now, as then, our efforts will be fueled by our love of country and for one another. Defeat is unthinkable.

SECTION 1: OVERVIEW OF END-OF-LIFE CARE IN THE UNITED STATES I
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Representing Attorney General offices from across the country, assistant attorneys general gather information on
state best practices

Ira Byock, MD, is director of Promoting Excellence in End of Life Care, University of Montana.
He can be reached at ibyock@aol.com.

Myra Christopher is president and chief executive officer of Midwest Bioethics Center. She can be reached at
myra@midbio.org.

Karen Orloff Kaplan, MPH, SCD, is president and chief executive officer of Partnership for Caring and national
program director of Last Acts. She can be reached at kaplanko@aol.com.
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© Means to a Better End, Ibid.

* On the Road of Reform: Advocacy and Activism in End-of-Life Care, E Blacksher, M Christopher. Quote from Pam Dobies, widow of
the late Bill Bartholeme, M.D., an early advocate for pediatric palliative care.
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THE ROLE OF ATTORNEYS GENERAL

BY: Maryland Attorney General J. Joseph Curran, Jr. and
Maryland Assistant Attorney General Jack Schwartz

Much of this report discusses why an Attorney
General ought to become involved in end-of-life issues.
This chapter focuses on what an Attorney General

= might do after deciding to become a force in the

effort to bring improved care to dying patients. The

touchstones of Attorney General involvement, in our

J. Joseph Curran, Jr. . h
€XpCI'ICHCC, are these:

* Commitment to promoting excellent care at life’s end. The truth is, most
Attorneys General can go through their terms of office without really engag-
ing the issue of end-of-life care. Unlike many aspects of the office, it is not a
given that an Attorney General do this. If an Attorney General decides to
make this an integral aspect of his or her work; it is because the Attorney
General genuinely sees the importance of helping to make quality care at the
end of life a reality for all. Consequently, the work of an Attorney General’s
office should be consciously based on, and consistently reflect, a belief in
certain fundamental precepts of palliative care, which have been formulated
by Last Acts and widely accepted in the field: that the goals, preferences and
choices of individual patients should be respected; that care should compre-
hensively address the needs of the dying patient, especially in responding to
pain and other distressing symptoms; that interdisciplinary resources should
be available to meet the patient’s needs; that the concerns of family care-
givers should be addressed; and that best practices must be supported in a

systematic way, including the responsible attention of policymakers.

Visibility. The Attorney General ought to be seen as an ally of consumers who
want their voices heard and of those caring for patients near the end of life. The
visible engagement of the Attorney General and his or her staff will itself help
change the atmosphere for the better. Visibility can be achieved in a variety of
ways, including participation in public events and professional conferences, the
convening of public meetings, the writing of newspaper columns and the dedi-
cation of a portion of the Attorney General’s web site. It is also most helpful to
designate a senior staff member as a single point of contact, for lawyers within

the office as well as members of the public, on end-of-life issues.
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* Openness to new information and ideas. Who really knows the —
policy-related problems with end-of-life care in your state?
Most likely, it is a coalition of health care professionals, patient
advocates, religious leaders, elder law attorneys and others
working on a variety of steps to improve care. Join the coali-
tion, or at least send a liaison to many of its meetings. Invite
your state’s leaders in end-of-life care to meet with you to share

their concerns. Ask what you can do to help. Join Last Acts,

the leading national coalition for improvement in end-of-life
Jack Schwartz

care, so that you can better understand how your state’s situation

compares to trends elsewhere.

Moderation. Keep the right perspective on how legal and policy issues can
affect end-of-life care. Our role is, first, to avoid mistakes, to recognize that
the wrong regulatory and enforcement steps can make things much worse
for patients and their caregivers. Second, if we pay attention, we can do
some things that are a little helpful for those in the bed and at the bedside.
Dramatic changes for the better, however, cannot be summoned by an
Attorney General, but instead, require systemic changes that go well beyond
any issues of legal interpretation or enforcement. Advocates must also be
educated not to expect an Attorney General to exceed the bounds of the
office. They may not initially understand that an Attorney General must
respect the policy domains of others and, especially in tough economic

times, cannot obtain extra state resources for end-of-life care.

Specific actions. An Attorney General should try to achieve results by identi-
fying (with the help of local advocates) a number of discrete tasks that the

Attorney General’s Office can most usefully carry out. Exactly what these
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Attorneys General hear testimony from consumers and other health care experts on how they can
become more involved in the effort to improve end-of-life care
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might be will vary from state to state. But it is far better to grasp, and be
able to assess the effect of, a handful of accomplishments than to pursue an
ever-receding horizon of overly ambitious, sweeping goals. In the balance of
this chapter, we identify some examples of actions that an Attorney General
might consider, organized by reference to many of the customary roles of an

Attorney General’s Office.

Interpretation and Explanation of Current Law

No one doubts that adults have a legal right to design an over-
all framework for end-of-life care that best reflects their values
and beliefs. Yet, this right is grounded in a sometimes uncertain
mix of constitutional, common law, statutory and regulatory
considerations. An Attorney General can serve as an authorita-

tive interpreter of the relevant law.

Example: Issue an opinion or advice letter about some particu-

lar clinical issue that has been brought to your attention (for

B . . . Conference participants discuss pain
example, the entry of “do not resuscitate” orders) to clarify that management studies

common law rights exist in parallel with statutory decision-making mechanisms. Post the letter on your web site;

send e-mail notice of it to interested groups.

Example: To help consumers understand how they can go about advance care planning, distribute a plain-language
explanation of the process and include specific information about designating a proxy or declaring one’s treatment
preferences. Unless the choice is absolutely foreclosed by statute, issue an opinion or advice letter making clear that

a consumer who wants to write an advance directive is not limited to any particular form.

Example: New developments in the law can cause uncertainty and confusion, potentially to the detriment of
patients. Be proactive in giving advice. For instance, clarify for providers that the new federal rules on the privacy
of health information do not impair a legally authorized proxy from obtaining the information needed to make

end-of-life care decisions for the patient.

Example: Send your designated staff member to speak at hospitals, nursing homes, county medical societies and
other venues about the legal framework for health care decisionmaking. Develop a concise PowerPoint presentation
for this purpose, and write an article for your medical licensing board’s newsletter. Focus on topics that worry clini-
cians most (for example, what to do when the patient is incapacitated and has no advance directive). Reassure clini-
cians that practicing to the standard of care will keep them out of liability trouble. If clinicians are confused or
worried about potential criminal liability under an assisted suicide prohibition, reassure them that these criminal

laws have nothing to do with the practice of good palliative care.

Example: As you issue interpretive guidance about health care decisionmaking, compile the information on your web
site as an ongoing resource for consumers, clinicians and the private bar. On the Maryland Attorney General’s site, for

instance, those interested can access five formal opinions and 16 letters of advice about end-of-life legal issues.
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Advice to Agency Clients

Good lawyers do more than give clients technically sound legal advice. As Rule of Professional Conduct 2.1 puts it
“a lawyer may refer not only to law but to other considerations such as moral, economic, social and political fac-
tors, that may be relevant to the client’s situation.” This is all the more true for an Attorney General, whose role as
representative of the state itself implies that advice to client agencies ought to be broad-gauged, so that those with
policy-making responsibility can understand both the extent of their legal discretion or constraints and the poten-

tial impact on those affected by the decision.

Example: The agency that licenses and inspects nursing homes can signifi-
cantly affect the quality of end-of-life care for nursing home residents. The
regulations that the agency enforces ought to be applied with sensitivity to the
special circumstances of dying patients. For instance, the Attorney General
can advise that a regulation calling for certain minimal nutritional levels,
which makes great sense applied to the nursing home population in general,
need not be construed to mandate the use of feeding tubes in dying patients

for whom such intrusive efforts achieve no benefit.

Example: The nursing home licensing agency can also be advised that a facil-
ity’s knowing disregard of a resident’s advance directive is a significant viola-
tion of the resident’s rights and grounds for a deficiency. One or two cases of
this kind, vigorously pursued by the Attorney General’s Office on behalf of
the agency, can result in a generally increased level of attentiveness to advance

directives in nursing homes.

Maryland Attorney General J. Joseph Curran, Jr. cites the impor-
tance of legislative advocacy
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Assistant Attorneys General Sandy Lynskey (l), of Ohio, and Maureen Glynn (r), of Rhode
Island, discuss state initiatives

Example: The Attorney General can encourage the state’s licensing and disci-
plinary boards for physicians and other health professionals to review their
policies and investigatory standards, to avoid any unintended chilling effect

on the use of narcotics to respond to the pain of dying patients.

Example: The Attorney General can work with the state’s medical licensing
board to consider the possibility of disciplinary actions against physicians for
severely deficient pain management, akin to a recent action by the California

Attorney General on behalf of that state’s medical board.

Example: Although no one can reasonably expect the Attorney General to
shape Medicaid policy, where, for instance, the Medicaid program requires
managed care contractors to provide hospice services, the Attorney General
can urge the Medicaid program to ensure that these services are being provid-

ed in a timely way.
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Criminal Law Enforcement
Whether in the Attorney General’s own enforcement of criminal laws or in the Attorney General’s counseling of
other law enforcement agencies, the Attorney General should actively promote the concept of balance: that legiti-

mate law enforcement goals should be pursued without adversely affecting the provision of quality end-of-life care.

Example: Systems for monitoring narcotic prescriptions should be assessed,
not only for their ability to flag potentially crooked doctors, but also for the
burdens that they might impose on legitimate prescribers, to the ultimate
detriment of their patients. In advocating for such a system, an Attorney

General should be explicit about both needs.

Example: The Attorney General, working with local clinical experts, could
establish an informal and private screening mechanism for cases that the police,
a prosecutor or a medical examiner think might be a homicide by means of a
deliberately excessive dose of narcotics. It is facile, and often incorrect, to sus-
pect wrongdoing based solely on the level of morphine or similar drug in a
patient’s bloodstream after death, and a high-profile investigation can have a
destructively chilling effect on physicians generally. An Attorney General could

ensure an expert review of the facts before matters are made public.

Legislative Advocacy

If an Attorney General is active in these various areas related to end-of-life care, most likely, some potential legisla-
tive reforms will come to his or her attention. Because the Attorney General is an active and respected advocate for
legislative change in areas of particular concern (for instance, consumer protection and elder abuse), Attorney

General advocacy for legislative reform affecting end-of-life care may carry particular weight.

Example: If legislation is thought to be needed to ensure that a physician’s

order for end-of-life care can be honored in any care setting where the patient

Jack Schwartz highlights legal successes of the Maryland Attorney General’s Office
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Lynne Ross, of NAAG, and Karen Orloff Kaplan, of Partnership for Caring and Last Acts, discuss the conference agenda

may be, the Attorney General could help draft the appropriate legislation and

advocate for it in the legislature.

Example: Most states would benefit by having an ongoing advisory body to
monitor trends in end-of-life care and recommend changes in law and prac-
tice. The Attorney General could take the lead in pushing for enactment of a

bill creating this kind of advisory body.

Example: Elder law attorneys and others may have useful suggestions for amend-
ments to existing health care decisions statutes, to reduce unnecessary procedural
burdens and make the advance care process more user-friendly. The Attorney

General could play a key role in considering this kind of legislative reform.

Conclusion
Attorneys General do their most satisfying work when they protect the citizens of their states against direct harm.
Whether we speak of the victims of criminal violence, or those who lose their hard-earned money to scam artists,

or those of our elderly who suffer abuse and neglect, we seek ways to protect our people.

This vision of those whom we work hardest to protect should include those facing death. We owe it to them, and
to ourselves, to do all that we can to honor and safeguard them. Helping to reduce human suffering in the last

chapter of life would be an unsurpassed legacy for any Attorney General.
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““AS PUBLIC OFFICIALS, WE CAN FORM ALLIANCES AND
TAKE THESE CONCERNS TO THE PUBLIC AND ADVOCATE
FOR LEGISLATIVE AND POLICY CHANGES TO REDUCE
HUMAN SUFFERING IN OUR STATES”

JACK SCHWARTZ
MARYLAND ASSISTANT ATTORNEY GENERAL



SECTION 2: PROTECTING CONSUMERS

CONSUMER STORIES

Chris Cruzan White, of Centerville, Mo., is the older sister of Nancy Cruzan, whose pivotal right-to-die case
found its way to the United States Supreme Court in the 1980s. Today, White is the executive director of the
Cruzan Foundation, which was established by her family to provide information and assistance to others who are

confronted with medical treatment decisionmaking and other end-of-life issues.

In January 1983, the Cruzan family received a call that Nancy Cruzan had been in a car accident. Nancy was
found dead at the scene. Emergency personnel were able to get her heart started and get her lungs working,
however, medical professionals later determined that she had gone without breathing for at least 12 to 14 minutes

and possibly longer.

Just after her accident, some health care providers told Cruzan family members to “wait and see” and “do every-
thing you can to get her to respond.” However, the family waited years before realizing that they had to take the
initiative and ask for things like a diagnosis and prognosis. The family spent years trying to do the thing that would
bring about a response from Nancy, not realizing she had lost that ability. Three weeks after Nancy’s accident while
she was still in ICU, doctors informed the family that it would be necessary to surgically implant a feeding tube.

The consent forms were signed and the surgery was done.

Nancy’s condition stabilized and she was eventually admitted to the Missouri Rehabilitation Center (MRC) in Mt.
Vernon in October 1983. A few months later, at the suggestion of some of Nancy’s physicians, a guardianship hear-

ing was scheduled. Nancy’s parents were named as her guardians and conservators.

As the years went by without any real improvement, the family finally began to accept the reality that Nancy’s con-

dition was not going to change. Nancy was in a persistent vegetative state.

After researching the condition, family members learned that other families with loved ones in the persistent vege-
tative states had chosen to go through their state courts to ask to have treatment stopped on behalf of their loved
ones. The ultimate question facing the Cruzan
family: What would Nancy want, given that
she was in this persistent vegetative state? The
answer to that question was obvious to all who
knew and loved “Nan.” She would not want to
simply exist being totally dependent on others

for her care.

Family members asked the judge who had
granted the guardianship if Nancy could be
brought home and treatment stopped — so nei-
ther the hospital nor the courts would have to

be involved. However, the judge said no, warn-

ing Nancy’s parents that they could face mur-

der charges if they brought Nancy home and Chris Cruzan White shares the painful details of her family’s legal battle
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stopped the feedings without going through the courts. The judge suggested that the family request permission

from the Missouri Courts to have her treatment stopped.

In May 1987, nearly four-and-one-half years after Nancy’s accident, the family found attorney Bill Colby who

agreed to represent the family pro bono.

On May 28, 1987, the Cruzan family hand-delivered a letter to MRC, formally requesting the removal of the feed-
ing tube. Several weeks later, the family received a letter stating that only with a court order, in which the state of
Missouri was a named party, could they consider complying with the family’s request. The legal aspects of the case
proved complex and challenging, and the case slowly moved through the Missouri courts, to the United States

Supreme Court, and then back to the Missouri courts.

The family continued their legal battle over the years, motivated by their love for Nancy and the knowledge that

her current existence was contrary to everything they knew and loved about her.

Finally, on December 14, 1990, the Missouri Probate Court allowed for the removal of the feeding tube, after find-

ing clear and convincing evidence that Nancy would not want treatment to continue.

Later that afternoon, after doctors removed the tube, Nancy’s father wrote, “During the late fall and winter of 1986
realizing that Nancy was not going to recover and knowing that she would not wish to continue in her present condi-

tion I made a commitment to her to allow her to die with some dignity.” The final journey ended after 1,295 days.

Edith O’Neil-Page is a registered nurse and the Administrator of Home Health Services at Centinella Hospital and
Medical Center in Los Angeles, Calif. Prior to serving as the administrator, she was the director of cancer programs
at Dominican Hospital and Medical Center in Santa Cruz, Calif. Edith is the co-author of Nurses Knowledge of
Opiod Analgesic Drugs and Psychological Dependence.

More than 20 years ago, she began working as an oncology nurse. Her experiences included bedside care, home
care and hospice. She also worked for inpatient and outpatient departments of major medical centers, smaller com-
munity hospitals and cancer centers. She opened three cancer centers, managed inpatient units, cancer resource
centers, and developed and participated in cancer support groups. Through those experiences, she saw firsthand the
incredible needs of patients and families, particularly for pain management and, in varying degrees, the supportive

care necessary at the end of life.

As a nurse, Edith recalled one patient, — a 17-year-old man with metastatic testicular cancer, in so much pain that
nothing could help him. While working with home care, Edith cited many instances of jumping through hoops,
stretching rules, begging and pleading with someone to increase medication, fill a prescription or just change what

was being given in order to give patients something that would help manage pain.

Finding pharmacies that carry the appropriate medications and were open on weekends and holidays was frustrat-

ing, time consuming and exhausting.

However, these professional experiences became even more personal when Edith was diagnosed with breast cancer
four years ago. She kept a log of her experiences as a patient and how she has survived nine surgeries. Starting in

November 1998, Edith underwent her first operation for breast cancer, followed by a mastectomy the next day, and
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a third operation the next day. Her log
recounts the exhaustion of surgery, the emo-
tional and psychological stresses of a cancer
diagnosis, nausea, vomiting and wracking
physical pain. Her personal experiences as a
patient illustrate the harsh realities of manag-

ing pain.

Addressing Attorneys General during the San
Diego End-of-Life Listening Conference,
Edith said: “As an inpatient after surgery, I

found a lack of understanding from medical

and nursing staff. Pain medication was
Health care professional Edith O’Neil-Page describes her experiences metered out with the regularity that would
as a cancer patient .

make the changing of the Palace Guard look

haphazard. Pain doesnt come on that way. Sometimes it’s there and sometimes it’s not and you don’t predict it.”

Using a local pharmacy, Edith recalled they often did not have what she needed. Consequently, the waiting began.
The pharmacy refused to fill a prescription and allow her husband to pick it up when it finally was filled. When

called, the pharmacy told her that she was using too much of the medication and that she was becoming an addict.

“I'm a nurse, an oncology nurse,” Edith told Attorneys General. “But in addition to that, 'm a consumer, and with
all of my years of education and experience and connection to the medical world, I found my personal comfort and

pain management to be elusive --- fighting my way through a maze.”

Although she is in recovery, Edith said her experiences clearly illustrate the need for better prepared clinicians, bet-

ter support and most of all, better designed delivery systems.

“Everyone here will face death some time, some sooner than others,” Edith said. “We must ensure that all of us

have a say so, not only in how we live, but also in how we die.”

Peggy Paddyaker is an Investigative Analyst in the Consumer Protection Unit of the Oklahoma Attorney General’s
Office. Prior to working in the Consumer Protection Uni, she served as a paralegal in the Criminal Appeals Unit.
She is the Attorney General designee for the Oklahoma Indian Affairs Commission and serves on the Senior

Companion Program Advisory Council at Sunbeam Family Services.

At the age of 25, Peggy’s son, Johnny, tested positive for HIV. He died from complications of the AIDS virus when
he was 36 years old. About 18 months before he died, he became ill with what he thought was a flu-like virus. By
Christmas, he did not feel well enough to be with the family. When his condition worsened, she took him to the
Ft. Sill Indian Hospital. Johnny could barely walk. After they hydrated him, they turned him away. They told him
that they could not care for individuals with AIDS. They also told him that if he needed care in the future, he

would have to go to the University Hospital Emergency Room --- formerly a state hospital.
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She took her son home. The virus was taking its toll. Johnny could no longer work. Although Peggy worked dur-

ing the day, she would visit him at lunchtime and check on him later after work. One day, during a visit, her son
said, “Mom, I'm going to die and you might as well get used to it.” Shortly after that, she took him to the emer-
gency room at University Hospital. Doctors hydrated him and sent him home, after making an appointment for
him to see a doctor the following week. Her son had no insurance and doctors failed to suggest hospice or apply-

ing for Medicaid.

Johnny’s first medications were prescribed by the University Hospital doctor, and an appointment was sched-
uled with the infectious disease specialist. However, her son had to wait three months for that appointment. He

never made it.

Again, he had to go to the University Hospital emergency room, where he was admitted and stayed overnight,
over the objections of the emergency room doctor. The next day, he was discharged to a nursing home for individ-

uals with AIDS.

He had no memory of going to the hospital, of being discharged from the hospital or of going to the nursing
home. Again, no health care professionals suggested any alternative to the nursing home. Her son remained in the
nursing home for about one year. Although he had gained weight and was strong enough to walk again by summer,
he could not return home. There was no one to help provide the full-time care he needed. Nursing home staff
knew that he wanted to go home, but provided no information about hospice care. Medicaid coverage in

Oklahoma did not include hospice care.

Finally, in mid-winter, her son was taken to
the hospital for the last time. He had obtained
Medicaid coverage and was in the hospital less
than a week. Peggy’s son died 36 hours after
she was told that he was not going to live.
The doctors agreed to discharge him and send
him home after Peggy requested that he be
allowed to return home. However, he died
before he could be discharged. He died before
she had the opportunity to tell him he could
finally go home.

Peggy, a Comanche Indian, requested and

received special permission from a tribal elder

Peggy Paddyaker educates participants about the importance of hospice
to speak her son’s name during her testimony. care for dying patients

It is a Comanche tradition not to speak the
name of the deceased person in public out

of respect for the family.
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WILL MY PAIN BE MANAGED?

BY: David Joranson and Richard Payne

David Joranson, MSSW.

Unrelenting pain cripples the ability of humans to
function at the most basic levels. It corrodes the capacity
to think, work or simply enjoy human relationships.
Over the past 50 years, great strides have been made

in understanding and treating pain. Scientific break-
throughs-include new drugs; new formulations of

existing drugs; new combination therapies; and new
g drug

methods of administration.

Today, medical experts say that about 95 percent of all
pain can be effectively relieved. Yet, there is a large
body of evidence that documents the undertreatment
of pain throughout America’s health care system. The
most glaring example is in the nation’s nursing homes,
where, according to a 1999 Brown University study,
more than 40 percent of elderly residents are in moder-
ate to excruciating pain daily—two to six months after
they first report it." The findings are sobering, given
that nearly half of all people who live into their 80s
spend some time in a nursing home, and that 40 per-
cent of all Americans are projected to die in nursing

homes by the year 2020.

There are many effective treatments for pain, but opi-
oid analgesics are often essential for the relief of pain in
the 50 million Americans who suffer from chronic
pain associated with cancer, HIV/AIDS and other seri-
ous diseases. While classified by the federal government
as a controlled substance because of their potential for
abuse, opioids (also known as narcotic drugs) can be
used safely to treat moderate to severe pain in most
patients without fear of addiction or mental impair-
ment. But, public beliefs, provider practices and state

policies are slow to adapt to modern research findings.

Patients still fear addic-
tion, physicians dread
regulatory scrutiny for
prescribing them and
many state policies still
impede their appropri-

ate use.

Access to pain relief is a

consumer protection, Richard Payne, M.D.

and state public policy, S )
issue, and Attorneys General can exert a wide scope of
influence to ensure that their states’ residents can get it,
when needed. This article takes a closer look at the bar-
riers to opioid use, with particular focus on state laws,
guidelines and regulations — an arena where Attorneys
General have direct control. It recommends specific
actions Attorneys General can take to improve public

policy, physician practice and consumer awareness to

ensure access to effective and appropriate pain relief.

Barriers to Pain Management
Barriers to the effective and appropriate use of opioid

analgesics can be placed into three broad categories:
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patients’ beliefs; physician and institutional practices; and public policies, which can be one factor that influences
institutional practices. Patient race and ethnicity are also found to influence how pain is treated, as is discussed later

in this chapter.

Patients’ Beliefs

Patients’ fear of addiction is a deeply-rooted misperception that causes many to reject opioids for pain relief. Until
recently, both physician practice and public policy were guided by the incorrect assumption that addiction is
defined by physical dependence and tolerance for a certain drug; opioid use will cause both symptoms. But opioid
use in and of itself will not cause the psychological dependence that marks addiction, defined by the World Health
Organization as “a behavioral pattern characterized by craving for the drug and an overwhelming preoccupation

»ij

with obtaining it.”" Research confirms that the vast majority of people who use opiates for pain management do
not become addicted. “The problem of addiction doesn’t reside within a medicine, it resides within the person,”
says Russell Portenoy, M.D., chairman of the Department of Pain Medicine and Palliative Care at Beth Israel

Medical Center in New York.

Physician and Institutional Practices

A number of factors explain why health care providers often under prescribe opioids to treat pain. Lack of educa-
tion is one. Studies suggest that many physicians have only limited knowledge of opioid pharmacy and too little
training and experience with pain assessment. The scarcity of medical school training around pain management is
striking. In school year 1999-2000, only one in 125 medical schools accredited by the American Medical
Association offered pain management as a separate course; most folded a few lectures into other required courses,

according to Last Acts, a national coalition that promotes better end-of-life care.’

Liability concerns are another factor that overlap with lack of education and unclear public policies. Some physi-
cians, particularly those inexperienced in prescribing narcotics, fear criminal prosecution because they believe that
the dose of opioids needed to relieve excruciating pain would depress the respiratory system and unintentionally
hasten death, an outcome known as the “double effect.” Pain experts note that this is another medical myth about

opioid use that needs to be dispelled.

Only recently has pain treatment become an expected part of medical practice. During the past 10 years, medical
standards and practice guidelines to evaluate and treat pain have begun to emerge. In 1999, the Joint Commission
on Accreditation of Healthcare Organizations required that hospitals, hospices and other health care facilities add
pain to the four vital signs that providers regularly check for in their patients (along with temperature, pulse, respi-
ration and blood pressure). Guidelines were also issued by the Agency for Healthcare Research and Quality, the
American Pain Society, and the American Society of Anesthesiologists; all acknowledge that opioids are an essential

drug to treat serious pain. Physicians and patients can now find these standards on the Internet.”

According to numerous studies, physicians also avoid prescribing opioids because of a prevailing fear that they will
be scrutinized by state medical boards and narcotics regulators. For instance, in a recent survey of 1,400 New York
physicians conducted by the state’s Department of Health, about 30 to 40 percent said that fear of regulators has
influenced their prescribing practices. Attorneys General, as the states” chief prosecutors and advisors to governors,
legislatures, medical licensing and pharmacy boards and executive agencies (including those that regulate nursing

homes), can do much to calm these fears.
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Public Policies

The availability, prescribing and dispensing of
opioids that are essential for pain relief is gov-
erned by international treaties and federal and
state laws. The main purpose of these policies is
to prevent diversion and abuse of drugs. But
international and federal laws also note that opi-
oids are essential for managing serious pain and
call on governments to make sure that opioids
are available for appropriate medical use.” For
instance, the Federal Controlled Substances Act,

passed by Congress in 1970, states that, “Many

-

of the controlled substances in the [CSA] are
Payne, of the Memorial Sloan Kettering Cancer Center, cites research . . . Y . .
indicating racial disparities in pain management necessary to maintain public health.” Pain policy
experts note that the ideal regulation of opioids

is one that takes a balanced approach — preventing the abuse of narcotics while not interfering with medical practice

and patients’ access to adequate amounts of opiates to control pain.

Restrictive State Policies
In the United States, medical practice is regulated by the states. It is governed by controlled substances, medical

practice and pharmacy practice laws, regulations and guidelines.

Opver the past decade, driven by cancer control advocates and other pain relief supporters, the number of state
pain-specific laws, regulations and guidelines has grown dramatically. But analysts find that, on the whole, state
policies are still less balanced than federal and international law. Flawed state policies include “lack of legal recog-
nition of the medical value of opioids, limitations on prescribing and dispensing, exclusion of substance abusers
with pain from prescriptions for medications, and ...terminology that confuses physical dependence with addic-
tion,” according to a report published by the University of Wisconsin Pain and Policy Studies Group.” These
impediments spring from states that have not updated their policies, and from some states that, with the intent of

improving pain management, have unintentionally restricted opioid use through flawed or unclear new policies.

