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Abstract: This article reviews the lessons learned from the development and implementation of New York’s
community approach to advance care planning (ACP) as a wellness initiative and the key components of the
complementary programs: Community Conversations on Compassionate Care (CCCC) and Medical Orders
for Life-Sustaining Treatment (MOLST). Shared, informed medical decision-making is a patient-centered
process that is critical to ensuring patient preferences for care are honored at the end of life. Providers must
be trained, qualified, and comfortable with the discussions needed for effective shared, informed medical
decision-making. Development, implementation, outcomes, lessons learned and sustainability of the CCCC
and MOLST programs highlight the success of a healthcare and community collaborative initiative focused
on improving care at the end of life. Community data support the value of implementing the CCCC and
New York’s MOLST throughout the country.
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Introduction

We all face death. Too often, death is viewed as a medical
failure rather than the final chapter of life. Caring for
the dying is the ultimate in professionalism. Yet, humane
care for those approaching death is a social obligation not
adequately met in the communities we serve.

Advance care planning (ACP) is a process of planning for
future medical care in the event an individual is unable to
make their own medical decisions. ACP assists an individual
in preparing for a sudden unexpected illness or injury,
from which an individual may recover, as well as the dying
process and ultimately death.

Initiating ACP early is relevant at all ages; no age group
is immune from acute illness or injury, complex chronic
conditions or death. Improving communication and ACP
is critically important for all ages facing the end of life,
including adults, adolescents and children.

In 2014, the Institute of Medicine IOM) released “Dying
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in America: Improving Quality and Honoring Individual
Preferences Near the End of Life”, a comprehensive
review of end-of-life care in the U.S. (1). The IOM report
concludes the U.S. health care system is poorly designed
to meet the needs of patients near the end of life and
major quality gaps exist. As a result, patients and families
are suffering. Major changes to the health care system
are needed to meet patients’ end-of-life care needs and
informed preferences in a high-quality, affordable, and
sustainable manner. Patient-centered, family-oriented
approach to care near the end of life should be a high
national priority. “Significant opportunities exist to improve and
align financial and programmatic incentives across health and
social services programs, develop incentives to implement program
models that have demonstrated how to achieve better care at
lower cost, to better target complex care interventions and tailor
resources to individual needs, and to use social services to ease
the burden on families and enbance quality of life” (1). To take
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advantage of these opportunities and accomplish change
recommended in the five key recommendations, urgent
attention and action is needed from numerous stakeholder
groups. Compassionate, affordable, and effective care is an
achievable national goal, but improved oversight is needed
to ensure quality care, control costs, increase transparency,
and ensure accountability (1).

Prior to release of this latest IOM report, the IOM
played a key role in raising awareness of the needs
surrounding end-of-life care. In 1997, the IOM produced
the report “Approaching Death: Improving Care at the
End of Life” that focused on adults (2). In 2003, the IOM
report “When Children Die: Improving Palliative and End-
of-Life Care for Children and Their Families” recognized
the needs of children and their families facing end of
life (3). These reports had a major impact on end-of-life
care and new models, programs, policies, providers, and
systems of care developed as a result. Building on these
models is an important step in moving forward with current
recommendations (1).

The Greater Rochester New York area responded to the
IOM’s call to action in 1997 and developed a community
approach to ACP that was expanded across New York
State (NYS).

The model that has been taken statewide includes
implementation of two complementary ACP programs,
each unique and specific to the appropriate population:

(I) Community Conversations on Compassionate Care
(CCCC): advance directives for all individuals 18
years of age and older; or emancipated minors;

(II) Medical Orders for Life-Sustaining Treatment
(MOLST): MOLST for seriously ill persons of all
ages facing the end of life. MOLST is New York’s
nationally-endorsed Physician Orders for Life-
Sustaining Treatment (POLST) Paradigm program.

The model has been built and expanded throughout
NYS. The CCCC program was developed to support
the MOLST program at a time when no one, not even a
concerned family member, had the right to make decisions
about medical treatment for patients who lacked capacity,
except Do Not Resuscitate (DNR), unless the patient had
signed a health care proxy or left “clear and convincing
evidence” of his or her treatment wishes.

The basic principles relating to targeted interventions
based on the behavioral readiness for the ACP process,
effective communication, shared medical decision-making
that is well informed, and the ethical framework for making
decisions to withhold and/or withdraw life-sustaining
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treatment can be applied in all states and countries.
The model aligns with the model proposed by the IOM
committee of when to discuss end-of-life issues at appropriate
decision points throughout life. The model proposes who
should be included in such conversations and what topics
should be covered, including patient preferences (1).

