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Health Care Decision Making

State Advance Directive Registries:

A Survey and Assessment

By Allison Hughes

xpanding the use of health care advance directives

(ADs)—Iegal documents indicating one’s desires for
care and nominating a personal representative to make health
care decisions in one’s behalf—has been a priority goal in
health care decision-making policy for over 30 years.
Increased use of ADs is still a primary goal despite a sub-
stantial amount of research documenting their limitations and
availability.! One of the critical barriers to the effective use of
ADs is the difficulty in ensuring their availability when and
where needed. Merely executing an AD does not ensure that
one’s end-of-life wishes will be followed. An AD will not
serve its purpose if no one knows of its existence or if it can-
not be located.

As of mid-2009, twelve states have attempted to amelio-
rate this problem by enacting statutes that establish a registry
where people can store their ADs and they can be accessed
by the designated personal representative or health care
providers when needed. It is unclear to what extent these reg-
istries accomplish their intended purpose because no descrip-
tive or evaluative literature exists that examines their
operation and use.

To address this informational void the author surveyed
twelve states? that have statutes authorizing an AD registry
and two states3 that have statutes suggesting the creation of
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In Memory of F. William McCalpin
Chair, ABA Commission on Law & Aging, 1996 - 2002

F. William McCalpin, former chair and a long-standing
friend of the ABA Commission, died on December 9, 2009.
In his lengthy and distinguished career, he was partner and
counsel of the St. Louis, Missouri-based law firm Lewis,
Rice & Fingersh, L.C. He was also a dedicated advocate for
legal services. He was named chair, twice, of the national
Legal Services Corporation and served on its board of direc-
tors for more than 40 years.

Within the ABA, Mr. McCalpin served in numerous
capacities, including: assistant secretary (1975-79), secre-
tary (1979-83); member, House of Delegates (1979-88);
chairman, Standing Committee on Lawyer Referral Service
(1964-65); chairman, Special Committee on Prepaid Legal
Services (1970-73); chairman (1973-76 and 1983-85) and

member (1985-89), Standing Committee on Legal Aid and
Indigent Defendants; member (1988-93) and chairman
(1990-93), Consortium on Legal Services and the Public;
and chairman, Senior Lawyers Division (1991-92). He also
served as chairman of the Fellows of the American Bar
Foundation and ex-officio director of the foundation (1976-
77); and director and member of the executive committee of
the American Bar Foundation (1977-87). In 1982 -84, he
served as vice president, followed by president (1984-86) of
the National Conference of Bar Presidents.

Mr. McCalpin was recognized numerous times for his
leadership and excellence in service over the course of his
lifetime. In 1988, he was awarded the American Bar
Association Medal of Honor for “exceptionally distin-
guished service . . . to the cause of American jurisprudence.”

Memorial contributions would be appreciated to Legal
Services of Eastern Missouri, 4232 Forest Park Avenue, St.
Louis, Mo. 63108, www.lsem.org.

BIFOCAL

BAR ASSOCIATIONS IN FOCUS ON AGING AND THE LAW
JOURNAL OF THE AMERICAN BAR ASSOCIATION
COMMISSION ON LAW AND AGING

Commissioners Board of Governors Liaison
Jeffrey J. Snell, Chairman Charles E. English

Dr. Arthur R. Derse

Israel Doron Commission Staff

David M. English Charles P. Sabatino, Director
Robert B. Friedland Erica F. Wood, Assistant
Maria Greene Director

Alison Hirschel Lori A. Stiegel

Sarah Lenz Lock Leslie B. Fried

Rudolph N. Patterson David Godfrey

Robert L. Roth Ellen M. Klem

Barbara A. Soniat Jamie Philpotts

Hon. John M. Vittone Sonia M. Arce

Linda S. Whitton Trisha Bullock

Kate Wilber

Hon. Rhonda Reid Winston Editor
Jamie Philpotts

BIFOCAL, ISSN 0888-1537, is published bi-monthly (six times a year) by the
ABA Commission on Law and Aging, 740 15th St., N.W., Washington, DC
20005. The views or opinions expressed herein do not necessarily represent
the policies of the American Bar Association unless specifically adopted as
such. Questions? Contact the Commission at (202) 662-8690, or see our \Web
page at: www.abanet.org/aging. © 2009 American Bar Association.

Reprint and Reproduction Requests

All ABA content is copyrighted and may be reprinted and/or reproduced by
permission only. In some cases, a fee may be charged. To protect the integri-
ty of our authors” work we require that articles be reprinted unedited in their
entirety. To request permission to reprint or reproduce any ABA content, go
to the online reprint/reproduction request form at:
http://www.abanet.org/abastore/index.cfm?fm=static&url=http://www.abanet.
org/abastore/front_end/static/permissions.html

Save the Date

rebrt

\EQUAL JUSTICE CONFERENCE
elw

May 13-15, 2010
Pointe Hilton Tapatio Cliffs Resort
Phoenix, Arizona

Every year the American Bar Association and the
National Legal Aid and Defender Association bring
together all components of the legal community to dis-
cuss equal justice issues as they relate to the delivery of
legal services to poor and low-income individuals in need
of legal assistance.

Through plenary sessions, workshops, networking
opportunities, and special programming, the conference
provides a wide range of learning and sharing experi-
ences for all attendees.

Pro bono and legal services program staff, judges,
corporate counsel, court administrators, private lawyers,
paralegals, and many others attend this event. The main
conference celebrates the ongoing collaboration between
pro bono and legal services and explores additional part-
nerships that must be created, the resources that must be
tapped, and the new issues facing clients.

For more information, visit online:
http://www.abanet.org/legalservices/ejc/
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State Bar/Pro Bono/\eterans Benefits

Delaware State Bar Honors
Members Who Served, Launches
Program to Assist Veterans

By David Godfrey

On November 9, 2009, Dr. Jill Biden, wife of Vice President
Joe Biden, addressed more than 120 guests at a special event
presented by the Delaware State Bar Association. The event
marked the kickoff celebration of a new veterans advocacy
pro bono recruitment program and a ceremony to recognize
Delaware Bar members who are or who have served in the
military.

Dr. Biden spoke of the need to support military families
and veterans. Dr. Biden was accompanied at the event by her
son Joseph R. “Beau” Biden Ill, a veteran of the war in Irag.

The event was held at the Delaware Air National Guard
Armory in New Castle, Delaware.

The program included an overview of the military justice
system presented by Col. John Ewers, U.S.M.C. Col. Ewers
serves as a circuit military judge for the Western Judicial
Circuit. He explained the purpose, structure, and procedure
of the military criminal justice system. He provided an
insightful look into the unique legal system that operates
inside all branches of the U.S. armed forces.

R. Craig Martin, the chair of the Delaware State Bar
Association Veterans Committee, also provided remarks to
the assembled guests. Mr. Martin had organized the Veterans
Committee of the Delaware State Bar Association. He also is
responsible for administering a grant from the ABA’s
Enterprise Fund to launch the veterans advocacy pro bono
recruitment program.

The Veterans Committee is the recipient of a capacity
building mini-grant made possible by the ABA’s Enterprise
Fund and overseen by the Commission on Law and Aging.
This event was made possible, in part, by that grant and
served as the kick-off for a planned program to recruit and
train pro bono attorneys, with an emphasis on emeritus attor-
neys, to assist veterans and their families. More than a dozen
attorneys joined the growing list of pro bono volunteers at the
event.

David Godfrey is a senior attorney with the ABA Commission
on Law and Aging. He can be reached at
godfreyd@staff.abanet.org.

*Photographs courtesy of David Godfrey.

Dr. Jill Biden addresses guests at the special event
presented by the Delaware State Bar Association.

R. Craig Martin, chair, Delaware State Bar Association
Veterans Committee, addresses the crowd.

Col. John Ewers provides an overview of the
military justice system.
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Pro Bono/Veterans Benefits

To Help Veterans with Claims,
Lawyers Must Be Accredited by
U.S. Department of Veterans Affairs

By David Godfrey

Lawyers must be “accredited” by the U.S. Department of
Veterans Affairs (VA)1 before assisting with the “preparation,
presentation, and prosecution” of claims. The accreditation
process applies to all attorneys, including legal aid attorneys
and pro bono volunteers assisting veterans.

Accreditation is a fairly simple five-step process:

e File an application for accreditation with the VA
office of general counsel.

® Receive “initial accreditation” notice from VA.

e Within 12 months of “initial accreditation,”
complete a three-hour continuing legal education
(CLE) course in compliance with the rules.

e Send a letter certifying completion of the CLE.

e Complete and certify to the VA office of general
counsel at least three hours of ongoing CLE on
veterans benefits and procedure every two years
thereafter.

The application for accreditation
is filed on VA form 21a, available
online at http://www4,
va.gov/ogc/accreditation.asp.

To complete the form you need
name, address, phone numbers, e-
mail address, employer, date and
place of birth, military service infor-
mation (if any), employment history
for the past five or more years, educa-
tion back to high school, state and
federal bar admission information, including dates and bar
numbers.2 The form requires that you complete a series of
questions about character, fitness, and past history as a repre-
sentative before federal agencies.3 The information in the
application is self-certifying as to completeness and accura-
cy.4 You can complete the form using an Adobe software “fil-
lable form” and print it for signature. The “fillable form” can
not be saved, so it helps to have all of the information need-

David Godfrey is a senior attorney with the ABA Commission
on Law and Aging. He can be reached at
godfreyd@staff.abanet.org

ed to complete the form when you start the process.
Completing and printing the form is estimated to take 45
minutes or less.5> The completed and signed form is mailed to
the VA office of general counsel (mailing instructions are on
the form.)

Once the form has been reviewed, the office of general
counsel will send the attorney notice of “initial accredita-
tion.”