Another state pain policy trend that experts believe is well-intentioned but potentially harmful is the growth of
intractable pain treatment acts (IPTAs). These laws grant physicians immunity from medical board discipline for
aggressively treating intractable pain. But experts point to a number of drawbacks. For instance, “the language
used in some IPTAs implies that opioids are a last resort, and that use of opioids is not considered part of ordi-
nary medical practice. The use of the term ‘intractable’ implies pain that is not treatable, even though chronic

pain is treatable,” according to the Pain and Policy Studies Group.™

In addition, experts note that some IPTAs exclude pain patients who are substance abusers and may erect other

barriers, such as requiring providers always to consult with another physician.
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Reversing a Chilling Effect

In 1998, the Federation of State Medical Boards (FSMB) went a long way towards modernizing medical board
policies on opioid use by issuing “Model Guidelines for the Use of Controlled Substances for the Treatment of
Pain.” (State medical boards are responsible for licensing physicians and regulating their conduct.) The guidelines
contain clear language recognizing the legitimate role of opioids in relieving pain. They also address providers’ con-
cerns about being disciplined. “Physicians should not fear disciplinary action from the Board or other state regula-
tory or enforcement agency for prescribing, dispensing, or administering controlled substances, including opioid

analgesics, for a legitimate medical purpose and in the usual course of professional practice,” the guidelines state."™

According to FSMB, medical boards in 43 states have some type of policy regarding pain management; 21 of them

have adopted policies that are identical or similar to the model guidelines.*

In the past several years, increasing reports of the abuse of opioid pain medications have led to concerns of a chilling
effect on progress made by states and providers in making opioids available for legitimate use. To address this con-
cern, in October 2001, the DEA (which monitors and regulates the use of legal controlled substances) and a number
of national health care organizations endorsed a joint statement, titled, Promoting Pain Relief and Preventing Abuse of
Pain Medications: A Critical Balancing Act. According to the statement, “Preventing drug abuse is an important soci-
etal goal, but there is consensus, by law enforcement agencies, health care practitioners, and patient advocates alike,
that it should not hinder patients’ ability to receive the care they need and deserve.” The statement marks the first

time the DEA has collaborated with these groups to support better pain management.*

Racial Disparities

Disparities in pain treatment based on race and ethnicity are found throughout the research literature on pain man-
agement. The health care system has done an especially poor job of managing pain, particularly at the end of life,
for several vulnerable populations. Studies have revealed that African-Americans and Hispanics are less likely than
whites to receive effective pain treatment in emergency rooms, during hospital stays, and in outpatient clinics and
nursing homes. For instance, in one study, Hispanics admitted to the ER with long bone fractures were more than
twice as likely as whites with identical conditions to receive no analgesic to manage pain. In another study, white
ER patients were more likely than blacks to receive analgesics (74% vs. 57%), despite similar complaints of pain

recorded in their medical records.

In studies of cancer patients in outpatient and nursing home settings, it has been documented that African-
Americans and Latinos are at three-fold or greater risk for their pain to be under-treated than are other patients.*
Furthermore, recent studies have shown that pharmacies in poor and minority communities in New York City and
Detroit are much less likely to carry morphine and other DEA schedule II opioids than are pharmacies in white,

affluent areas of these cities.*

For example, one particular study showed that nearly 75 percent of pharmacies in non-minority, affluent areas of
New York City stocked strong opioid drugs, whereas less than 25 percent of retail pharmacies in poor and minority
areas stocked similar drugs, even when pharmacy theft rates and other crime statistics were similar.* Although the
causes of these disparities are unclear, pharmacists and other clinicians often cite the low demand for opioid pre-
scriptions in poor and minority areas, and concerns that they may be scrutinized by regulators and law enforcement

officials because they work in areas that are perceived or actual sites of high illicit drug use.
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The causes of this differential treatment have not been documented. According to some experts, they may in part
be due to racial prejudice among health care providers and language and cultural barriers that keep patients from
communicating their level of distress to providers. As a recent Institute of Medicine report notes, in encounters
where clinicians face time pressures to evaluate and make decisions about complex problems, such as assessing a
patient’s level of pain, many providers resort to stereotyping, often on an unconscious level.” The extent to which

these factors cause the racial disparities in pain management needs to be evaluated.

Recommendations

A major gap still exists between the science of pain management and state policies, provider practices and public
knowledge. And, in cases where state policies have been improved, oftentimes, the medical community and the
public have not been apprised. Attorneys General can do much to improve state pain policies and to communicate
these new policies to providers, the public, state regulators and the legal system. The following recommendations

for action should be useful.

1. Create a multidisciplinary task force to first study the barriers to pain man-
agement in state laws, regulations and guidelines. Among the policies to be
reviewed are: the state controlled substances act; pharmacy regulations
regarding opioid dispensing; state medical board policies; hospice, hospital
and nursing home inspection and certification criteria; and managed care

pain relief policies.

2. Evaluate these policies according to criteria based on the concept of bal-
ance. The Pain and Policy Studies Group offers the following as measures

that enhance pain policies;™

* controlled substances are recognized as necessary for the

public health;
* pain management is recognized as part of general medical practice;

* medical use of opioids is recognized as legitimate

professional practice;
* pain management is encouraged;
* providers’ concerns about regulatory scrutiny are eased;

* prescription amount alone is stated as insufficient to determine

prescribing legitimacy; and

* physical dependence or analgesic tolerance is not confused

with addiction.
...and measures that impede pain policies:
* opioids are implied to be a last resort;

o the belief that opioids hasten death is perpetuated;
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* medical decisions are restricted; and
* practitioners are subject to burdensome prescription requirements.

3. Create a regulatory climate that is supportive of pain-relief efforts. As chief
counsels to state drug-control agencies, make sure that state narcotic, med-
ical and pharmacy investigators know about current pain management
practices and have ample cause to conduct investigations of physicians sus-
pected of over-prescribing opioids with an awareness of how those investi-
gations are perceived by other physicians. Convey to hospital, hospice and

nursing home regulators that pain management is a priority.

4. Meet with state medical licensing boards and medical associations to voice
support for effective pain management. Encourage them to adopt the

FSMB model guidelines.

5. Encourage state health officials to offer the public information about pain

and symptom management, and where to go for help.

6. Have medical expertise available within the Attorney General’s Office or by
consulting arrangements, to guide policy review, communication and inves-

tigations into physician over prescribing.

7. Evaluate the possible discriminatory effects of regulatory enforcement of
drug laws in minority communities, particularly as they relate to lack of
drug availability at the
community retail phar-

macy level.

Conclusion

While affecting the life quality of millions of
Americans, pain management is an issue that,
until recently, has existed with little public
notice or concern. Attorneys General are in a
strategic position to ensure that residents of
their state receive medical care that offers effec-

tive pain relief. The tools are now available.

Health care providers need to learn them and : §

feel safe in prescribing the dosage of narcotics Consumers discuss limited legal and medical options for the dying
necessary to relieve patients’ pain. As states’

chief legal officers who advise governors, legislatures, and executive agencies, Attorneys General can improve state
policies, physician practices and public knowledge regarding effective pain relief. As one state assistant attorney gener-
al described his motivation to pursue this goal, “When you ask yourself, “What have I accomplished in my term?’ You

>

can say, ‘T helped reduce the amount of human suffering in my state.”
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Resources
* The Pain and Policy Studies Group (PPSG) at the University of Wisconsin
is a research organization specializing in state, federal and international poli-
cies that promote effective pain relief. PPSG reports and studies are available

at htep://www.medsch.wisc.edu/painpolicy/.

* The Federation of State Medical Boards’ Model Guidelines for the Use of
Controlled Substances for the Treatment of Pain contains clear language rec-
ognizing the legitimate role of opiods in relieving pain and addressing physi-
cians’ fear of regulatory scrutiny. More than 20 state medical boards have
adopted the policies that are identical or similar to these guidelines. They are

available at www.fsmb.org.

* The American Pain Foundation has published Pain Action Guide. The guide
is designed to dispel myths about pain-medication addiction; help patients
through conversations with their health care providers; and describe what
kind of pain care they should expect. A copy of the guide can be ordered

online at www.painfoundation.org.

* The Joint Commission on Accreditation of Healthcare Organization’s pain-
management standards, effective January 1, 2001, as basis for accreditation,
mandate that hospitals treat pain as a “fifth vital sign,” along with tempera-
ture, pulse respiration, and blood pressure. These standards can be viewed

online at www.jcaho.org/search/frm. html.

* Researchers at Brown University have developed a step-by-step Pain-Relief
Manual to help health care facilities gauge how well they provide pain man-
agement. The manual is posted at www.chcr.brown.edu/commstate/home-

pagewithframes.htm.

* The Initiative to Improve Palliative Care in African-Americans, a recently
formed research and policy initiative, has many resources addressing dispari-
ties in pain management and palliative care as they relate to African-
Americans and other communities of color. This information is available at

www.iipca.org.

David Joranson, MSSW, is director of the Pain and Policy Studies Group at the University of Wisconsin Medical

School. He can be reached at joranson@facstaff.wisc.edu.

Richard Payne, M.D., is chief of the Pain and Palliative Care Service at the Memorial Sloan Kettering Cancer

Center. He can be reached at payner@mskcc.org.
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WILL MY WISHES BE KNOWN AND HONORED?

POLICY AND PRACTICE PERSPECTIVES

BY: Charles P. Sabatino

Charles P. Sabatino, J.D.

Health care advance directives have become the central
legal tool in virtually every state as a way to make one’s
health care wishes known and assure they are honored.
However, whether they really achieve that goal is still an
open question. This article provides an overview of key
features of the legal landscape of end-of-life decision

making generally, and advance directives specifically, and

suggests somesspecific opportunities for action to improve

and clarify public pelicy uniquely suited for\Attorneys General.

A good starting point in understanding this landscape
is a realization that law and regulation are but one
slice of the universe of variables that affect the experi-
ence of dying in America. As illustrated in the pie
chart below, other key variables include institutional
innovation, the role of financing systems, professional
and public education and professional standards and
guidelines. And all these operate in a larger framework
that is defined by family, workplace, community life
and spirituality. Thus, the isolation of law and regula-
tion as a focus of analysis requires a sense of humility
in going forward, lest we overstate the influence of law
in the lived experience of the dying. At the same time,
although it is but one piece, it is a very powerful vari-

able in the big picture.

State statutory law addressing surrogate and the use
and recognition of advance directives stands out as the
predominant feature of law and regulation. These laws
include advance directive statutes, default surrogate
statutes, out-of-hospital do-not-resuscitate order provi-
sions, organ donation laws and guardianship laws. The

focus of this overview is on advance directive laws (liv-
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ing wills and durable powers of attorney for health
care) and on default surrogate laws, which establish
decision-making authority in cases where advance

directives do not exist.

Non-Exclusivity of Statutes

Though predominant, these statutes are by no means
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the exclusive legal authority defining our decision-making rights and responsibilities. Statutory law fits within a
conventional hierarchy of legal authority, illustrated below, with federal and state constitutions at the top of the
pyramid, under which stand statutes and regulations (I will skip treaties for purposes of this discussion), and then

common law (i.e. principles established through case adjudication).

But that is not the whole pyramid. The law also turns to professional standards and guidelines as a benchmark for

behavior where the formal rules of law are silent or

unclear, and then to custom and practice where SOURCES OF LAW &
formally prescribed standards or guidelines are
INTERPRETATION OF LAW

lacking. Thus, starting with constitutional law,
each level below fills in some or all the interstitial
spaces of the authority above. Higher levels of FEDERAL & SIRIEEONSTITUTIONS

authority can preempt those below, if conflicting;

. . .. STATUTE & REGULATION
or in the case of statute, legislators may explicitly
decide to preempt the common law or other W e T T
authorities below. But, normally, the relationship ESTABLISHED THROUGH CASE ADJUDICATION)

is complementary.
PROFESSIONAL STANDARDS, GUIDELINES &

The hierarchy of legal authority is important in STATEMENTS OF RECOGNIZED AUTHORITIES
the law of end-of-life decisionmaking because it is “CUSTOM & PRACTICE"
all too often forgotten. A desire for caution and

solid footing is quite understandable with respect

to end-of-life decisions, but it frequently leads health care providers, institutional counsel, lawyers in general and
the public to embrace a common myth that the only valid advance directive is a statutory one. To the contrary,
most advance directive statutes were enacted to provide one bright-line pathway, but not the exclusive one, that
individuals can use to express their wishes and to strengthen the likelihood that their wishes will be followed. The

“carrot” for providers is statutory immunity for following the patient’s wishes.
In most states, this non-exclusivity is expressly stated in the law in language such as the following:

Nothing in this act shall impair or supersede any legal right or legal responsi-
bility which any person may have to effect the withholding or withdrawal of
life-sustaining procedures in any lawful manner. In such respect the provisions

of this act are cumulative. Kan. Stat. Ann. §65-28,108(d)

Such a provision, as in the Kansas provision above, is intended to make clear that the statute does not preempt other
expressions of one’s wishes that may also be “valid” — that is, worthy of compliance — based upon the broader scope of

legal authority found in common law or constitutional law principles and in accepted standards of medical practice.

Even a cursory review of legal history reveals that the right to consent to or refuse almost any medical intervention
carries long-standing legal recognition in both the common law' and constitutional law?. The reality is that any
authentic and relevant expression of one’s wishes and values deserves respect. Statutory advance directives deserve
special status only to the extent that they may offer one highly recognizable way of facilitating advance planning for

a richly diverse public.
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The statutory bonus of provider immunity may be less important today than it was 25 years ago, since the desire
for such protection arose in a relatively new medical era faced with a clash between technologically-controlled
dying and emerging assertions of personal autonomy and dignity. Interestingly, when it comes to other medical
interventions, from brain surgery to flu shots, medical providers receive no promise of statutory immunity, nor do
they demand one. Their protection comes from complying with generally accepted medical standards. Why is
immunity needed in order to respect a patient’s wish to stop treatment? As we pass through the first decade of the
21st century, the now well-established recognition of patient choice and direction in the practice of medicine may

further vitiate the importance of immunity provisions.

Default Surrogate Laws

The law governing decisionmaking in the absence of an advance directive deserves priority in any review of the legal
landscape, if for no other reason than the fact that most adult Americans do not have an advance directive’. Most
decisions relating to end-of-life care for persons lacking decisional capacity are made without the guidance or

authority of a health care advance directive. Who makes the decisions in these cases?

One answer is provided by laws that may be referred to as default surrogate consent or family consent laws. These
exist in some 36 states and the District of Columbia, although they vary significantly in breadth and depth’. All
create a list of permissible surrogates, usually in next-of-kin order of priority, with some extending as far as any liv-

ing relative, no matter how distant in degree.

About a dozen include “close friend” or its equivalent in the list of permissible surrogates’. Arizona additionally
includes “patient’s domestic partner,” as an authorized surrogate for some health decisions, although the definition

of close friend may be broad enough to encompass domestic partner in other states.®
These laws differ, in part, according to the kind of statutory context in which they emerged.

a. Some were included in informed consent statutes enacted in the 1960s and
1970s. These laws provided for family consent to treatment primarily as a
way to ensure access to care. They are usually silent on the issue of refusals

of treatment, so their applicability to refusals of life support may be unclear.

b. Some /iving will statutes include family consent authority, but these statutes
are typically limited to patients in terminal conditions or in permanent
unconsciousness and to decisions about life-sustaining treatment. Their

application to the full range of health care decisions is sometimes unclear.

c. Some are decision-specific laws, such as New York’s narrow family consent
provision that deals onfy with do-not-resuscitate orders’. A few other states

have enacted family consent provisions specific to medical research consent.

d. Finally, several states — some 22 plus the District of Columbia — have
included family/surrogate consent within comprebensive state health-deci-
sions statutes. These tend to be the most comprehensive in the kinds of

decisions covered.?
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In states without default surrogate laws, long-standing custom and practice tends to look quite similar to the leg-
islatively sanctioned practices in the states with default surrogate laws. For whether a statute exists or not, health
care providers quite naturally like to rely on close family as the spokesperson and responsible party for patients
lacking capacity. Yet, the customary reliance on family is increasingly strained by the power of medical science to
control the timing and experience of death. Thus, default surrogate laws offer the potential for better clarity in

knowing who the authorized decisionmakers are and greater security in relying on their decisions.

Most of the default surrogate laws prescribe some method of handling disagreements among multiple surrogates of
the same priority. For example, what happens if the authorized surrogates are adult children, and the children dis-
agree over a particular health care decision? Approaches vary. Some states require consensus among the reasonably
available co-equal surrogates, and if consensus cannot be reached, judicial resolution is necessary. Some allow the
majority view to prevail, although this may work far less in practice than in theory, since health care providers are
often reluctant to proceed with a decision in the face of contentious children. Other statutes are unclear about con-
flicts, merely permitting providers to rely on the consent of any member of the priority class. Delaware and
Maryland provide for referral of such disputes in institutions to a patient care advisory committee or its equivalent.

They also give a measure of protection to physicians relying on the recommendation of such committees.’

Most states have not addressed what to do if none of the listed surrogates are available. The default in that case is a
guardianship proceeding. A few states have taken tentative steps toward prescribing non-judicial means for making

decisions for these persons, sometimes referred to as “unbefriended” patients.

Advance Directive Laws

The first health care advance directive law — a living will act — was passed by California in 1976." Since then, every
state has enacted one or more health care advance directive statutes. Most have at least two statutes, one establish-
ing a “living will” type directive; the other establishing a proxy or durable power of attorney for health care. The
spread of advance directive legislation did not lead to uniformity of the law. Indeed, formalities and other require-
ments vary to such an extent that no single comprehensive advance directive form can possibly meet the statutory
requirements in every state. One group — Aging with Dignity, Inc. — sought to create a truly national advance
directive form in 1998, called Five Wishes, and could meet the statutory requirements, by their own estimation, in
only 35 states. This Balkanization is a problem, at least to the extent that it confuses the public and deters them
from advance planning, and to the extent that it leads providers and the public to embrace the myth that the only

valid advance directive is a statutory one.

During the 1990s, states began moving toward simplification by combining these laws into comprehensive advance
directive acts. By mid-2000, about 18 states had comprehensive or combined advance directive statutes' which, at
a minimum, cover living wills and proxies in the same law. The most comprehensive ones also recognize the

authority of default surrogate decisionmakers in the absence of an advance directive.

The primary model for a flexible combined advance directive and default surrogate law is the Uniform Health-Care
Decisions Act.”® The Uniform Act was promulgated as a national model by the National Conference of
Commissioners on Uniform State Laws in 1993, and given recognition by the American Bar Association in 1994.
The Act establishes very simple rules for recognizing almost any kind of written or oral statement as an advance

directive, although the states that have adopted the Uniform Act have commonly added to the Act’s baseline require-
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Attorney Bill Colby reads book excerpts describing Cruzan family
legal battle

ments." The Act includes a comprehensive sample
form with options for instructions, appointment of
an agent, organ donation and the naming of a pri-
mary physician. In addition, the Act covers surro-
gate or family/friend decisionmaking for persons

who do not have an advance directive.

Despite the variability in advance directive law
detail, there is a now accepted consensus that they
are the primary legal tool for making sure one’s
health care wishes are known and honored. But
every good policy idea deserves to be tested, and
over the last 25 years, many researchers have

delved into the question of whether advance

directives really work — that is, do they really have an impact on the way decisions are made and carried out?

While a thorough review of the literature is not intended here, it can fairly be said that the cumulative research

on advance directives reveals a dark and discouraging side. In short, the medical/social science literature suggests

the following conclusions:

1. Most people never complete an advance directive;

2. When they do, the directives are boilerplate forms that do not provide

much guidance;

3. Individuals often do not understand the forms they complete;

4. When individuals name an agent or proxy, they seldom explain their wishes

to the agent;

5. Even if a directive has been completed, health care providers usually don’t

know about it;

6. Even if providers know a directive exists, it is not in the medical record

when and where it is needed; and

7. Even if the directive is in the record, it is not consulted.'

On the positive side, we can at least say that there appears little evidence of intentional abuse of advance directives

for the purpose of causing premature termination of treatment or otherwise misrepresenting a patient’s wishes. Yet,
purp gp p gap

overall, the picture is very discouraging and requires a sober reassessment of advance directive policy.

The starting point of such a reassessment is a more realistic understanding of what advance directives can and

cannot do.
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What Advance Directives CANNOT Do

An advance directive:

... Cannot provide cookbook directions for end-of-life care, as a last will and
testament can give instructions on how to distribute one’s property. Most
advance directives express very general sentiments about not wanting life sup-
port if it only prolongs the dying process or if the treatment is extraordinary

or heroic. These kinds of stock instructions are not especially informative.

... Cannot change the fact that dying is complicated. Even though there is
definitely a point each of us may reach in which the quality of our existence is
worse than dying, that point is different and unique for each person.
Moreover, our values and priorities may change as our circumstances change.
There is truth to the old saw, “The world looks different horizontally than
vertically.” Defining the “No More” point is difficult to do ahead of time,

unless one happens to have an extraordinary crystal ball.

... Cannot eliminate one’s personal ambivalence. Most people have some level
of ambivalence for themselves, and for loved ones, when faced with trade-offs
between length of life versus quality of life. Advance directive forms presume

decisiveness, not ambivalence.

... Cannot be a substitute for discussion about the individual’s goals of treat-
ment and goals of living in the face of serious illness. Completing a legal form
may give one the impression of completing an important task, yet in reality
may merely provide a way of avoiding the essence of the task — communicat-

ing with one's doctor and loved ones.

... Cannot control health care providers. With the power or status of their
positions and inertia of the institutional routine, providers still have an upper
hand. They may also invoke a conscience objection if they cannot resolve or
circumvent a disagreement. Again, the underlying communication process

stands out as the key to good decisionmaking.

What Advance Directives CAN Do

Advance directives, used realistically, can help accomplish at least three vital goals.

Advance directives:

... CAN be an important part of the process of advance planning, but the
emphasis must be on the ongoing process of discovering and communicating

one’s values and priorities as circumstances change.

... CAN be an effective tool to prompt individuals to stop and think and dis-

cuss key questions.
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... CAN empower and give direction if the
written product truly reflects the patient’s
voice and not merely a boilerplate sentiment

in a standard form.

In short, the starting point of a more effective advance planning
policy is the realization that advance directives are not worth the
paper they are written on. Rather, they are worth only the
thought and discussion they are based on. The latter value can be
high indeed.

Much of the statutory simplification that has occurred in the

Charles Sabatino, of the ABA Commission on past decade has been motivated, in part, by this kind of policy
Legal Problems of the Elderly, highlights policy X . .
roles of Attorneys General reassessment. The clearest example is the Uniform Act itself,

which places far greater emphasis on flexibility and simplicity
than virtually any state advance directive law presently in existence. As state policy makers struggle with these poli-
cy challenges, the role of Attorneys General in the process is too often overlooked. Yet, Attorneys General play a
key advisory role in the law and wield tremendous influence. The six areas of action and opportunity recommend-

ed below are uniquely suited for Attorneys General.

Opportunities and Actions for Attorneys General

1. Simplify and De-emphasize Mandatory Forms or Language in Advance Directive Laws.
This can be accomplished through the use of advisory opinions to remove misperceptions or
other barriers to simplicity and flexibility. Several kinds of questions lend themselves to

Attorney General review, for example:

* This overview already touched upon one question that could effectively be
addressed— the myth that the only va/id advance directive is a statutory one.
Clarification can be provided to professionals and the public that the statute
is non-exclusive and that other advance directives, even oral directions, may
be “valid” in the sense of being legally worthy of compliance. The goal of
enhancing communication with respect to health care decisions will favor the
recognition of instructions expressed in any way, as long as their authenticity

and content is clear.

* Another common question about statutory forms occurs in those states where
the law provides that the advance directive must be “substantially in the follow-
ing form” set forth in the statute. About a dozen states have this or similar lan-
guage in their advance directive laws. The notion of substantial compliance aris-
es with great regularity in many areas of law, but it lacks any authoritative con-
struction with respect to advance directives. The uncertainty leads many
providers to adopt a restrictive view that substantial compliance requires verba-

tim use of the statutory form. An authoritative interpretation of the statute as a
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whole may lead to a more flexible construction based on the typical core require-
ments of merely having an identifiable writing with signature, date and proper

witnessing.

* The notion of “terminal condition” serves as a common trigger for the
implementation of living wills, yet its definition is surprisingly variable from
state to state and almost universally lacking in clinical clarity.' Again, as is
understandable in the face of uncertainty, the tendency is to resort to overly
restrictive interpretations that may ultimately undermine the known wishes

of the patient.

Where statutory language is truly deficient and cannot be salvaged by interpretation, then the Attorney General

stands in an ideal position to recommend needed changes to the state legislature.

2. Support/Enhance the Role of the Proxy.

All states recognize some version of a durable power of attorney for health care that enables an individual to
appoint a proxy (or agent, surrogate, representative, etc.) to make health care decisions in the event the individual
loses decisional capacity. In the real world of decisionmaking, the use of a proxy offers many advantages over purely
instructional (living will) directives. The proxy can be authorized to make virtually all health care decisions; the
choice of proxy is in the control of the patient and successor proxies can be named; and a proxy has the advantage
of being able to ascertain and weigh all the relevant variables and options at a time a decision needs to be made.

Yet, policy and practice often fail to support the role of the proxy.
Opportunities for Attorney General action include the following:

* Develop proxy supports, such as a “job description” and guidebook. Few
people have any clear notion of the responsibilities, rights and expectations
of a health care proxy. It is not a role we routinely experience, so there is a
tremendous need for authoritative guidance."” Attorneys General have the

visibility, authority and ability to bring the key resources together to accom-
plish this kind of task.

Where state law is unclear, clarify that the authority of the proxy has priority
over an instructional directive (i.e., living will) unless the patient has speci-
fied otherwise in the advance directive. Likewise, if unclear, clarify the
authority of the proxy over that of a guardian, unless the presiding court

specifically orders otherwise.

Promote by opinion, training or statutory change the standard of decision-
making by proxies recommended in the Uniform Health Care Decisions Act:
Surrogate shall make a health-care decision in accordance with the patient’s
individual instructions, if any, and other wishes to the extent known to the
surrogate. Otherwise, the surrogate shall make the decision in accordance
with the surrogate’s determination of the patient’s best interest. In determin-
ing the patient’s best interest, the surrogate shall consider the patient’s per-

sonal values to the extent known to the surrogate. UHCDA, Sec. 5A
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3. Clarify Proxy/Surrogate Authority in Medical Research Settings.

In the development of advance directive law, medical research has been largely an invisible, unaddressed issue. In
most states, the extent to which a proxy or surrogate has authority to give consent to participation in medical
research on behalf of a patient is unclear. One of the populations most affected by this uncertainty are persons suf-
fering from Alzheimer’s disease and for whom new treatments are vitally dependent on the conduct of research.
Attorneys General have the ability to speak to this issue in a constructive way. One example is Maryland, where the
Attorney General undertook a policy study of Alzheimer’s disease care, examining a wide range of issues, including
research consent under the state’s advance directive law. The chapters of the policy report were posted on the

Attorney General’s web page.'®

The report clarified that “Health care” as defined in the law, includes “participation in research that, considering
the risks and benefits of participation, presents a reasonable prospect of direct medical benefit to an individual.”"
Thus, so long as research can fairly be characterized as holding out the prospect of direct medical benefit to partici-

pants, the authority to consent is presumptively within the scope of authority of a health care proxy or surrogate.