Materials and methods
Background

In response to the 1997 IOM report, the Rochester
Independent Practice Association (RIPA) in conjunction
with BlueCross BlueShield of the Rochester Area
(BCBSRA) each identified “End-of-Life Care/Palliative
Care” as a key focus for quality improvement efforts in
1999. A joint RIPA/Blue Cross End of Life/Palliative Care
Professional Advisory Committee (Committee) was formed
to collaborate and identify means of improving the quality
of care at the end-of-life. A community-wide survey was
identified as the first step (4). The survey was designed and
distributed to local hospitals, home care agencies, hospices,
disease management programs and nursing homes. Based
on a response rate of 50%, the Rochester (New York)
Community End-of-life Report revealed that only 38% of
hospital patients, 40% of clients in one home care agency,
and 72% of residents in our communities’ skilled nursing
facilities had advance directives in place (4). Additionally,
home care agencies reported that advance directives were
in place for only 23% of patients with chronic obstructive
pulmonary disease (COPD)/emphysema, 9% of cancer
patients, 8% of patients with heart failure, and 6% of
dementia patients (4). Thus, prior to the initiation of the
community approach to ACP, statistics for the communities
in upstate New York mirrored national statistics on end-of-
life care (5).

In a 2001 survey of seniors conducted by BCBSRA,
40% of seniors indicated that their physicians had not
addressed the issue of ACP, while at the same time, 75%
of deaths in Monroe County in 1998 were individuals aged
65 years or older.

Given the survey results regarding ACP, the Committee
concluded the community needed to focus on “assuring
that a greater percentage of patients, especially patients
with chronic debilitating illnesses, understand, complete,
and use advance directives. Once completed, health care
institutions must ensure their availability and commit to
honoring them” (4).
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Formally designating a person to speak for you about your medical care should you
become unable to speak for yourself is called designating a health care proxy. The best
way to designate the person to speak for you is to complete a Health Care Proxy form.
Which answer bests describes your level of readiness to fill out a Health Care Proxy form?
O |seeno need to fill out a Health Care Proxy form.
(Stage | -- Precontemplation)
0O | see the need to fill out my Health Care Proxy form, but | have barriers or
reasons why | have not done it.
(Stage Il -- Contemplation)
O | am ready to fill out a Health Care Proxy form or | have already started.
(Stage Il -- Preparation)
O | already filled out my Health Care Proxy form and it reflects my wishes.
(Stage IV -- Action)
O | already filled out my Health Care Proxy form but it needs to be changed.
(Stage V -- Maintenance)

Figure 1 Behavioral readiness to complete a health care
proxy (8). Reprinted with permission from Fournal of the National
Comprebensive Cancer Network (JNCCN).

Data from the Community-Wide End-of-Life Survey
Report was presented and reviewed by the Rochester
Health Commission and the Rochester Health Care
Forum Leadership. As a result, the Community-wide End-
of-life/Palliative Care Initiative (Initiative) was added to
the community forum and launched in May 2001. The
Initiative is a healthcare and community collaborative that
focuses on implementation of a broad set of end-of-life/
palliative care projects that result in quality improvements
in the lives of those facing death. Support for the Initiative
has been generously provided by Excellus BlueCross
BlueShield (BCBS) since 2001. The original advisory group
set direction, provided oversight, and initiated a set of broad
end-of-life/palliative care projects. Two workgroups were
established to improve ACP. Long term goals were shared
with the Rochester community (6):

(D  Every adult (at least 18 years of age) in Greater
Rochester Area will identify in writing the person they
choose to speak for them and make decisions about
medical conditions when they are unable to speak for
themselves in the future (Health Care Proxy);

(II) Every adult will have meaningful discussions with
their proxy, family and personal physicians about their
wishes as they pertain to end-of-life/palliative care;

(IITI) Every adult will have access to an easily recognizable
document so that every individual can identify this
person. This document will express how a person
wishes to be treated if he/she is seriously ill and
unable to speak for himself/herself. It will address
medical, personal, emotional and spiritual needs;

(IV) Every adult will have access to educational sessions
about planning for future health care decisions as
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well as meaningful discussions about approaches to
care at the end-of-life. These will occur routinely
in senior living communities, houses of worship,
community organizations, doctor’s offices, hospitals
and nursing homes;