Following the initial accreditation, the attorney has 12
months to complete a qualifying three-hour CLE program
and send certification to the VA office of general counsel
detailing the title of the program, date and time of attendance,
and identity of the CLE provider.6 The CLE must, at a mini-
mum, cover representation and claims procedures, basics of
VA benefits eligibility, appeals rights, disability compensa-
tion, dependence and indemnity compensation, and basic
pensions.” The ABA Commission on Law and Aging is col-
laborating with Paralyzed Veterans of America to distribute
free of charge a video CLE that will meet the basic accredi-
tation requirement. Check for upcoming Elderbar posts and
the February issue of Bifocal for more information.8

To remain qualified to represent claimants before the VA
attorneys must receive ongoing CLE on VA rules and proce-
dures. Starting not less than three years after the initial
accreditation, an attorney must certify in writing to the VA
office of general counsel completion every two years of at
least an additional three hours of CLE on veterans benefits,

law, and procedure.®

Notes

2 C.F.R. 38-14.629(b)(1)(i).

VA form 21a.

C.FR. 38-14.629 (b)(2)(iii).

C.F.R. 38-14.629(b)(1)(ii).

VA form 21a and the experience of the author.
C.FR. 38-14.629 (b)(2)(iii).

Id.

For more information, contact David Godfrey at
godfreyd@staff.abanet.org.

C.FR. 38-14-629 (b)(1)(iv).
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Elder Abuse

The Brooke Astor Case:
“An Appalling Set of Circumstances

n

Interview Conducted by Lori A. Stiegel, Senior
Attorney, ABA Commission on Law and Aging

n October 8, 2009, a New York City jury convicted
Anthony Marshall, the 85-year-old son of the late phi-
lanthropist Brooke Astor, on 14
of 16 counts for financially
exploiting his mother. Charges
on which Marshall was convict-
ed included first- and second-
degree grand larceny, scheme to
defraud, possession of stolen
property, offering a false instru-
ment, and conspiracy. Lawyer
Francis Morrissey was convict-
ed of 5 of 6 counts, including
conspiracy, scheme to defraud,
and forgery. To see the New York
Times’ chart of the verdicts, which specifies each charge
against each defendant and the allegation and verdict for each
charge, see http://www.nytimes.com/imagepages/2009
/10/08/nyregion/09astorg.ready.html

Renowned 86-year-old New York lawyer Alex Forger,
who practiced trusts and estates law for 42 years and who
served as chairman of the Commission on Law and Aging
from 1993-1995, testified as an expert witness for three days
of the five-month trial. Assistant district attorney Elizabeth
Loewy, head of the elder abuse unit in the Manhattan district
attorney’s office and one of the three prosecutors in the case,
described Mr. Forger as “a lion of the bar” and “incredibly
generous with his time.”

Mr. Forger continued his generosity by sharing his
thoughts about the case, his role in it, and the lessons that
lawyers who represent older persons should learn from it with
ABA Commission Senior Attorney Lori A. Stiegel. Ms
Stiegel has directed all of the Commission’s elder abuse
activities. In part 1 of this interview, Mr. Forger discusses
how he became involved in the case, why he did it pro bono,
and how he prepared for his testimony.

Alex Forger

Lori Stiegel: How did you come to be an expert witness in
the Astor case?

Alex Forger: | met with the three assistant district attorneys
in January. | had been aware of the indictment and the sched-

uled trial. They explained that much of the evidence would
relate to trusts and estates practice—powers of attorney,
wills, codicils, and standards of practice. Not being trusts and
estates practitioners they realized that they would need some
assistance and thought the jury also would probably need
help in understanding the terms, the various documents, and
their consequences. | said | would reflect on their request. As
I read some of the material relating to the trial, including
depositions, | concluded that this presented an appalling set
of circumstances, but to reach a full understanding would
require considerable interpretation and explanation to enable
anyone not familiar with trusts and estates law to comprehend
the issues and why what was alleged to have been done was
inappropriate. So | agreed to help.

Stiegel:Why did you decide to do it pro bono?

Forger: I believe it was the fact that I've been urging lawyers
to do more pro bono work. | think it is part of professional
responsibility. If the government requests that you give assis-
tance | think that you ought to do that. My motivation wasn’t
compensation—which | refused—but simply to help in this
case, which | thought was important as it affected the legal
profession.

Stiegel: What did you do to prepare for your testimony?

Forger: Mrs. Astor signed her first will in 1952. | read and
analyzed the 32 wills that she executed over the ensuing peri-
od of nearly 50 years, as well as the seven codicils, the last
two being the ones prepared by her new attorney and signed
in 2002. These two codicils were at the focal point of the trial.
In addition, | read powers of attorney, letters, memos, and
thousands of pages of trial testimony preceding my own tes-
timony. | became quite familiar with her estate plan as it
evolved over 50 years. Analyzing the various components of
the instruments, understanding the nature and extent of her
property and the consequence of taxes was part of the basic
preparation.

Stiegel: Do you have a sense of how much time that took?

Forger: | would say many hundreds of hours; | didn't keep
track of it. Then, as the testimony went forward, | must have
read some 12,000 or 13,000 pages of testimony, particularly
focusing on the testimony of the lawyers. [NOTE: Mr. Forger
is referring to Henry Christensen, then of Sullivan &
Cromwell, who had been Mrs. Astor’s trusts and estates
lawyer for many years and who prepared the first codicil, and
to Warren Whitaker, of Day Pitney, who prepared the second
and third codicils after Mr. Christensen was replaced.]

[Part 2 continued in the February issue of Bifocal,
Journal of the ABA Commission on Law and Aging.]
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Why Not Plan a Health Care Decisions Day

Event for Your Section’s Law Day This Year?

Need help getting started? Check out the free consumer resources on
health care decision making available from the ABA Commission (below)
and visit the ABA’s Law Day Planning Web site at www.lawday.org

Join the National Health Care
Decisions Day Initiative April 16!

Il adults can benefit from thinking about what their health care choic-

es would be if they were unable to speak for themselves. These deci-
sions can be written in an advance directive so that others know what they
are. Advance directives come in two main forms:

Law Dav 2@1@

A “health care power of attorney” (or “proxy” or “agent”
or “surrogate”) documents the person you select to be your
voice for your health care decisions if you cannot speak for
yourself.

A “living will” documents what kinds of medical treatments
you would or would not want at the end of life.

Join with lawyers, doctors, and nurses across the country on
April 16 to help people understand the benefits of advance directives and
learn how to express their wishes regarding health care through conversa-
tions and the completion of advance directives.

Organizations and individuals interested in participating in National
Health Care Decisions Day should visit the NHDD Web site at:
www.nationalhealthcaredecisionsday. org.

The NHDD initiative also is working with providers and facilities to
ensure that individual wishes are respected, whatever they may be.

The ABA Commission on Law and Aging offers the following free
resources to help make, discuss, and document future health care wishes
and decisions:

Making Medical Decisions for Someone Else:
A How-to Guide
http://www.abanet.org/aging/pdfs/genlproxyguide2009.pdf

Tool Kit for Health Care Advance Planning
www.abanet.org/aging/pdfs/consumer_ tool_Kkit_bk.pdf

Myths and Facts About Advance Medical Directives
www.abanet.org/aging/pdfs/ myths_and_fact_about HC_AD.pdf

Additional resources on advance planning and end-of-life legal issues
can be found at ABA Law Info: Your Gateway to Information on Legal
Topics that Affect Your Life (www.abalawinfo.org/faml.html).

Law Day 2010

Law in the 21st Century:
Enduring Traditions,
Emerging Challenges

Law Day - May 1, 2010

conomic markets are becoming global,

transactions require cultural adaptation
and understanding, populations are more
mobile, and communication technologies,
such as the Internet, bridge
distances and time zones to
form new communities
around the world.

In such a world, all of
us must renew our commit-
ment to the enduring princi-
ples of law, become
knowledgeable about other
legal systems, recognize the
need to adapt our practices,
and acquire new cultural understandings.

In a global era, matters such as human
rights, criminal justice, intellectual property,
business transactions, dispute resolution,
human migration, and environmental regula-
tion become not just international issues—
between nations—»but shared concerns.

Law Day 2010 provides us with an
opportunity to understand and appreciate the
emerging challenges and enduring traditions
of law in the 21st century.

Are You Ready for Law Day?

The 2010 Law Day Planning Guide will be
available in January. Be sure you receive
your copies and sign up for your planning
guide on www.lawday.org.

You can download artwork and logos
from the site for use on your promotional
materials.

If you are a law day event planner, you
can also sign up for the law day listerve.
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New Consumer Resource/Health Decisions

Legal Guide for the Seriously Il
Helps People Understand
Financial and Legal Options

at the End of Life

he onset of a serious illness or injury can affect much

more than a person’s health. Knowing what steps to take
to get one’s financial and legal affairs in order is often vitally
important not only to the affected individual, but to his or her
loved ones, as well.

The Legal Guide for the Seriously lll—a project by the
American Bar Association Commission on Law and
Aging commissioned by the National Hospice and Palliative
Care Organization—was designed for both the seriously ill
individual and those caring for someone who is seriously ill.
The guide explains “seven key steps” in a brief, clear way
while offering additional tips and resources for readers look-
ing for more detailed information and guidance.

The recently released guide addresses societal issues that
have gained prominent media attention in recent years, such
as paying for health care, managing health and personal deci-
sions, and patient rights. In addition, the Legal Guide for the

Legal Guide

for the

Seriously 1l sheds light on new legislative and regulatory
changes, such as the recently enacted American Recovery
and Reinvestment Act of 2009, which provides a 35 percent
subsidy of the COBRA premium for up to nine months.

“The Legal Guide for the Seriously Il is a great resource
for anyone facing a serious illness. The book provides critical
tools that help readers understand their options, make
informed decisions, and minimize some of the anxiety they
may be feeling about their financial and legal affairs at this
stage of life,” said ABA President Carolyn Lamm.

J. Donald Schumacher, president and CEO of NHPCO
added, “Hospice and palliative care organizations are fre-
quently asked for information regarding end-of-life planning
and decision-making. This guide will be a tremendous
resource to them, as well as to faith communities, caregiver
organizations, aging service providers, hospitals, and others
who work to support people living with a serious illness.