The report goes on to recommend the study of efforts to spell out in greater detail consent authority. The report
cites the example of an advance directive used by the Clinical Center at the National Institutes of Health, which

provides the following four alternative instructions:

¢ If I lose the ability to make my own decisions, I do not want to participate

in any medical research.

* If T lose the ability to make my own decisions, I am willing to participate in

medical research that might help me.

* If I lose the ability to make my own decisions, I am willing to participate in
medical research that won't help me medically, but might help others as long

as it involves no more than minimal risk of harm to me.

* If I lose the ability to make my own decisions, I am willing to participate in
medical research that will not help me medically, but might help others,

even if it involves greater than minimal risk of harm to me.?

The advance directive also encourages the individual to “indicate any specific values, goals, or limitations that you
would like to guide your participation in medical research.” The proactive role of the Attorney General in this

example helps push forward the discussion of policy and practice in a positive way.

4. Ensure Portability of Advance Directives Across State Lines.

Many advance directive statutes explicitly recognize the validity of advance directives executed in other states. Even
without express recognition, the doctrine of comity arguably supports such recognition. But, as in the case of non-
statutory advance directives, the lack of specific authority affirming such a conclusion, or ambiguity in the authori-
ty itself, engenders considerable doubt and confusion among medical providers, advisors and the public. Not sur-
prisingly, a common question among older persons who attend programs on health care advance planning is
whether a directive executed under the law of one state is “valid” in another state. In such a highly mobile society,
the question affects many people. An advisory opinion or other guidance issued by the Attorney General on this

question can help dispel doubt and could encourage greater acceptance of advance directives across state lines.
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Georgia Attorney General Thurbert Baker reviews policy questions

5. Recognize Default Surrogates
As discussed earlier, default surrogate laws vary considerably in content, form and clarity, and in some states simply
do not exist. Where state law is unclear, encourage reasonable recognition of default surrogacy, or recommend

options for statutory reform.

6. Support Advance Planning Knowledge Skills Across All Systems: In the Community, In the Medical
Profession and In the Government.

Recall the pie chart at the beginning of this article, which highlights law and regulation as a slice of a much larger
constellation of factors that together determine the experience of end-of-life care. The people and institutions
affected by law and regulation are all stakeholders who play an integral role in all the other slices of the pie—med-
ical institutions, private and public financing systems, the health and legal professions, representatives of family,
workplace and the faith community and the general public. The state Attorney General stands in a uniquely influ-
ential and credible position to bring these stakeholders together to examine and remedy needs in multiple dimen-

sions of end-of-life care.
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Conclusion

These opportunities for action arise from the essential
nature of the Office of Attorney General as legal advisor
to the state and as a foremost authority in interpreting
and enforcing the law of the land affecting us all from
birth to death. By examining and acting upon impor-
tant legal and policy issues relating to life near the time
of death, Attorneys General will reap tangible benefits
for the public and for all the stakeholders in the care

system. Making the process of end-of-life decisionmak-

ing truly patient-friendly and family-friendly benefits Attorney General staff members discuss legal barriers

. .. . . . to health care
everyone. Practically and politically, it offers a win-win

opportunity for all.

Charles Sabatino is the assistant director of the ABA Commission on Legal Problems of the Elderly and
Immediate Past President of the National Academy of Elder Law Attorneys.
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3 See Steven H. Miles et al., “Advance End-of-life Treatment Planning. A Research Review, 156 Arch Intern Med 1062 (May 27,
1996); United States General Accounting Office, Patient Self-Determination Act: Providers Offer Information on Advance Directives
but Effectiveness Uncertain, HEHS-95-135 (1995); Dallas M. High, “Advance Directives and the Elderly: A Study of Intervention

Strategies to Increase Use,” 33 Gerontologist 342 (1993).

4 A summary chart of these laws, updated annually by the ABA Commission on Law and Aging, is available on the internet at
http://www.abanet.org/aging/update.html.

° Id., specifically Arizona, Colorado, Delaware, Florida, Hawaii, lllinois, Maine, Maryland, Missouri, New Mexico, North Dakota, Oregon,
and West Virginia.

¢ For example, Florida law defines "Close personal friend" as “any person 18 years of age or older who has exhibited special care and
concern for the patient, and who presents an affidavit to the health care facility or to the attending or treating physician stating that
he or she is a friend of the patient; is willing and able to become involved in the patient's health care; and has maintained such reg-
ular contact with the patient so as to be familiar with the patient's activities, health, and religious or moral beliefs.” Fla. Stat Ann.
§765.101(c) (West 2001).

7 N.Y. Pub. Health Law §2965 (McKinney 1999)

& See note 4, supra.

° Del. Code Ann. tit. 16, §2507(b)(8) ; Md. Health-Gen. Code Ann., §5-605(b)(1).

0 Cite Gillick article on unbefriended patients.

1 See California Natural Death Act, Cal. Health & Safety Code §§ 7185-7195 (West 1991).

SECTION 2: WILL MY WISHES BE KNOWN AND HONORED? POLICY AND PRACTICE PERSPECTIVES I

PAGE 45



2 AL, AZ, CA, CT, DE, FL, HI, KY, ME, MD, MN, MS, NJ, NM, OK, OR, VA, WV. A complete summary chart of state health care power of
attorney and combined advance directive laws, updated annually by the ABA Commission on Law and Aging, is available on the
Internet at http://www.abanet.org/aging/update.html .

13 See http://www.law.upenn.edu/bll/ulc/fnact99/1990s/uhcda93.htm. For a descriptive review of the Uniform Act, see Charles P.
Sabatino, “The New Uniform Health-Care Decisions Act: Paving a Health Care Decisions Superhighway?” 53 Maryland Law Review
101 (1994).

4 According to the NCCUSL, the Uniform Act has been adopted in whole or in part in Alabama, Delaware, Hawaii, Maine, New Mexico,
and Mississippi. See NCCUSL'’s web site at: http://www.nccusl.org/nccusl/uniformact_factsheets/uniformacts-fs-uhcda.asp .

** See e.g., Edward J. Larson and Thomas A. Eaton, “The Limits of Advance Directives: A History and Assessment of the Patient Self-
Determination Act,” 32 Wake Forest Law Review 249 (1997): Joan Teno et al,. “Advance Directives for Seriously lll Hospitalized
Patients: Effectiveness with the Patient Self-Determination Act and the SUPPORT Intervention,” 45 Journal of the American
Geriatrics Society 500 (1997); Diane E. Hoffmann et al., “The Dangers of Directives or the False Security of Forms,” 24 J. of Law,
Medicine & Ethics 5 (1996); Stephen H. Miles, et al., “Advance End-of-Life Planning. A Research Review,” 156 Arch. of Internal
Med. 1062 (1996); R. Sean Morrison et al., “The Inaccessibility of Advance Directives on Transfer From Ambulatory to Acute Care
Settings 274 JAMA 478 (1995); David Orentlicher, “The lllusion of Patient Choice in End-of-Life Decisions, 267 JAMA 2101 (1992).

® Joanne Lynn et al., “Defining the ‘Terminally Ill:" Insights from Support,” 35 Duquesne L. Rev. 311 (1966).

* Some examples of job descriptions for proxies already exist and could provide a model. See e.g., ABA Commission on Law and
Aging, The Lawyer’s Tool Kit for Health Care Advance Planning (2000), particularly Tool #9 — “Guide for Health Care Proxies.”

% See http://www.oag.state.md.us/Healthpol/index.htm .
** Maryland Attorney General, Health Policy Division, Policy Study of Alzheimer's Disease Care, Chapter 2: Health Care Decisions —
Patient Capacity and Proxy Decision Making, p. 11 (Discussion Draft 2001), accessible at:

http://www.oag.state.md.us/Healthpol/alzchap2.pdf .

2 Id., at Chapter 4: Advance Planning: Health Care Choices and Research Participation, p. 11-12 (Discussion Draft 2001), accessible
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WILL 1 RECEIVE COMPETENT CARE?

IMPROVING CA

BY: Betty Ferrell

Betty Ferrell

e o o 0 o o o

patients and

practice what

care, it will occur because we have been ab

competent in this area.>*

The Institute of Medicine (1997) defined palliative
care as that care which “seeks to prevent, relieve,
reduce, or soothe the symptoms of disease or disorder
without effecting a cure... Palliative care in its broad
sense is not restricted to those who are dying or
enrolled in hospice programs. It attends closely to the
emotional, spiritual and practical needs and goals of
patients and those close to them”.! This definition
reminds us that palliative care is applicable across all
diseases and populations, is multidisciplinary and
holistic care and should be implemented early in the
course of serious life-threatening illness. The education
of professionals may not be the direct domain of prac-
tice by the Attorney General, yet involvement and sup-
port in raising the expectations of professional educa-

tion can do much to raise the bar on quality care.

AT THE END OF LIFE

onals to become

Supported by a grant from the Robert Wood Johnson
Foundation, I, and my colleagues at the City of Hope
National Medical Center, have conducted a series of
studies to document the current status of nursing edu-
cation in end-of-life care.”” One of the key studies
reported on the review of 50 leading textbooks in
schools of nursing.® This review was conducted to eval-
uate the amount of information within these leading
texts as an indicator of professional education in end-
of-life care. The results of that study that reviewed
45,638 pages across these 50 texts indicated that only
two percent of the content had any relationship what-
soever to any end-of-life topic. Only 1.4 percent of the
chapters in this text review were focused on an end-of-
life related topic.® These numbers are actually generous,

as we credited any information that could possibly be
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useful to nurses caring for patients at the end
of life. As we were conducting this study, our
colleagues at the University of California, San
Francisco, conducted a similar analysis of 50

leading medical textbooks. Their results were

almost identical to ours.’

An additional study we conducted reported on
the frequency of occurrence in end-of-life care
of dilemmas by more than 2,300 practicing
nurses.® Nurses face daily dilemmas with
advanced directives, preserving patient choice,

uncertainty about the patient’s prognosis and

an erroneous fear of causing death by giving Betty Ferrell, of the City of Hope National Medical Center, shares her
. L . expertise in palliative nursing care

pain medication. Other common dilemmas
involve discontinuing life-sustaining treatment, withdrawing or withholding nutrition or hydration, the influence
of managed care and lack of continuity. Other barriers included the knowledge or attitudes of professionals,
patients and family caregivers. An interesting finding from this process was to recognize that those topics that often
receive the most publicity, such as assisted suicide or euthanasia, are relatively uncommon. Yet, it is the day-to-day

difficulties that are encountered in our nation’s clinical settings that create the greatest barriers to quality care.

Our studies conducted with practicing nurses often revealed that most nurses indicate that their basic nursing edu-
cation was highly inadequate in preparing them for areas such as pain management, end-of-life care, symptom
management, grief/bereavement or communication with patients and families. Each of these findings has chal-
lenged us to ask if we are truly providing end-of-life care or if we are providing only what has been described as

“brink-of-death” care.

A landmark contribution to this dialogue has been the 1997 report from the Institute of Medicine (IOM) on
improving care at the end of life.' The report is a broad statement about the many reforms needed in end-of-life
care. Throughout the document, the importance of professional preparation to provide this care is paramount.

Subsequently, the IOM issued reports specific to end-of-life care in cancer " and in pediatric care .

One of the major contributions to advancing nursing knowledge has been the End of Life Nursing Education
Consortium (ELNEC), supported by the Robert Wood Johnson Foundation (http://www.aacn.nche.edu/elnec).
This project is a comprehensive national effort to improve end-of-life care by nurses. It is conducted jointly by the
American Association of Colleges of Nursing and the City of Hope Medical Center. The ELNEC curriculum con-
sists of nine modules. The content areas include nursing care at the end of life, pain, symptom management, ethi-
cal/legal issues, cultural considerations, communication, grief/loss/bereavement, achieving quality of life at the end
of life and care at the time of death. This curriculum is intended to provide nurses with knowledge in physical
aspects of care, such as pain and symptom management, but also to provide a very broad foundation for psy-
chosocial aspects of care. Eight national conferences have been supported through this grant, of which the highest
priority has been the integration into the nation’s undergraduate nursing programs. More than 550 nursing pro-
grams have been trained to implement the ELNEC content, which represents one out of every three nursing pro-

grams in the nation.
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- Additionally, three courses have been conduct-
PHOTO 231 '3 ed for continuing education providers, such as
clinical educators in hospitals or home care
agencies, and five regional courses were spon-
sored through the Robert Wood Johnson fund-
ed Last Acts Project. These regional courses
attracted a broad clinical audience of educators
with a high representation by hospice and pal-
liative care programs. The ELNEC project will
continue to reach these audiences.
Additionally, in 2003, we will launch a nation-
al pediatric ELNEC course to address the

needs of children and their families at the end

Delaware Attorney General Jane Brady comments on provisions for
pain management of life. We also have received support from the

National Cancer Institute for a Graduate Education version of ELNEC, which will integrate end-of-life content
into essentially all graduate nursing programs in the nation. We also hope to receive support for a project focused
on oncology nurses, as we are aware of extreme deficits in end-of-life care within the nation’s cancer care settings.
Attorneys General are encouraged to visit the ELNEC website (http://www.aacn.nche.edu/elnec), which includes a
state-by-state listing of ELNEC trainers. Attorneys General can contact these ELNEC trainers in their own states

to foster collaboration.

In addition to these continuing education activities, there is a very significant opportunity for promoting improved
care through professional practice by the regulation of health care professionals. Boards of pharmacy, nursing and
medicine have generally provided little direction or regulation to ensure competent care. Some model states have
contributed significantly to advancing pain relief however, there is considerable untapped potential for the promo-

tion of improved care through these state agencies.

Legislating professional education can best be described as a two-edged sword. While many schools of medicine do
not support mandates regarding their curriculum, our general experience has been that legislation of professional
education is successful. The same is true in the realm of continuing education for practicing physicians. In
California, legislation has been enacted that mandates pain education in all state medical school curricula and,
more recently in 2002, a requirement of 12 hours of CME in pain or end-of-life care for re-licensure. While some-
what controversial, these efforts are working. Ensuring professional education will take bold action on the part of
regulatory and professional agencies. While these mandates present many barriers and encounter opposition, failure

to act aggressively will only mean that our nation continues to receive inadequate care at the end of life.

A common question in any dialogue regarding improved end-of-life care is “What will it cost?” Certainly, reform
in end-of-life care will incur costs. Yet, a critical question is what is it costing us now to fail to provide good end-
of-life care?>® Failure to provide pain management or symptom control is serious. Patient and family disruption
from end-of-life care, lost work time and the sequelae of unresolved problems, in both patients and families, is
costing our nation a considerable sum. Our aging population and the prevalence of chronic and life-threatening
disease means that we have tremendous opportunities to not only improve the quality of care, but to provide the

most cost efficient care.
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In 1998, Dr. Susan Tolle, a physician and
leader in improved end-of-life care in the state
of Oregon, acknowledged that the amount of
dollars spent on advertising for and against the
intensely debated assisted suicide legislation of
Oregon was enough to fund access to hospice
care for every dying person in Oregon for the

next three years. Dr. Tolle challenged us that if

PHOTO 184

regarding moral views, it seems that as a society FPO
we should fund high level end-of-life care.
As each of us return to our communities and i j

work settings, I would issue a challenge that a Vermont Attorney General Bill Sorrell cites importance of public education

so much money can be found to fight debates

minimum of resources be devoted to continued

“fact finding” or descriptive projects. We clearly have abundant documentation to tell us that end-of-life care is
poorly managed. We should focus our resources on demonstration projects, educational endeavors, research and
efforts that will begin to change the practice of care. In the words of Mother Teresa, “Too many words...let them

just see what we do”.

The Attorneys General of the United States have tremendous power and influence over many aspects of improved
end-of-life care. The opportunities presented in this forum have the ability to do more to improve care than many
activities conducted over the past decade by many professional organizations. The palliative care community, in
partnership with the Attorneys General, can be a powerful force to create the kind of care system that each of us

would want at the end of our lives or for our families at life’s end.

Betty Ferrell, RN, Ph.D., has been in oncology nursing for 25 years and has focused her clinical expertise and
research in pain management, quality of life and end-of-life care. She is also a research scientist at the City of
Hope National Medical Center.
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256.
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J. Donald Schumacher (1), of the National Hospice and Palliative Care
Organization, responds to a concern raised by consumer, Peggy
Paddyaker (r), regarding information on hospice care
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“THE OFFICE OF ATTORNEY GENERAL IS A UNIQUELY
POWERFUL AND CREDIBLE POSITION TO BRING ALL
STAKEHOLDERS, COMMUNITY, MEDICAL, AND
GOVERNMENTAL, TOGETHER IN SUPPORT OF
ADVANCE PLANNING FOR END OF LIFE HEALTH CARE.”

CHARLES P. SABATINO, J.D.
ASSISTANT DIRECTOR
ABA COMMISSION ON LEGAL PROBLEMS OF THE ELDERLY



SECTION 3: ATTORNEYS GENERAL PROMISING PRACTICES

ATTORNEYS GENERAL PROMISING
PRACTICES

The role of state Attorneys General in the improvement of end-of-life care

has become more critical than ever as the gap widens between the laws as written
and the harsh reality that too often confronts patients and caregivers. As the
chief legal officers in their respective jurisdictions, Attorneys General are charged
with the representation of all people in matters affecting the public interest.
Acting as interpreters or advocates, they are a vital force in the creation of a

legal environment that promotes therapeutic jurisprudence as an instrument to

provide better care of the dying.

Here is a brief sampling of some of the “promising practices” that Attorneys
General throughout the nation have adopted in order to ensure the provision of
effective pain management, honoring of advance decisionmaking and competence

in the education and regulation of health care professionals.

ARIZONA

Outreach and Education

The Arizona Attorney General’s focus on end-of-life issues has been and continues
to be in the area of public awareness, education and community programs relating
to advance directives. These directives empower consumers to make their wishes
known and have those wishes honored, to have their pain managed and to receive

competent care at the end of their lives.

The Attorney General’s Office reviewed the law governing health and financial
Terry Goddard powers of attorney and created the Life Care Planning Documents. The documents
R A L are printed in booklet form and allow consumers to prepare for themselves a

Durable Health Care Power of Attorney; a Living Will; a Pre-Hospital Medical

Directive (DNR); a Durable Mental Health Care Power of Attorney; and a Durable General Power of Attorney so

that consumers can plan their own health and financial futures. The documents are in an easy-to-read format, with

instructions on how to create legally valid forms.

In addition to creating these forms, the office also provided the documents to the citizens of Arizona. The Arizona

Republic Newspaper printed 130,000 copies as a public service, all of which have been distributed to Arizonans.
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The office continues to distribute copies in response to individual requests, as well as through community outreach
and education seminars. This year, the office held 16 seminars on Life Care Planning, presented by the office’s Elder
Affairs Program. These presentations are in PowerPoint format and describe the purpose of each form and how each
form may be utilized. There are many more presentations planned in the weeks and months ahead. Additionally, the
documents are available on the Attorney General’s web site at www.ag.state.az.us, where consumers can download
them from home, at senior centers, at libraries and anywhere else Internet access is available. The seminars have been

presented to Arizonans around the state and continue to be extremely popular and well attended.

There are no current legislative initiatives or Attorney General opinions in this area, although the office is review-
ing the current law as to some of the directives, and may seek legislative changes in the future, if required after fur-

ther study.

CONNECTICUT
Attorney General Richard Blumenthal has been a tireless advocate for informing
Connecticut consumers about the importance of Physician-Assisted Living (PAL)

in Connecticut.

The PAL initiative is a joint effort between the Office of the Attorney General, the
Hospice Institute for Education Training and Research (the Institute), the
Connecticut Bar Association and is supported by the clergy and other leaders
demonstrating the kind of broad power elicited by this concept. The Journal of the
Richard Blumenthal Connecticut State Medical Society published and thereby helped launch this initiative
R IR IR in winter 1997. By spring 1998, the National Association of Home Care and
Hospice (NAHCH), through its founder and president, Val Halamandaris, agreed

to take the initiative to the 50 states.

The PAL initiative allows individuals to express a preference for hospice care, before the onslaught of pain and
depression, through a document similar to the living will and power of attorney for health care instruments. PAL
includes a document entitled, Notice for Desire of Hospice Care, as well as a consumer brochure that explains the

need for end-of-life planning.

Attorney General Blumenthal, along with the Institute’s researchers, know that families of terminally ill patients are
better prepared to meet the days ahead following the loss of a loved one if they and their loved ones are enabled to
have hospice care. Through interviews conducted by the Institute with hospice families during the last six years,
there is now evidence that there are fewer days lost from school and work, fewer emergency room visits and less

depression with hospice care.

PAL is an instrument designed to help the medical professional communicate with their patients about their needs.
PAL provides a message of hope that is durable and does not respect time. The PAL concept creates a means for

each patient, through collaboration with their physician, to view the broadest array of care options.

Connecticut gave the nation its first hospice, and with PAL, Connecticut became the first state to adopt the best

way to assure the family of a terminally ill patient a death with dignity and compassion.
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HAWAII

The Kokua Mau (Hawaiian for Continuous Care) project is a statewide campaign
backed by a 260-member coalition of agencies, health care providers and communi-
ty groups. The organization’s vision statement sums up its operating philosophy and
definition of a “good death:” To build a web of support so that the people of
Hawaii can die in the place of their choice; free of pain and suffering; and in accor-

dance with their values, traditions and beliefs.

Background, Funding and Leadership
Mark Bennett The project was born out of a 1998 Blue Ribbon Panel on Living and Dying with
MR L L LR Dignity, convened by Hawaii’s governor, which found: insufficient access to
Hawaii’s rich and varied spiritual and cultural resources; limited public and profes-
sional awareness about good end-of-life care; limited use of advance directives; limited use of hospice; inadequate
pain control; and institutional, policy, and regulatory barriers to a good death. Funding was received from a variety

of different foundations to establish the coalition and support its activities.
The leadership of Kokua Mau was initially comprised of four organizations:

* Hawaii Executive Office on Aging (EOA) provided staffing, served as a
policy research and analysis resource, and developed and provided training

on end-of-life resources for the aging network.

* Hawaiian Islands Hospice Organization (HIHO) acted as an umbrella
organization for all seven hospice organizations, overseeing public

outreach activities.

* The Center on Aging, University of Hawaii (UH-COA) developed and
provided training to faith communities through The Complete Life Course.
UH-COA is currently developing programs for multi-ethnic caregivers and

nursing homes.

* St. Francis International Center for Healthcare Ethics is part of a major
health care system that worked on pilot courses for health care students and
professionals and sponsored “pain as a fifth vital sign” program for long-term

care facility staff.

Kokua Mau’s leadership has now expanded. And, although St. Francis is no longer directly involved, the
Department of Geriatrics, the University of Hawaii, Kaiser Permanente-Hawaii, and the Hawaii Medical Services

Association (Hawaii’s Blue Cross Blue Shield) are active participants.

Will my pain be managed?
The Controlled Substance Act 165 of 2002 eliminates duplicate prescriptions for physicians when prescribing con-
trolled substances for pain. This legislation was passed in a unique collaborative effort between the Cancer Pain

Initiative and Hawaii’s Drug Enforcement Agency.

SECTION 3: ATTORNEYS GENERAL PROMISING PRACTICES I

PAGE 55



Public Awareness/Education

Efforts to raise awareness about end-of-life issues were spearheaded by HIHO. Speakers were provided with cur-
riculum materials and hand-outs regarding planning ahead, talking about preferences with others, controlling pain
and acknowledging/respecting cultural differences. Presentations were made in a variety of settings, including long-
term care facilities to families, caregiver conferences and meetings, senior centers, legal aid forums, regular meetings

of retirees, clubs, military units and companies.

Based on Hawaii’s Uniform Health Care Decisions Act (UHCDA), the one-page form was developed and widely
distributed, along with materials designed to “start the conversation.” The form was made available to all hospitals,
health care and long-term care facilities, physicians’ offices, the Department of Motor Vehicles, State ID offices and
senior centers. The form was also distributed by the Long Term Care Ombudsman Program and the four Area

Agencies on Aging.

A web site was created with an inventory of services that can assist people at the end of their lives. Both national
and local resources were listed, recognizing the mobility of residents and family members. Downloadable advance
directives also are available, and videos, curricula and resource kits can be ordered through www.kokuamau.org.
Additionally, the Executive Office on Aging’s website has an end-of-life section and links to other sites:

www?2.state.hi.us/eoa/.

Also developed and distributed were press releases, radio and television public service announcements, including an
eight-and-one-half minute video designed to facilitate discussions on end-of-life issues. Topics covered pain man-
agement, the discussion of preferences and making sure wishes were honored. The State Unit on Aging provides all

of these materials for free.

Programs

In a program coordinated by St. Francis International Center of Healthcare Ethics, health care workers were trained
at 12 long-term care facilities in pain management and began tracking “Pain as a Fifth Vital Sign” in 2000. The
Center also coordinated the LTC Facility Pain Protocols, which established pain protocols with nursing homes to
enable them to assess, track and manage pain. The program is now coordinated by UH-COA. Through the Hawaii
Cancer Pain Inidative, staff provided training sessions and developed programs designed to improve the identifica-
tion and management of cancer pain. This initiative is part of a national program. More information is available at

hetp://www.aacpi.org/index.htm.
Palliative care guidelines are currently under development for use in facilities.

Will my wishes be known and honored?

The Uniform Health Care Decisions Act, modified Act 169 of 1999, combined into one statute the stipulations
of the living will and durable power of attorney for health care; provided for surrogate decision making in the
case of the “friendless” patient; mandated safeguards for patients; and established penalties for non-compliant

healthcare providers.

The Advance Health Care Directive Act of 1999 required the Department of Motor Vehicles and the State Civil
Identification Branch to ask all applicants to indicate whether they had an advance directive (along with willingness
to be an organ donor) on drivers’ licenses and state identification cards. In March 2003, 26 percent of all those

renewing licenses indicated they had an advance directive.
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A critical opinion related to this area is the matter of the Guardianship of Shirley Sargent Crabtree, an Incapacitated
Person. Family Court of the State of Hawaii, FC-G No. 86-0031 (1990). This opinion indicates the possible decision
for future incapacitated person cases. This is prior to the enactment of the UHCDA in Hawaii, but could serve as a
guideline in cases where a surrogate decisionmaker is yet to be appointed. This was the first case where the
guardian was able to remove feeding tubes without a written declaration of the incapacitated person’s intentions.
Despite the wishes of a child, other family members and interested persons were allowed to testify and confirm the

incapacitated person’s wishes to not be kept alive through feeding tubes.

Programs

Recognizing the important role of professional and paraprofessional workers affiliated with Area Agencies on
Aging and their service-provider networks, training was provided out of the EOA. Members of the aging network
were familiarized with the educational and resource materials developed for the public and encouraged to share
them with clients, co-workers and agency board members. From this work, “End-of-life Care: An Aging Network

Issues. An Advocacy Guide and Resource Kit,” was created for national distribution.

Based on trainings with the aging network, additional groups in the community have received training, concentrat-
ing on starting the conversation, documenting wishes, managing pain, accessing hospice and understanding reim-
bursement. Training was also provided in Arizona, New Mexico, Washington and Utah. (Representatives from the
Arizona Attorney General’s Office presented at the Arizona training sessions.) End-of-life resource lists were also

added to directories for seniors, women, health programs and professional education.

The Complete Life Course Curriculum was created by the University of Hawaii’s Center on Aging to support faith
communities to expand outreach to dying and bereaved members. Materials are available via the Kokua Mau web-

site or from the State Unit on Aging.