(V) Every individual with a life threatening illness or
chronic disease will have completed an advance
directive describing their wishes, goals of care,
values and beliefs;

(VI) Every individual will have their wishes, goals of
care, values and beliefs reviewed and updated
periodically;

(VII) Every individual who is approaching death will
have wishes and goals of care honored regardless of
the setting in which care is delivered;

(VDA uniform community-wide MOLST form will be
recognized, accepted in all settings, and accompany
the patient as they move from one site of care to
another;

(IX) Electronic storage of prepared advance directives,
organ donation information, and medical orders
for all patients will be available and accessible to
providers.

The long term goals guide the development and
implementation of the community approach to ACP and
complementary two programs:

I CCCG

() MOLST.

Community Conversations on Compassionate Care (CCCC)

CCCC is an ACP program designed to motivate all
adults 18 years of age and older, as well as emancipated
minors, to start ACP discussions that clarify personal
values and beliefs; choose the right health care agent
who will act as their spokesperson; and complete
a health care proxy. CCCC combines storytelling
and “Five Easy Steps” that focus on the individual’s
behavioral readiness to complete a health care proxy (7).
CCCC encourages completion of a health care proxy
when healthy, as well as review and update the advance
directive routinely along the health-illness continuum
(Figure 1) from wellness until end of life (8).

Human behavior is too complex to systematically and
consistently respond to one type of intervention (9-11).
Individuals who are successful in adopting change follow
an unwavering sequence of activities and attitudes prior
to finally changing an undesirable lifestyle. Wellness
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interventions apply the transtheoretical model of change
theory. Similarly, a framework for behavior change can be
applied to encouraging ACP.

In 2002, staging questions to assess health care proxy
readiness were developed to assess the success of CCCC
educational workshops on ACP (12). Beginning in stage 1
(precontemplation), the person sees no need to complete
an advance directive and thus, the primary intervention
focuses on providing educational information about advance
directives. Moving into stage 2 (contemplation), the person
sees the need to complete an advance directive but has
reasons why the advance directive is not done; consequently,
interventions seek to identify and remove patient barriers,
such as:

% I do not know enough about it; I do not know what

it is;

% Itis not important;

% I do not want to think about it; I do not want to
discuss it;

% Ido not have enough time;

% I do not know how to bring up the subject with my
family;

% Itis too difficult.

In progressing to stage 3 (preparation), the person is
ready to complete an advance directive or has already started
one, the interventions focus on motivating the patient.
Storytelling has been found to be effective in this stage in
the workshop setting and prompted the development of
CCCC videos that illustrate different real stories in order
to expand the reach. Finally in stage 4 (action), the person
has completed an advance directive that reflects personal
values and wishes. Along with completion of the document,
it is important to discuss patient values and preferences,
encourage family discussion, assess the appropriateness of
the designated medical decision-maker and share copies of
the advance directive. Stage 5 (maintenance) reflects the
need to review and update advance directives.

Targeted interventions that encourage ACP discussions
can be focused and linked with the stages of change to the
patient’s current condition and behavioral readiness to
complete an advance directive, as exemplified in Figure 2 (8).

Counseling should include key elements of the ACP
process as outlined on the clinical pathway in Figure 3 (8).

The CCCC toolkit focuses on “Conversations Change
Lives” and includes:

% ACP Booklet (English, Spanish);

% ACP Brochure, Poster and Table Topper;

% ACP Facilitator Training;
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Compassion, Support and Education
along the Continuum
Advancing chronic illness
Chronic disease or Multiple co-

morbidities, with

functional decline ) . ;
increasing frailty

Maintain &
maximize
health and
independence

Death with
dignity

Healthy and
independent

Figure 2 The Health-Illness Continuum. ACP is appropriate
for all adults 18 years of age and older, not only the subset of
individuals living with life-limiting illness. People who are healthy
and independent can face sudden, unexpected life-limiting
illness or injury. These individuals should complete traditional
advance directives. Individuals with advancing disease benefit
from more intensive discussion while they have capacity and
should complete actionable medical orders like the POLST
form. Thus, ACP should be incorporated along the entire
continuum of care (8). Reprinted with permission from Fournal of
the National Comprebensive Cancer Nerwork (JNCCN). ACP, advance
care planning; POLST, Physician Orders for Life-Sustaining
Treatment.