Ellen M. Klem, staff attorney of the ABA Commission
on Law and the Aging, reminds readers that the book does not
give legal advice, but will “arm readers with knowledge
about the options they have during this difficult time.”

The views expressed in the book have not been approved
by the House of Delegates or the Board of Governors of the
American Bar Association and, accordingly, should not be
construed as representing the policy of the ABA.

The book is available online at
http://www.caringinfo.org/UserFiles/File/PDFs/AdvanceCar
ePlanningLegallssues/Legal_Guide_for_Seriously_I1l.pdf.

Editor’s Note: Review copies are available by sending an
e-mail to Ellen M. Klem at kleme@staff.abanet.org. If you
publish a review of this book, please send tearsheets or a copy
for our files to Ellen M. Klem, American Bar Association,
Commission on Law and Aging, 740 15th Street, N.W.,,
Washington, DC 20005.

Seriously Il

Seven Key Steps to G
Your Affairs in Orde =

Step L: Plan How to Pay for the
Health Care You Need

Step 2. Make a Plan to Manage Your
Health and Personal Decisions

American Bar Association Commission_‘pquw and Agl
Jor the National [ospice and Pallitive Care Orzanizall
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In Practice

Short Attention-span Theater:
Training Tips for
Webinar Presenters

By David Godfrey

he convergence of technology and economy are making

Webinars a more popular option for training. Today’s
Web interfaces have more capabilities and require less tech-
nical ability to present or participate in than just a few years
ago. In addition, the economy has put the squeeze on many
travel and training bud-
gets, making Webinars an
increasingly appealing
option for presenting,
training, and sharing
ideas. Here are a few tips
for making the most out
of your Webinar training.

A Webinar is *“short
attention-span theater.”
Limiting your topic is
critically important. To
be effective, a Webinar needs to communicate a message in
less than an hour. One way to approach it is to think of a
Webinar as a prime-time television sitcom—a short, single
story presented in 6 to 10 minute segments. Plan to commu-
nicate your message in short segments and include “com-
mercial breaks” in the form of polls and quizzes to break the
program up.

When people sign on to view a Webinar, the presenter
and the audience will see a “log on report” that indicates how
many people are participating. Statistically, as the Webinar
program progresses audience members will start to log off.
Thus, time is of the essence in presenting Webinars—you
must reach the audience early while you still have their atten-
tion. This requires ruthless editing of your message to what
can be communicated clearly, yet quickly.

Just like a television program, it helps to make your
Webinar presentation visually interesting. In the early days of
television, news programs were little more than a single cam-
era pointed at a news reader. Today television news is a mul-

David Godfrey is a senior attorney with the ABA Commission
on Law and Aging. He can be reached at
godfreyd@staff.abanet.org

timedia presentation, with graphics and video designed to
grab and hold the audiences’ attention. There are a wide
range of presentation options for Webinars. Generally, if you
can view or hear it on your computer then you also can share
it with your audience in a Webinar. The most common pre-
sentation tool for creating a Webinar is PowerPoint software.

PowerPoint presentations form the core of most
Webinars. Following are a few tips for creating effective and
memorable PowerPoint presentations.

Limit the text to two or three phrases per slide. Limit
each point phrase to not more than four or five words. The
purpose of the text on your Powerpoint slides is to reinforce
your message, not to serve as an outline. Edit the text to the
point that the slides alone, without your commentary, are all
but meaningless. If you have a paragraph of text that really
needs to be used, it should appear as the only thing on the
slide (other than clip art).

PowerPoint has a wide range of standard slide templates.
Select a template (or background) that is visually appealing
and uses color to attract the audiences’ attention to effective-
ly communicate your message.

The layout of the text and graphics on the slide is also an
important part of communicating the message. PowerPoint
offers a variety of slide layouts. Alternate the slide layouts to
organize the material in interesting and logical ways.

Use clip art and illustrations on every slide to reinforce
your message. Illustrations serve a number of purposes: they
help the viewer understand the message and they prompt the
viewer’s mind to draw connections between the illustration
and the message. PowerPoint offers an extensive searchable
online library of free clip art. You can also insert pictures and
illustrations from your own scanned images or files into
PowerPoint slides. PowerPoint will also create and insert dia-
grams and charts and import audio and video clips.

A “Welcome” slide featuring a picture of the presenter
often helps to add a human face to the disembodied voice on
a Webinar.

Use different type faces, sizes, and colors for emphasis.

Animation adds visual interest, as the motion attracts
attention and maintains interest.

The use of humor and emotion can be an effective way
to communicate a message. For example, one of my most
popular ethics presentations was illustrated with cartoons.

One of the most powerful presentations that | have ever
seen contained a couple of carefully selected crime scene
photographs to underscore the message on elder abuse. A
slide show that makes an audience sit on the edge of their
seats wondering if the next point will make them laugh (or
cry) is a powerful communications tool.

You can also use quizzes and polls to actively involve the
audience. The biggest challenge for a presenter is that they
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can’t see or hear the audience to gauge their reactions. A presenter
can test the audiences’ level of understanding and involvement by
inserting quizzes and polls into the presentation. Most Webinar
platforms have a special option for interactive live polls. Use this
option if you can; if you can’t use this option, insert a quiz or have
people answer using an audio or dial-in function. These tools add a
level of interactivity to a Webinar that dramatically increases audi-
ence participation. Most Webinar platforms also have an online live
chat function. The chat function allows participants to type com-
ments or questions that can be viewed by other participants. The
presenter (or organizer) generally has control over who can send
messages to whom. The chat function is a great tool for receiving
questions from the audience. Optimally, the presenter should have
an assistant present to review the messages and forward them to the
presenter. 1 normally build a question break (commercial break)
into my Webinar every 10 minutes.

Overall, Webinars are a great low-cost tool for communicating
with a dispersed audience. Understanding the medium and careful-
ly crafting the presentation will greatly improve the effectiveness of
your Webinar.

Inside the Commission

In October, the ABA Commission on Law and Aging wel-
comed for the second time an international law student intern.
Danielle Valdenaire is a student from the prestigious Sciences
Po (Institute of Political Sciences) and Paris X Nanterre in
Paris, France.

Ms. Valdenaire is assisting staff attorneys on a wide range
of substantive legal issues, including international
aspects of elder rights, guardianship, elder-friendly
offices, elder law courses offered in law school
across the U.S., and health care advance directives.

Ms. Valdenaire also is providing useful tips to
staff on French cuisine, fashion, and way of life.

Ms Valdenaire will return to Paris in September, where she

still has two more years of studying before she graduates.

Danielle Valdenaire
with staff attorneys
Ellen Klem and Leslie
Fried at

a visit to the

U.S. Supreme Court.

Get Connected,
Stay Connected
On Elderbar

Join Elderbar, the listserve that brings together
public and private sector legal advocates and the
aging network. Elderbar is for you if you are an:

e Elder law attorney
e Title I1IB legal services provider
* Legal services developer
e Senior hotline attorney or staff
* Long-term care ombudsman
e Senior Health Insurance Benefits Program
staff
* Area agency on aging staff
e State unit on aging staff
°  OAA-funded elder rights advocate
e LSC, IOLTA-funded, or other
non-profit or public sector legal
services organization
e Law school elder law or
clinical staff
e State or local bar association elder law
section or committee leader
e Service provider in the
aging network
* National law and aging advocate
Elderbar gives you the opportunity to com-
municate across the boundaries of the law and
aging networks and the public and private legal sec-
tors. Share ideas and information about programs,
bar section and committee activities, and learn how
others are responding to the increasing demand and
finite funding for legal services for seniors.

Elderbar is a project of the ABA
Commission’s National Legal Assistance Support
Center as part of its role in the National Legal
Resource Center, funded by the Administration on
Aging. Itis a closed list; messages can only be post-
ed and read by members.

To get connected to Elderbar send your name,

e-mail address, and professional affiliation to David
Godfrey at Godfreyd@staff.abanet.org.
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Inside Practice

Communicating with Lawyers

By David Godfrey, Senior Attorney
ABA Commission on Law and Aging

ommunicating with lawyers can be a challenge for non-

lawyers. Lawyers are trained to evaluate the world in
very specific ways. From the first day of law school most are
trained to examine every situation by looking for the legal
issue, relevant facts, rule of law, application of the rule to the
facts, and conclusion or the expected outcome. This method-
ology is commonly known as “IRAC,” standing for issue,
rule, application, and conclusion.! This structured methodol-
ogy dominates the thought process of lawyers and creates a
major challenge when non-lawyers try to communicate with
them.

The first key to communicating with a lawyer is to lead
with the problem or legal issue. The legal issue is the prob-
lem or concern that the client needs help with that may have
a legal solution. If you lead the conversation with back
ground information on the client many lawyers will wonder
when you are going to get to the point. They will continually
sift through the facts and background information trying to
determine the legal issue or issues. Leading with the issue or
problem will help to focus the lawyer’s thinking. Typical law
school cases and exams feature multiple issues buried in
complex facts, training attorneys to look for multiple and hid-
den or underlying issues in every fact pattern; so don’t be sur-
prised when the lawyer finds different or multiple legal
issues.2

The outcome of most legal questions is driven by the
facts. So the next key to effective communication with an
attorney is to know as many relevant facts as possible that
may have an impact on the legal issues. Unless the health and
social status of the client are relevant to the outcome of the
legal issue, most lawyers will disregard those facts.
Disregarding the psycho-social facts runs against the training
in many fields, such as social work, leading to a communica-
tions hurdle.

Capacity, the clients’ ability to make and communicate
informed decisions understanding the risks, benefits, and
consequences of the decision being made, is very important
to a lawyer when offering advice. If you suspect that the
client lacks capacity, it is essential to explain your concerns.

Lawyers are bound by a strict set of ethical rules that
regulate their behavior to protect clients and the integrity of
the legal system.3 Lawyers want to talk to the client and give
advice to the client. They may consider whoever they give

advice to first their client with regard to that issue. A lawyer
can only offer advice to one side of any disagreement and
there are strict limits on what a lawyer can reveal about a
client and a client’s legal matter.