An additional program includes a document bank. Working with Hawaii Medical Service Association (Blue
Cross Blue Shield of Hawaii), a document bank was developed to give doctors and facilities statewide access to
advance directives. The project is in the process of expanding nationally. For more information visit

www.myhealthdirective.com.

Will I receive competent care?
The Hospice Reimbursement Act of 1999 provided for: reimbursement for room and board in hospice units; reim-
bursement for hospice referral visits, even if the referral does not result in admission; and the Department of

Health licensing of hospice service agencies.

Another important factor in ensuring competent care is establishing appropriate curricula, by facilitating changes to
medical and nursing school curricula, incorporating end-of-life and palliative care into existing programs and creat-
ing appropriate courses for public health and social work students. ELNEC and EPEC, end-of-life education pro-

grams for practicing nurses and doctors, also were offered.

SECTION 3: ATTORNEYS GENERAL PROMISING PRACTICES I

PAGE 57



MAINE

Legislation

Maine law has a comprehensive statute that provides citizens with the opportunity
to express their wishes regarding the type of care they want to receive, once they no
longer have the capacity to make decisions. Uniform Health-Care Decisions Act,
18-A M.R.S.A. §§ 5-801 to 5-817. A health care directive executed pursuant to this

Act is not limited to end-of-life care decisions and can include pain management or

other medical care decisions. A format for the health care directive is provided in

the statute to facilitate the process. In the absence of a written health care directive,

G. Steven Rowe

this statute also permits surrogates to carry out the wishes of the individual

(expressed while competent) regarding end-of-life care.

Programs

Late last year, representatives from the Office of the Attorney General, the Department of Human Services and the
Bureau of Elder and Adult Services, undertook plans to form a group to review deaths and cases of serious bodily
injury associated with suspected abuse and neglect of elderly and vulnerable adults. These cases could include refer-
rals that relate to the failure to provide reasonable and appropriate end-of-life care. The group is called the Maine

Elder Death Analysis Review Team (MEDART).

The purpose of the group will be to review deaths and cases of serious bodily injury related to, or caused by, abuse
and neglect in order to identify whether the systems that have the purpose or responsibility to assist or protect vic-
tims were sufficient for the particular circumstances, or whether such systems require adjustment or improvement.
The group will, hopefully, act as a catalyst for system changes that will improve the response to victims and prevent

similar outcomes in the future.

The MEDART has received a small, one-year grant from the Victims of Crime Act program of the U.S.
Department of Justice to cover administrative costs for the group. Maine is one of four pilot sites in the United

States to host this innovative program.

The team is currently at the stage of putting together the working group that will participate in the case studies. In
doing so, they have secured representation from the following agencies: the Office of the Attorney General, the
Bureau of Elder and Adult Services, Licensing and Certification, the Maine State Police, Office of the Chief Medical

Examiner, the Long Term Care Ombudsman Program, and the Maine Chiefs, Sheriffs and Prosecutors Associations.

In April 2003, legislation was introduced, L.D. 1211, to recognize the team, define its composition, duties and
powers, and resolve issues surrounding confidentiality and access to records. The proposed legislation has not yet
been acted upon by the legislature. Although not an office initiative, the assistant attorneys general assigned to the
Board of Osteopathic Licensure and the Board of Medical Licensure assisted these clients in drafting regulations
regarding appropriate pain management. A primary purpose of these regulations was to encourage practitioners to
propertly treat pain without fear that they would be reported for over prescribing or hastening the patient’s death.
These regulations can be found at 02-373 or 02-283 C.M.R. Chapter 11.

htep://www.state.me.us/sos/cec/rcn/apa/02/chaps02.htm.
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Assistant attorneys general assigned to the medical boards also assist the boards in reviewing complaints regarding

the appropriateness of the end-of-life care to assure that competent care is rendered.

Additionally, the office has a strong policy of trying to make sure that patients have access to appropriate, afford-
able medications. Furthermore, the office has worked closely with the legislature and client agencies on several
issues that would impact palliative care.

Litigation

In the past few years, the Maine Department of Human Services has attempted to initiate a program, (Maine Rx),
that would reduce the costs of necessary medication to persons not eligible for the MaineCare, (Medicaid), or other
public or private health care programs. This program could help eligible persons pay for necessary pain medication.
A drug manufacturer filed litigation to block this program. This office represents the Department of Human
Services and the Office of the Attorney General in this litigation and has supported the department in its efforts to
have the state’s Rx program approved by the U.S. Department of Health and Human Services. Pharmaceutical

Research & Manufacturers of America v. Kevin Concannon, Commissioner, Maine Department of Human

Services, 249 E3d 66 (2001).

The office’s Healthcare Crimes Unit also actively investigates providers of MaineCare who abuse or neglect patients
and can initiate prosecutions when warranted. A recent case included an end-of-life care issue. At the conclusion of

the investigation, a referral to the medical examiner’s office and the licensing board was made.

MARYLAND
The Office of Attorney General has worked in a number of ways to address legal

issues related to end-of-life care.

Pain Management
In the area of pain and other symptom management, the Attorney General has
worked to clarify legal issues for professionals and the public. The office, via letter,

has notified health professionals and the public that nursing homes have a regulato-

ry obligation to provide medically appropriate pain management for terminally ill
J. Joseph Curran, Jr. residents. The office also has notified health professionals, via letter, that Maryland’s
et e e et Assisted Suicide Act does not apply to medically appropriate measures to relieve
pain and other symptoms, and guidelines can be identified to avoid misconstruing
proper efforts to manage symptoms as assisted suicide. As part of this effort, the office has participated with physi-
cian educators in developing a web-based training program for medical residents, including a statement from the

Attorney General’s Office reassuring physicians about the use of opioids for appropriate symptom relief.

Recognizing the importance of creating a supportive environment for pain management practices, the office has
arranged for an expert in pain management to train nursing home surveyors --- to encourage oversight of nurs-
ing home pain management practices. The office also has joined the medical licensing board in providing mate-
rials, including video, that inform physicians about state pain policy. Other successes include a partnership with

palliative care physicians to create a hotline for general practice and other physicians who would need quick,
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expert advice on pain management. In addition, the office has supported the creation of a state advisory group
to make recommendations on improved pain management, with an employee from the Attorney General’s

Office serving as a member.

Respecting individual wishes

The Attorney General’s Office has been very active in ensuring that health care professionals and the public under-
stand the complex legal issues at stake in identifying and carrying out the wishes of an individual. The office issued
two formal opinions analyzing decisionmaking under the general durable power of attorney statute, the former liv-

ing will law, and constitutional and common law, both before and after the landmark Cruzan case.

The office also advised, via letter, regarding the implementation of a nursing home resident’s decision to decline
attempted CPR. Other advisories include clarifying the distinction between a patient’s decisionmaking through the
informed consent doctrine and a patient’s use of an oral advance directive, as well as the circumstances under which

a living will is binding on a surrogate.

Working to create a supportive environment for individual planning

The office has been actively drafting legislation, analyzing legislation and defending current laws that protect the
rights of individuals. The office participated in drafting and enacting the Health Care Decisions Act of 1993. The
office also was involved in assessing the impact of all proposed legislation in this area (e.g., failed bill last session
that would have required Medicaid applicants to give special attention to completing advance directives). Other
legislative activities include drafting and enacting legislation to create a permanent advisory council on end-of-life
care (The Attorney General’s Office serves as a member of this and two earlier, temporary advisory groups.); work-
ing on legislation authorizing recognition of an EMS “do not resuscitate” order in all care settings; and rewriting

the EMS “do not resuscitate” order to make it easier to use.

The office has aggressively represented the state survey agency in imposing sanctions on nursing homes for inten-
tional noncompliance with instruction in an advance directive. In addition, the office filed an amicus brief in sup-
port of deferential standard --- when a health care agent’s decision is challenged by a family member who was not

selected by the patient as an agent.

Promoting an effective system of care

In promoting an effective system of care, the office has addressed the application and implementation of current
law with respect to resuscitation orders, and provisions for “medically ineffective treatment.” The office has issued:
a formal opinion discussing the application of the Health Care Decisions Act to “do not resuscitate” orders; a for-
mal opinion discussing how the law on “medically ineffective treatment” applies to feeding tubes; a formal opin-
ion discussing care responsibilities for a terminally ill child in the public school system whose parents have author-
ized a “do not resuscitate” order; seven letters on various issues related to “do not resuscitate” orders; and three let-
ters about the application of the “medically ineffective treatment” provision of the Health Care Decisions Act to

various situations.

Working to create a supportive environment for quality care
Working with the hospice network to bring training on end-of-life care to hospitals across the state has been
invaluable to reaching out to health care professionals and to the public. Providing information through approxi-

mately 30 talks annually to various professional and lay groups on end-of-life care also has increased awareness and
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sensitivity to this critical topic. The office responds to five to 10 calls per week from health care professionals ask-
ing questions about end-of-life decisionmaking. In addition, approximately 10-15 calls are fielded each week from
citizens asking questions about advance care planning. Optional advance directive forms and instructions are avail-
able on the web site, in addition to a number of educational materials and legal interpretations in response to
phone, e-mail, and postal requests. (The web site links directly to the “Five Wishes” document and has been part of
a pilot project on the use of Five Wishes in the workplace.) The office prepares and makes widely available a num-
ber of educational materials, including summaries of the law, PowerPoint presentations and decision algorithms for
physicians. The office provides training for judges on end-of-life issues; participates in a statewide ethics committee

network; and actively participates in the Last Acts coalition.

Currently, the office is working with researchers to develop data on end-of-life decision making by public
guardians. The office also is developing data on the impact of the state survey process on the use of feeding tubes in
nursing homes. Additionally, staff members are conducting a study on state law and policy affecting people with

Alzheimer’s disease and their caregivers.

NEW MEXICO

In October 2002, the New Mexico Health Policy Commission (HPC) completed a
report on end-of-life health care issues in the state. The report, compiled at the
request of the New Mexico state legislature through Senate Memorial 22, was the

result of a myriad of professionals working together, including two attorneys from

the New Mexico Office of the Attorney General.

The final report was the result of a study of pain management in the state that

included a survey of citizens receiving prescription medications, a site survey of the
Patricia A. Madrid opinions, beliefs and knowledge of health professionals throughout the state and a

e o s e e s e e e e e o task force asked to consider the issues and make recommendations to the legislature.

Although the report produced a number of key findings, there were several critical areas of concern that emerged —
the need for more education about pain and pain management, for both patients and health professionals; significant
limited knowledge about the etiology of pain; the actual risks and benefits of opioids in the treatment of pain and
effective pain management, in general, by health professionals; lack of attention given to pain management in the
curricula of the professionals school; no competency requirements for pain management that are required for licen-
sure; fear among health care providers that they make themselves vulnerable to discipline and/or legal action when
they prescribe opioids and other narcotics for pain; and the need for the creation of a State Advisory Council on Pain

Management, which would be responsible for instituting statewide education efforts for both providers and patients.

The full set of recommendations also includes other issues, such as a patient bill of rights and establishing, in
statute, the right of all New Mexicans to receive appropriate treatment for pain. The report provided citizens and
the legislature with “insightful and useful” information and recommendations that can be used to develop effective

pain management public policy for the state.
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OHIO

Building upon the office’s previous “Senior Protection Initiative,” in May 2003,
Attorney General Jim Petro created the Child and Elder Protection Section of the
Ohio Attorney General’s Office in an effort to expand protections for Ohio’s most
vulnerable citizens. The new section, composed of presently existing units from the
Corrections Litigation, Crime Victims and Consumer Protection sections of the
Attorney General’s Office, along with programs currently housed in the Ohio
Bureau of Criminal Identification and Investigation (BCI), will assist local prosecu-
tors in investigating and trying elder abuse cases, as well as Internet and computer

Jim Petro
crimes against the elderly. More specifically, this new section will actively support

local prosecutors with extradition situations and fugitive searches, pretrial and trial
assistance, and complex financial investigation and asset recovery. Financial investigations and asset recovery are
vitally important in cases of crimes against the elderly as those resources may be needed to care for the crime victim

in his or her final years and/or to preserve assets for distribution to heirs.

The Ohio Attorney General’s Office also maintains a toll-free “Senior Hotline” to assist senior citizens in making
consumer-related complaints and reporting fraudulent practices that target the elderly. The office also participates
in a program that matches volunteer lawyers from the office with low-income senior citizens or individuals facing
end-of-life issues who are in need of legal services in the area of preparation of wills, durable powers of attorney for

health care and general powers of attorney.

OKLAHOMA

2002-2003 NAAG Presidential Initiative

When expectations of competent health care for advanced illness are thwarted by a
failure to provide adequate treatment of pain or reluctance to honor advance direc-
tives, terminally ill patients are the “ultimate” consumers seeking protection at a most
vulnerable time. To address this growing concern, NAAG President and Oklahoma
Attorney General Drew Edmondson launched his presidential initiative to address the

vital role of Attorneys General in improving health care near the end of life.

W.A. Drew Edmondson The increasing involvement of Attorneys General in bridging the gap between the
et e consumer’s vision and the harsh reality was the cornerstone of a series of three region-
al conferences held to examine the nature and extent of responsibilities of state
Attorneys General through consumer protection activities, Medicaid fraud investigations, representation of agencies
regulating nursing home administrators, physicians, social workers and nurses, as well as issuance of relevant opinions

to interested lawmakers.

During these listening conferences, Attorneys General and their key staff heard testimony and questioned national
experts on pain management, health care decision-making, facility regulation, professional education and standards.
The testimony and other findings from these conferences are compiled in this report to serve as an information and
resource guide for other Attorneys General, law enforcement, social workers and health care professionals.
Additional information on end-of-life issues will be available to Attorneys General and the public on NAAG’s web

site at www.naag.org.
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State Initiatives

In addition to increasing awareness of this critical legal area on a national level, the Office of Attorney General has
worked to raise awareness on a state level. Attorney General Edmondson has assigned an assistant attorney general
to liaison with the state coalition on end-of-life care for the past four years. This individual has represented the
office in working with the Oklahoma Association on Health Care Ethics, the Robert Wood Johnson Foundation
funded Alliance for Better Care of the Dying, in addition to making presentations to state agencies related to
health care, and to the public on end-of-life care. As a result of this work, the current governor and immediate past
governor endorsed Palliative Care Week in Oklahoma, and stood side-by-side with Attorney General Edmondson

to inform Oklahomans of the importance of advance health care directives.

Attorney General Edmondson has advocated legislation to simplify the Advance Directive form in Oklahoma. And,
this summer, Attorney General Edmondson will publish an article on the role of Attorneys General in improving

end-of-life care in the law review of the Oklahoma City University School of Law.

The office continues its enforcement efforts. Recently, the office’s Medicaid Fraud Control Unit prosecuted a nurse
for felony caretaker abuse and misdemeanor verbal abuse by a caretaker. The nurse worked the evening shift at a
nursing home. One of the patients complained about treatment from the nurse several times. The person holding
power of attorney for the patient placed a video camera and monitor in the patient’s room and advised the nursing
home administrator of his action. The administrator, likewise, notified the staff of the camera recording events in
the patient’s room. Amazingly, the nurse continued to treat the patient in an abusive manner. In addition, an inves-
tigation revealed that the nurse had failed to administer the pain medication Darvocet on several occasions during
her shifts. The doctor’s order for Darvocet instructed that it be given every six hours for pain management. On the
video, the patient is heard saying to the nurse and two aides that she feels she is “breaking in two.” The nurse
claimed that she didn't know what the patient meant by that. It was obvious from the six hours of video that the
patient was in pain throughout the evening. The nurse waived a preliminary hearing and entered a guilty plea on
July 11, 2002. She received a five-year deferred sentence. A condition of her probation is to refrain from employ-
ment as a caretaker for the elderly. On October 8, 2002, the chief of the office’s Medicaid Fraud Unit received a

letter from the Oklahoma Board of Nursing advising that the nurse's license was suspended.

OREGON

The Oregon Attorney General’s Office has served in a consulting and advisory role
with respect to state agencies in the human services and health- related licensing
board arenas. Those state agencies are partners with a number of organizations that
are actively engaged in increasing public awareness and education on end-of-life
health care issues, and they are also involved in developing standards for emerging

issues related to end-of-life health care.

Will my pain be managed?

Oregon has established, by statute, a Pain Management Commission within the

Hardy Myers

Department of Human Services. Oregon Revised Statutes 409.500 - .570 call for

the commission to develop a pain management education program curriculum, in

coordination with health professional regulatory boards and other health profession-
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als. The statute then phases in requirements for physician assistants, nurses, psychologists, chiropractors, natur-

opaths and physicians to participate in the pain management education program.

As part of its medical practices act, Oregon also has statutory provisions related to the administration of controlled
substances for intractable pain. These statutory provisions, ORS 677.470 - .485 (Administration of Controlled
Substances for Intractable Pain), attempt to address more specifically the acceptable uses of controlled substances
for the palliative treatment of pain. In addition, Oregon has in place statutory provisions related to the medical use
of marijuana for treatment of debilitating medical conditions. The Oregon Medical Marijuana Act, ORS 475.300 -
.346, sets out a comprehensive registration program through which individuals diagnosed by an attending physi-
cian to be suffering from a debilitating medical condition, can obtain access to marijuana for treatment of the med-

ical condition through a registry program maintained by the Oregon Department of Human Services.

The office makes an effort to educate health care professionals and the public about current state laws on end-of-
life health care issues. The statutory provisions noted above impose pain management educational requirements on
Oregon health care professionals. In addition, Oregon’s Department of Human Services provides Internet website
information to all Oregon citizens, with a particular emphasis on senior citizens. The website itself provides signifi-

cant information and contains links to other organizations and sources of information.

State agency personnel participate in the Task Force to Improve the Care of Terminally-Ill Oregonians. The Task

Force is coordinated through the Center for Ethics in Health Care at Oregon Health and Science University. The
mission of the Task Force is to share information, experience and understanding of available resources for the care
of terminally-ill Oregonians and assist in the development and coordination of services where needed. The Center

for Ethics in Health Care also provides a website with links to other sources of information and available resources.

Will my wishes be known and honored?

Oregon’s Death With Dignity Act is currently the subject of litigation pending in the 9th Circuit Court of Appeals.
The case, Oregon v. Ashcroft, 9th Cir. Case No. 02-35587, was argued May 7, 2003. That case addresses whether
the United States Attorney General has authority to determine whether the use of medications, listed as controlled
substances under the Controlled Substances Act to end an individual’s life under Oregon’s law, is prohibited

because it does not serve any legitimate medical purpose.

Oregon has enacted a comprehensive advance directive statute entitled, Oregon Health Care Decisions Act, ORS
127.505 - .660. These statutory provisions address the requirements for individuals to establish health care
instructions or a power of attorney for health care decisions. The statutes include model forms for individuals to
use. Oregon is also unique in having in place statutory provisions addressed to physician-assisted suicide. The
Oregon Death With Dignity Act, ORS 127.800 .-897, provides a comprehensive program for individuals suffer-
ing from terminal illness to obtain, through consultation with medical professionals, prescriptions of medication

to end his or her life.

The Department of Human Services website provides access to information about Oregon’s advanced directive law
and provides a direct link to the statutory provisions, including the forms necessary to execute such an advance direc-
tive, as well as links to information about available resources. It also provides direct access to information and

resources about Oregon’s Death With Dignity Act. The Center for Ethics in Health Care website also provides infor-

PAGE 64

IMPROVING END-OF-LIFE CARE: THE ROLE OF ATTORNEYS GENERAL



mation and resources about Oregon’s advanced directive law, and Oregon’s Death With Dignity Act. In addition, the

Center for Ethics in Health Care website provides access to The Final Months of Life: A Guide to Oregon Resources.

Will I receive competent care?

In addition to the specific legislation cited in the section above, Oregon, like all other states, has comprehensive
regulatory statutes governing health-related professionals. These regulated professions include: physicians, nurses,
psychologists, clinical social workers, dentists, optometrists, chiropractors, naturopaths, pharmacists and physical
therapists. Oregon’s Department of Justice provides legal representation to these state agencies when they engage in

regulatory enforcement actions.

Significantly, the Oregon Board of Medical Examiners recently investigated and took formal disciplinary action
against a licensee for under prescribing pain medication. And, as noted above, the pain management education
program curriculum being developed by the Oregon Pain Management Commission will also impose additional
pain management training requirements on physicians, nurses, psychologists, chiropractors, naturopaths and physi-

cian assistants in Oregon.

Oregon also has substantial regulatory authority and enforcement programs related to nursing home facilities,
Medicaid fraud matters and other consumer protection activities. The Office also provides legal representation

in these areas.

State agency personnel are actively involved in the Task Force to Improve the Care of Terminally-Ill Oregonians.
State agencies involved in that task force include the following: the Oregon Board of Medical Examiners; the

Oregon Board of Pharmacy; the Oregon Department of Human Services; and the Oregon State Board of Nursing.

The Office anticipates attempting to organize an Oregon conference modeled on the NAAG listening conferences

during this coming year to enhance communication and further understanding of these issues in our state.

RHODE ISLAND

The Rhode Island Department of Attorney General has pursued end-of-life care
initiatives concerning pain assessment and management, honoring end-of-life wish-
es and increasing awareness about hospice. The Department of Attorney General
participates in health care quality assurance initiatives; however, those programs are

not directly operated through the Department of Attorney General.

The Department of Attorney General’s End of Life initiative began with a three-

part conference series that reviewed the status of end-of-life care in the state. This
Patrick C. Lynch analysis led to a 2001 report entitled, “Dying With Dignity: The Rhode Island End
ce e e v e of Life Conference Series Report,” which summarized the recommendations of 18
speakers to improve end-of-life care. Through the End of Life Conference Series,
the Department learned that many aspects of end-of-life care in Rhode Island were handled well, although the

report recommended several areas where end-of-life care could be improved.

To implement the recommendations of the End of Life Conference Series, an entity would need to be created to

review the recommendations, to determine the feasibility of implementing the recommendations, and to imple-
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ment the recommendations. After considering both public and private entities to fulfill those responsibilities, the
Attorney General concluded, that as the chief legal officer for the state, he was in the unique position to bring both
the medical and the legal community to the table to discuss improving end-of-life care. Thus, the Attorney General

Task Force to Improve End of Life Care (“Task Force”) was formed in May 2001.

The Task Force consists of approximately 60 members, representing health care providers such as physicians, hospi-
tals, nurses, nursing homes, hospices, academic medical programs, such as Brown Medical School, University of
Rhode Island College of Pharmacy, Rhode Island College School of Nursing; advocacy groups, such as the AARP,
C(J and the Alliance for Better Long Term Care; the legal community, such as representatives from the Rhode
Island Bar Association, hospital and advocate attorneys; religious/spiritual representatives, such as the Interfaith
Ministries and the Rhode Island Council of Churches; and governmental entities, such as the Rhode Island
Department of Health, Rhode Island Department of Elderly Affairs and the Rhode Island Department of Attorney
General. The Task Force was divided into two steering committees --- the Clinical Steering Committee, which
reviews recommendations concerning pain assessment and management, and the Medical-Legal Steering

Committee, which reviews the advanced directive recommendations of the end-of-life conference.

Will my pain be managed?

The Clinical Steering Committee reviewed the recommendations concerning pain assessment and management and
concluded that a two-pronged approach, legislative and educational, would best implement the recommendation.
The Clinical Steering Committee drafted the Pain Assessment Act, which was introduced in the General Assembly
at the request of the Attorney General. It was enacted in June 2002. The Pain Assessment Act requires all licensed
health care providers and health care facilities to assess pain on a regular basis and record findings in the patients’

medical records. In addition, the Pain Assessment Act makes pain assessment on a regular basis a patient’s right.

With the assistance of the Clinical Steering Committee, the Rhode Island Department of Health is in the process
of promulgating Rules and Regulations Related to Pain Assessment. The scope of the proposed Rules and
Regulations concerning the Pain Assessment Act is very broad and requires the following elements of pain assess-
ment: assessing pain intensity, location of pain, duration, onset and characteristics of pain, and the patient’s goals
and alleviation of causative factors. In addition, the proposed regulations require that a physical examination shall
be conducted and noted in the record. The proposed regulations provide for both in-patient and outpatient treat-

ment. We expect the proposed Rules and Regulation Related to Pain Assessment to be final by the end of June 2003.

In the course of reviewing the recommendations concerning pain, the Clinical Steering Committee reviewed state
laws concerning pain management or pain assessment. Although Rhode Island has an Intractable Pain Act, the Act
did not recognize the present state of who is licensed to prescribe pain medications. The Intractable Pain Act only
pertained to physicians and did not consider the role of physician assistants and nurse practitioners as licensed pre-
scribers of pain medication. The Clinical Steering Committee drafted an amendment to the Intractable Pain Act,
which extended its protections to prescribed controlled substances. The revisions to the Intractable Pain Act

became law in July 2002.

Recognizing that pain at the end of life is a great fear of patients, the Clinical Steering Committee drafted annual
resolutions to create Pain Awareness Week, which the House of Representatives approved for 2001 and 2002 and is

pending for 2003. The Pain Awareness Week Resolutions provide for a media opportunity to increase awareness
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about pain assessment and management for health care providers and patients. The Task Force and its members
provide educational programs concerning pain assessment or management for health care providers. The programs
cover a broad range of topics, for example: the role of law enforcement in pain management; proper documenta-
tion for pain management programs; the medical-legal-ethical aspects of pain assessment and management; alterna-

tive complementary pain treatment; and explaining the Pain Assessment Act.

To help health care providers assess and manage pain, the Clinical Steering Committee prepared a Pain Relief

Guide. It may be accessed at www.riag.state.ri.us. The Pain Relief Guide is undergoing revisions to update it.

In 2003, the Hospice Steering Committee was formed to address the short length of stay in hospice. The Hospice
Steering Committee prepared legislation to increase awareness about hospice by creating the opportunity for
patients to receive information about hospice in the Patient’s Bill of Rights. The legislation was introduced at the
request of the Attorney General and has passed both the House and Senate. Also, the Hospice Steering Committee
drafted a Hospice Awareness Week Resolution, which passed the House and Senate, and has been transmitted to
the governor. The Hospice Steering Committee is preparing activities for Hospice Awareness Week, October 19-23,

2003, to educate the public and health care providers about hospice.

Will my wishes be known and honored?

The Attorney General Task Force to Improve End of Life Care formed the Medical-Legal Steering Committee,
which consists of physicians, attorneys, social workers, nurses, religious/spiritual representatives and patient advo-
cates. One of the recommendations from the End of Life Conference Series was to encourage more people to exe-
cute Durable Power of Attorney for Health Care forms by changing the Durable Power of Attorney for Health
Care forms to be easier to execute and more meaningful to physicians. Hospitals frequently did not honor them
because they were improperly witnessed or did not have two qualified witnesses. The Attorney General requested
that the legislature revise the Durable Power of Attorney for Health Care Act to permit either two qualified wit-
nesses or one notary public to witness a Durable Power of Attorney for Health Care form. The revised Durable

Power of Attorney for Health Care became law in July 2002.

The Medical-Legal Steering Committee tackled another obstacle preventing people from engaging in advanced care
planning. The Statutory Durable Power of Attorney for Health Care form was written by attorneys; however, the
Durable Power of Attorney for Health Care form is interpreted by health care providers. The language used in the
Statutory Durable Power of Attorney for Health Care form was written above the average reading level and in
legalese. Health care providers were having difficulty interpreting it because it did not contain sufficient informa-
tion to help guide the agent and the health care provider to honor a patient’s wishes for medical treatment. The
Medical-Legal Steering Committee drafted a revised Durable Power of Attorney for Health Care form, which was
user-friendly and provided agents and health care professionals with relevant information to honor the patients
wishes. The revised Durable Power of Attorney for Health Care form is available in English and Spanish on the

Attorney General’s web page, www.riag.state.ri.us.