% ACP Clinical Pathways;

« Behavioral Readiness “tools”;

% CCCC workshop;

% CCCC standardized presentation;

s CCCC videos;

¢ ACP Public Service Announcements videos;

% CCCC video on-line with Five Easy Steps;

% Compassion And Support YouTube Channel;

% On-line resources at CompassionAndSupport.org.

Medical Orders for Life-Sustaining Treatment (MOLST)

MOLST is a clinical process that results in completion of
the MOLST form, a set of medical orders that reflect the
individual’s preference for life-sustaining treatment they
wish to receive and/or avoid (Figure 4).

MOLST is approved for use and must be followed by
all providers in all clinical multiple settings, including
the community. MOLST is the only medical order form
approved under New York State Public Health Law
(NYSPHL) that emergency medical services (EMS) can
follow both DNR/Allow Natural Death and Do Not
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Advance care planning:

life expectancy of greater than 1 year

No

¥

Educate about
importance of
advance directives

¥

Provide information

Start: physician/
patient
conversation

Does patient have
advance directives?

Obtain copy of
completed advance
directives

Elicit patient’s values

on advance -
directives

Motivate completion
of advance -+
directives

Are barriers
to completion
removed?

Assess and work to
overcome barriers

and preferences for
end-of-life care

Reinforce need for
updated advance

Encourage patient
to discuss wishes

directives with family

l

Assess
appropriateness of
designated health

care proxy

Are the advance directives

No up-to-date?

Reassess Consider Introducing
periodically or as the palliative care
needs change team

In quire about
organ donation
and/or autopsy

Discuss palliative
care options

Figure 3 Algorithm for advance care planning: life expectancy of greater than 1 year (8). Reprinted with permission from Journal of the

National Comprebensive Cancer Network (JNCCN).

Intubate (DNI) orders in the community in New York.
MOLST is New York’s nationally-endorsed POLST
Paradigm program.

MOLST emphasizes discussion of personal values and
beliefs, the goals for the individual’s care and shared medical
decision-making between health care professionals and
the medical decision-maker. Clinicians are guided in the
process by use of the New York State Department of Health
(NYSDOH) and Office for Persons with Developmental
Disabilities (OPWDD) MOLST Checklists. These
Checklists and the associated MOLST Chart Documentation
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Forms integrate a standardized “8-Step MOLST Protocol”
(Figure 5) to guide a thoughtful discussion and process,
as well as incorporate the ethical framework and legal
requirements for making decisions to withhold or withdraw
life-sustaining treatment in NYS (13-15).

The ethical framework and legal requirements to
withhold/withdraw life-sustaining treatment in NYS
must be followed whether or not the MOLST form is
used (13-17).

MOLST began with creation of the original MOLST
form as a project of the Initiative in fall 2001. The original
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Medical Orders for Life-Sustaining Treatment (MOLST)

NEW YORK STATE DEPARTNENT OF HEALTH
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Medical Orders for Life-Sustaining Treatment (MOLST) *

LS

8-Step MOLST Protocol **

1. Prepare for discussion
Review what is known about patient goals and values
Understand the medical facts about the patient’s medical condition and prognosis
Review what is known about the patient’s capacity to consent
Retrieve and review completed advance directives and prior DNR/MOLST forms
Determine key family members and if the patient lacks medical decision-making capacity,
identify the health care agent or surrogate
Find uninterrupted time for the discussion
Review the legal requirements under New York State Public Health Law, based on who
will make the decision and where the decision is made

2. Begin with what the patient and family knows

Determine what the patient and family know regarding condition and prognosis

Determine what is known about the patient’s values and beliefs
3. Provide any new information about the patient's medical condition and values from the medical
team'’s perspective

Provide information in small amounts, giving time for response

Seek a common i areas of an(

Make based on clinical in light of patient's condition /values
4. Try to reconcile differences in terms of prognosis, goals, hopes and expectations

Negotiate and try to reconcile differences; seek common ground; be creative

Use conflict resolution when necessary

5. Respond empathetically
Acknowledge
Legitimize
Explore (rather than prematurely reassuring)
Empathize
Reinforce commitment and non-abandonment
6. Use MOLST to guide choices and finalize patient/family wishes
Review the key elements with the patient and/or family
Apply shared, informed medical decision-making
Manage conflict resolution
7. Complete and sign MOLST
Obtain verbal or written consent from the patient or designated decision-maker
Follow legal requirements under New York State Public Health Law, including Family
Health Care Decisions Act (FHCDA)
Document conversation