Lawyers have a duty to be a “zealous advocate” for their
client.4 If there are two sides to the story, a lawyer can only
be an advocate for one side.5 It is impossible to be a zealous
advocate for both sides of a case, so lawyers are limited to
offering advice to only one side of any disagreement.6. 7 If a
lawyer is offering advice to two people who have irreconcil-
able differences, the lawyer may be forced by the ethical
rules to withdraw from representing both of them.8 Even in
joint representation, the ethical obligations apply to each
client individually.? It is unethical for an attorney to continue
to represent one client if doing so results in the breach of an
ethical duty to another client.10

Confidentiality rules strictly limit what a lawyer can say
about the representation of a client.11 The lawyer can only
disclose this information if it is legally necessary to do so to
represent the client or if the client grants permission.12 This
means that a lawyer may ask others for information about a
client, but they are unlikely to be able to share information.
The rule allows clients to share intimate secrets with a lawyer
without fear of disclosure.13 But this can make communicat-
ing with a lawyer a one-way street. Rest assured, the lawyer
is not ignoring you; they just can’t start down the slippery
slope of disclosure.

Making it clear what outcome you want and how far you
want to take an issue will improve communications with a
lawyer. Lawyers are trained to be arguers and fighters and
defend their clients to the end of the law. Knowing up front
what outcome a client is looking for and how much of a fight
the client wants will temper the response of a lawyer.
Lawyers will tell you if they think a prolonged battle would
have a better outcome, but the decision on how far to press a
case belongs to the client.14

Lawyers are not born, they are trained. Most are trained
in a methodology of thought that starts with the legal issue,
the facts, the rule of law, application of the rule to the facts,
and drawing a conclusion. The rules of ethics limit who a
lawyer can offer advice to and what they can say about rep-
resentation of a client. Understanding how lawyers think and
communicate makes it easier for others to communicate with
them.

Notes

1. http://en.wikipedia.org/wiki/IRAC

2. Law school is as much about learning to think and communicate
in a structured way as it is about learning the basics of the law.

3. http://www.abanet.org/cpr/mrpc/mrpc_toc.html

Continued on next page
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Consumer Resource/Health Decisions

Harvard School of Medicine
Publishes Health Care Power of
Attorney and Living Will

arvard Health Publications, in consultation with Anne

Fabiny, MD, chief of geriatrics at the Cambridge
Health Alliance and assistant professor of medicine,
Harvard Medical School, and Charles Sabatino, JD,
director, American Bar Association Commission on
Law and Aging, has released a new publication to help
people understand and prepare a health care power of attor-
ney and living will

Living wills and health care proxies are legal docu-
ments that people can use to let others know about their
health care wishes in the event that they become unable to
speak for themselves.

This publication guides
people through the process

of thinking about what their
health care options might
be, explains medical terms
and procedures, and helps
people think about the kind

The Health Care of end-of-life care they
Power of Attorney might want.
The publication also

and Living Will
. provides three forms: a
health care power of attor-
ney; a health decisions
worksheet, and an advance
directives tracking sheet.

—— [NSIDE r

The guide is available for $15 in both print and elec-
tronic PDF. Order online at:

http://www.health.harvard.edu/special_health_reports/
the-health-care-power-of-attorney-and-living-will

Contents

What are advance directives?

What is a health care power of attorney?

What is a living will?

What is a do-not-resuscitate order (DNR)?
Which documents do you need to have?

Step One: Deciding on your wishes for care
How specific should you be in your directives?
Talking to your doctor

Understanding key medical procedures
Understanding medical and legal terms

Step Two: Choosing a health care agent

The basics

Talking to your health care agent

Privacy rules and health care agents

Step Three: Creating your advance directives
What are your goals for care?

Who needs to have your advance directives?
State-specific information

Changing your advance directives

Pitfalls, fixes, and tips for tough conversations
The forms

Tips for filling out your directives

Form 1: Health Care Power of Attorney

Form 2: Health Decisions Worksheet

Form 3: Advance Directives Tracking Sheet
Resources

Communicating with Lawyers

Continued from previous page

4.

o

5.
6.
7. Some legal work does not have a truly opposing side and attor-

Model Rules of Professional Conduct, Preamble and Scope (2).
Model Rules of Professional Conduct 1.7.
Id.

neys routinely enter into joint representation of more than one
client in those matters.

Model Rules of Professional Conduct 1.16.

Model Rules of Professional Conduct 1.6, 1.7, and 1.16.

10. Model Rules of Professional Conduct 1.16 for example of a
breach of the duty of confidentiality under rule 1.6.

Model Rules of Professional Conduct 1.6.

Id.

See Comments 1-4 of Rule 1.6. the ability of a client to reveal
secrets is essential to the client attorney relationship and lawyers
hear it all—who clients love and hate, who they trust and don’t,
who they have loved and lost, births, marriages, divorces and
crimes that they have never told anyone about.

14. Model Rules of Professional Conduct 1.2.

11.
12.
13.
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National Legal Resource Center

AOA, National Legal Resource
Center Partners Launch Web site

Visit: www.NLRC.A0A.gov

By Omar R. Valverde, Esq.

The Administration on Aging and the partners of the National
Legal Resource Center (NLRC) have launched a Web site
designed to provide resource support to aging and legal net-
works across the country.

The NLRC Web site creates a much-needed portal to
important support tools designed to help providers better
serve older consumers facing difficult legal issues impacting
their independence, health, and financial security. Legal
problems can include the potential loss of a home through
foreclosure; consumer scams that destroy nest eggs; physical
abuse, neglect, and exploitation; problems in long-term care
facilities; and difficulties accessing public benefits essential
to remaining financially secure, independent, and healthy.
These and other legal problems facing older adults are on the
increase as a result of the economic downturn.

The NLRC is a collaborative effort of five national non-
profit organizations known for their work and expertise in
legal and aging services support. These organizations include
the ABA Commission on Law and Aging, Center for Elder
Rights Advocacy, National Consumer Law Center, National
Senior Citizens Law Center, and the Center for Social
Gerontology.

Legal resources accessible through NLRC partners and
the NLRC Web site are targeted towards a broad range of
legal and elder rights advocates and organizations, including:
state unit on aging directors, state legal assistance developers,
state LTC ombudsman, area agency on aging staff, aging and
disability resource center staff, Title I1IB legal providers,
Legal Services Corporation providers, senior legal hotlines,
states involved in integrated legal service delivery initiatives,
and other professionals involved in protecting the rights of
older persons. In previous years, members of these target
audiences did not have the advantage of having of a stream-

Omar R. Valverde, Esq., is the aging services program spe-
cialist at the Office of Elder Rights, Administration on Aging,
U.S. Department of Health and Human Services in
Washington.

lined entry point into a comprehensive legal support system
that the new NLRC Web site now provides.

The NLRC partner organizations leverage their
resources to assist aging and legal service providers in effec-
tively responding to an increasing number of older persons
facing legal issues related to income security, health and
long-term care, housing, consumer fraud, and elder abuse.
The Web site provides a wealth of information on every
major category of law impacting older persons. Important
news on legal developments can be accessed through the
Web site. Aging and legal service entities throughout the
country can be located with the click of a map. In addition, a
highly significant innovation includes the ability for legal and
aging service providers to directly request intensive case con-
sultation and training on the most difficult and pervasive
legal issues facing older persons, through an easy online
request process.

Other NLRC Web site features focus on assisting states
and provider networks in developing effective and high-qual-
ity legal and aging service delivery systems. Current adverse
economic conditions have created a proliferation of legal
problems impacting older adults, while state budgets and
legal service providers are facing a pernicious situation of
static or dwindling resources to meet the increasing demand.

Legal and aging services administrators can now use the
NLRC Web site to access technical assistance on the effi-
cient, cost-effective, and targeted provision of legal services
to older persons in the most social or economic need.
Technical assistance is available on a wide variety of legal
service delivery issues, including the development of legal
service delivery standards or guidelines; effective outreach
and targeting strategies, assessing legal needs and service
delivery capacity; and developing statewide reporting sys-
tems that capture program outcomes and measure service
delivery impact. Intensive technical assistance is also avail-
able through the Web site to professionals involved in pro-
viding legal counsel through senior legal helplines, including
support in the development of reporting and data collection
systems, innovative case management systems, targeting and
outreach strategies, funding strategies and integration strate-
gies that permanently incorporate helplines into the broader
tapestry of legal service delivery.

These difficult economic times require new and accessi-
ble tools to aid providers who are on the front lines of keep-
ing older Americans independent, healthy, and financially
secure in their homes and communities. Aging and legal ser-
vices providers throughout the country are highly encouraged
to explore and take full advantage of the resources available
through the NLRC partners and the new NLRC Web site.

Visit wvw.NLRC.A0A.gov today!
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Join Us in Celebrating the
30" ANNIVERSARY

....... of the «--eer

ABA Commission

ON LAW AND AGING

In 1979, the American Bar Association established the
Commission on Law and Aging to examine and respond to
law-related issues of aging. Since then, the ABA Commission

Help the ABA Commission continue its on Law and Aging has emerged as a leader in the vanguard
of the law and aging field through:

e)"awG"la

mission to strengthen and secure the legal

rights, dignity, autonomy, quality of life

2

Creative thinking

2

and quality of care of elders. Collaborative work approach

2

Cutting-edge interdisdplinary research

2

Ability to look forward to identify
emerging issues

e

Timely technical assistance
and education

Your gift to the ABA Commission on Law and Aging will
support the programs and research that help protect the
rights of elders, ensure their access to the legal system
and educate lawyers, policy makers, professionals and the
public about the legal issues affecting older people.
Help by giving today!