The Task Force and its members have sponsored numerous educational programs for health care providers and the
public. The Department of Elderly Affairs, a member of the Task Force, is providing educational programs on

advance care planning at senior centers and assisted-living facilities.
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To date, the Department of Attorney General has not been involved in litigation involving honoring a patient’s
wishes. The Department of Attorney General, however, has assisted numerous families and health care providers in

resolving confusion about patient’s wishes for end-of-life treatment.

Will I receive competent care?

The Department of Attorney General is aware of the importance of competent care, not just for end-of-life care,
but for quality health care. To assist the citizens of Rhode Island, the Department of Attorney General has estab-
lished two units that are involved with competent care issues. The Office of Health Care Advocate is a statutory
position authorizing the Health Care Advocate to appear in amicus and civil actions involving health care quality
standards; to intervene in administrative actions related to health care insurance; to review complaints and conduct
investigations concerning the quality of health care delivery; to assist directors of state agencies related to inadequa-
cies in health care or health insurance; to take all necessary and appropriate action, including public education, leg-
islative advocacy; and to institute formal legal action to secure and ensure compliance with Rhode Island health

and safety laws and insurance laws.

The Medicaid Fraud Unit has been renamed the Medicaid Fraud and Patient Abuse Unit. The unit not only looks
at the financial aspects of Medicaid fraud, but also at the impact of Medicaid fraud on patients, such as incompe-

tent care. The failure to adequately treat pain is a type of patient abuse, which the unit investigates.

There are several quality initiatives within the state in which members of the Department of Attorney General partic-
ipate. By law, the Rhode Island Department of Health is required to develop quality indicators for all sectors of
health care and publicly report the quality status of health care entities. The Rhode Island Quality Institute is a health
care quality initiative consisting of hospitals, doctors, nurses, insurers and businesses seeking to collaborate to reduce
medical errors, improve quality of health care and contain health care costs. The Rhode Island Quality Institute is
implementing a pilot program for electronic prescription writing for non-hospital based physicians. This is a pilot
program for Sure Script, a national program. The Rhode Island Quality Institute is also developing an initiative,
elCU, which would permit hospitals that do not have intensivists on staff to be electronically connected to hospitals

that have 24-hour intensivists, so that real time assessment of ICU patients could be performed by an intensivist.

The Department of Attorney General seeks to improve end-of-life care, as well as health care in general, through

legislative initiatives, outreach and satisifying its statutory duty under Rhode Island law.

TEXAS

Will my pain be managed?

The Chief of the Elder Law and Public Health Division of the Office of Attorney
General issued a memo and met with key staff at the Texas Department of Human
Services to discuss relevant health care issues, including NAAG’s initiative on pain

assessment and management.

The Office of Attorney General intends to become more aggressive in pain violation
detection, writing violations and enforcement. The office also has addressed the
Greg Abbott topic in numerous speeches and addresses delivered to both state-side nursing home

et e regulators and private industry nursing home staff and management. In addition,
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Elder Law and Public Health attorneys and staff have been educated on pain assessment and management issues.

Currently, the office has one case pending.

Will my wishes be known and honored?

The Chief of the Elder Law and Public Health Division of the Office of Attorney General sat as an advisory mem-
ber of the Texas Advance Directives Coalition. The coalition recommended amendments to the Texas Advance
Directives Act, which have been incorporated into bills pending before the state legislature. The Senate Health and
Human Services Committee completed its hearing on the Senate version of the Advance Directives Act, SB 1320,
and unanimously reported the bill back to the full Senate with the recommendation that the Senate pass it and send
it to the House of Representatives. The committee also recommended the bill for the Senate Consent Calendar,

which should ensure that the bill makes its way rapidly through the Senate and help assure its final passage.

In an effort to educate the public regarding the importance of planning for end-of-life care, the office published an
Advance Directives pamphlet and newspaper column. The pamphlet is currently being revised. The Chief of the
Elder Law and Public Health Division and the division’s outreach coordinator have included the topic of advance

directives in their speeches to seniors across the state.

The office has provided education on advance directive issues to Elder Law and Public Health attorneys and staff.
Currently, the office has four cases/investigations --- one of which was settled in March 2003. In one particularly
egregious case, the facility stored the resident’s directives in the basement; had no system in place for determining
whether a resident was “do not resuscitate” (DNR) or full code; and attempted life-sustaining treatment on one res-
ident who was a DNR, while the facility failed to take any measures on another resident who was full code. (All of

the office’s Elder Law cases arguably involve a failure to provide competent care.)

WASHINGTON

Will my pain be managed?

In 1996, the Washington State Medical Quality Assurance Commission published
the Guidelines for Pain Management in Washington State. The document clearly
indicates that opiates can be prescribed, dispensed or administered, when there is
medical need, without fear of discipline. The guidelines establish standards for pre-
scriptions, etc. Last Acts’ publication, Means to a Better End, gave Washington an

A grade for its pain laws and policies because they do not create barriers for good

pain management. The Washington Attorney General’s Office has not issued any

Christine O. Gregoire .. .
formal opinions on this matter.

Will my wishes be known and honored?
In the publication, Means to a Better End, the report notes that Washington laws do “an average job of supporting
good advance care planning in the form of living wills and medical powers of attorney, which designate a health
care decision-maker should the patient become unable to communicate.” Relevant laws include the Washington
Natural Death Act (RCW 70.122), which allows an individual to determine his or her wishes in the event of a ter-
minal or permanent unconscious condition. There is also Durable Power of Attorney (RCW 11.94), which allows a

person to appoint an agent to make health care decisions on their behalf, should the person become incompetent.
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Nancy Reller (), of Sojourn Communications, and Victoria Weisfeld (r), of the Robert Wood
Johnson Foundation, gather information from health care providers

In order to increase the public’s understanding of end-of-life issues, the Attorney General’s Office has prepared and
distributed a brochure and a website entitled, Dealing with Death. The publication guides citizens through the
“business process” surrounding the death of a loved one. Among other things, it covers living wills and other

directives. Dealing with Death is available on the Attorney General’s Office website at www.wa.gov/ago.

The success of these efforts has garnered much attention from experts. According to the policy paper entitled, End
of Life Care in Washington State (August 14, 2002), prepared by the Washington End of Life Consensus
Coalition (WEOLCC) and published by the Rainier Institute, “Washington State is an excellent example ...,
where state sponsored trainings have spawned several community forums and new coalitions are forming statewide
because of the interest piqued at these forums and other activities.” The policy position is available on the Rainier

Institute web page at www.rainierinstitute.com

Will I receive competent care?
Means to a Better End gave Washington a C grade in the percentage of palliative care-certified physicians and

nurses. The following is excerpted from the WEOLCC position in End-of-Life Care in Washington State:

“Palliative care physicians are spearheading the promotion of interdisciplinary
team management, where the expertise of each team member plays a vital
role in the overall patient treatment plan. Whether one is in the hospital,
homebound, in a long term care facility or assisted living facility, the interdis-
ciplinary nature of palliative care teams allows for flexibility. Palliative care
resource teams act as consultants, allowing the most appropriate member of
the team to do the initial assessment. Many models exist currently, including
hospitals with palliative care units, home care agencies with hospices or hos-
pice-like like teams, nursing homes with designated palliative care beds, or

assisted living facilities with access to any of the above.”
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In the state of Washington, a model of care was developed by a hospice team using physician-directed symptom
management algorithms established guidelines for pain and distressing symptom care. These guidelines also
addressed issues of spiritual distress, psychological distress and cultural differences. Along with pharmacists who
received prescriptive authority from the State Board of Pharmacy and an interdisciplinary hospice team, this model
allowed pain and other distressing symptoms to be alleviated within two hours in the home care arena, when previ-
ously it took more than 48 hours. This resulted in overall greater patient, caregiver and physician satisfaction, a hos-
pitalization rate of less than one percent for the home care patients, and minimal emergency room utilization. This
model has now been adapted to other locations of care and is one example of how an integrated effective team
approach can greatly improve care and contain costs. The effectiveness of the interdisciplinary team model has brought

a richness of expertise into the palliative care arena that other areas of medicine could benefit from modeling.
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“IT IS ABOUT ACCESS TO CARE THAT COMPORTS WITH
THE NEEDS, VALUES, AND CULTURAL BACKGROUND OF
CONSUMERS. IT IS ABOUT CARE THAT ASSURES THAT
THE VALUES OF INDIVIDUAL AND FAMILY AUTONOMY
AND INFORMED CONSENT ARE REALIZED.”

KAREN ORLOFF KAPLAN, SCD, MPH
NATIONAL PROGRAM DIRECTOR, LAST ACTS



SECTION 4: RESOURCES

NATIONAL END-OF-LIFE CARE
ORGANIZATIONS

AARP

AARP is a nonprofit, nonpartisan membership organization
dedicated to making life better for people 50 and over. It works
to promote and support advocacy, education, and community
service activities in states and communities. AARP gives sup-
port around end-of-life care issues, including providing advice
on legal issues, grief and loss, and caregiving.

WASHINGTON, DISTRICT OF COLUMBIA

www.aarp.org/endoflife

AGING WITH DIGNITY

Aging with Dignity provides people dying in America with the
practical information, advice, and legal tools needed to ensure
that their wishes and those of their loved ones will be respected.
Aging with Dignity works to safeguard the rights of the sick,
aging, or dying.

TALLAHASSEE, FLORIDA

www.agingwithdignity.org

AMERICAN ACADEMY OF HOSPICE AND PALLIATIVE MEDICINE
The American Academy of Hospice and Palliative Medicine
(AAHPM) is the only organization in the United States for
physicians dedicated to the advancement of hospice/palliative
medicine. AAHPM members are physicians from many medical
specialties who are committed to fostering the practice of
hospice/palliative care for the terminally ill and their families.
GLENVIEW, ILLINOIS

www.aahpm.org

AMERICAN ALLIANCE OF CANCER PAIN INITIATIVES

The American Alliance of Cancer Pain Initiatives (AACPI) is dedicat-
ed to promoting cancer relief nationwide by supporting the efforts
of State Cancer Pain Initiatives. AACPI provides national leadership
and advocacy for the Initiative movement, recommends program
direction, supports Initiative growth and development, facilitates
regular communication among Initiatives, fosters collaborations

with other organizations, and organizes an annual national meeting.

MADISON, WISCONSIN
www.aacpi.org

AMERICANS FOR BETTER CARE OF THE DYING

Americans for Better Care of the Dying (ABCD) aims to improve
end-of-life care by learning which social and political changes will
lead to enduring, efficient, and effective programs. ABCD works
with the public, clinicians, policymakers, and other end-of-life
care organizations to make change happen.

WASHINGTON, DISTRICT OF COLUMBIA

www.abcd-caring.org

AMERICAN HOSPICE FOUNDATION

The American Hospice Foundation supports programs that serve
the needs of terminally ill and grieving individuals of all ages. Its
programs include training school professionals who work with
grieving students, educating employers and managers about the
needs of grieving employees, and creating tools to help hospices
reach out to their communities.

WASHINGTON, DISTRICT OF COLUMBIA
www.americanhospice.org

BROWN UNIVERSITY CENTER FOR GERONTOLOGY AND
HEALTH CARE RESEARCH

The Center for Gerontology and Health Care Research, with
funding from The Robert Wood Johnson Foundation, is engaged
in a five-year research effort to use both existing and new data
collections to describe the dying experience in the United States
utilizing maps that display geographical data about quality of
end-of-life care.

PROVIDENCE, RHODE ISLAND
www.chcr.brown.edu/dying/factsondying.htm

CENTER TO ADVANCE PALLIATIVE CARE

The Center to Advance Palliative Care (CAPC) is a resource for
hospitals and health systems interested in developing palliative
care programs. The Center serves a broad constituency of
providers and interested groups-including physicians, nurses,
educators, policymakers, health researchers, and, ultimately,
patients and their families-in an effort to improve the availability
and quality of palliative care.

NEW YORK, NEW YORK

WWw.capc.org

CHILDREN’S HOSPICE INTERNATIONAL

Children’s Hospice International (CHI) serves as an advocate
in meeting the needs of children with life-threatening conditions
and their families. Its programs include support systems and

a referral network for children with life-threatening conditions
and their families, and support of health care providers and
organizations that engage in the treatment of children with
life-threatening conditions and their families.

ALEXANDRIA, VIRGINIA

www.chionline.org

CITY OF HOPE PAIN/PALLIATIVE CARE RESOURCE CENTER
The City of Hope Pain/Palliative Care Resource Center (COHPPRC)
is a clearinghouse for disseminating information and resources
to assist others in improving the quality of pain management and
end-of-life care. The COHPPRC is a central source for collecting a
variety of materials, including: pain assessment tools; patient
education materials; quality assurance materials; end-of-life
resources; research instruments; and other resources.

DUARTE, CALIFORNIA

www.prc.coh.org/

END-OF-LIFE NURSING EDUCATION CONSORTIUM

Funded by a grant from The Robert Wood Johnson Foundation,
the End-of-Life Nursing Consortium (ELNEC) project is a compre-
hensive, national education program to improve end-of-life

care by nurses. ELNEC works to develop a core of expert nursing
educators and to coordinate national nursing education efforts
in end-of-life care.

WASHINGTON, DISTRICT OF COLUMBIA
www.aacn.nche.edu/elnec

EDUCATION FOR PHYSICIANS ON END-OF-LIFE CARE

Supported by a grant from The Robert Wood Johnson Foundation,
Education for Physicians on End-of-Life Care (EPEC) works to
educate all physicians on the essential clinical competencies
required to provide quality end-of-life care.

CHICAGO, ILLINOIS

www.epec.net
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END OF LIFE/PALLIATIVE EDUCATION RESOURCE CENTER
The End of Life/Palliative Education Resource Center (EPERC)
works to assist physicians and other educators involved in

all aspects of physician end-of-life education. EPERC provides
brief abstracts describing peer-reviewed instructional and
evaluation materials, a list of core resources for End-of-Life
educators, and opportunities for training, extramural funding,
and pending conferences.

MILWAUKEE, WISCONSIN

www.eperc.mcw.edu

HOSPICE FOUNDATION OF AMERICA

The Hospice Foundation of America is a non-for-profit organization
that provides leadership in the development and application

of hospice and its philosophy of care. Through programs of
professional development, research, public education and infor-
mation, the Hospice Foundation of America assists those who
cope either personally or professionally with terminal illness,
death, and the process of grief.

WASHINGTON, DISTRICT OF COLUMBIA
www.hospicefoundation.org

HOSPICE AND PALLIATIVE NURSES ASSOCIATION

The Hospice and Palliative Nurses Association (HPNA) seeks to
promote excellence in hospice and palliative nursing. HPNA works
to exchange information, experiences, and ideas; to promote
understanding of the specialties of hospice and palliative nurs-
ing; and to study and promote hospice and palliative nurses.
PITTSBURGH, PENNSYLVANIA

www.hpna.org

INITIATIVE TO IMPROVE PALLIATIVE CARE FOR
AFRICAN-AMERICANS

The Initiative to Improve Palliative Care for African-Americans
(IPCA) works to educate key stakeholders and leadership organi-
zations in the black community, build coalitions with palliative
care health, education and policy groups, encourage and support
rigorous and innovative educational activities and research, and
shape public policy through forums and publications.

NEW YORK, NEW YORK

http://iipca.winhost2.atlantic.net

LAST ACTS

Last Acts is a national coalition of organizations engaged in an
unprecedented education campaign to improve care for people
who are dying and their families. Last Acts serves as a clearing-
house for sharing information and ideas at the national, state,
and local levels.

WASHINGTON, DISTRICT OF COLUMBIA

www.lastacts.org

LIFE’S END INSTITUTE: MISSOULA DEMONSTRATION PROJECT
The Missoula Demonstration Project, now known as Life’s End
Institute, researches the experiences of dying persons and their
families to demonstrate that a community-based approach of
excellent physical, psychological, and spiritual care improves the
quality of life among those who are dying and their families.
MISSOULA, MONTANA

www.lifes-end.org

MIDWEST BIOETHICS: COMMUNITY-STATE PARTNERSHIPS TO
IMPROVE END-OF-LIFE CARE

The Midwest Bioethics Center helps communities find practical
solutions to ethical problems in the health and health care are-
nas. Housed at the Midwest Bioethics Center, Community-State
Partnerships to Improve End-of-Life Care awards grants that sup-
port statewide coalitions working with citizens, health care pro-
fessionals, educators, and policymakers to identify problems,
make recommendations, and build public support for practical
policies, regulations, and guidelines to improve care of the dying.
KANSAS CITY, MISSOURI

www.midbio.org

NATIONAL HOSPICE AND PALLIATIVE CARE ORGANIZATION

The National Hospice and Palliative Care Organization (NHPCO) is
the largest non-profit membership organization representing hos-
pice and palliative care programs and professionals in the United
States. The organization is committed to improving end-of-life
care and expanding access to hospice care with the goal of pro-
foundly enhancing quality of life for people dying in America.
ALEXANDRIA, VIRGINIA

www.nhpco.org

NATIONAL RESOURCE CENTER ON DIVERSITY IN

END-OF-LIFE CARE

The National Resource Center on Diversity in End-of-Life Care
(NRCD) works to maximize the involvement of diverse cultures in
the national dialogue about end-of-life care. NRCD serves as a
place for networking, a clearinghouse for minority leadership,
research findings, best practices, and as a technical resource to
the Rallying Points Regional Resource Centers and the National
Coordinating Center.

WASHINGTON, DISTRICT OF COLUMBIA

www.nrcd.com

OPEN SOCIETY INSTITUTE’S PROJECT ON DEATH IN AMERICA
The Open Society Institute’s programs support initiatives in a
range of social areas, including improving care of the dying. The
Project on Death in America works to understand and transform
the culture and experience of dying and bereavement through ini-
tiatives in research, scholarship, the humanities, and the arts,
and to foster innovations in the provision of care, public educa-
tion, professional education, and public policy.

NEW YORK, NEW YORK

www.soros.org/death/

ONCOLOGY NURSING SOCIETY

The Oncology Nursing Society (ONS) is a professional organiza-
tion of more than 30,000 registered nurses and other health
care providers dedicated to excellence in patient care, education,
research, and administration in oncology nursing. It is also the
largest professional oncology association in the world.
PITTSBURGH, PENNSYLVANIA

WWW.0NS.org

PARTNERSHIP FOR CARING: AMERICA’S VOICES

FOR THE DYING

Partnership for Caring: America’s Voices for the Dying is a nation-
al, nonprofit organization devoted to raising consumer expecta-
tions for excellent end-of-life care and increasing demand for
such care. It is the only end-of-life organization that partners
individuals and organizations-consumers and professionals-in a
powerful collaboration of voices.

WASHINGTON, DISTRICT OF COLUMBIA
www.partnershipforcaring.org

PROMOTING EXCELLENCE IN END-OF-LIFE CARE

A national program office of The Robert Wood Johnson
Foundation, and housed at the Practical Ethics Center of the
University of Montana, Promoting Excellence in End-of-Life Care
works to improve health care for dying persons and their families
by providing technical assistance to innovative demonstration
projects addressing particular challenges to existing models of
hospice and palliative care.

MISSOULA, MONTANA

www.promotingexcellence.org/

SUPPORTIVE CARE OF THE DYING

Supportive Care of the Dying is a non-profit coalition that works
to bring about cultural change regarding pain and symptom
management and relief of suffering for persons living with, and
affected by, life-threatening iliness. To accomplish this goal,
Supportive Care of the Dying focuses on interventions with
health care professionals, health care organizations, the commu-
nity, and the Church.

PORTLAND, OREGON

www.careofdying.org
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UNIVERSITY OF WISCONSIN PAIN & POLICY STUDIES GROUP
The University of Wisconsin Pain & Policy Studies Group (PPSG)
works to balance international, national, and state policies to
ensure adequate availability of pain medications for patient care
while minimizing diversion and abuse. The group supports a
global communications program to improve access to informa-
tion about pain relief, palliative care, and policy.

MADISON, WISCONSIN

www.medsch.wisc.edu/painpolicy/

]
Oklahoma Assistant Attorney General Annette Prince and Maryland Assistant Attorney General Jack Schwartz discuss presentations
given by health care experts
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RELATED NATIONAL ORGANIZATIONS AND
WEBSITES

AARP - http://www.aarp.org

Aging with Dignity — http://www.agingwithdignity.org

American Academy of Hospice and Palliative Medicine (AAHPM) — http://www.aahpm.org
American Alliance of Cancer Pain Initiatives (AACPI) — http://www.aacpi.org

American Pain Foundation — http://www.painfoundation.org

American Pain Society (APS) — http://www.ampainsoc.org

Americans for Better Care of the Dying (ABCD) - http://www.abcd-caring.org

Center to Advance Palliative Care (CAPC) — http://www.capcmssm.org

City of Hope National Medical Center PRC - http://prc.coh.org

Children’s Hospice International — http://www.chionline.org

Community-State Partnerships to Improve End-of-Life Care — http://www.midbio.org
Education for Physicians on End-of-Life Care — http://www.epec.net/

End of Life Nursing Education Consortium - http://www.aacn.nche.edu/elnec

Hospice and Palliative Nurses Association (HPNA) — http://www.hpna.org

Last Acts — http://www.lastacts.org

Midwest Bioethics Center — http://www.midbio.org

National Hospice and Palliative Care Organization (NHPCO) — http://www.nhpco.org
Open Society Institute Project on Death in America — http://www.soros.org/death.html
Southern California Cancer Pain Initiative (SCCPI) — http://sccpi.coh.org

Supportive Care of the Dying — http://www.careofdying.org
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NATIONAL EXPERTS IN END-OF-LIFE CARE

SUBJECT AREAS

ADVANCE CARE PLANNING
DIVERSITY

ETHICS

FINANCING

PAIN MANAGEMENT
PALLIATIVE CARE
PROFESSIONAL EDUCATION
PUBLIC POLICY

Susan Block, M.D.

Director of Faculty Scholars Program
Project on Death in America

Dana-Farber Cancer Institute

Boston, Massachusetts

Phone: (617) 632-6179

E-mail: sblock@partners.org

Subject Area: Palliative Care/Professional
Education

Susan Blumenfield, D.S.W.

Director

Department of Social Services

Mount Sinai Medical Center

Phone: (212) 659-6823

E-mail: susan.blumenfield@mountsinai.org
Subject Area: Palliative Care

William Breitbart, M.D.

Attending Psychiatrist

Pain and Palliative Care Service
Memorial Sloan-Kettering Cancer Center
New York, New York

Phone: (212) 639-3907

E-mail: breitbaw@mskcc.org

Subject Area: Palliative Care

Ira Byock, M.D.

Principal Investigator

Life’s End Institute: Missoula
Demonstration Project
Missoula, Montana

Phone: (406) 728-8643
E-mail: ibyock@aol.com
Subject Area: Palliative Care/
Public Policy

Joel S. Cantor, Sc.D.

Director

Center for State Health Policy
Rutgers University

New Brunswick, New Jersey
Phone: (732) 932-3105

E-mail: jcantor@cshp.rutgers.edu
Subject Area: Public Policy

Christine Cassel, M.D.

Dean

School of Medicine

Oregon Health and Science University
Portland, Oregon

Phone: (503) 494-5055

E-mail: casselc@ohsu.edu

Subject Area: Palliative Care/

Public Policy

Grace H. Christ, D.S.W.

Director of Social Work Leadership
Development Awards Program

Project on Death in America

Columbia University School of Social Work
New York, New York

Phone: (212) 854-5264

E-mail: ghcl@columbia.edu

Subject Area: Palliative Care/Professional
Education

Myra Christopher

President and Chief

Executive Officer

Midwest Bioethics Center

Missoula, Montana

Phone: (816) 221-1100

E-mail: myra@midbio.org

Subject Area: Public
Policy/Ethics/Advance Care Planning

Bill Colby, J.D.

Attorney who represented the Cruzan fam-
ily before the Supreme Court

Author of Long Goodbye: The Deaths of
Nancy Cruzan

Prairie Village, Kansas

Phone: (913) 432-1028

E-mail: bcolby25@aol.com

Subject Area: Public Policy/Advance Care
Planning

Anne Cordes

Executive Director

American Academy of Hospice and
Palliative Medicine

Glenview, lllinois

Phone: (847) 375-4758

E-mail: acordes@amctec.com
Subject Area: Palliative Care

LaVera Crawley, M.D.

Member, Board of Directors

Initiative to Improve Palliative Care for
African Americans

Stanford University Center for Biomedical
Ethics

Palo Alto, California

Phone: (650) 725-7585

E-mail: Icrawley@stanford.edu

Subject Area: Diversity/Ethics

June Dahl, Ph.D.

Director

American Alliance of Cancer Pain
Initiatives

Madison, Wisconsin

Phone: (608) 265-4012

E-mail: jldahl@wisc.edu

Subject Area: Pain Management

Constance M. Dahlin, R.N., C.S., A.N.P.
Advanced Practice Nurse

Palliative Care Service

Massachusetts General Hospital
Boston, Massachusetts

Phone: (617) 724-8659

E-mail: cdahlin@partners.org

Subject Area: Palliative Care

Willarda V. Edwards, M.D., M.B.A.
Health Advocacy Director

NAACP

Baltimore, Maryland

Phone: (410) 580-5672

E-mail: wvedwards@naacpnet.org
Subject Area: Diversity

Linda Emanuel, M.D., Ph.D.

Director

Buehler Center on Aging

Northwestern University Medical Center
Chicago, lllinois

Phone: (312) 503-2772

E-mail: l-emanuel@northwestern.edu
Subject Area: Palliative Care/Professional
Education

Betty Ferrell, R.N., Ph.D.

Research Scientist

City of Hope National

Medical Center

Duarte, California

Phone: (626) 356-2825

E-mail: bferrell@coh.org

Subject Area: Pain Management/Palliative
Care

Frank Ferris, M.D.

Medical Director

Palliative Care Standards
San Diego Hospice and
Palliative Care

San Diego, California

Phone: (619) 278-6225
E-mail: fferris@sdhospice.org
Subject Area: Professional
Education/Palliative Care

Joseph Fins, M.D.

Director of Medical Ethics

New York Presbyterian Hospital
New York, New York

Phone: (212) 746-4246

E-mail: jifins@mail.med.cornell.edu
Subject Area: Ethics/Advance Care
Planning

Kathleen M. Foley, M.D.
Project Director

Project on Death in America
Open Society Institute

New York, New York

Phone: (212) 639-7050
E-mail: foleyk@mskcc.org
Subject Area: Palliative Care/
Professional Education
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Gema G. Hernandez

President

Aging and Cultural

Consultants, Inc

Tallahassee, Florida

Phone: (850) 894-9167

E-mail:
elderrreadycommunity@earthlink.net
Subject Area: Diversity

Joanne M. Hilden, M.D.

Chair, Department of Pediatric
Hematology/Oncology

Medical Director, Pediatric Palliative Care
The Children’s Hospital at

The Cleveland Clinic

Cleveland, Ohio

Phone: (216) 444-8407

E-mail: hildenj@ccf.org

Subject Area: Palliative Care/Pediatrics

David Joranson, M.S.S.W.