8. Review and revise periodically

* Honoring patient preferences is a critical element in providing quality end-of-Ife care. To help physicians and other health care
providers discuss and convey a patient's wishes regarding cardiopulmonary resuscitation (CPR) and other lfe-sustaining treatment,
the New York State Department of Health has approved a physician order form (DOH-5003), Medical Orders for Life-Sustaining
Treatment (MOLST) , which can be used statewide by health care practitioners and facilties. MOLST is an approved Physician
Orders for Life-Sustaining Treatment (POLST) Paradigm Program and incorporates New York State Public Health Law.

www.health state.ny
‘www.CompassionAndSupport.org

Lrights/molst/

** Bomba, 2005; Revised 2011 to comply with Family Health Care Decisions Act, effective June 1, 2010

Figure 5 Eight-step MOLST Protocol. MOLST, Medical Orders
for Life-Sustaining Treatment.
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MOLST form was completed in November 2003. MOLST
was adapted from Oregon’s POLST and integrates
NYSPHL. Implementation began on a voluntary basis in
Rochester health care facilities shortly thereafter. A broader
regional launch in January 2004 resulted in expansion to
surrounding counties.

As regional adoption ensued, simultaneous collaboration
with the NYSDOH began in March 2004. As a result,
a revised form consistent with NYS law was approved
by the NYSDOH for use as an institutional DNR in all
health care facilities throughout NYS in October 2005.
NYSDOH sent a letter on January 17, 2006, confirming
its approval (18). This approval did not require legislative
action, but achieved significant growth in the MOLST
program across the state. Implementation of the MOLST
program began in health care facilities, including hospitals
and nursing homes, and spread to assisted living facilities,
enriched housing, and the community.

Legislation was required to permit use of MOLST
as an alternative form in the community. With passage
of the MOLST pilot project legislation and the chapter
amendment [2006], NYSDOH approved the MOLST for
use in the community as a non-hospital DNR and DNI in
Monroe & Onondaga counties. The Monroe & Onondaga
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counties MOLST Community Implementation Team
(Team) was formed in 2006 to oversee a 3-year pilot project.
In addition to collaboration with the NYSDOH, the Team
partnered with the Medical Society of the State of New
York (MSSNY), New York State Bar Association (NYSBA),
the Healthcare Association of New York State (HCANYYS),
New York State Health Facilities Association (NYSHFA),
the New York Association of Homes and Services for
the Aging (NYAHSA), the Hospice and Palliative Care
Association of New York State (HCPCANYS), New York
State Office for the Aging (NYSOFA), New York State
Society on Aging (NYSSA), the Greater New York Hospital
Association (GNYHA), and other professional associations,
health care facilities, systems and agencies across NYS.

A successful MOLST pilot project resulted in Governor
David Paterson signing a law in 2008 that made MOLST
permanent and statewide, thereby changing the scope of
practice for EMS across NYS (19). MOLST was consistent
with NYSPHL section 2,977 [13], authorizing the use of
MOLST, at the time the Public Health Law was amended.
Since then, it has been repealed and a new NYSPHL,
Article 29-CCC, was created to govern non-hospital DNR
orders (19). The new article is now consistent with the
new Family Health Care Decisions Act (FHCDA) law and
cannot be altered. MOLST has been reviewed annually
since 2005, complies with NYSPHL, and has been adapted
to meet clinical needs.

The NYSDOH updated the MOLST form (DOH-
5003) in June of 2010 to make it more user-friendly and to
conform to the procedures and decisionmaking standards
set forth in the FHCDA (20). The MOLST Statewide
Implementation Team was launched in May 2010 to
oversee effective statewide implementation of the MOLST
program and to support NYSDOH implementation of
the FHCDA and revision of the MOLST form (20). The
statewide team replaced the bi-county team that was in

place from 2005-2010.