-------------------------------------------

— WRITE A CHECK —
Make check to Fund for Justice & Education.* Mail to:

ABA Commission on Law & Aging, 740 15% St., N.W,
Washington, DC 20005

— DONATE ONLINE —
ABA Commission’s website at:

www.abanet.org/aging

AMERICAN BAR ASSOCIATION — CALL THE COMMISSION—
- e Discuss a specific gift of support at:
Commission on (202) 662-8690
I_aW and Agl n g * Designate Commission on Law & Aging as donee. Contribution is tax-dedurctible.
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State Advance Directive Registries
Continued from page 23

an AD registry. The word “registry” is intended to mean a
central repository for storing ADs primarily for proxy or
health care provider access. It does not include methods of
storing an AD in a personal health record. In each state, the
designated department in charge of the registry was contact-
ed, and state informants were interviewed via telephone and
email. The author was able to interview a knowledgeable per-
son about each state registry except for Arizona and New
Jersey. Seven private national registries also were contacted,
although only three responded: America Living Will
Registry, DocuBank, and U.S. Living Will Registry.

This paper provides a summary and analysis of the cur-
rent status of state AD registries based on this survey. First, it
provides a brief introduction regarding the AD and its devel-
opment. Second, it addresses the advent of AD registries and
the various methods states have used in implementing them.
Third, it reviews current status of operating registries and
their use by individuals and health care providers. Finally, it
discusses challenges, alternatives, and recommendations to
the continued existence of state AD registries.

The Advance Directive

The stories of Karen Ann Quinlan, Nancy Cruzan, and Terri
Schiavo underscore the importance of contemplating and
making known one’s desires for end-of-life care. Major legal
battles ensued over the decision to withdraw life support
from each of these young adults, who were left in a persistent
vegetative state due to tragic circumstances. In each of these
cases, having an AD may have made a difference in the
health care decisions that were made subsequent to their inca-
pacity. Advance directives are legal documents that allow
people to retain control over their medical care when they are
unable to speak for themselves.# These documents come in a
variety of forms: the living will, durable power of attorney
for health care, or some combination thereof. A living will
sets out treatment preferences and a durable power of attor-
ney for health care designates someone to make health care
decisions on another’s behalf. Every state has one or more
advance health care directive statutes.

While studies show that there is widespread public sup-
port for advance care planning, it is estimated that only 18
percent to 30 percent of Americans have executed one form
of these documents.> The majority are white, older females
who are highly educated and from the middle or upper class-
es.6 This number is slightly higher for acutely or chronically
ill patients.’

A sustained criticism of the AD is its accessibility when
needed,8 since having an AD is only as good as the known
existence and accessibility of the document.9 The statistics
regarding locating ADs are discouraging. Despite the
requirement in the Patient Self-Determination Act (PSDA) to
ask patients whether or not they have an AD, the executed
documents rarely make it into the patients’ medical
records.10 It is estimated that 35percent of ADs cannot be
found when needed!! and that 65 percent to 76 percent of
patients’ physicians are not aware that their patients have an
AD.12 People store their ADs anywhere from safety deposit
boxes to shoe boxes, or they forget where they put the docu-
ments altogether, thus defeating the purpose of having an AD
at all.13 Having a secure repository where ADs can quickly
and easily be retrieved by health care providers or named
proxies seems like an obvious solution to the problem.

Advent of the Advance
Directive Registry

In recent years, some states have addressed the issue of
accessibility by establishing statewide registries for residents
to store their ADs. Since the first legislation authorizing a
registry was enacted in Louisiana in 1990,14 as of mid-2009,
eleven states have enacted legislation mandating the creation
of a registry for health care ADs!® (Arizona, California,
Idaho, Louisiana, Maryland, Montana, Nevada, North
Carolina, Oklahoma, Vermont, Virginia, and Washington).16
In addition, two states have similar legislation currently
pending (Alaska and Michigan).17 Of the twelve states that
have enacted legislation, Oklahoma,18 Virginia,19 and
Maryland20 are still in the process of establishing their reg-
istries.

In legislation regarding the development of state health
networks, Kentucky and Oregon have instructed their health
boards to consider AD registries as a future option.21 Oregon
recently passed legislation mandating the creation of a reg-
istry for Physicians’ Orders for Life-Sustaining Treatment
(POLST) forms.22 West Virginia also is working on a state
AD registry that will be run by the Center for End-of-Life
Care, but there is no legislative mandate creating it.23

There also are seven private registries available nation-
wide.24 U.S. Living Will Registry currently hosts three state
registries,2> and both America Living Will Registry and
DocuBank are developing methods to contract with states to
provide the service.26

In summary, nine of the states that have passed legisla-
tion establishing AD registries have fully operational reg-
istries as of mid-2009.27 Louisiana was the first state to
establish a registry in 1991, and the registry is housed in the
publications office under the secretary of state.28 Most state

BIFOCAL Nov Dec 2009

36

Vol. 31, No.2



registries operate through the secretary of state’s office,29 a
few are managed through the department of health,30 and
one (Montana) is headed by the office of consumer protec-
tion in the department of justice.31 Most state registries store
electronic copies of ADs and are based online, but California
and Louisiana maintain physical registries with electronic
databases holding information about their registrants.32
Every operational state registry has an informational Web
site with links regarding ADs and information about how to
register an AD.33

Most states have developed their own registries, but
three states (Nevada, Vermont, and Washington) have con-
tracted with a private company, U.S. Living Will Registry.34
For these states, all ADs are stored in the same registry, and
each state has its own personalized Web page through which
individuals can access the registry.35

Documents That Can Be Registered

All states allow patients to register a living will in the reg-
istry, and all but Louisiana permit filing a durable health care
power of attorney (HCPOA). Louisiana will not process any
other form than a living will declaration, but if any other
form is filed with a living will, the publications office will
attach it to the living will and keep it on file.36 Arizona,
North Carolina, and Washington allow psychiatric advance
directives (PADs)37 to be filed in the registry,38 and Idaho,

Maryland, and Washington permit POLST forms to be
included.39 Declarations of anatomical gifts may be regis-
tered in Maryland, North Carolina, Oklahoma, and
Virginia.40 These declarations are included in the statutory
advance directive forms in Maryland and Oklahoma.4!
Nevada also permits registering a do-not-resuscitate order
(DNR order).42 Table 1, below, illustrates the documents that
may be included in a registry in each state.

Registration Process

The process of registering an AD is very similar among all
the states with operating registries, particularly for those
online. The registries in California and Louisiana only store
physical copies of ADs. California requires its registrants to
complete a registration form and either indicate the location
of their AD or attach a copy of it.43 The information on the
registration form is entered into an electronic database, and
the AD, if supplied, is filed.44 Upon receipt of an AD in
Louisiana, the publications office date-stamps the document
and keeps it in its archives.#® If an individual submits more
than one copy to the Louisiana registry, the office will date-
stamp each copy and return additional copies to the regis-
trant.46

The remaining seven state registries create an electronic
copy of the registrant’s AD that is accessible online.

Continued on page 38

Table 1

State Living Will HCPOA PAD
Arizona
California
Idaho
Louisiana
Maryland
Montana
Nevada

North Carolina
Oklahoma
Vermont
Virginia
Washington

XXX XXX XXXXXX

XX XX X X XX

X

POLST* Anatomical Gift DNR Order

X X

X

* States use a variety of titles and resulting acronyms to describe the same document. Variations include Instructions
on Current Life-Sustaining Treatment Options, Medical Orders for Life-Sustaining Treatment (MOLST), Medical
Orders for Scope of Treatment (MOST), and Physician Orders for Scope of Treatment (POST).
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Let the ABA Commission
On Law and Aging Help
You in Your Work

he ABA Commission on Law and
Aging provides valuable professional
and consumer resources, technical assis-
tance and legal education, and research on
a wide-range of critical issues affecting
older persons, including:
Legal Services Access and
Delivery
Elder Abuse
Guardianship and
Conservatorship
Dispute Resolution and
Mediation
Professional Ethical Issues
Housing Options and Needs
Health and Long-term Care
Quality, Planning, and
Decision-making
Social Security, Medicare,
Medicaid, and Other Public
Benefit Programs

The ABA Commission on Law and
Aging provides a forum for legal profes-
sionals to communicate and share ideas on
two active listserves—Elderbar and
Collaborate—and distributes a bimonthly
e-journal Bifocal.

Find up-to-date and practical infor-
mation on the Commission’s publications
Web page, which offers an extensive cata-
log of professional and consumer
resources on a wide range of issues of
concern to elder law practitioners, advo-
cates, and older persons.

See how the ABA Commission can
help you. Visit us online at:

www.abanet.org/aging

%

State Advance Directive Registries
Continued from page 37

Registrants in these states submit a copy of their AD to the department oversee-
ing the registry, along with a registration agreement and a fee, if the state
requires one. Personal contact and identifying information are usually entered
into a database maintained by the department, and the department creates an
electronic copy of the AD. After uploading the AD into the registry, most of the
states who maintain an online registry return the submitted documents to the
registrant.4’ Vermont, like California, allows individuals the choice of register-
ing the location of their ADs rather than the document itself.48 All states send
registrants at least one wallet card indicating that they have registered an AD
with the state. For the states that maintain an online registry, the wallet card also
contains the access codes for the documents in the registry. Montana, Nevada,
Vermont, and Washington also provide the registrant with sticky labels to affix
to a driver’s license, insurance card, or anything else that the registrant
desires.49 Upon request, Louisiana also will supply its registrants with a do-not-
resuscitate bracelet.50

Registrants in Arizona go through an additional verification process to con-
firm the content of the documents registered.51 Before the AD is officially
entered into the registry, the state returns a printed record of the registration to
the registrant to verify that all information contained therein is accurate.>2 After
the state receives confirmation that the information is correct, it issues a wallet
card with file number and password to the registrant.53

Maryland and Montana are required by law to review ADs submitted to
their registries for legal sufficiency,>* and Idaho also reviews the documents for
legal sufficiency even though not statutorily required.>> A few state statutes
explicitly relieve the office overseeing the registry of the responsibility to veri-
fy whether the AD submitted to the registry complies with legal requirements
before registering the document.>6 While an additional step for the state,
reviewing documents for legal sufficiency before filing them in the registry
helps ensure that the document filed will be legally effective.