Director

Pain & Policy Studies Group

University of Wisconsin Comprehensive
Cancer Center

Madison, Wisconsin

Phone: (608) 263-7662

E-mail: joranson@facstaff.wisc.edu
Subject Area: Pain Management/
Public Policy

Karen Orloff Kaplan

President & CEO

Partnership for Caring: America’s Voices
for the Dying

National Program Director, Last Acts
Washington, District of Columbia

Phone: (202) 296-8071

E-mail: kaplanko@partnershipforcaring.org
Subject Area: Public Policy/Advance Care
Planning/Palliative Care

Mary Labyak, M.S.S.W., L.C.S.W.
President and Executive Director

The Hospice of the Florida Suncoast
Largo, Florida

Phone: (727) 586-4432

E-mail: marylabyak@thehospice.org
Subject Area: Palliative Care/Public Policy

Judy Lentz, R.N., M.S.N., 0.C.N., N.H.A.
Executive Director

Hospice and Palliative Nurses Association
Pittsburgh, Pennsylvania

Phone: (412) 787-9301

E-mail: judyl@hpna.org

Subject Area: Palliative Care

Susan Goldwater Levine
Executive Director

Hospice of the Valley
Phoenix, Arizona

Phone: (602) 530-6900
E-mail: ajessee@hov.org
Subject Area: Palliative Care

Matthew J. Loscalzo, M.S.W.
Associate Dean

Eastern Virginia Medical School
Norfolk, Virginia

Phone: (757) 356-0301

E-mail: loscalmj@evms.edu
Subject Area: Professional
Education/Public Policy

José Lusende

Diversity Consultant
Indianapolis, Indiana

Phone: (317) 295-1195
E-mail: jllusend@stvincent.org
Subject Area: Diversity

Joanne Lynn, M.D.

Director

The Washington Home Center for
Palliative Care Studies

Senior Researcher, RAND Health
Washington, District of Columbia
Phone: (202) 895-2625

E-mail: jlynn@medicaring.org
Subject Area: Palliative Care/Public
Policy/Financing

Paul Malley

President

Aging with Dignity

Tallahassee, Florida

Phone: (850) 681-2010

E-mail: p.malley@agingwithdignity.org
Subject Area: Advance Care Planning

Steve J. McPhee, M.D.

Professor of Medicine

Division of General Internal Medicine
University of California-San Francisco

San Francisco, California

Phone: (415) 476-6938

E-mail: steve_mcphee@ucsfdgim.ucsf.edu
Subject Area: Professional Education

Sylvia McSkimming, Ph.D., R.N.
Executive Director

Supportive Care of the Dying
Providence Health System

Phone: (503) 215-5053

E-mail: smcskimming@providence.org
Subject Area: Palliative Care

Diane E. Meier, M.D.

Director, Hertzberg Palliative

Care Institute

Director, Center to Advance Palliative Care
Mount Sinai School of Medicine

New York, New York

Phone: (212) 201-2675

E-mail: diane.meier@mssm.edu

Subject Area: Palliative Care

Cherry Meier, R.N., M.S.N.
Long-Term Care Manager
National Hospice Palliative Care
Organization

Austin, Texas

Phone: (512) 252-2843

E-mail: cmeier@austin.rr.com
Subject Area: Public Policy

Mary L. Meyer

Vice President, Special Projects
Partnership for Caring: America’s Voices
for the Dying

New York, New York

Phone: (800) 989-9455

E-mail: mmeyer@partnershipforcaring.org
Subject Area: Advance Care Planning

Galen Miller, Ph.D.

Executive Vice President

Patient Care Services

National Hospice and Palliative Care
Organization

Alexandria, Virginia

Phone: (703) 837-3140

E-mail: gmiller@nhpco.org

Subject Area: Palliative Care

Patricia Murphy, Ph.D., R.N., A.P.N.,
F.A.A.N.

Patient Care Services

UNDJN University Hospital

Newark, New Jersey

Phone: (973) 535-1477

E-mail: murphypa@umdnj.edu
Subject Area: Palliative Care/

Pain Management

Naomi Naierman

President and Chief Executive Officer
American Hospice Foundation
Washington, District of Columbia
Phone: (202) 223-0204

E-mail: naomi222@aol.com

Subject Area: Palliative Care

Joseph F. O’Neill, M.D., M.P.H.
Director

HIV/AIDS Bureau

Office of HIV/AIDS Policy

Washington, District of Columbia
Phone: (202) 690-5560

E-mail: joseph_f._o’neill@onap.eop.gov
Subject Area: Palliative Care (Aids)

Judith Paice, Ph.D., R.N., F.A.A.N.
Director, Cancer Pain Program
Northwestern University, Feinberg
School of Medicine

Chicago, lllinois

Phone: (312) 695-4157

E-mail: j-paice@northwestern.edu
Subject Area: Palliative Care/

Pain Management

Steve Pantilat, M.D.

Assistant Clinical Professor of Medicine
University of California-San Francisco
San Francisco, California

Phone: (415) 476-9019

E-mail: stevep@itsa.ucsf.edu

Subject Area: Professional
Education/Palliative Care

Richard Payne, M.D.

Chief

Pain & Palliative Care Service

Memorial Sloan-Kettering Cancer Center
New York, New York

Phone: (212) 639-8031

E-mail: payner@mskcc.org

Subject Area: Pain Management/Diversity
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Judy Peres

Deputy Director

Last Acts

Washington, District of Columbia
Phone: (202) 296-8071, Ext. 108
E-mail: jperes@partnershipforcaring.org
Subject Area: Public Policy/Financing

Russell Portenoy, M.D.

Chairman

Department of Pain Medicine and
Palliative Care

Beth Israel Medical Center

New York, New York

Phone: (212) 844-1505

E-mail: rportenoy@bethisraelny.org
Subject Area: Pain Management

Christina Pulchaski, M.D.

Director

George Washington Institute for
Spirituality and Health

George Washington University

Medical Center

Washington, District of Columbia
Phone: (202) 994-0971

E-mail: hcscmp@gwumc.edu

Subject Area: Palliative Care/Spirituality

Gloria Ramsey, R.N., J.D.

Director

Legal and Ethical Aspects of Practice
New York University Division of Nursing
New York, NY

Phone: (212) 998-5356

E-mail: gloria.ramsey@nyu.edu

Subject Area: Advance Care
Planning/Ethics

Anne Rhome, R.N.

Deputy Director

American Association of Colleges

of Nursing

Washington, District of Columbia
Phone: (202) 463-6930

E-mail: arhome@aacn.nche.edu
Subject Area: Professional Education

Cynda Hylton Rushton, D.N.S.C.,
R.N., F.A.A.N.

Johns Hopkins University &
Children’s Center

Baltimore, Maryland

Phone: 410-614-2223

E-mail: crushton@son.jhmi.edu
Subject Area: Palliative
Care/Pediatrics/Ethics

Charles Sabatino, J.D.

Assistant Director

Commission on Law and Aging
American Bar Association
Washington, District of Columbia
Phone: (202) 662-8686

E-mail: sabatinoc@staff.abanet.org
Subject Area: Advance Care
Planning/Public Policy

Seddon Savage, M.D.

Pain Consultant, Manchester VAMC
Dartmouth Medical School Adjunct Faculty
Bradford, New Hampshire

Phone: (603) 938-2894

E-mail: seddon.savage@dartmouth.edu
Subject Area: Pain Management

Colleen Scanlon, J.D., R.N.

Vice President, Advocacy

Catholic Health Initiatives

Denver, Colorado

Phone: (303) 312-0693

E-mail: colleenscanlon@chi-national.org
Subject Area: Palliative Care/Ethics

Andy Schneider, J.D.

Principal

Medicaid Policy, LLC
Washington, District of Columbia
Phone: (202) 393-6898

E-mail: aschneider@kff.org
Subject Area: Financing

J. Donald Schumacher, Psy.D.

President and Chief Executive Officer
National Hospice and Palliative

Care Organization

Alexandria, Virginia

Phone: (703) 837-3136

E-mail: dschumacher@nhpco.org

Subject Area: Public Policy/Palliative Care

Jack Schwartz, J.D.

Assistant Attorney General

Director, Health Policy Development
Maryland Attorney General's Office

Baltimore, Maryland

Phone: (410) 576-7035

E-mail: jschwartz@oag.state.md.us

Subject Area: Public Policy

Ken South

Rainbow Aging Consultant

Washington, District of Columbia

Phone: (202) 986-4659

E-mail: southy2@aol.com

Subject Area: Diversity (Lifestyle Choices)

Daniel Sulmasy, 0.F.M., M.D., Ph.D.
Director

Bioethics Institute

New York Medical College

New York, New York

Phone: (212) 604-8280

E-mail: daniel_sulmasy@nymc.edu
Subject Area: Ethics/Spirituality

Lizabeth H. Sumner, R.N., B.S.N.
Executive Director

San Diego Hospice Children’s Program
San Diego, California

Phone: (619) 278-6446

E-mail: Isumner@sdhospice.org
Subject Area: Palliative Care/Pediatrics

Joan Teno, M.D., M.S.

Associate Director

Center for Gerontology and Health

Care Research

Brown University

Providence, Rhode Island

Phone: (401) 863-3492

E-mail: joan_teno@brown.edu

Subject Area: Public Policy/Palliative Care

Susan W. Tolle, M.D., FACP

Director

Center for Ethics in Health Care
Oregon Health & Science University
Portland, Oregon

Phone: (503) 494-4466

E-mail: tolles@ohsu.edu

Subject Area: Palliative Care/Advance
Care Planning/Public Policy

Charles von Gunten, M.D., Ph.D.
Center for Palliative Care Studies
San Diego Hospice

San Diego, California

Phone: (619) 688-1600 x 1407
E-mail: cvongunt@sdhospice.com
Subject Area: Professional
Education/Palliative Care

Theresa Varner, M.A., M.S.W.
Director, Public Policy Institute
AARP

Washington, District of Columbia
Phone: (202) 434-3841

E-mail: tvarner@aarp.org
Subject Area: Public Policy

David E. Weissman, M.D.

Director of Palliative Care

Medical College of Wisconsin

Milwaukee, Wisconsin

Phone: (414) 805-4607

E-mail: dweissma@mail.mcw.edu

Subject Area: Palliative Care/Professional
Education
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“TO MAKE AN END IS TO MAKE A BEGINNING...
AND THE END OF ALL OUR EXPLORING WILL
BE TO ARRIVE WHERE WE STARTED AND
KNOW THE PLACE FOR THE FIRST TIME.”

T.S. ELIOT



STATE-BY-STATE COALITIONS

ALABAMA

Palliative Medicine Program
Kay Johnson, R.N., M.P.H.
Project Manager
Birmingham, Alabama
Phone: (205) 975-9815
E-mail: kayjohns@uab.edu

The Black-Belt Rural Congregational
End-of-Life Coalition

Joseph Davis

Reverend

Tuscaloosa, Alabama

Phone: (205) 349-1417

E-mail: nbcfc@bellsouth.net

Tuskegee University National Center
for Bioethics

Shearon Smith

Project Coordinator, End-of-Life
Component

Tuskegee, Alabama

Phone: (334) 724-4612

E-mail: shercsmith@mindspring.com

University of Alabama Palliative
Medicine Program

John L. Shuster, Jr., M.D.

Director

Birmingham, Alabama

Phone: (205) 975-8197

E-mail: shuster@norm.dpo.uab.edu

ARIZONA

Community Consortium for Comfort Care
Sam Downing

Prescott, Arizona

Phone: (928) 541-7864

E-mail: [down@mindspring.com

Pima County Caring Choices
Elaine Rousseau

Director of Research

Tucson, Arizona

Phone: (520) 626-5808

E-mail: rousseau@aging.arizona.edu

CALIFORNIA

Children's Care Coalition
Lori Butterworth
Executive Director
Soquel, California

Phone: (831) 477-9530
E-mail: lori@got.net

Children's Care Coalition of Los Angeles
Joyce Cannick

Coalition Leader

Los Angeles, California

Phone: (323) 644-8777

E-mail: jcannick@chla.usc.edu

Compassionate Care Alliance of the
Greater Sacramento Region

Kathy Glasmire

Associate Director

Rancho Cordova, California

Phone: (916) 851-2828

E-mail: kathy.shd@quiknet.com

Compassionate Care Alliance of
Monterey County

Victoria Nelson

Project Manager

Pebble Beach, California

Phone: (831) 655-9502

E-mail: vcnelson@earthlink.net

Continuing Care Services
Judy Citko, J.D.

Vice President
Sacramento, California
Phone: (916) 552-7573
E-mail: jcitko@calhealth.org

End-of-Life Care Alliance of
Sonoma County

Susan Keller

Facilitator

Santa Rosa, California
Phone: (707) 539-2364
E-mail: network@pacific.net

End-of-Life Coalition, Contra
Costa County

Andrea Campos

Vice President

Concord, California

Phone: (925) 609-1849

E-mail: acampos@hospicecc.org

Hemet End-of-Life Coalition
Dee-Ann Herold

Assistant Director of Nursing
Hemet, California

Phone: (909) 492-2851
E-mail: herolddann@aol.com

Kern Coalition for Life Choices
Catherine Hyland

Chairman

Bakersfield, California

Phone: (661) 632-5145

E-mail: chyland@mcskc.com

Laguna Honda Hospital
Terry Hill, M.D.
Co-Principal Investigator
San Francisco, California
Phone (415) 759-2389
E-mail: thillmd@pacbell.net

Mendocino Coalition for End-of-Life Care
Judith Redwing Keyssar, R.N.

Albion, California

Phone: (707) 937-3334

E-mail: redwing@mcn.org

Partners for Palliative Care and
End-of-Life Healing

Mary Leste

Executive Director

Moorpark, California

Phone: (805) 517-1620

E-mail: ticmleste@aol.com

Partners In Care

Cheryl Purgett

Project Manager

Placerville, California

Phone: (530) 344-0700

E-mail: cpurgett@snowlinehospice.org

QueensCare Health and Faith Partnership
Susan Fuentes

Vice President

Los Angeles, California

Phone: (323) 644-6180

E-mail: ghfp@queenscare.org

Riverside County Coalition for
Compassionate End-of-Life Care

Bette Meins

Director of Patient Services

Sun City, California

Phone: (909) 672-1666

E-mail: bmeins@hospiceofthevalleys.org

Sacramento Health Care Decisions
Marge Ginsburg

Executive Director

Rancho Cordova, California

Phone: (916) 851-2828

E-mail: marge.shd@quiknet.com

San Francisco Bay Area Network for
End-of-Life Care

Jeanne Krafft

Chairperson

San Rafael, California

Phone: (877) 436-5638

E-mail: eolnet@hotmail.com

Santa Clarita Valley End-of-Life Coalition
Tina Eisenman

Chairperson

Canyon Country, California

Phone: (661) 252-2632

E-mail: eisenurse@E-mail.com

Santa Cruz County End-of-Life Coalition
Salima Cobb

Aptos, California

Phone: (831) 688-1684

E-mail: hospicesc@aol.com

San Diego County Coalition for Improved
End-of-Life

Linda Stratton

Membership/Outreach Coordinator

San Diego, California

Phone: (619) 278-6472

E-mail: Istratton@sdhospice.org
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San Fernando End-of-Life Community
Anita Miller

Facilitator

Valley Village, California

Phone: (818) 508-7192

E-mail: anita@mkarasov-elderlaw.com

COLORADO

Grand Junction End-of-Life Coalition
Kerri Mosinski

Director of Palliative Care

Grand Junction, Colorado

Phone: (970) 257-2380

E-mail: kmosinski@gvhospice.com

West End Uncompahgre Palliative
Network

Julie Noetzelman

Executive Director

Nucla, Colorado

Phone: (970) 864-2245

E-mail: famlink21@ahinet.com

CONNECTICUT

Connecticut Coalition to Improve
End-of-Life Care

Karen Weingrod

Director

Meriden, Connecticut

Phone: (203) 237-4556

E-mail: kweingrod@canpfa.org

University of Connecticut School

of Medicine

James Duffy, M.D.

Principal Investigator/Associate Professor
Hartford, Connecticut

Phone: (860) 545-2629

E-mail: jduffy@harthosp.org

DELAWARE

Delaware End-of-Life Coalition
Susan Lloyd

Executive Director

Wilmington, Delaware

Phone: (302) 478-5707

E-mail: slloyd@delawarehospice.org

DISTRICT OF COLUMBIA

D. C. Partnership to Improve
End-of-Life Care

Joan Panke, M.A., A.P.R.N.
Executive Director

Washington, District of Columbia
Phone: (202) 289-6231

E-mail: jpanke@dcha.org

District of Columbia Hospital Association
Joan Lewis

Project Director, Senior Vice President
Washington, District of Columbia

Phone: (202) 682-1581

E-mail: jlewis@dcha.org

FLORIDA

Brevard County Coalition for Advanced
lliness Care

Charlie Antoni

Coalition Coordinator

Satellite, Florida

Phone: (321) 253-2222

E-mail: cantoni@cfl.rr.com

Central Florida Partnership to Improve
End-of-Life Care

Sherry Blank

Director of Public Relations

Almonte Springs, Florida

Phone: (407) 682-0808

E-mail: hotcmrkting@aol.com

Charlotte End-of-Life Coalition
Samuel Woodham

Port Charlotte, Florida

Phone: (941) 625-2437
E-mail: chandirector@cs.com

Citrus County Coalition for

End-of-Life Care

Jean West

Community Resource Specialist
Lecanto, Florida

Phone: (352) 527-2020

E-mail: jwest@hospiceofcitruscounty.org

Florida Partnership for End-of-Life Care
Sue Homant

Tallahassee, Florida

Phone: (850) 878-2632

E-mail: flpartners@nettally.com

Gainesville End-of-Life Coalition
Nancy Dohn

Gainesville, Florida

Phone: (352) 379-6276

E-mail: nedohn@hospicecares.org

H.O.P.E. of Lee County, Inc.

Samira Beckwith, C.H.E., A.C.S.W.,
L.C.S.W.

President and Chief Executive Officer
Ft. Myers, Florida

Phone: (941) 489-9140

E-mail: samibeck@aol.com

Hospice of Southwest Florida
Cathy Emmett

Education Liason

Bradenton, Florida

Phone: (941) 739-8930
E-mail: cathy@coastalweb.net

Hospice of the Florida Suncoast

Kathy Brandt, M.S.

Director, Rallying Points Resource Center
Largo, Florida

Vero Beach, Florida

Phone: (727) 523-2410

E-mail: kathybrandt@thehospice.org

Indian River/Vero Beach
Counties Coalition
Karen Lampert-Riley
Physician Liaison

Phone: (561) 978-5560
E-mail: karenl@irmh.com

Lake/Sumter End-of-Life Coalition
Roger Beyers

President

Tavares, Florida

Phone: (352) 343-1341

E-mail: Inansen@hospicels.com

Manatee End-of-Life Coalition
Linda Rehder

Patient/Family Care Administrator
Bradenton, Florida

Phone: (941) 739-8930

E-mail: Irehder@hospice-swf.org

Martin/St.Lucie/Okeechobee
Counties Coalition

Marguerite Shevak

Director of Community Relations
Port St. Lucie, Florida

Phone: (772) 335-7862

E-mail: mshevak@hospicemsl.org

Pinellas Partnership for End-of-Life Care
Mike Bell

Vice President, Development/
Community Outreach

Largo, Florida

Phone: (727) 588-2722

E-mail: mikebell@thehospice.org

Post Script for Life

Marie Danser

Community Relations Director
Arbundale, Florida

Phone: (863) 297-1880

E-mail: marie.danser@gshospice.org

Southwest Florida Coalition
Barbara Kruse

Treasurer and Secretary
Fort Myers, Florida

Phone: (239) 590-7516
E-mail: bkruse@fgcu.edu

Suncoast Children's Care Coalition
Stacy Orloff

Coalition Leader

Clearwater, Florida

Phone: (727) 588-2786

E-mail: stacyorloff@thehospice.org

The Coalition for Hospice, Palliative
Care, and End-of-Life Studies
Ronald Schonwetter

Coalition Leader

Tampa, Florida

Phone: (813) 974-9128

E-mail: rschonwe@hsc.usf.edu

Volusia/Flagler Partnership for End-of-
Life Care: Life’s Journey

JoAnne King

Port Orange, Florida

Phone: (386) 322-4701

E-mail: joanne.king@halifax.org
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GEORGIA

Georgia Health Policy Center
Glenn M. Landers, M.B.A., M.H.A.
Senior Research Associate
Atlanta, Georgia

Phone: 404-463-9562

E-mail: glanders@gsu.edu

HAWAII

Executive Office on Aging

Joanna Crocker, Ph.D.

Project Coordinator

Honolulu, Hawaii

Phone: (808) 586-7285

E-mail: jcrocke@mail.health.state.hi.us

IDAHO

Palouse Hospice Coalition
Dave Potter

Moscow, ldaho

Phone: (208) 883-6423
E-mail: 3d@turbonet.com

ILLINOIS

Chicago End-of-Life Care Coalition

Julie Goldstein, M.D.

Chief, Clincal Ethics and Faulty Attending
Chicago, lllinois

Phone: (773) 296-7247

E-mail: info@cecc.info

Illinois Coalition for Improving
End-of-Life Care

Mickey Stanley

Executive Director

Alton, lllinois

Phone: (618) 275-4336

E-mail: stanley@shawneelink.com

Partners for Improved End-of-Life
Betty McKillip

Crystal Lake, lllinois

Phone: (815) 455-1024

E-mail: beke10057@yahoo.com

INDIANA

Indiana Communities Coalition for Quality
End-of-Life Care

Leslie Bever

Kokomo, Indiana

Phone: (765) 452-2333

E-mail: gahleslie@insightbb.com

Richmond Coalition
Lavona Bane

Richmond, Indiana
Phone: (765) 962-2131
E-mail: ladubane@aol.com

IOWA

Chariton End-of-Life Coalition
Allen Anderson

Business Manager

Chariton, IA 50049-1801
Phone: (641) 774-4090
E-mail: rhcanurse@lucasco.net

Davenport End-of-Life Coalition
Linda Stewart

Davenport, lowa

Phone: (563) 421-7002

E-mail: stewart@genesishealth.com

End-of-Life Care Coalition of Central lowa
Bill Havekost

Chief Executive Officer

West Des Moines, lowa

Phone: (515) 274-3400

E-mail:
bhavekost@hospiceofcentraliowa.org

End-of-Life Care Team

Margreet Ryan

Dubuque, lowa

Phone: (563) 582-1220

E-mail: hospiceofdubuque@tds.net

Hampton End-of-Life Coalition
Patti Cutler

Hampton, lowa

Phone: (641) 456-2000

E-mail: cutlerp@mercyhealth.com

Institute for Quality Health care
Tanya Uden-Holman, M.A., Ph.D.
Assistant Professor

lowa City, lowa

Phone: (319) 335-8708

E-mail: tanya-uden-holman@uiowa.edu

Mason City End-of-Life Coalition
Frances Hoffman

Executive Director

Mason City, lowa

Phone: (641) 422-6211

E-mail: hoffmanf@mercyhealth.com

Newell End-of-Life Coalition
Judy Doyel

Director

Newell, lowa

Phone: (712) 288-5826
E-mail: hmicare@ncn.net

Poweshiek County End-of-Life Coalition
Suzanne Cooner

Vice President of Operations

Grinnell, lowa

Phone: (641) 236-2303

E-mail: scoone@grmedical.com

Improving End-of-Life Care in lowa
Douglas Wakefield, M.O.T, M.A., Ph.D.
lowa City, lowa

Phone: (319) 335-9822

E-mail: douglas-wakefield@uiowa.edu

Washington End-of-Life Coalition
Rev. Ron McMenamin
Washington, lowa

Phone: (319) 653-6588

E-mail: upchurch@lisco.com

KANSAS

Barton County Area Caring
Communities Project

Donita Wolf

Coalition Leader

Great Bend, Kansas

Phone: (620) 786-6595

E-mail: donitawolf@catholichealth.net

Caring Community of Harvey County
Robert Carlton

Executive Director

Newton, Kansas

Phone: (316) 283-8220

E-mail: robertc@centralhh.org

Caring Communities of Liberal, Kansas
Linda Miller

Liberal, Kansas

Phone: (620) 629-6339

E-mail: Imilleril@pld.com

Caring Community of Phillips County
Sandy Kuhlman

Executive Director

Phillipsburg, Kansas

Phone: (785) 543-2900

E-mail: hospice@ruraltel.net

Clay Center Caring Communities Council
Kay Lohmiller

Social Work Coordinator

Clay Center, Kansas

Phone: (785) 632-2225

E-mail: mhospice@kansas.net

Dodge City Kansas Caring Community
Julie Pinkerton

Clinical Coordinator

Dodge City, Kansas

Phone: (620) 227-7209

E-mail: juliepinkerton@sbcgobal.net

Emporia Caring Community
Vicki Fell

Program Director

Emporia, Kansas

Phone: (620) 340-6177
E-mail: vsfell@newmanrh.org

Hays Caring Community
Wanda Koerner

Coalition Leader

Hays, Kansas

Phone: (785) 623-6200

E-mail: wkoerner@haysmed.com

Jackson County Caring Community
Esther Ideker

Volunteer Coordinator

Holton, Kansas

Phone: (785) 364-2116

E-mail: ethompson@holtonks.net
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Lawrence Caring Community Council
Emily Taylor

Chairperson

Lawrence, Kansas

Phone: (785) 841-1816

E-mail: metaylor@webtv.net

LIFE Project Foundation
Stacie Ogborn

Project Manager

Wichita, Kansas

Phone: (316) 263-6380
E-mail: stacie@lifeproject.org

Manhattan Caring Community

Vera Hintz

Chief Executive Officer

Manhattan, Kansas

Phone: (785) 537-0688

E-mail: ceo@homecareandhospice.org

Oskaloosa, Kansas End-of-Life Coalition
DeAnn Behring, M.S.W.

Volunteer Coordinator

Oskaloosa, Kansas

Phone: (785) 863-2447

E-mail: jchd@ruralnetl.com

Pratt Caring Community
Sharon Will

Development Director

Pratt, Kansas

Phone: (620) 672-7553
E-mail: swhospice@pratt.net

Salina Caring Communities Council
Kim Fair

Program Director

Salina, Kansas

Phone: (785) 825-1717

E-mail: kim.fair@salhelp.org

Shawnee Mission Caring Community
Steven Jeffers

Director, Institute for Spirituality Health
Shawnee Mission, Kansas

Phone: (913) 676-8104

E-mail: stevej@planetkc.com

Washington County End-of-Life Coalition
Christine Buchanan

Caregiver and Hospice Volunteer
Washington, Kansas

Phone: (785) 325-2343

E-mail: buchanans@washingtonks.net

Wichita Living Initiatives for End-of-Life
Care (LIFE)

Karen Everhart

Program Director

Wichita, Kansas

Phone: (316) 267-6244

E-mail: karene@1stumc-wichita.org

KENTUCKY

Program for Advanced Chronic lliness
and End-of-Life Care

Jennifer Scharfenberger, M.P.A.
Director

Louisville, Kentucky

Phone: (502) 592-4551

E-mail: jaschaO6@gwise.louisville.edu

LOUISIANA

Central Louisiana Health Care
Ethics Coalition

Sharon Moore

Coordinator, RRMC

Alexandria, Louisiana

Phone: (318) 473-3232

E-mail:
Sharon.Moore@HCAHealthcare.com

MAINE

Before | Die - Central Maine Coalition
Pam Brown, R.N.