Electronic MOLST (eMOLST) and New York’s
eMOLST registry

eMOLST is an electronic form completion and
process documentation system for the NYSDOH-5003
MOLST form that also serves as New York’s eMOLST
registry. The web-based application, found at
NYSeMOLSTregistry.com, includes programming to
eliminate errors, guides conversations between clinicians
and the medical decision-maker and family, the ethical
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framework & legal requirements for making decisions
regarding cardiopulmonary resuscitation (CPR) and
life-sustaining treatment, and documentation of the
discussion. eMOLST may be used with paper records,
integrated in an Electronic Medical Record (EMR)
or hybrid system, allows for electronic signature for
providers and for the form to be printed for needed
workflow in the paper world. eMOLST helps to ensure
quality, improve patient safety, reduces patient harm and
achieve the triple aim.

Results
The CCCC program

CCCC has generated positive outcomes with respect to
advance directive completion, particularly for health care
proxies, and has been an influence on larger culture change
in upstate New York with respect to ACP. Data on the
success of CCCC is captured through surveys from CCCC
workshop attendees, a community-wide survey of upstate
New Yorkers, and health care proxy completion among
employees at Excellus BCBS, an organization that has
driven CCCC interventions among their employees and the
community for over 10 years (21-23).

Prior to the launch of the CCCC program, advance
directive completion was measured in the Rochester area
through chart audits/surveys of key hospitals, nursing
homes, hospice programs, and home health agencies. As
you would expect, because these are healthcare institutions
the portion of patients/residents with advance directives in
place is significantly over-represented, however, it was the
best estimate of the community at the time. Of the facilities
surveyed, hospitals are the most general site of care and
indicated that 38% of patients had advance directives in
their records (4). Advance directives included health care
proxies, living wills and DNR orders for the purposes of
the survey. This indicated that the Rochester area had a
lot of work to do regarding ACP. National surveys at the
time indicated that approximately 20% of people had an
advance directive in the general population; it seemed that
Rochester was performing similar to the nation (5).

With the launch of CCCC pilot in the Rochester area,
tracking results was important to make the case for growing
the program across upstate New York. The pilot data were
collected for 2 years [2002-2004] and analysis indicated that
the workshop format motivated individuals to complete an
advance directive (21). Among those who attended a CCCC
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workshop, 48% had a health care proxy at the start of the
workshop; 6-8 weeks later, 55% had an advance directive.
The improvement in advance directive completion is
statistically significant (P=0.01) (21).

The CCCC program was shared across upstate New
York over several years. In order to attempt to measure
community-wide culture change surrounding ACP
practices, in 2008, Excellus BCBS commissioned the survey
of 2,000 individuals in 39 upstate New York counties
regarding their knowledge, attitudes and actions towards
ACP and advance directive completion. This survey is the
most comprehensive study ever done in upstate New York
to assess completion of health care proxies and living wills.
Evidence suggests that ACP completion is driven, in part,
by community education and physician communications
with patients. The highest rate of discussion with doctors
occurred in the Rochester area (47%), where the CCCC
program was first launched, compared with the Utica area
(27%); similarly, health care proxy completion was highest
in Rochester (47%) and lowest in Utica (35%). Survey
responses from locations where doctors were more likely
to have discussed ACP with their patients had higher
completion rates of advance directives (22).

The 2008 survey results can be compared with the best-
available national data. In an analysis of 7,964 adults 18 and
older who completed the health styles survey in the years
2009 and 2010. The health styles survey is a mail panel
survey that is designed to be representative of the U.S.
population. Among survey respondents, only 26.3% had
completed an advance directive (24). In this study there was
no differentiation between health care proxies, also known
as durable power of attorney for healthcare, and living wills.
The major concern with that is if many of the respondents
only had living wills and not health care proxies there are
challenges in place when no decision-maker is chosen in the
event that the patient loses the ability to speak for himself.
Other researchers and clinicians have noted that living wills
may have limited value, particularly if no health care proxy
is completed, because they often capture information that is
too general or too specific, as people cannot foresee all their
future healthcare needs or situations (25-28).

Throughout this time, the CCCC workshops and
accompanying ACP resources were also made available to
employees at Excellus BCBS. Excellus BCBS employees (a
population of approximately 6,000 individuals) have been
surveyed for over 10 years with regards to ACP completion,
with a special focus on health care proxies. The first ACP survey
was done in 2002, and the most recent done in 2014. Between
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2002 and 2008, health care proxy completion increased from
30% [2002], to 34% [2006] to 43% [2008] (22). In 2009 there
was a major push among employees to complete health care
proxies and have ACP conversations with families; that year
health care proxy completion rates increased to 53%. Since
then they have continued to climb and have consistently
been at 58% for survey years 2012, 2013 and 2014 (23).