North Carolina and Virginia’s statutes require any document submitted to
the registry to be notarized.>” Of all of the documents that North Carolina per-
mits to be filed in the registry,58 the only document that North Carolina does not
statutorily require to be notarized is a declaration of anatomical gift.>9 However,
Virginia’s AD statute does not require notarization for an AD to be legally valid;
it simply requires an AD to be witnessed by two parties.60 These inconsistent
requirements may be problematic for people who have already executed ADs
and would then like to register them. The additional notarization requirement in
effect requires registrants to re-execute their ADs. It does not advance the goal
of increasing access to documents because it creates another barrier for people
to use the service.

Access

California and Louisiana are the only state registries in which the registrant’s
AD cannot be accessed online. California will supply a copy of an AD upon
request to a registrant, a health care provider, public guardian, agent appointed
in an AD, or legal representative of the registrant.61 Parties requesting informa-
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tion regarding the AD must verify their identity, and their
request for a copy of the AD must be accompanied by a writ-
ten statement of the need for the information.62 If an emer-
gency department of a general acute care hospital requests
information, California law requires the secretary of state to
respond to this request by the close of business on the next
business day.63 This requirement may be impractical given
that people usually do not spend more than 24 hours in an
emergency room, and the delay would be even longer if the
patient requested the information on a Friday.

Louisiana maintains a database of registrants available to
the general public on its Web site. The database contains an
alphabetical listing of the names of registrants, the dates their
documents were registered, and the dates the documents
were executed;84 however, the registered AD is not accessi-
ble online, and no other personal identifying information is
available.65 The publications office will provide a copy of
the registered document to registrants, family members of
registrants, or attending physicians or health care facilities
upon request.66

All other states with operating registries provide their
registrants with identification codes to access electronic
copies of the registered documents online. Arizona, Idaho,
and North Carolina limit access only to those who possess an
individual’s access codes.6” The remaining states68 allow
broader access to approved health care providers who have
registered with the service so that health care providers can

New Resources/Health Decisions

Comprehensive Chart Features
Links to State-specific Advance
Directive Forms

ow posted on the ABA Commission on Law and

Aging’s health decisions resources page is a handy
chart that will link you directly to free downloadable
advance directive forms and information from state bar
associations and other reputable state groups. The chart
was created by Danielle Valdenaire.

Access the chart at: http://new.abanet.org/aging/Pages/
HealthDecisions.aspx

access patients” ADs with patient identifying information,
such as name, date of birth, and social security number, as
opposed to needing an access code.

Montana is unique in that it allows its registrants to
choose between two privacy levels allowing individuals to
access their ADs.69 The standard privacy level allows the
registrant, appropriate health care providers, anyone with the
registrant’s name and access code, and anyone with the social
security number, date of birth, and mother’s maiden name to
access the declaration.”0 The higher privacy level only
allows the registrant, appropriate health care providers, and
anyone with the registrant’s name and access code to access
the registry.”1 This allows registrants to determine how
accessible they want their AD to be. Choosing the standard
privacy level allows people to search for a registrant’s AD
even if they do not have the access codes, but have enough
identifying information about the registrant. Electing the
higher privacy level ensures that only people who the regis-
trant has given the access code to, outside of health care
providers, are able to access the registered AD.

The primary advantage of the electronic registry is its
accessibility. Health care providers or proxies can access the
document whenever and wherever there is a computer with
connection to the Internet. With sufficient security in place,
this method of access better serves the purpose of the registry
by ensuring that documents may be easily and quickly

retrieved. )
Continued on page 40

Advance Care Planning in Health
Reform (formerly Misrepresented
As "Death Panels")

ouse Bill 3962, America’s Affordable Health Choices

Act of 20009, is the health care reform bill adopted by
the House. Since the advance care planning provisions in it
have received a lot of distorted attention, it is important to
look closely at what’s in the bill. To see a summary of the
advance care planning and palliative care provisions con-
tained in the House bill go the ABA Commission’s health
decisions Resources page at:
http://new.abanet.org/aging/Pages/HealthDecisions.aspx

No similar provisions exist in Senate versions of health
reform legislation.
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States that allow health care providers to access the reg-
istry independent of a registrant’s personal access codes are
most likely to achieve the desired effect of the registry. If
access is limited to only those people who are in possession
of a patient’s access code, the responsibility still lies with the
registrant to ensure that those who would need a copy of the
document to have the access codes. While this strategy seems
appropriate in concept given privacy concerns, it does not
provide pertinent parties with greater access to the document
than they would have had if the patient simply gave those
parties a copy of the document. Storing the AD online mere-
ly seems to protect against misplacement of the document by
the recipient. Allowing health care providers greater access to
the registry helps bridge the gap between an individual creat-
ing an AD independent of receiving health care and the health
care provider who eventually treats the individual.

Fees Charged and Funding for the Registry

Only three states impose a fee for registering an AD.
California charges $10,72 North Carolina charges $10 per
document registered,”3 and Louisiana charges $20 to register
and $5 to revoke.”4 Louisiana is the only state that imposes a
fee for revoking an AD independently of filing a new docu-
ment. The other six states that have operational registries pro-
vide this service free of charge to their residents.”> A few
state statutes permit imposing fees for registering documents
but have chosen not to do s0.76 No state statutorily prohibits
collecting fees for registering documents, but some state
statutes’” specifically prohibit fees for revocation. California
is the only state that statutorily prohibits charging fees for
accessing the registry, even though none of the states charge
fees for health care providers to access the registry.”8

In each of the three states that charge a registration fee,
that is the primary source of funding for the registry.
Louisiana does not appear to have any funding outside of the
fee charged for the service.”® North Carolina received initial
funding to establish the registry, but is now supported by reg-
istration fees.80 California’s registry is also supported by
business fees paid to the secretary of state for other services
in addition to AD registration fees.81 Arizona’s registry is pri-
vately funded by donors including Hospice of the Valley.82
Other states either have money appropriated by the legisla-
ture or use state general funds to support the program.83
Idaho’s costs are absorbed by the annual appropriation to the
secretary of state.84

An obvious concern is that charging for this service may
deter people from registering their ADs85 and that it may
exclude individuals with low incomes.86 Yet, states report
that without alternative funding, they have to rely on revenue
from fees in order to support operation of the registry. States
that do not currently charge fees for the service may be faced
with imposing fees for registration if the state is not able to
continue funding the project. For instance, this year the gov-
ernor of Washington proposed cutting the budget for the reg-
istry by 80 percent because of state budget cuts.87 With the
help of Compassion and Choices of Washington, a nonprofit
organization that focuses on improving care and expanding
choice at the end of life, the registry was preserved, but fund-
ing for promotional efforts has been significantly reduced.88
Maryland has a statute authorizing a registry, but no registry
has ever been created because there is no funding for the pro-
ject, and the state continues to face budget cuts.89 Thus, for a
state to adequately maintain, or even initially develop, its reg-
istry, it is important to secure stable funding through the leg-
islation authorizing its creation.

Updating the Registry

Only three states annually contact their registrants to update
and verify information on file in the registry. Nevada,
Vermont, and Washington, which all contract with U.S.
Living Will Registry, send an annual renewal letter asking its
registrants to confirm that the AD on file still reflects the reg-
istrant’s wishes and to update personal information (name,
address, phone number, and birth date) and emergency con-
tact information.90 Washington contacts the registrant or next
of kin if the letter is returned.9!

Three states have procedures in place for purging the
registry of ADs of deceased registrants. Arizona, ldaho, and
Nevada’s statutes allow for cooperation with the state vital
statistics department to share death certificates with the
department overseeing the AD registry so that deceased reg-
istrants” ADs can be removed from the system.92 Idaho’s
statute requires that the secretary of state update the registry
through this method at least every two years,93 and Arizona
and Nevada’s statutes require this to be done at least once
every five years.94

Advance care planning is an ongoing process, and pro-
viding an annual renewal service helps promote the purpose
and integrity of the AD by ensuring that the document on file
with the registry accurately reflects the registrant’s current
wishes.9 There are a variety of reasons that the AD regis-
tered may quickly become outdated: people change their
minds, relationships evolve, health conditions change, the
AD on file may have been revoked, or a new one created
altogether. If any of these events transpire, but do not get
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communicated to the registry, an annual verification may
serve as a reminder to make the appropriate changes. Even
the minimum process of updating personal and emergency
contact information at least serves the purpose of reminding
the registrant of their registered AD. It is better to specifical-
ly address validity of the document on file and request that
the registrant confirm that the document reflects their current
wishes.

Use of the State Registry

Examining the number of registrations and the number of
times the registry is accessed should be illustrative of the
extent to which the AD registry is meeting its primary goal of
making ADs more accessible. In theory, the total number of
registrations will demonstrate how many people are filing
documents with the registry, and the number of times the reg-
istry has been accessed will show whether the registry has
actually improved access to ADs for patients, family mem-
bers, and health care providers.

Number of Advance Directives Registered

Only a small number of people in states with registries have
taken advantage of the service. Table 2, on page 42, demon-
strates the number of total ADs registered in each state and
the percentage of those people as compared to the entire pop-
ulation of the state. Since people 60 years of age and older are
twice as likely to complete an AD,96 the number of ADs reg-
istered has also been compared with the state population over
the age of 65. The states are listed in order of the years the
registries were established.

Overall registration numbers are small, but many of the
registries have only been in operation for a short time. Table
2 displays the year each of the registries began operating.
Louisiana is home to the oldest operating registry, with the
first registrations in 1991.97 California’s registry was initial-
ly created for durable powers of attorney for health care, and
the legislature amended the statute in 2000 to authorize the
registry to hold ADs.98 All of the subsequent registries have
developed within the last seven years. Each state reports that
the total number of ADs registered increases each year, as
does the annual number of ADs registered. There is no indi-
cation of any correlation between the number of years of reg-
istry operation and the number of registrants or percentage of
the population with ADs registered. For example, table 2
shows that the number of participants and percentage of the
population registering in several younger state registries
exceeds that of the two oldest registries (Louisiana and
California).