Waterville, Maine

Phone: (207) 873-1127

E-mail: pamela.brown@healthreach.org

Maine Consortium for Palliative Care
and Hospice

Kandyce Powell

Executive Director

Augusta, Maine

Phone: (207) 626-0651

E-mail: kpowell@mainehospicecouncil.org

Mid-Coast Maine Coalition on Death,
Dying, and Bereavement

Marie Badger

Executive Director

Brunswick, Maine

Phone: (207) 729-3602

E-mail: hospvols@blazenetme.net

The Jason Program

Kate Eastman

Executive Director

Saco, Maine

Phone: (207) 294-8255

E-mail: keastman@maine.rr.com

York County Coalition for Dialogue
on Dying

Carol M. Schoneberg

Director of End-of-Life Care

Saco, Maine

Phone: (207) 282-4566

E-mail: cschoneberg@vnshome.org

MARYLAND

Washington County CARES
Dawn Johns

Hagerstown, Maryland
Phone: (301) 791-6360
E-mail: hospice@intrepid.net

MASSACHUSETTS

Central Massachusetts Partnership to
Improve Care at the End-of-Life
Christine McCluskey

Coalition Leader

Worchester, Massachusetts

Phone: (508) 751-6969

E-mail: cmccluskey@vnacarenetwork.org

Life Care Conversations of
Martha’s Vineyard
Catherine Brennan

Oak Bluffs, Massachusetts
Phone: (508) 693-0189
E-mail: hospice@vineyard.net

Massachusetts Commission on
End-of-Life Care

Peg Metzger

Executive Director

Wellesley, Massachusetts
Phone: (781) 237-2067

E-mail: pegmetzger@aol.com

Massachusetts Compassionate
Care Coalition

Carol Wogrin

Executive Director

Newton Center, Massachusetts
Phone: (617) 964-1196

E-mail: cwogrin@mountida.edu

Palliative Care Coalition of the
Merrimack Valley

Joanne Nowak, M.D.

Andover, Massachusetts
Phone: (978) 458-4689

E-mail: jpnwk@attbi.com

Western Massachusetts Partnership to
Improve End-of-Life Care

Susannah Crolius

Leader

South Deerfield, Massachusetts

Phone: (413) 665-8856

E-mail: scrolius@aol.com

MICHIGAN

Michigan Partnership for the
Advancement of End-of-Life Care
Penny Murphy

Project Director

Lansing, Michigan

Phone: (517) 886-6667

E-mail: penhospice@aol.com

Michigan State University Cancer Center
Karen Ogle, M.D.

Co-Principal Investigator, Professor

East Lansing, Michigan

Phone: (517) 353-0772 x449

E-mail: karen.ogle@ht.msu.edu

Muskegon End-of-Life Coalition
Yvonne Atwood

Director of Clinical Education
Muskegon, Michigan

Phone: (231) 724-3500

E-mail: atwoodljy@earthlink.net

MINNESOTA

Duluth End-of-Life Coalition
Ben Wolfe

Program Director

Duluth, Minnesota

Phone: (218) 786-4402
E-mail: bwolfe@d.umn.edu
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End-of-Life Community Coalition
Ellie Hands

Convenor

St. Paul, Minnesota

Phone: (651) 659-0423

E-mail: ellie@hospicemn.org

Otter Tail County End-of-Life Coalition
Lyle Hoxtell

Coordinator on Aging

Fergus Falls, Minnesota

Phone: (218) 739-2528

E-mail: Ihoxtell@co.otter-tail.mn.us

MISSOURI

Community Alliance for Compassionate
Care at the End-of-Life

Michelle Elliott

Public Relations/Media Coordinator
Springfield, Missouri

Phone: (417) 865-4501

E-mail: melliot@missouriendoflife.org

Community-State Partnerships to
Improve End-of-Life Care

Carolen Collins

Communications Officer

Kansas City, Missouri

Phone: (816) 842-7110

E-mail: ccollins@midbio.org

Gateway End-of-Life Coalition

Erin Feldmann

Chairperson

St. Louis, Missouri

Phone: (314) 721-9191

E-mail: efeldmann@stlo.smhs.com

Long Term Care Ethics Consortium of
Kansas City

Randall Stuber

Director

Kansas City, Missouri

Phone: (816) 753-4474

E-mail: rstuber@seniorlink.org

Missouri End-of-Life Coalition
Jan Schupp

Columbia, Missouri

Phone: (573) 882-0997
E-mail: jgschuppl@aol.com

St. Joseph End-of-Life Coalition
Sally Schwab

Team Leader

St. Joseph, Missouri

Phone: (816) 271-6040

E-mail: sally.schwab@mail.heartland-
health.com

MONTANA

Caring Circles

Bonnie Lee

Family Caregiver
Missoula, Montana
Phone: (406) 728-1837
E-mail: trbklee@bigsky.net

Helena Life Transition Network
Karen Nelson

CHPN, Board Member

Helena, Montana

Phone: (406) 449-1767

E-mail: helenalifetransition@msn.com

Life Care Network

Shelly Rummel

Coalition Leader

Plains, Montana

Phone: (406) 826-3206
E-mail: pIn3206@blackfoot.net

Life’s End Institute: Missoula
Demonstration Project
Barbara Spring

Program Planner

Missoula, Montana

Phone: (888) 728-1613
E-mail: bkspring@lifes-end.org

NEBRASKA

Franciscan Care Services
End-of-Life Coalition

Phyliss K. Heimann
Education Manager

West Point, Nebraska
Phone: (402) 372-2404
E-mail: pheimann@fcswp.org

Grand Island Coalition for
End-of-Life Care

Jennifer Eurek

Grand Island, Nebraska
Phone: (308) 398-5485
E-mail: jeurek@sfmc-gi.org

Nebraska Coalition for
Compassionate Care

Greg Schleppenbach
Operations Director

Lincoln, Nebraska

Phone: (402) 477-0204
E-mail: gregschlepp@alltel.net

NEVADA

Nevada Center for Ethics & Health Policy
Pam Dalinis

Assistant Director

Las Vegas, Nevada

Phone: (702) 658-6418

E-mail: dalinisp@anv.net

Nevada Center for Ethics and
Health Policy

Noel Tiano, Th.D.

Executive Director

Reno, Nevada

Phone: (775) 327-2309
E-mail: noel@unr.edu

University of Nevada

Barbara Thornton

Co-Principal Investigator
Reno, Nevada

Phone: (775) 784-4041 x 249
E-mail: thornton@unr.edu

NEW HAMPSHIRE

Foundation for Healthy Communities
Shawn LaFrance, M.S., M.P.H.

Vice President

Concord, New Hampshire

Phone: (603) 225-0900

E-mail: slafrance@nhha.org

NEW JERSEY

Facing Death Together
Lisa Green

Assistant Director

Summit, New Jersey
Phone: (973) 763-8312
E-mail: lisagreen2@aol.com

New Jersey Health Decisions
Gary Stein, J.D., M.S.W.
Executive Director

Verona, New Jersey

Phone: (973) 857-5552
E-mail: healthdec@aol.com

NEW YORK

All Inclusive Care of Children Coalition
Michele Tryon

CompassionNet Health Manager

Utica, New York

Phone: (315) 731-9629

E-mail: mtryon@bcbsuw.com

Finger Lakes End-of-Life Coaltion
Jeanne Chirico

Rochester, New York

Phone: (585) 214-1219

E-mail: jeanne.chirico@excellus.com

Hospice Alliance of Downstate New York
Mary Cooke

Hospice Director

New York, New York

Phone: (212) 995-6213

E-mail: mcooke@cabrininy.org

Long Island/Queens Coalition in
End-of-Life Care

Laura Hummel

Director of Planning

Westbury, New York

Phone: (516) 832-2520

E-mail: lhummel@hospicecarenetwork.org

Westchester, NY End-of-Life Coalition
Christina Staudt

Chairperson

Bronxville, New York

Phone: (914) 337-3968

E-mail: christinastaudt@aol.com

NORTH CAROLINA

Caldwell Partnership for End-of-Life Care
DeAnna Chester

Community Resources Coordinator
Lenoir, North Carolina

Phone: (828) 754-0101

E-mail: dcchester@caldwellhospice.org
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Catawba Valley Partnership for
End-of-Life Care

Julie Packer

Director of Program Development
Newton, North Carolina

Phone: (828) 466-0466

E-mail: jpackerhcv@charter.net

Circle of Care

Diane McLaughlin

Director, Counseling & Education Center
Greensboro, North Carolina

Phone: (336) 621-5565

E-mail: dmclaughlin@hospicegso.org

Community Ethics Education Task Force
Patti Ellis McMurray

Leader

Shelby, North Carolina

Phone: (704) 487-4677

E-mail: pattialive@yahoo.com

Community Partnership for
End-of-Life Care

Dee Leahman

Director

Winston-Salem, North Carolina
Phone: (336) 768-3972

E-mail:
dee.leahman@hospicecarecenter.org

Cumberland End-of-Life Care Coalition
Tiffany Vedvick

Volunteer Coordinator

Fayetteville, North Carolina

Phone: (910) 323-9816

E-mail: tvedvick@communityhch.com

Dare County Coalition for End-of-Life Care

Ellie Ward

Supervisor

Manteo, North Carolina
Phone: (252) 473-1778
E-mail: elliew@co.dare.nc.us

End-of-Life Care Coalition of Western
North Carolina

Lynn Pace

Community Outreach Coordinator
Asheville, North Carolina

Phone: (828) 255-0231

E-mail: lynnpace@carepartners.org

End-of-Life Coalition of Eastern Carolina
Alison Pierce

Supervisor, Social Service Counseling
Ahoskie, North Carolina

Phone: (252) 332-3392

E-mail: apierce@uhseast.com

End-of-Life EduCare Program
Ellen Cameron

Wilmington, North Carolina
Phone: (910) 772-5456

E-mail: ellen.cameron@nhrmc.org

Gaston County End-of-Life Coalition
Leona Bucci

Executive Director

Gastonia, North Carolina

Phone: (704) 861-8405

E-mail: buccil@carolina.rr.com

Life Care Decisions Coalition Serving
Anson and Union Counties

Elizabeth Stapleton

Life Care Decisions Coalition Leader
Monroe, North Carolina

Phone: (704) 292-2120

E-mail: estapleton@houc.org

Mecklenburg County End-of-Life Coalition
Larry Dawalt, M.Div.

Director of Community Outreach
Charlotte, North Carolina

Phone: (704) 335-4327

E-mail: dawaltl@hospiceatcharlotte.com

Northeastern NC Partnership for
End-of-Life Care

Ginger Parrish

Director

Elizabeth City, North Carolina
Phone: (800) 478-0477

E-mail: gsp@ppcc.dst.nc.us

Partners for Progress in End-of-Life Care
Ginny Ward

Coalition Leader

Burlington, North Carolina

Phone: (336) 227-4697

E-mail: vward1@traid.rr.com

Project Compassion

James Brooks

Executive Director

Chapel Hill, North Carolina

Phone: (919) 402-1844

E-mail: james@project-compassion.org

Randolph County Coalition for
End-of-Life Care

Tim Pheagan

Chaplain

Asheboro, North Carolina

Phone: (336) 672-9300

E-mail: timothyp@centerofliving.org

Rowan Regional End-of-Life Coaltion
Audrey Belk

Executive Director

Salisbury, North Carolina

Phone: (704) 637-7645

E-mail: ablek@rowan.org

Rutherford County End-of-Life
Care Coalition

Lisa Duncan

Director of Family Services
Forest City, North Carolina
Phone: (828) 245-1133
E-mail: Iduncan@blueridge.net

The Carolinas Center for Hospice and
End-of-Life Care

Gwynn Sullivan, R.N., M.S.N.

Director of North Carolina

Community Outreach

Cary, North Carolina

Phone: (919) 677-4117

E-mail:
gsullivan@carolinasendoflifecare.org

Wilson County Coalition for
End-of-Life Care

Joyce Wolfe

Volunteer Coordinator

Wilson, North Carolina

Phone: (252) 399-8924
E-mail: joyce.wolfe@wilmed.org

NORTH DAKOTA

North Dakota Medical Association
Bruce Levi, J.D.

Project Director/Director of Legal Affairs
Bismarck, North Dakota

Phone: (701) 223-9475

E-mail: blevi@ndmed.com

OHIO

Cincinnati Community Advisory Group
Mary E. Davidson

Program Director

Cincinnati, Ohio

Phone: (513) 603-8950

E-mail: madavidson@health-partners.org

Hospice Alliance of Ohio
Amy Kemper

Coalition Leader

Xenia, Ohio

Phone: (937) 374-0733
E-mail: akemper@erinet.com

Toledo End-of-Life Coalition

Judy Seibenick

Director of Early Learning and Outreach
Perrysburg, Ohio

Phone: (419) 661-4001

E-mail: judyseibenick@hospicenwo.org

OKLAHOMA

Oklahoma Alliance for Better Care
of the Dying

Linda Edmondson, L.C.S.W.
Oklahoma City, Oklahoma

Phone: (405) 236-2280

Email: lleokc@aol.com

Oklahoma Association for
Healthcare Ethics
Annette Murphy, Ph.D.
Executive Director
Oklahoma City, Oklahoma
Phone: (405) 236-2280
Email: oahe@swbell.net

OREGON

Coalition for Quality End-of-Life Care
Sharon Strohecker

Executive Director

Bend, Oregon

Phone: (541) 383-3910

E-mail: sstrohecker@empnet.com
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End-of-Life Coalition of Roseburg, Oregon
Dianna Fraser, R.N., O.C.N.

Roseburg, Oregon

Phone: (541) 673-2267

E-mail: nurse@cccroseburg.org

Oregon Palliative Care Foundation
Jennifer Wagner

Executive Director

Eugene, Oregon

Phone: (541) 345-7300

E-mail: admin@painsociety.com

Pain Society of Oregon
Jennifer Wagner

Executive Director

Eugene, Oregon

Phone: (541) 345-7300
E-mail: admin@painsociety.com

Partners to Improve End-of-Life Care
Tasha Beauchamp
Secretary/Treasurer

Eugene, Oregon

Phone: (541) 915-9907

E-mail: tasha@letscollaborate.us

Providence Seaside End-of-Life Coalition
Sister Jeri Renner

Director, Mission, Ethics, Spritual Care
Seaside, Oregon

Phone: (503) 717-7721

E-mail: jrenner@providence.org

Supportive Care of the Dying: A Coalition
for Compassionate Care

Sylvia A. McSkimming

Executive Director

Portland, Oregon

Phone: (503) 215-5053

E-mail: sylvia.mcskimming@providence.org

PENNSYLVANIA

Caring Community

Brian Duke

Co-Chair

Philadelphia, Pennsylvania
Phone: (215) 351-0540
E-mail: bduke@whyy.org

End-of-Life Coalition of the Greater
Lehigh Valley

Jeanne Vogt

Coalition Leader

Allentown, Pennsylvania

Phone: (877) 479-8547

E-mail: vogtj@diakon.org

End-of-Life Partnership of Western
Pennsylvania

Roy Meyers

Administrator

Bradfordwoods, Pennsylvania
Phone: (412) 377-5821

E-mail: roy_m_20906@yahoo.com

RHODE ISLAND

Center for Gerontology and Research
Joan Teno, M.D., M.S.

Associate Professor of Community Health
Providence, Rhode Island

Phone: (401) 863-9630

E-mail: joan_teno@brown.edu

Rhode Island Partnership to Improve
End-of-Life Care

Mary Cimini

Executive Director

Providence, Rhode Island

Phone: (401) 521-7930

E-mail: aging2000@conversent.net

SOUTH CAROLINA

CARE (Care About Respecting End-of-
Life) Coalition of York, Chester, and
Lancaster Counties

Virginia White

Director of Family Services

Rock Hill, South Carolina

Phone: (803) 329-4663

E-mail: ginnie@hospicecommunitycare.org

Greater Greenville End-of-Life Coalition
Anne Teasley

Interim Hospice Development Director
Greenville, South Carolina

Phone: (864) 627-7014

E-mail: anna.teasley@homenursing.com

Lancaster End-of-Life Coalition
Beth Branham

Medical Social Worker

Lancaster, South Carolina

Phone: (803) 416-8391

E-mail: bethbran1973@yahoo.com

Sumter Coalition for End-of-Life Care
Betty Harvey

Director

Sumter, South Carolina

Phone: (803) 938-3778

E-mail: bettyh@uscsumter.edu

The Carolinas Center for Hospice and
End-of-Life Care

Judi Neubecker

Director, South Carolina

Community Outreach

West Columbia, South Carolina
Phone: (803) 791-4220

E-mail: jneubecker@carolinasendoflife-
care.org

Tri-County End-of-Life Coalition

Carol Willis

Director, Family Support Services
Charleston, South Carolina

Phone: (843) 529-3100

E-mail: cwillis@hospiceofcharleston.org

Upstate End-of-Life Coalition
Debbie Ham, R.N.

Anderson, South Carolina

Phone: (864) 224-3358

E-mail: debbieh@hospicehouse.net

TENNESSEE

Knoxville End-of-Life Partnership
Norma Lindsey

Knoxville, Tennessee

Phone: (865) 545-7166

E-mail: nlindsey@stmaryshealth.com

Tennesseans End-of-Life Partners
Norma Lindsey

Knoxville, Tennessee

Phone: (865) 545-7166

E-mail: nlindsey@stmaryshealth.com

TEXAS

Alamo Area Partnership for End-of-Life
Care (AADEC)

Russell Gainer

San Antonio, Texas

Phone: (210) 733-1212

E-mail: russellg65@msn.com

Capital Area Partnership for
End-of-Life Care

Leigh Fredholm

Leader

Austin, Texas

Phone: (512) 342-4725

E-mail: Ifredholm@hospiceaustin.org

Central Texas Partnership for
End-of-Life Care

Darla Beaty

Co-Chair

Temple, Texas

Phone: (254) 771-8660
E-mail: dbeaty@kdhosp.org

Gulf Coast Partnership for End-of-Life
Care (GCPEC)

Terri Petrucci-Coley

Houston, Texas

Phone: (713) 524-4840

Email: tpetrucci-coley@msn.com

Houston Center for Palliative Care
Jim Monahan, M.Ed.

Executive Director

Phone: (713) 467 9600

Email: jmonahan@houstonhospice.org

Life Cross Roads Partnership
Jan Banta

Chief Executive Officer
Wichita Falls, Texas

Phone: (940) 691-0982
E-mail: janb@hospiceofwf.org

Permian Basin Partnership for
End-of-Life Care

Vicki Jay

Community Education Director
Midland, Texas

Phone: (915) 682-2855
E-mail: teachvj@aol.com

Tarrant Area Partnership for
End-of-Life Care

David Cardona

Fort Worth, Texas

Phone: (817) 451-1401
E-mail: frdavid@hotmail.com

SECTION 4: RESOURCES PAGE 87



Texas Partnership for End-of-Life Care
Suze Miller

Executive Director

Austin, Texas

Phone: (512) 453-9600

E-mail: smiller@txpec.org

Tri-County Coalition
Kathy Coulehan
Coordinator

New Braunfels, Texas
Phone: (830) 609-5666
E-mail: kcoul@lycos.com

UTAH

Healthinsight

Maureen Henry

Co-Project Manager

Salt Lake City, Utah

Phone: (801) 892-0155

E-mail: maureen.henry@healthinsight.org

LDS Hospital

Jay Jacobson, M.D., F.A.C.P.
Project Director/Professor of
Internal Medicine

Salt Lake City, Utah

Phone: (801) 408-1135
E-mail: Idjacob@ihc.com

VERMONT

Vermont Pediatric Palliative Care Project
Keven Erikson

Associate Director

Colchester, Vermont

Phone: (802) 860-4420

E-mail: eriksenk@vna-vermont.org

VIRGINIA

Central Virginia Coalition for Quality
End-of-Life Care

Jacquelyn Pogue

Leader

Richmond, Virginia

Phone: (804) 784-2626

E-mail: siriusoul@aol.com

Central Virginia Palliative Care Initiative
Cindy Westley

Clinician

Charlottesville, Virginia

Phone: (434) 243-2832

E-mail: cjw2s@virginia.edu

Greater Williamsburg On Our Own
Terms Coalition

Carol Wilson

Senior Services Director
Williamsburg, Virginia

Phone: (757) 259-8386

E-mail:
cwilson@williamsburgcommunity.com

Hampton Roads of Virginia Coalition
Julia West

Ethics Program Coordinator

Norfolk, Virginia

Phone: (757) 668-4263

E-mail: jmwest@sentara.com

Newport News End-of-Life Coalition
H. Doug Watson

Director of Pastoral Care

Newport News, Virginia

Phone: (757) 594-2273

E-mail: doug.watson@rivhs.com

Roanoke Valley End-of-Life

Care Partnership

Sue Moore

Chairperson

Roanoke, Virginia

Phone: (540) 776-0198

E-mail:
smoore@goodsamaritanhospice.org

WASHINGTON

Honor My Wishes

Nancy Merrill

Program Coordinator

Enumclaw, Washington

Phone: (360) 802-5031

E-mail: nmerrill@franciscan-mg.org

Skagit End of Life Counsel

Kevin Tighe

Chairman

Mt. Vernon, Washington

Phone: (360) 416-5702

E-mail: ddelong@affiliatedhealth.org

Washington State End-of-Life
Consensus Coalition

Graham Short
Communications Coordinator
Seattle, Washington

Phone: (206) 441-1976
E-mail: gfs@wsma.org

Whatcom End-of-Life Council
Sharmon Hendrickson
Bellingham, Washington

Phone: (360) 756-6895

E-mail: sharmonrn@earthlink.net

WEST VIRGINIA

Center for Health Ethics and Law
Angela DeManelis, M.P.A.

Project Manager/Associate Director
Morgantown, West Virginia

Phone: (304) 293-0662

E-mail: ademanelis@hsc.wvu.edu

WISCONSIN

Advocates for Palliative and
Compassionate Care in
Southwest Wisconsin

Claire Holland

Leader

Dodgeville, Wisconsin

Phone: (608) 930-7200
E-mail: vcnelson@earthlink.net

Baraboo-Dells Area End-of-Life Coalition
William Beers

Coalition Team Leader

Baraboo, Wisconsin

Phone: (608) 356-1511

E-mail: william_beers@ssmhc.com

Community Coalition for Life Planning
Judy Bessac

Director of Social Services

Viroqua, Wisconsin

Phone: (608) 637-6341

E-mail: joessac@bethelhome.org

Community Coalition on Compassionate
Care of the Dying in Manitowoc County
Ginger Schwarz, R.N.

Educator

Manitowoc, Wisconsin

Phone: (920) 686-8619

E-mail: gschwarz@hfmhealth.org

Dane County End-of-Life Coalition

Todd McVey

Community Relations Director

Madison, Wisconsin

Phone: (608) 327-7192

E-mail: todd.mcvey@hospicecareinc.com

End-of-Life Coalition of the

Marshfield Area

Sue Wilford

Hospice Manager

Marshfield, Wisconsin

Phone: (715) 387-7052

E-mail: wilfords@ministryhomecare.org

Fox Valley Coalition for End-of-Life Care
Peg McEwen

Co-Chair

Appleton, Wisconsin

Phone: (920) 628-4004

E-mail: peg.mcewen@thrivent.com

Greater Menomenee Falls Coalition for
End-of-Life Care

Gordan Putnam

Chaplain

Menomenee Falls, Wisconsin

Phone: (262) 253-4807

E-mail: gputnam@prodigy.net

Sheboygan County End-of-Life Coalition
Nichol Slabe

Hospice Coordinator

Sheboygan, Wisconsin

Phone: (920) 458-4314

E-mail: nichol.slabe@aurora.org

WYOMING

Central Wyoming End-of-Life Coalition
Pat Boyer

Leader

Casper, Wyoming

Phone: (307) 265-7755
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Alabama

Alice M. Maples

Deputy Attorney General

Office of the Attorney General of Alabama
State House

11 South Union Street

Montgomery, AL 36130

Alaska

Pat Luby

Legislative Representative
AARP - Alaska

3601 C Street, #1420
Anchorage, AK 99503

Arizona

Susan Goldwater Levine, MD
Executive Director

Hospice of the Valleys
Phoenix, AZ

Kathryn Leonard

Assistant Attorney General

Office of the Attorney General of Arizona
Consumer Protection

1275 W. Washington

Phoenix, AZ 85007

David Mitchell

State Director

AARP — Arizona

302 North 1st Street Avenue, Suite 410
Phoenix, AZ 85003

Terri Skladany

Special Counsel for Ethics,
Professionalism

Office of the Attorney General of Arizona
1275 W Washington Street

Phoenix, AZ 85007

Arkansas

James DePriest

Sr. Assistant Attorney General

Office of the Attorney General of Arkansas
323 Center Street

Little Rock, AR 72201-2610

California

Donne Brownsey
1005 12th Street, Suite H
Sacramento, CA 95814

George B. Brunjes
Executive Director
Hospice of the Valleys
28127 Bradley Road
Sun City, CA 92586

Lori Butterworth
Executive Director
Children’s Care Coalition
354 Hoover Road
Soquel, CA 95073

Joyce Cannick

Children's Care Coalition of Los Angeles
4650 Sunset Blvd., NS #54

Los Angeles, CA 90027

Taylor S. Carey

Special Assistant Attorney General

Office of the Attorney General of California
1300 | Street, Suite 1720

Sacramento, CA 95814

Judy Citko

California Coalition for Compassionate
Care

1215 K Street, Suite 800

San Diego, CA

Dr. Lavera M. Crawley

Executive Director

Improve Palliative and End of Life Care
in the African-American Community
Palo Alto, CA

Richard D. Della Penna, MD

Director

Kaiser Permanente Aging Network

10992 San Diego Mission Road, Suite 100
San Diego, CA 92108

Bill Duke

Director

Last Acts Writing Project
1030 Glenhaven Drive
Pacific Palisades, CA 90272

Tina Eisenman

EOL Coalition Chair

Santa Clarita Valley EOL Coalition
15211 Lotusgarden

Canyon Country, CA 91387

Betty Ferrell, RN, PhD

Research Scientist

City of Hope National Medical Center
500 E. Duarte Road

Duarte, CA 91010

Brian Frankel

Director, Elder Abuse Prosecution Unit
Office of the Attorney General

of California

1300 | Street

Sacramento, CA 95814

Anita Figeredo, MD
417 Coast Boulevard
La Jolla, CA 92037

Maxine Fischer
Associate State Director
AARP — California
10893 Pinot Noir Circle
San Diego, CA 92131

Thomas F. Gede

Executive Director

Conference of Western Attorneys General
1300 | Street, Suite 1340

Sacramento, CA 95814

Marge Ginsburg

Executive Director

Sacramento Healthcare Decisions
10540 White Rock Road, Suite 135
Rancho Cordova, CA 95670

Jose Gomez

Special Assistant Attorney General
Office of the Attorney General

of California

Los Angeles, CA

Fred M. Harder

Senior Vice President, Public Policy
California Healthcare Association
1215 K Street, Suite 800
Sacramento, CA 95814

Laurel H. Herbst, MD

Vice President, Medical Affairs
San Diego Hospice

4311 Third Avenue

San Diego, CA 92103

Dee-Ann Herold, RN, BSN, PHN
The Village Healthcare Center
Hemet End of Life Coalition
40837 Lois Court

Hemet, CA 92544

Kevin Keane

Director, Federal Legislative Advocacy
American Cancer Society

California Division

1765 Challenge Way, Suite 100
Sacramento, CA 95815

Kathleen Kelly

Executive Director

Family Caregiver Alliance

690 Market Street, Suite 600
San Francisco, CA 94104

Donna Loza, RN

District Administrator

San Diego District Office South
7575 Metropolitan Drive, Suite 211
San Diego, CA 92108-4402

William Marcus
Lecturer and Consultant
8031 Glade Avenue
Canoga Park, CA 91304

Missey McCallum

Director of Community Relations
Snowline Hospice, CA

670 Placerville Drive, Suite 2
Placerville, CA 95667
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Jane McMarthy, MSC, MPH
Director, Affiliate Patient Services
The ALS Association