As a result of the CCCC program’s positive outcomes it
has been nationally recognized as an example of a preferred
practice from the National Quality Form for “develop(ing)
and promot(ing) healthcare and community collaborations
to promote ACP and completion of advance directives for
all individuals” (29).

MOLST & eMOLST

The MOLST program has passed through several critical
developmental phases described in the background section
of this article. Through each of these steps, visible growth
in the MOLST program across NYS occurred.

During the MOLST pilot phase, acute and long-term
care facility engagement in the MOLST program was
measured in Monroe and Onondaga counties, the two pilot
counties where MOLST forms could be honored by EMS
without an accompanying NYSDOH non-hospital DNR.
A survey done in 2006 attempted to “understand early
penetration of the MOLST community initiative across
healthcare settings and identify facility types associated with
highest efficiency in program implementation” (30). Surveys
were distributed to 115 facilities and 112 were received back
(a 97.4% response rate). Forty-six percent of facilities had
already implemented the MOLST at the time of the survey
(approximately 4 to 6 months into the 2-year pilot period).
Hospitals and nursing homes were significantly more likely
to have already implemented the MOLST tool, followed by
hospices and Program of All-Inclusive Care for the Elderly
(PACE) programs. Overall, 76% of facilities were planning
to implement the MOLST at that time (30).

By the end of the pilot period in early 2008, MOLST was
being used as a “facility form” (but not authorized for use in
the community) in facilities in all 62 counties in NYS (31).

On July 8, 2008 the MOLST form became legal for use
in the community and all care settings in all NYS counties.
Honoring MOLST in all New York counties required a
change in scope of practice for EMS. At that time there was
a dramatic increase in the number of requests for printed
MOLST forms from across NYS. In this period all MOLST
forms in New York were printed and shipped for free by
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Table 1 MOLST use and eMOLST interest among hospitals,
nursing homes & hospices in New York State, 2012-2014

. Response MOLST eMOLST
Facility type : 2 , a
rate’, % use, % interest”, %
Hospitals 42.4 (92/217) 70.7 (65/92) 64.3 (54/84)
Nursing
78.1 (492/630) 57.5 (283/492) 61.2 (301/492)
homes
Hospices 84.0 (42/50) 38.1 (16/42) 1.9 (18/41)

', Response rates are determined based on the number
of hospitals, nursing homes and hospices in New York
State in January of 2014. Only hospitals with emergency
departments are included. Only licensed nursing homes
are included. Hospital, nursing home and hospice contact
information was gathered from the New York State
Department of Health website; >, MOLST use indicates
the portion of facilities/organizations that responded that
indicated that they use MOLST forms for their patients/
residents; ®, eMOLST interest indicates the portion of
facilities/organizations that responded that indicated that
they are interested in using eMOLST for their patients/
residents. MOLST, Medical Orders for Life-Sustaining
Treatment; eMOLST, electronic MOLST.

Excellus BCBS in Rochester; the form was not posted
online for downloads. Data from MOLST form orders
indicates that from January through June of 2008 (prior to
passage of the MOLST legislation) there were 181 orders
for 21,667 MOLST forms. From July through December
of the same year there were 593 orders for 70,996 MOLST
forms; after the passage of legislation there was a dramatic
increase of nearly 50,000 more forms than would have
otherwise been expected in a 6-month timeframe (23).

In 2010 after the passage of Family Health Care
Decisions Act the MOLST form became a NYSDOH form.
PDFs were posted online on the NYSDOH website and
on CompassionAndSupport.org. Excellus BCBS continued
printing MOLST forms and shipping them to facilities
and individuals around NYS as they were requested. Again,
requests for MOLST forms dramatically increased after the
enactment of FHCDA and launch of the new NYSDOH
MOLST form on June 1, 2010. Between January and the
end of May of 2010 there were 384 orders totaling 55,537
MOLST forms. Between June and December of 2010
there were 769 orders totaling 172,034 MOLST forms;
approximately three times as many forms were shipped as
would normally be expected in that timeframe, indicating
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another surge in MOLST use (23).

From 2012-2014 all hospitals, nursing homes and hospices
in NYS were surveyed about their use of MOLST and
interest in eMOLST. Surveyors were trained to call each
facility in random order and re-call non-respondent facilities
to try to capture the best data available. Surveyors spoke
with the director of nursing or the director of social work at
each organization to help guarantee the accuracy of the data
collected. Results of the survey are displayed in Zable 1.