State informants have reported a correlation between the
number of ADs registered and two particular events: (1) the
death of Terri Schiavo in March 2005 and (2) community
education and outreach efforts. The number of registrants
dramatically increased during Schiavo’s case in 2005 in
states that had registries operating at that time (California,
Louisiana, and North Carolina).%9 For example, California
experienced a 60 percent increase in registrations, Louisiana
experienced a 56 percent increase, and North Carolina expe-
rienced a 64 percent increase.100 While registration contin-
ues to be higher than before Schiavo’s death, the number of
new registrations were reportedly lower the year following
her death, but have continued on an upward trend since then.

These correlations support the notion
that people are less apt to consider
end-of-life decisions on their own and
more willing to take action when the
issues are directly presented to them.

In addition to the increase spurred by the Schiavo case in
2005, almost all registries notice an increase in registrants
following publicity campaigns and outreach efforts.101 All
states, except two,102 sponsor educational seminars or attend
health and senior informational fairs to advertise and pro-
mote the program.193 In Vermont, the governor proclaimed
an advance directive week at the end of September 2007,
which helped draw public attention to the registry and result-
ed in a significant increase in registrations the following
month.104 Montana also notices an increase in registrations
when the attorney general speaks to the public about the pro-
gram.105

These correlations support the notion that people are less
apt to consider end-of-life decisions on their own and more
willing to take action when the issues are directly presented
to them.106 Since there is not a constant stream of nationally
publicized end-of-life cases like Terri Schiavo’s, the degree
of use of the registries will depend heavily on education and
outreach programs.

Unfortunately, few states statutorily require programs
for public outreach and education, and funding for the main-
tenance of registries is limited. Education and outreach pro-
grams are only statutorily mandated in Maryland and
Montana.107 California is required by statute to “develop
information about end-of-life care, advance health care
directives, and registration of the advance health care direc-
tives at the registry.”108 A few state statutes109 mention that
funds, either through fees or legislative appropriations, shall

Continued on page 42
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Continued from page 41

be used for promoting and maintaining the registry.110
Vermont’s statute simply requires that information be posted
on the secretary of state’s public Web site.111 Louisiana’s reg-
istry relies solely on its Web site for publicity, since that was
all the state statute required.112

Clearly, states have limited resources to educate the pub-
lic and promote the registries. Some states have partnered
with non-profit organizations focused on end-of-life care and
other related issues to help promote and advertise the reg-
istry.113 While these partnerships can help the state with the
work of education and outreach, these partnerships may also
depend on funding through the state.114 Most statutes allow
states to accept voluntary contributions, but states may also
have to seek outside funding. Idaho, for example, did not suc-
cessfully obtain funding for the registry from outside sources
while developing its registry.115

If a state does not have adequate funding to pursue sig-
nificant promotional efforts, it is difficult to measure the util-
ity of a registry simply by looking at the registration
numbers. It is unclear whether low registration numbers are
due to a lack of interest or a lack of awareness. Private reg-
istries report that people in states that have registries contin-
ue to register with alternative private registries.116 This
indicates an interest in the concept of a registry, but perhaps
a lack of knowledge about the state registry. Furthermore, the
registries that focus education and outreach to their online
resources may be isolating older adults, who are generally
not as computer savvy as younger generations. Consequently,
enrollment may suffer simply because people are not aware
of the state registries and states do not have sufficient fund-
ing to promote them adequately.

Number of Times the Registry Is Accessed

Another way of measuring the usefulness of a registry may
be by evaluating whether ADs are being accessed through it.
Only three states!17 track the number of times that the reg-
istry is accessed, and the numbers from those states do not

Table 2

Year Registry Total ADs
Established State Registered?
1991 Louisiana 5,414
1995 California 2,500
2002 North Carolina 13,522
2005 Arizona**

2006 Montana 8,326
2007 Idaho 4,883
2007 Vermont 4,700
2008 Nevada 2,013
2008 Washington 724

Percentage of
State Population
Registered?

Percentage of State
Population Over 65
Registered§

0.12 1.04
0.007 0.06
0.15 1.23
0.87 6.23
0.32 2.79
0.76 5.57
0.07 0.70
0.01 0.10

T Numbers as of May 31, 2009. Louisiana Web site, supra note 33; California interview, supra note 32; North Carolina
interview, supra note 68; Montana interview, supra note 13; Idaho interview, supra note 39; Vermont interview, supra
note 34; Nevada interview, supra note 34; Washington interview, supra note 34.

t Percentage calculated using state population estimates from U.S. Census Bureau, Population Division, Annual
Estimates of the Population for the United States, Regions, States, and Puerto Rico: April 1, 2000 to July 1, 2007,
http://www.census.gov/popest/states/NST-ann-est2007.html (last visited July 23, 2009).

8§ Percentage calculated using elderly population by state from U.S. Department of Health and Human Services,
Administration on Aging, A Profile of Older Americans: 2008, 9, http://www.mowaa.org/Document.Doc?id=69.

** Data not available
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reveal much insight. In Washington where there are only 724
registrants, 107 ADs have been accessed,118 but in Nevada
where over 2,000 people have registered, the state reports
that only a handful have been accessed.119 Both registries
have been fully operational for a little more than a year.120
California’s registry has been operating for more than a
decade, but the state reports that the greatest number of
requests for a patient’s AD has been two per year.12! These
numbers fail to indicate whether or not these registries are
being utilized for their intended purpose, especially since
they do not identify who is accessing the registry and for
what purpose they are accessing it. Consequently, it is
unclear how effective the registry is in making it easier to
access registered documents.

Need for Additional Studies

To adequately evaluate whether state AD registries are serv-
ing a useful purpose, more qualitative and quantitative
research is necessary. Additional considerations include an
evaluation of:

e the public’s interest or desire in having a registry.
Survey research may reveal whether the public
has an interest in using it and if people may be
more likely to execute advance planning
documents if they could store their documents in
the registry.

e health care providers’ interest or desire in a
registry. Survey research may determine whether
the registry is an asset or a burden to health care
providers.

e the public’s awareness of the registry. Survey
research may determine whether people are not
aware that their state has a registry or if they are
aware of the registry and do not make the effort to
register their documents.

e the purpose for which the AD was accessed to
determine if the AD was used after it was
accessed or not.

e the number of deaths that have ADs in relation to
the number of deaths where the registry was
accessed.122

Challenges to a Registry’s Viability

Although many state AD registries have only been in exis-
tence for a few years, their lives may be short-lived. The pri-
mary challenges that threaten the viability of state AD
registries include public awareness and funding, inherent
flaws in the registry model, potential development of a

national AD registry, potential development of POLST reg-
istries, and electronic health records.

Public Awareness and Funding

Reportedly, states have received positive responses to the AD
registries,123 but since there is a strong positive correlation
between the number of registrants and public outreach and
awareness initiatives, the continued use and access of any
registry largely depends a state’s ability to continue or even
enhance public education and outreach efforts. This proves to
be a challenge for states that have limited resources to pursue
these efforts, particularly when only two states124 with AD
registry statutes mandate education and outreach programs.

Studies consistently find that knowledge of ADs does not
in itself increase their use: the majority of people who know
what an AD is do not complete one.12> Studies also show that
comprehensive interventions educating and reminding indi-
viduals to complete ADs increase the percentage of individu-
als who execute ADs by anywhere from 30 percent to 40
percent.126 America Living Will Registry notes that people
are more likely to register an AD when they complete the AD
and register it at an event that the organization is hosting.127
Similarly, all states that engage in education and outreach
sessions in the community recognize an increase in registra-
tion after such events take place.128 Thus, it appears that con-
tinuing proactive educational and promotional efforts appear
would produce an overall increase in AD registrants.

However, education and outreach efforts are limited by
available funding. Unfortunately, funding for state registries
is limited and at risk for cut backs. For example, due to cur-
rent financial constraints, the registry in Washington is
receiving substantially reduced funding.12® Most funding
must be dedicated to maintaining the registry, which severe-
ly limits its promotional efforts.130 While states are still opti-
mistic about increasing enrollment, without funding for
promotional and outreach efforts, registry enrollment may
stagnate.

Federal support could help the state AD registry finan-
cially. On May 21, 2009, Sen. Rockefeller (D.W.V.) intro-
duced the Advance Planning and Compassionate Care Act,
comprehensive legislation addressing the need for education
and outreach regarding completion of ADs and end-of-life
care in general.131 It includes development of advance care
planning resources, a national public education campaign, a
national uniform policy on advance care planning, provider
education and training in palliative care, and advance care
planning coverage under Medicare, Medicaid, and CHIP.132
It also includes an amendment to the Public Health Service

Continued on page 44
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Act awarding grants to states on a competitive basis for fund-
ing state AD registries.133

Inherent Flaws in the Registry Model

The success of a registry depends on educating and motivat-
ing individuals to take action to complete an AD and file it
with the registry. However, the effort needed to register an
AD and to access the AD in many of the surveyed states may
be just as great or greater than the effort needed to give copies
of one’s AD directly to one’s health care providers, proxy,
and family without relying on a registry as an intermediary.

Arguably, a registry is most valuable in those circum-
stances where the health care provider has not been given a
copy of one’s AD or has no knowledge of whether an AD
even exists. Since the continued existence of registries is
dependent upon educating and assisting individuals to com-
plete ADs and register them, then it seems more productive to
take the education and outreach one step further and ensure
that the documents reach designated proxies and patients’
medical records rather than a registry. For states that allow
access to the registry only by those who have the patient’s
access codes, the AD is no more accessible than if the appro-
priate parties had a copy of the AD in the first place.
Individuals who have registered their AD still have to be
proactive about making sure important parties have the
access codes. In states that allow health care providers to
access ADs through a direct search feature, the health care
providers could simply look to the medical records to locate
the AD, if health systems were structured to record ADs in
medical records routinely.