27001 Agoura Road, #150
Westlake Village, CA 91361

Sandra Michioku

Director of Public Affairs
Office of the Attorney General
1300 | Street

Sacramento, CA 95814

Mark Morocco, MD
Medical Supervisor

ER and Third Watch, CA
Warner Brothers TV

4000 Warner Blvd
Burbank, CA 91522-0002

Paul Mulligan

Special Agent in Charge

Bureau of Narcotics Enforcement
Office of the Attorney General

of California

San Francisco, CA

Edith O’Neil-Page, RN, MSN, AOCN
2847 Allred Street
Lakewood, CA 90712

Thomas M. Pamilla
Director of Programs
Alzheimer's Association
8514 Commerce Avenue
San Diego, CA 92121

Jerilyn Petersen

Santa Cruz County End of Life Coalition
2660 Lode Street

Santa Cruz, CA 95062

Michelle Rosen

Caregiver Support Coordinator
Aging and Independence Services
9325 Hazard Way

San Diego, CA 921123

True Ryndes

President

National Hospice Work Group
4745 Miracle Drive

San Diego, CA 92115

Cindy Safe

Director

Coda Alliance, California
910 South Clover Avenue
San Jose, CA 95128

Linda Stratton

Director, Communications
San Diego Hospice

4311 Third Avenue

San Diego, CA 92103

Lizabeth Sumner

Executive Director, Children's Program
San Diego Hospice

4311 Third Avenue

San Diego, CA 92103

Holly Swiger, PhD

Director of Public Affairs
VITAS Healthcare Corporation
41844 Dwight Way

Hemet, CA 92544

Donna Marie Terrandova

Chaplain

Community Consortium for Comfort Care
8420 Via Mallorca

Apartment H

La Jolla, CA 92037

Selina G. Travers

Regional Strategic Cancer Control
American Cancer Society

2655 Camino del Rio N. #100
San Diego, CA 92108

Teresa A. Wavra

Clinical Practice Specialist
American Association of
Critical Care Nurses

101 Columbia

Aliso Viejo, CA 92656

Tricia Wynne

Special Assistant Attorney General

Office of the Attorney General of California
PO Box 944255

Sacramento, CA 94244-2550

Colorado

Margaret Tews

Colorado Legislative Advocate
AARP — Colorado

801 Lendrn Street

Denver, CO 80220

Jan Michael Zavislan

Deputy Attorney General

Office of the Attorney General of Colorado
Consumer Protection Section

1525 Sherman Street, 5th Floor

Denver, CO 80203

Connecticut

Pamela Bennett

Director of Advocacy, Public Affairs
Purdue Pharma

1 Stamford Forum

201 Tresser Boulevard

Stamford, CT 06901-3431

Richard Blumenthal

Attorney General

Office of the Attorney General
of Connecticut

55 Elm Street

Hartford, CT 06141-0120

Alan H. Must

Executive Director

State Government & Legislative Affairs
Purdue Pharma

One Stamford Forum

201 Tresser Boulevard

Stamford, CT 06901-3431

Delaware

Jane Brady

Attorney General

Office of the Attorney General of Delaware
Carvel State Office Building

820 North French Street

Wilmington, DE 19801

Brian Posey

Associate State Director — AARP
AARP — Delaware

40 Emerald Ridge Drive

Bear, DE 19701

District Of Columbia

Ted Billings

Federal Government Relations
American Cancer Society

901 E Street, N.W.

Suite 500

Washington, DC 20004

Geovani Bonilla

Director, Business Development
Community Hospice Washington, D.C.
4200 Wisconsin Avenue, N.W., Suite 400
Washington, DC 20016

Mannone A. Butler

Outreach Coordinator

National Resource Center on Diversity
4201 Connecticut Avenue, N.W.,
Suite 402

Washington, DC 20008

Mimi Castaldi

DC State Director

AARP

State Legislation Department
601 E Street, N.W.
Washington, DC 20049

Stu Cohen

Director of Legal Advocacy
AARP

601 E Street, N.W.
Washington, DC 20049

Jim Elmslie

President

Community Hospice Washington, D.C.
4200 Wisconsin Avenue, N.W., Suite 400
Washington, DC 20016

Mark Greenwold

Tobacco Project Director and Chief Counsel
National Association of Attorneys General
750 First Street, N.E., Suite 1100
Washington, DC 20002

Andrea Hampton

Civil Rights Program Manager

National Association of Attorneys General
750 First Street, N.E., Suite 1100
Washington, DC 20002

Dawn Johns

Partnership for Caring

1620 Eye Street, N.W., #202
Washington DC 20006
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Karen Orloff Kaplan, ScD
President

Partnership for Caring

1620 Eye Street, N.W., #202
Washington, DC 20006

Diane Lewis

Policy Coordinator

National Resource Center on Diversity
4201 Connecticut Ave., N.W., Suite 402
Washington, DC 20008

John J. Lynch, MD
1100 Irving Street, N.W.
Washington, DC 20010

Cheryl Matheis

Director of State Affairs
AARP

State Legislation Department
601 E Street, N.W.
Washington, DC 20049

DaCosta Mason

National Coordinator for Consumer Issues
AARP

State Legislation Department

601 E Street, N.W.

Washington, DC 20049

Scott Melton

Campaign Consultant

AARP

601 E Street, N.W., Room B4-190
Washington, DC 20049

Grier Mendel

DC Communications Director
AARP

State Legislation Department
601 E Street, N.W.
Washington, DC 20049

Kathleen O’Reilly
Attorney/Consumer Advocate
Institute for Law & Public Action
414 A Street, S.E.

Washington, DC 20003

Joan Panke, MA, APRN

Executive Director

DC Partnership to Improve End of Life Care
1250 Eye Street, N.W., Suite 700
Washington, DC 20005

Myrna Peralta

President

ALTA Consulting Group

4201 Connecticut Avenue, N.W., Suite 402
Washington, DC 20008

Judith R. Peres, LCSW-C
Deputy Director

Partnership for Caring

1620 Eye Street, N.W. , #202
Washington, DC 20006

Angelita Plemmer

Communications Director

National Association of Attorneys General
750 First Street, N.E., Suite 1100
Washington, DC 20002

Douglas Ross

Special Counsel for Agriculture
U.S. Department of Justice
601 D Street

Washington, DC 20530

Lori N. Ross

Director, Long Term Care
AARP

601 E Street, N.W.
Washington, DC 20049

Lynne Ross

Executive Director

National Association of Attorneys General
750 First Street N.E., Suite 1100
Washington, DC 20002-4241

Charles Sabatino

Assistant Director

ABA Commission on Legal Problems
of the Elderly

Washington, DC

Dorothy Siemon

Senior Attorney

AARP

State Legislation Department
601 E Street, N.W.
Washington, DC 20049

Theresa Varner

Director, AARP Public Policy Institute
AARP

State Legislation Department

601 E Street, N.W.

Washington, DC 20049

Mary Wallace

Sr. Legislative Representative
AARP

State Legislation Department
601 E Street, N.W.
Washington, DC 20049

Sue Ward

Director, Grassroots

National Committee to Preserve
Social Security

10 G Street, N.E., #600
Washington, DC 20002

Deborah Zuckerman
Senior Attorney

AARP

601 E Street, N.W.
Washington, DC 20049

Florida

Kathy Brandt

Director, Rallying Point

The Hospice of the Florida Suncoast
11701 S. Belcher Road, #130
Saint Petersburg, FL 33713

Rodney Doss

Director, Division of Victim Services
Office of the Attorney General of Florida
The Capitol

PL 01

Tallahassee, FL 32399

Dr. Gema Hernandez

President

Aging and Cultural Consultant, Inc.
Tallahassee, Florida

Susanne Homant

Executive Director

Florida Hospices & Palliative Care
1616 D Metropolitan Circle
Tallahassee, FL 32308

Paul Malley

President

Aging with Dignity: Florida
916 North Gadsden Street
Tallahassee, FL 32303

Lori Rowe

Director of Multistate Litigation

Office of the Attorney General of Florida
The Capitol, PL 01

Tallahassee, FL 32399-1050

Georgia

Thurbert E. Baker

Attorney General

Office of the Attorney General of Georgia
40 Capitol Square, S.W.

Atlanta, GA 30334

T. Stephen Balch

Medical Director

Jacquelyn McClure Lupus Center
1060 Mountain Creek Trail
Atlanta, GA 30328

Hawaii

Jeannette Koijane

Project Manager, Kokua Mau
Executive Office on Aging

State of Hawaii

250 South Hotel Street, Suite 406
Honolulu, HI 96813

Idaho

Alan G. Lance
Former Attorney General
Idaho

Lawrence G. Wasden

Attorney General

Office of the Attorney General of Idaho
P.O. Box 83720

Boise, ID 83720-0010

Illinois

Mary S. Blanks, MD, FACOG

Medical Advisor

Office of the Attorney General of lllinois
100 W Randolph Street, 12th Floor
Chicago, IL 60601
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Karen Kaplan

Assistant Attorney General

Office of the Attorney General of lllinois
James R. Thompson Center

100 W Randolph Street, 12th Floor
Chicago, IL 60601

Karen Nisley Long

Last Acts Team

Stewart Communications/IL
325 W. Huron, Suite 300
Chicago, IL 60610

Indiana

Sheila 0'Bryan McGrath

Chief Counsel

Office of the Attorney General of Indiana
13925 Saben Court

Carmel, IN 46032

lowa

Judy Doyel

Founder/C.E.O.

Health Ministries I.C.AR.E., Inc.
2408 590th Street

Newell, IA 50568

Kansas

Donna Bales
President/CEO
Kansas Life Project
1901 University
Wichita, KS 67213

Bill Colby

Attorney

4408 W. 66th Street
Prairie Village, KS 66208

Ardie Davis

Outreach & Marketing Commissioner
Kansas State Department on Aging
New England Building

503 S. Kansas Avenue

Topeka, KS 66603

Phill Kline

Attorney General

Office of the Attorney General of Kansas
120 SW Tenth Avenue, 2nd Floor
Topeka, KS 66612-1597

Ernest Kutzley

Associate State Director/Advocacy
AARP — Kansas

555 South Kansas Avenue, Suite 201
Topeka, KS 66603

Stacie Ogborn

Project Operations Manager
Kansas Life Project

1901 University

Wichita, KS 67213

Carla J. Stovall
Former Attorney General
Kansas

Maren Turner

State Director

AARP — Kansas

555 South Kansas Avenue, Suite 201
Topeka, KS 66603

Bob Twillman

Pain Management Program Director
Kansas Pain Initiative

3901 Rainbow Boulevard

Kansas City, KS 66160-3026

Louisiana

Debbie Baer

Assistant Attorney General
Office of the Attorney General
of Louisiana

Department of Justice

301 Main Street, Suite 1250
Baton Rouge, LA 70801

Rupert Richardson
National Health Chairman
NAACP

10334 Sunny Cline Drive
Baton Rouge, LA 70814

Maine

Carmen Coulombe

Assistant Attorney General

Office of the Attorney General of Maine
State House Building

Station #6

Augusta, ME 04333

Kandyce Powell

Executive Director

Maine Hospice Council
Post Office Box 2239
Augusta, ME 04338-2239

James E. Tierney
305 Main Street
Lisbon Falls, ME 04252

Maryland

Carol Benner

Director

Office of Health Quality — State of
Maryland

Spring Grove Center

55 Wade Avenue

Baltimore, MD 21228

Betty Black, PhD

Assistant Professor

Johns Hopkins University
600 North Wolfe Street
Meyer 2-279

Baltimore, MD 21287-7279

David Blass MD

Johns Hopkins University
6601 Baythorne Road
Baltimore, MD 21209

Katherine Brown
Campaign Consultant
AARP — Maryland
9930 Fleming Avenue
Bethesda, MD 20814

Kelley Coates

Communications Representative
AARP - Maryland

200 St. Paul Place, Suite 2510
Baltimore, MD 21202

Linda Culp, MSW

Chester River Home Care & Hospice
6602 Church Hill Road
Chestertown, MD 21620

J. Joseph Curran, Jr.

Attorney General

Office of the Attorney General of Maryland
200 St. Paul Place

Baltimore, MD 21202-2202

Anand Das

Office of the Attorney General of Maryland
200 St. Paul Place

Baltimore, MD 21202-2202

Michael Davis

Attorney-At-Law

Davis, Agoe, Rapaport & Skalny, LLC
Parkside, Suite 460

10500 Little Patuxent Parkway
Columbia, MD 21044

Donna Deleno

Advocacy Representative

AARP — Maryland

200 St. Paul Place, Suite 2510
Baltimore, MD 21202

Lennie Duensing

Interim Executive Director

American Pain Foundation

201 North Charles Street, Suite 710
Baltimore, MD 21201

David Gallagher

Associate Executive Director
Riderwood

3110 Gracefield Road

Silver Spring, MD 20904

Marguerite Gilner

State Advisory Council

Council on Quality Care at the End of Life
1211 Tullamore Court, Unit 401
Lutherville Timonium, MD 21093

Angela Grau

Attorney At Law

Davis, Agoe, Rapaport & Skalny, LLC
Parkside, Suite 460

10500 Little Patuxent Parkway
Columbia, MD 21044

Diane E. Hoffmann

Associate Dean, Professor of Law
University of MD — School of Law
Director, Law & Health Care Program
500 West Baltimore Street
Baltimore, MD 21201
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Laura Howell

State Public Policy Director
Alzheimers Association, MD Chapters
1850 York Road, Suite D

Lutherville Timonium, MD 21093

Wendy A. Kronmiller

Office of the Attorney General of Maryland
200 St. Paul Place, 19th Floor

Baltimore, MD 21202-2021

Martha Ann Kuntson, J.D.

Legal Compliance Officer

Upper Chesapeake Health

520 Upper Chesapeake Drive, Suite 405
Bel Air, MD 21014

Susan Lyons

Palliative Care Specialist
Washington County Hospital
251 East Antietam Street
Hagerstown, MD 21740

Camilla McRory, Esq.

Elder Law Section Council

MD State Bar Association

110 North Washington Street, Suite 401
Rockville, MD 20850

Ben Milder

Associate for Public Policy

Burness Communications

7910 Woodmont Avenue, Suite 1340
Bethesda, MD 20814

J. Daniel Mindling

Dean

Mount St. Mary Seminary
Old Emmitsburg Road
Emmitsburg, MD 21727

Anna Moretti

Practice Administrator
Montgomery Hospice/Palliative
Medicine Consultants

600 South Frederick Avenue, #200
Gaithersburg, MD 20877

Leslie Piet, RN, BSN, MA
Johns Hopkins Health Care
808 North Shamrock Road
Bel Air, MD 21014

Peter Rabins, MD, MPH

Professor of Psychiatry

Johns Hopkins University

600 North Wolfe Street, Meyer 2-279
Baltimore, MD 21287-7279

Karen Rothenberg

Dean

University of MD - School of Law
500 West Baltimore Street
Baltimore, MD 21201

Edgar E. Rivas

Director of Government Affairs
American Pain Foundation

201 North Charles Street, Suite 710
Baltimore, MD 21201-4111

Cynda Rushton

Assistant Professor of Nursing
Johns Hopkins University

525 North Wolfe Street, Box 420
Baltimore, MD 21287

Jack Schwartz

Assistant Attorney General

Director, Health Policy Development
Office of the Attorney General of Maryland
200 St. Paul Place

Baltimore, MD 21202-2202

Elizabeth Smart

Programs & Outreach Manager

National Coalition for Cancer Survivorship
1010 Wayne Avenue, Suite 770

Silver Spring, MD 20910

Donna Stone

Guest Wing Manager
Talbot Hospice Foundation
586 Cynwood Drive
Easton, MD 21601

Wendy Van Nest

Patient Services Coordinator
Talbot Hospice Foundation
586 Cynwood Drive

Easton, MD 21601

William Vaughan

Chief Nurse

State of Maryland

Office of Health Care Quality
55 Wade Avenue

Baltimore, MD 21228

Pierre Vigilance, MD, MPH
Assistant Commissioner
Baltimore City Health Department
210 Guilford Avenue, 3rd Floor
Baltimore, MD 21202

Massachusetts

Michael D. Canton

Board Member

Massachusetts Compassionate Care
Coalition

73 Clark Street

Newton, MA 02459

Pamela Meister

Assistant Attorney General
Office of the Attorney General of
Massachusetts

One Ashburton Place

Boston, MA 02108-1698

Peg Metzger

Executive Director

Massachusetts Commission on End
of Life Care

12 Arlington Road

Wellesley, MA 02481

Michigan

Todd Cohan

First Assistant

Office of the Attorney General of Michigan
Community Health Division

P.0. Box 30212

Lansing, M| 48909-0212

Ron Styka

Assistant Attorney General

Office of the Attorney General of Michigan
Post Office Box 30217

Lansing, M| 48909-0212

Don VeCasey

AARP Volunteer

AARP - Michigan

505 s. Oakland Street
Saint Johns, MI 48879

Minnesota

Hubert H. Humphrey, llI.
Senior Vice President
GCI Tunheim

8009 34th Avenue South
Minneapolis, MN 55425

Mississippi

Ivory L. Craig

AARP — Mississippi

6360 I-55 North, Suite 160
Jackson, MS 39211

Molly Miller

Special Assistant to the Attorney General
Office of the Attorney General

of Mississippi

P.O. Box 2

Jackson, MS 39205

Missouri

Myra Christopher

President & CEO

Midwest Bioethics Center
1021-1025 Jefferson Street
Kansas City, MO 64105-1329

Norma Collins

Associate State Director

AARP - Missouri

700 West 47th Street, Suite 110
Kansas City, MO 64112

Mary Kienast
Consultant/Coordinator
Health Care I.C.AR.E. INC.
211 North Clark

Lawson, MO 64062

Karen King Mitchell

Chief Deputy Attorney General

Office of the Attorney General of Missouri
P.O. Box 899

Jefferson City, MO 65102
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Lee Penninger

Vice President Support
Cox Health

3801 South National
Springfield, MO 65807

Jan Schupp

Chaplain Emeritus

Missouri End of Life Coalition
2014 Redwood Drive
Jefferson City, MO 65109

Jacqueline Talman

Rallying Points Director
Midwest Bioethics Center
1021-1025 Jefferson Street
Kansas City, MO 64105

Susan Taylor

AARP Executive

AARP — Missouri

700 West 47th Street
Suite 110

Kansas City, MO 64112

Chris Cruzan White
Executive Director
Cruzan Foundation
217 North Cass Street
Carterville, MO 64835

Montana

Ira R. Byock, MD

Robert Wood Johnson Foundation
225 Adams Street, Suite 200
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Office of the Attorney General
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Life's End Institute
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Office of the Attorney General of Nevada
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c/o University of Nevada-Reno

Mail Stop 136
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Attorney General
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193 Zeppi Lane

West Orange, NJ 07052
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Deputy Chief of Staff
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25 Market Street

P.0. Box 080
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David Morse

Vice President for Communications
Robert Wood Johnson Foundation
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Princeton, NJ 08540

Gary L. Stein, ESQ
Executive Director

New Jersey Health Decisions
13 Rickland Terrace
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Victoria Weisfeld

Senior Communications Officer
Robert Wood Johnson Foundation
Route 1 and College Road East
Princeton, NJ 085040

New Mexico

Patricia Madrid

Attorney General

Office of the Attorney General
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Post Office Drawer 1508
Santa Fe, NM 875-04-1508

Gene Varela

Associate State Director
AARP — New Mexico

535 Cerrillos Road, Suite A
Santa Fe, NM 87501

New York

Jeanne Chirico

Director of Family Life Services

Finger Lakes End of Life Care Coalition
GRHC

70 Metro Park

Rochester, NY 14623
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Vice President, Special Projects
Partnership for Caring

475 Riverside Drive

Room 1852

New York, NY 10115

Richard Payne, MD

Chief, Pain and Palliative Care Service
Attending Neurologist

Memorial Sloan-Kettering Cancer Center
New York, NY

Christina Spellman
Executive Director
The MayDay Fund

c/o SPG

136 West 21st Street
New York, NY 10011

North Carolina

James L. Brooks

Executive Director

Project Compassion, NC

180 Providence Road, Suite 1-C
Chapel Hill, NC 27514

William Polk

Director of Victims and Citizens Services
Office of the Attorney General

of North Carolina, PO Box 629

Raleigh, NC 27602-0629

Gwynn Sullivan

Director, NC Community Outreach
The Carolinas Center for Hospice
P.O. Box 4449

2400 Weston Parkway

Cary, NC 27519

Ohio

Sandy Lynskey

Assistant Attorney General

Office of the Attorney General of Ohio
State Office Tower

30 E Broad Street, 14th Floor
Columbus, OH 43215-3428

Keesha R. Mitchell

Deputy Attorney General

Office of the Attorney General of Ohio
101 East Town Street, 5th Street
Columbus, OH 43215
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Oklahoma

Carolyn Dowers
Associate State Director
AARP — Oklahoma

126 North Bryant Avenue
Edmond, OK 73034

Linda Edmondson

Executive Director

Oklahoma Association of
Healthcare Ethics

228 Robert S. Kerr Blvd., Suite 300
Oklahoma City, OK 73102

W.A. Drew Edmondson
Attorney General

Office of the Attorney General
of Oklahoma

State Capitol

2300 North Lincoln Boulevard
Oklahoma City, OK 73105

Peggy Paddyaker
Investigative Analyst
Consumer Protection Unit
Office of the Attorney General
of Oklahoma

State Capitol

2300 N. Lincoln Boulevard
Oklahoma City, OK 73105

Charlie Price

Director of Communications
Office of the Attorney General
of Oklahoma

State Capitol

2300 N. Lincoln Boulevard
Oklahoma City, OK 73105

Annette Prince

Assistant Attorney General
Office of the Attorney General
of Oklahoma

State Capitol

2300 N. Lincoln Boulevard
Oklahoma City, OK 73105

Sean Voskuhl

Associate State Director
AARP — Oklahoma

126 North Bryant Avenue
Edmond, OK 73034

Oregon

Ann Jackson, MBA

Oregon Hospice Association
812 SW 10th Avenue, Suite 204
Portland, OR 97205

Sylvia McSkimming, PhD, RN
Executive Director

Supportive Care of the Dying
c/o Providence Health System
4805 NE Glisan 2E07
Portland, OR 97213

Philip Schradle

Special Counsel to the Attorney General
Office of the Attorney General of Oregon
1162 Court Street, N.E.

Salem, OR 97310

Susan W. Tolle, MD

Director, Center for Ethics

Oregon Health & Science University
UHN-86

3181 S.W. Sam Jackson Park Road
Portland, OR 97201

Pennsylvania

D. Michael Fisher

Attorney General

Office of the Attorney General
of Pennsylvania

Strawberry Square
Harrisburg, PA 17120

Linda J. Williams

Assistant Attorney General
Office of the Attorney General
of Pennsylvania

Strawberry Square, 14th Floor
Harrisburg, PA 17120

Puerto Rico

Anabelle Rodriguez

Secretary of Justice

Office of the Attorney General of
Puerto Rico

P.0. Box 9020192

San Juan, PR 00902-0192

Rhode Island

Kathleen Connell
State Director

AARP — Rhode Island
10 Orms Street
Providence, RI 02904

Maureen Glynn

Assistant Attorney General
Office of the Attorney General of
Rhode Island

150 South Main Street
Providence, Rl 02903

Joan M. Teno, MD, MS

Professor of Community Health
Medicine and Associate Director of
the Center for Gerontology and Health
Care Research

Brown Medical School

Providence, Rl 02912

South Carolina

Judi Neubecker

Director, SC Community Outreach
The Carolinas Center for Hospice
Post Office Box 6009

West Columbia, SC 29171

Tennessee

Norma Lindsey

Clinical Leader

St. Mary's Health System
900 East Oak Hill Avenue
Knoxville, TN 37917

Texas

Nancy Fuller

Deputy Attorney General for

General Counsel

Office of the Attorney General of Texas
P.0. Box 12548

Austin, TX 78711-2548

Lowell Keig

Assistant Attorney General

Office of the Attorney General of Texas
P.O. Box 12548

Austin, TX 78711-2548

Utah

Raymond A. Hintze

Chief Deputy

Office of the Attorney General of Utah
State Capitol

Room 236

Salt Lake City, UT 84114-0810

Carolyn Hunter
Associate State Director
AARP — Utah

6975 Union Park Center
Midvale, UT 84047

Michael Siler

Associate State Director
Public Affairs

AARP - Utah

6975 Union Park Center
Midvale, UT 84047

Doug Springmeyer

Assistant Attorney General

Office of the Attorney General of Utah
160 East 300 Street

Post Office Box 140857

Salt Lake City, UT 84114

Vermont

Madeleine Mongan
Vermont Medical Society
P.O. Box 1457
Montpelier, VT 05602

Linda Purdy

Director, MFCU

Medicaid Fraud Control Unit of Vermont
Office of the Attorney General

103 S. Main Street

Waterbury, VT 05671-1401

William H. Sorrell

Attorney General

Office of the Attorney General of Vermont
109 State Street

Montpelier, VT 05609-1001
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Virginia

Madge Bush

Director of Advocacy

AARP - Virginia

707 East Main Street, Suite 910
Richmond, VA 23219

Mary Edmondson

Associate Corporate Counsel
Sunrise Senior Living

7902 Westpark Drive
McLean, VA 22102

Patricia Good

Chief Liaison and Policy Section
Office of Diversion Country

U.S. Drug Enforcement Administration
Falls Church, VA

Bill Kallio

State Director

AARP - Virginia

707 East Main Street, Suite 910
Richmond, VA 23219

Jonathan Keyserling

Vice President, Public Policy
National Hospice & Palliative
Care Organization

1700 Diagonal Road, Suite 625
Alexandria, VA 22314

Jerry Kilgore

Attorney General

Office of the Attorney General of Virginia
900 E. Main Street

Richmond, VA 23219

Jane Koppelman

Editor

Last Acts

602 Jackson Street
Falls Church, VA 22046

Cameron O'Brion

Assistant Attorney General

Office of the Attorney General of Virginia
900 E Main Street

Richmond, VA 23219

Judi Lund Person

Vice President

National Hospice & Palliative
Care Organization

1700 Diagonal Road, Suite 625
Alexandria, VA 22314

Bobbie Pontzer

National Director of Hospice
Sunrise Senior Living

7902 Westpark Drive
McLean, VA 22102

Jon Radulovic

Senior Communications Officer
National Hospice & Palliative Care
Organization

1700 Diagonal Road, Suite 625
Alexandria, VA 22314

Nancy Reller

President

Sojourn Communications

8618 Westwood Center Drive, Suite 315
Vienna, VA 22182

Erica Schockett

Director of Student Programming
American Medical Student Association
1902 Association Drive

Reston, VA 20191

Don Schumacher, Psy.D
President and CEO

National Hospice and Palliative
Care Organization

Alexandria, Virginia

Robert Williamson

Deputy Director

Liaison and Policy Section

Office of Diversion Country

U.S. Drug Enforcement Administration
Falls Church, VA

Shawn Taylor Zelman

Sojourn Communications

8618 Westwood Center Drive, #315
Vienna, VA 22182

Washington

Sharmon Hendrickson
Steering Committee Member
Washington End-of-Life
Consensus Coalition

5671 Sand Road
Bellingham, WA 98226

Brian Smith

Policy & Government Affairs
Office of the Attorney General
of Washington

P.0. Box 40100

Olympia, WA 985004-0100

J. Kevin Tighe

Skagit End of Life Coalition
P.O. Box 453

Sedro Wooley, WA 98284

West Virginia

Julia R. Stevenson

Liaison, Senior Citizens
Office of the Attorney General
of West Virginia

Consumer Protection Division
P.O. Box 282

Elkins, WV 26241

Wisconsin

David E. Joranson

Senior Scientist and Director of the Pain
and Policy Studies Group

University of Wisconsin Medical School
Comprehensive Cancer Center

Madison, WI
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