These data reflect positively on the growth of the
MOLST program across NYS and the future for eMOLST
as an electronic form completion and documentation tool
and registry for New York’s MOLST forms over the next
several years.

Discussion

Consistent leadership of New York’s two complimentary
ACP programs since inception supports the need for several
elements to ensure effectiveness of a community approach:

% Initiating ACP early;

% Culture change;

% Provider training;

% Community education & empowerment;

% Thoughtful discussions;

% Shared, informed decision-making;

% Care planning that supports MOLST;

% System implementation led by system and physician
champions;

% Sustainable payment stream based on improved
compliance with person-centered goals, preferences
for care and treatment. Incentives should be tied to
improved patient and family satisfaction and reduced
unwanted hospitalizations.

Thoughtful MOLST discussions that focus on person-
centered, family-oriented goals for care take time.
Depending on the readiness for ACP, it may take more
than one session to complete the MOLST process before
completing the MOLST form. Health care professionals
must ensure the shared medical decision making process is
well informed and consistent with the ethical framework to
make medical decisions to withhold and/or withdraw life-
sustaining treatment. In New York, the ethical framework
aligns with legal requirements under NYSPHL. In order
to be effective, MOLST orders must be supported by a
person-centered, family-oriented care plan and family
and caregivers must be educated about what to do in an
emergency. The MOLST process involves both face-to-face
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and non-face-to-face time.

The patient’s goals for care may change over time
prompting a change in treatment preferences and a
need to change the MOLST form. In discussions with
providers, a major barrier identified is inadequate
reimbursement for time spent. Excellus BCBS developed
an improved reimbursement model for trained providers
(physicians, nurse practitioners and physician assistants).
This reimbursement model is consistent with IOM
recommendations (1).

Improving end-of-life care has been a major initiative
for Excellus BCBS since 2001. Excellus BCBS empowers
individuals to receive quality care that honors their
preferences, while ensuring that families are supported. It
prioritizes educating providers to perceive the deaths of
patients not as a failing, but as an opportunity to ensure
that end-of-life wishes are respected. Excellus BCBS has
developed coalitions across the state and participates in
national discussions in order to share successes, learn from
others, and expand the reach of these initiatives. The efforts
of Excellus BCBS serve to fulfill its mission to “reach out
to all segments of the communities we serve, particularly
the poor and the aged and others who are underserved, to
enhance quality of life.”

In 2011 Excellus BCBS aimed to determine the impacts
of its initiatives. The impacts that the initiatives have had
on cultural change surrounding end-of-life conversations
can be documented in many ways. The value of this work is
summarized well, although not completely, in the following
points. In the past 10 years Excellus BCBS has:

% Started and lead a continually evolving statewide

discussion on palliative and end-of-life care;

% Developed and implemented five major community
projects that are utilized statewide and recognized as
best practices nationally;

% Received 15 national awards for these programs;

% Succeeded in passing 4 major changes to NYSPHL;

% Gained remarkable earned positive media coverage
for this work.

Effective ACP models promote culture change through
professional training, community education, system
implementation and continuous performance improvement
focused on quality. Community engagement is necessary to
promote awareness and readiness for ACP discussions through
education and empowerment. Health care and community
collaborative partnerships can be formed by engaging
individuals and faith-based, patient advocacy, community and
professional organizations to help achieve the goal.
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The growth of this approach to ACP, end-of-life care
and palliative care has been successful across New York
with broad implementation of MOLST, and more recently
eMOLST, in particular. Other states can adopt and modify
this model, including the eMOLST application, specific to
their own legislation, regulation and priorities. New York’s
evidence-based model is a process-driven approach to
ACP and end-of-life care that is relevant in all care setting
for all populations and is applicable in all states across the
country. Although laws and documents vary state by state,
the conversation and process remains the same, allowing for
replication and customization of this model nationwide.

By encouraging conversations that focus on planning
for our death and dying, we can begin to truly experience
and appreciate life. As we face the words openly, we
recognize and accept our own vulnerability. Moreover, we
can begin to truly live each day to the fullest, appreciate
our relationships with each other, share our differences
(whether cultural, spiritual, professional or otherwise) and
recognize our similarities. In today’s world, health care
innovation is most often defined by what can be achieved
through the science of medicine and technology. There is
much that can be achieved through the art of compassion,
collaboration and communication.
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