The Respecting Choices program in La Crosse,
Wisconsin, demonstrates the significant impact of AD educa-
tion and outreach initiatives on individuals completing ADs
and health care providers’ ability to locate a patient’s AD in
the medical record when needed. Respecting Choices is a
comprehensive and systematic AD education program
administered community-wide by the not-for-profit, major
health systems in La Crosse, Wisconsin.134 The program was
developed to ensure that written ADs are always available in
a medical record by engaging and educating hospital staff, the
public, and patients about advance care planning.135 A study
of 540 decedents in the community conducted two years after
the program was implemented in 1993 produced dramatic
results.136 Eighty-five percent of all decedents had a written
AD, and 95 percent of those documents were in the dece-
dent’s medical record.137 Furthermore, treatment preferences

stated in a written AD were consistently followed.138 An
updated, unpublished study of the area produced even higher
percentages.139 At the time of the initial study, the hospitals
were using paper medical records. Now the hospitals’ elec-
tronic health records systems make it even easier for physi-
cians to access a patient’s AD and to review and update that
patient’s desires as the patient continues to receive care.140

Respecting Choices builds advance care planning into
the routine of care in the health care system.141 This way, a
physician is more familiar with a patient’s end-of-life wishes,
and the AD is more likely to end up in the patient’s medical
record.142 Individuals in the community who complete ADs
and have not yet received care at one of the hospitals in the
area identify where they are likely to receive acute care, and
the medical records departments create charts for their
ADs.143 Patients who have filed an AD with the hospitals’
medical records systems are issued a wallet card, which indi-
cates that the patient has executed an AD, identifies what type
of AD the patient has executed, includes the name and phone
number of a designated agent for health care decisions, and
notes the location of the AD with the phone number for the
medical records department that stores it.144 The hospitals
have not had to create a new system and have not incurred
significant new costs.145

This particular study suggests that ADs have the greatest
impact when they are found in a patient’s medical record.
Studies generally demonstrate that multi-component inter-
ventions are most successful in educating people about end-
of-life options and getting people to complete ADs.146
Consequently, while a registry may be helpful in achieving
greater access to ADs, with proper education and outreach, an
independent registry does not seem to be necessary if ADs
consistently make it into patients’ medical records. Using
medical records in effect as a registry encourages end-of-life
conversation among patients and providers and directly
bridges the gap registries are intended to overcome.

National Registry

The concept of establishing a national registry has been of
interest to researchers and policymakers for some time.147 A
nationally hosted registry servicing all of the states would
render individual state AD registries obsolete. Currently, only
private registries operate on a national scale, servicing resi-
dents from all fifty states, and some internationally. The
Advance Planning and Compassionate Care Act includes a
provision requiring the GAO to do an investigation regarding
the feasibility of a national AD registry.148 In theory, a
national registry would be advantageous because it would be
accessible throughout the entire country. It would be most
effective if health care providers were able to search the reg-
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istry for their patients, no matter where they live and without
requiring an access code. Health care providers would be able
to access a patient’s documents when needed, whether or not
they could locate the patient’s access codes. This would also
assuage fears of health care providers not being able to access
an AD if a patient is traveling or in a state that does not have
its own registry. Nevertheless, whether there is one national
registry or fifty state registries, the creation of any system
requires significant education and outreach programming so
that individuals and health care providers will use it.

POLST Paradigm Registries

States may also find registries for POLST forms more favor-
able than AD registries. The POLST paradigm was developed
in Oregon as a method of translating patient preferences for
life-sustaining treatment into a treatment plan in the form of
physician orders addressing the patient’s here-and-now con-
dition.149 The medical orders are documented on a brightly
colored form that follows the patient across health care set-
tings.150 This form is most appropriate for “seriously ill per-
sons with life-limiting or terminal illnesses.”151 States across
the country are following Oregon’s lead and are adopting the
use of forms similar to POLST with variations on the name
and resulting acronym:152 nine states have initiated statewide
programs akin to POLST, and several other states and com-
munities are developing programs.153 Although Oregon’s
statute establishing its health board instructed the health
board to consider the use of a registry for health care ADs,
Oregon Health and Sciences University petitioned instead for
a POLST registry as a more valuable option because POLST
forms dictate immediate treatment plans consistent with
patient goals in high probability emergency situations.154

Oregon’s POLST registry is housed in a secure, elec-
tronic database and is only accessible by Emergency Medical
Services (EMS) via an unpublicized phone number that EMS
is already trained to call upon arriving at an emergency med-
ical scene.155 Three states56 that have AD registries also
permit filing POLST forms in their registries,157 but there is
no variation in protocol for accessing POLST forms over any
other form filed with the registry. For an AD registry to effec-
tively serve as a registry for POLST forms, the wallet notifi-
cation card issued to the registrant would have to specifically
indicate that a POLST form is on file, and the information
contained in the POLST form would have to be readily avail-
able to emergency personnel.

Electronic Health Records

Another issue for state AD registries is the advent of and
future transition to electronic health records (EHRS). Prior to

the enactment of the AD registry legislation in Maryland, the
State Advisory Council on Quality Care at the End of Life
conducted a report as to the viability of a state AD registry.
The report’s primary concern was that a switch to EHRs
would obviate the need for a registry.1°8 Thus, all of the time,
effort, and money poured into the project would have been
for naught. Conversion to completely electronic health
records systems has been slow among health care providers,
and it, like the AD registry, depends largely on availability of
funds. 159

During President Bush’s term in office, he pushed the
medical profession to move to EHRs.160 Likewise, the
Obama administration has demonstrated its commitment by
calling for the transition to EHRs by 2014 and appropriating
$19 billion of the American Recovery and Reinvestment Act
of 2009 to health information technology.161

The concepts of EHRs and an electronic AD registry are
not necessarily mutually exclusive as long as the registry can
be closely connected to patients” medical records. Kentucky
has passed legislation establishing an e-Health Network
Board, which is responsible for “implement[ing] and over-
see[ing] the operation of an electronic health network in [the]
Commonwealth.”162 As part of this online medical records
initiative, the statute calls for the board to consider various
models for the e-Health Network that *“shall be capable of ...
serv[ing] as a registry of the existence and location of
advance directives related to health care or mental health
treatment...”163 While the e-Health initiative is in its very
early stages, it may evolve to host registries for various types
of records, including immunization records and advance
directives.164 It is possible that the use of an EHR system will
complement, rather than eliminate the functionality of, an AD
registry.

The overall impact of EHRSs on advance care planning is
unclear, but initial studies demonstrate that the use of elec-
tronic health records for advance care planning has a promis-
ing future.165 “Electronic health records can automatically
remind physicians to initiate advance care planning or
advance directive completion, and also make it possible to
share medical record documentation about preferences and
proxies among providers within a system.”166 Physicians
who receive an electronic reminder are more likely to initiate
advance care planning discussions with patients.167 In these
studies, the patients were also more likely to complete an AD
as a result of this conversation.168 The electronic medical
records system used in La Crosse, Wisconsin, also allows the
physician to dictate notes about conversations the physician
has with the patient about advance care planning, which are
retrievable under a category labeled “Advance Directive.”169
Electronic health records working in tandem with a multi-

Continued on page 46
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component advance planning program like Respecting
Choices could prove to be a highly effective method of
increasing advance directive use and access.

Discussion

Since aggressive education and outreach is necessary for the
continued use of state AD registries, it seems more produc-
tive to focus education and outreach on making sure that
individuals distribute copies of their ADs directly to the peo-
ple who will need them the most, such as health care
providers and family members. This is particularly true in
the states that limit access to the AD to individuals who have
access codes. If patients need to give health care providers
their access codes to see their ADs, the patients may as well
give their health care providers a copy of their ADs to put in
their medical records.

Policymakers should consider supporting comprehen-
sive programs like Respecting Choices that systematically
facilitate end-of-life decision making and ensure that ADs
are routed directly into patients’ medical records. The
Respecting Choices program focuses on enhancing commu-
nication between health care providers and individuals, and
enhancing end-of-life conversations, rather than relying on
the less personal intermediary device of an AD registry. This
type of program demonstrates a high rate of AD completion,
availability, and ease of access. It also removes the addition-
al cost of establishing a registry, thereby allowing a state to
use its funds for more education and outreach efforts.

If states continue to develop independent registries, they
should consider:

e Linking the registry with hospital medical
records. Conversion to electronic medical records
will make storing ADs in medical records even
easier and will likely obviate the need for an
independent AD registry.

Focusing more efforts on community education
and outreach and possibly contracting with non-
profit organizations and health care providers to
assist in this effort.

Securing stable funding for the registry and its
promotion. Without funding, states cannot engage
in the education and outreach that is essential to
people utilizing the service.

Operating through a private national registry.
This relieves the state of the cost and burden of
setting up a secure system on their own.

® Making the responsibilities of the office
overseeing the registry clear in the statute. This
ensures that the goals of the registry are carried
out when put into practice.
Conclusion

While the access goals of state AD registries are laudatory,
the registries fail to demonstrate whether they are achieving
their intended purpose. Consequently, additional studies are
necessary to determine the registries’ effectiveness.
Registries also face many challenges that may undercut their
continued existence. First, it is clear that education and pub-
lic outreach are crucial components to the success of any
registry system, as well as any advance care planning sys-
tem, and that states lack sufficient funding to implement pro-
grams that would increase public awareness of their
existence. Second, the state registry model inadvertently
inhibit advance planning communications between patients
and their health care providers by, instead, focusing educa-
tional efforts on registering ADs rather than on sharing them
directly with providers. Third, the creation of a national reg-
istry may obviate the need for individual state registries.
Fourth, POLST registries also may evolve into a more favor-
able option because of the explicit clinical direction con-
tained in POLST forms. Finally, the use of EHRs may
streamline the advance care planning process and serve as an
effective registry for ADs. The use of medical records to
store ADs may alleviate concerns posed by these challenges
and may prove to be a more effective method for states to
achieve the desired goals of AD registries. Ultimately, a
comprehensive and systematic education campaign like
Respecting Choices that ensures that patients’ ADs are stored
in their medical records may be the most effective way for
states to achieve increased use of and access to ADs.
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