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Sharing Y our Wishes™:
Community Coalitions Improving Health Care Decision-
Making through Advance Care Planning

Part A: Background

I ntroduction

In 2004, the Community Health Foundation of Western and Central New Y ork (the
“Foundation”) launched a project to identify and subsequently support community coalitionsin
facilitating improved health care decision-making. The objective of this project was:

To strengthen the capacity of selected community coalitions in order to improve the quality of
care and quality of life for the most frail elders through increasing public awareness and
stimulating practice and system changes in health care decision-making

The Foundation Board was particularly interested in focusing on:

e Patient-centered care in which the well informed preferences of the individual come first
and are honored by their families and providers,

e Appropriate medical care that adheresto the highest quality standards;

e Padlliative care, which is care designed for mitigation of pain and suffering;

e Coordinated approachesto care as practiced by physicians, nurses and institutional health
care providers; and

e Therolesof committed families and communitiesin achieving the goals related to
improvements in quality of care and quality of life.

Project Rationale

In 1900, life expectancy at birth for awhite female was 47.3 years. 1n 2000, some estimates are
that a 50-year-old white woman’ s life expectancy was 93 years. In other words, the United
States has experienced a doubling of life expectancy in one century. In 1940, there were only
about 300,000 Americans over 85, whileit’s projected that in 2040, over 18 million Americans
will exceed that age. The U.S. health care system is unprepared for the care needs of alarger and
increasingly frail cohort over 85. Unfortunately, as we age, so does the length of time we are
likely to beill and disabled, thus leading to an increase in the number of medical interventions
that individuals are likely to receive. Diseases such as congestive heart failure, chronic
obstructive pulmonary disease, cancer, stroke, and Alzheimer’s Disease all contribute to a
prolonged period of disability and illness before death.
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And yet, it isin these late stages of life —when we have the most contact with the health care
system — that the voice of the individual is often drowned out by a system that takes over and
manages the conditions, not the human being. Thisis done not because of malicious intent, but
because of the sheer momentum of a system designed to diagnose and cure, rather than
accommodating long periods of chronic illness, meeting the needs of very frail elderly patients,
or addressing the diverse needs of dying patients.

It is during these latter years of frailty that we see the impact of such a system:

e People’ s decisions and preferences about how they want to live their last years may not
have been articulated or well thought-out. 1f not shared and reinforced, these preferences
are often not honored by the providers who treat them, especially when the person cannot
speak for him or herself.

e Over-treatment occurs frequently, especially where a particular condition or acute
symptom is treated in isolation from the person’s overall physical and mental condition.

e Pain and discomfort is poorly managed, while frail elders suffer unnecessarily.

e Poor communication among the numerous agencies and providersin the flow of care
delivery resultsin less than optimal care —and can even exacerbate health issues.

e Familiesfeel frustrated, conflicted and unsupported in their attempts to do the right thing
for their loved one.

The Institute of Medicine, Agency for Health Care Research and Quality, The Robert Wood
Johnson Foundation, and many other organizations have devel oped various strategies to address
this continuing tragedy. All of that work points to the need for “awhole-community
approach...that includes amix of programs, settings, personnel, procedures and practices that
extend beyond health care institutions and policies.” > The overall goal of such awhole-
community effort is to establish accountability for high quality care throughout life, particularly
for the frailest community members.

Why Community Coalitions?

It has often been said that health careisalocal issue—it’slocally provided and locally
consumed. That means that with the exception of changes that can be implemented through
major policy revisions, people and care systems need to be impacted where they are and in
unique ways that work for each community. For this reason the Foundation chose to engage
local coalitions as partners for this effort.

Local coalitions have become recognized as effective structures for fostering innovation and
improving community-wide health outcomes.® Coalitions, defined as “inter-organizational,
cooperative, and synergistic working alliances,”* have the capacity to involve diverse

! Lynn, Joanne, Schuster and Kabcenell, Improving Care for the End of Life, Oxford Press, 2000., p. 3-4
’Institute of Medicine, 1997
% Roussos, S.T. & Fawcett, S.B. (2000). A review of collaborative partnerships as a strategy for improving
community health. Annual Review of Public Health, 21, 369-402).

* Butterfoss, F.D. (1993). Community coalitions for prevention and health promotion. Health Education
Research, 8(3), 315-330.
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organizations in addressing shared concerns. They allow stakeholders to come together in
organized ways to enact multiple strategies aimed at building community capacity and changing
individuals.

While coalitions offer ideal structures for supporting change in local communities, they have
some disadvantages. Coalitions operate in the context of prior history, established social
networks, and attitudes that are not always supportive of change.®> Coalitions are often unwieldy
and unpredictable; they also depend on the participation of individuals who are skilled in group
process, delegation, political skills, and working across interdisciplinary boundaries.

Given these challenges, the Foundation provided training and technical assistance regarding the
nature of coalitions at the beginning of the Sharing Y our Wishes project. An expert in
community coalitions, Don Tobias, PhD, from Cornell University, presented aworkshop entitled
“Using Coalitions to Stimulate Community Change.” Tobias reviewed lessons learned from
communities with successful collaboration efforts. He stated that effective collaboration

includes five important factors: mutual benefit, individual vs. organizational identity,
information exchange, trust, and resources. The workshop also stressed the following points:

e Coadlitions are most successful when they step back periodically, allowing members to
recommit to goals.

e Roles and membership of the coalition will change over time as the priorities change and
the coalition evolves.

e A coalition includes representatives of organizations; over time the coalition increasesits
ability to provide accountability to the organizations being represented.

e A coalition is able to engage community leaders more effectively than asingle
organization.

e Long-term success of the coalition is strengthened by early successes.
e Through education and planning, the coalition can implement actions.

e Keeping track of the progress allows communication of the successful effort and will
draw more resources, attention and involvement for future efforts.

e The ultimate goal isto engage the critical mass and to make the issues part of the public
agenda.

® Feinburg, M.E., Riggs, N.R., Greenburg, M.T. (2005). A network analysis of leaders in community
prevention. Journal of Primary Prevention, 26, 279-298.
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Part B: Program Design

Components of Three-Year Project

In 2004, the Foundation launched this effort with a pre-funding workshop highlighting the
successful Gunderson-L utheran Respecting Choices® program and ideas for successful change
through community coalitions. The Request for Proposals was distributed to participants and,
after a competitive selection, six counties were selected to participate in the first “learning
community” project. Because of the emphasis on community outreach and education, the project
started with the premise that grantees had to demonstrate that they were a pre-existing coalition
with afocus on issues that related to older adults and Advance Care Planning (ACP). The six
counties involved are Allegany, Cayuga, Erie, Genesee, Niagara, and Tompkins. 1n 2007,
Onondaga County was added to the project.

Over the next three years, representatives of the six counties participated in workshopsto learn
about approaches to advance care planning, facilitator training, and presentation skills. They
also participated in discussions about stimulating family conversations when dementiawas a
factor and when family dynamics were difficult. In addition, the group participated in
discussions about system change efforts including staff development, working with primary care
physician offices, and development of advanced care planning registries accessible viathe
Internet. In between the workshop sessions, coalition representatives met to share experiences,
results, and ideas for next steps of project development. The coalition involvement was active
and at times lively, and led to sharing among counties both in the group sessions and between
learning events.

Y ear Program Activities

2004 Program conceptualized

2004 Pre-Conference Workshop and Request for Proposal s distributed

2004 Pre-funding orientation workshop
(coalition-building/advanced care planning)

2005 Six coalitions funded
(Allegany, Cayuga, Erie, Genesee, Niagara, and Tompkins)

2005- Coalitions met several times ayear for workshops, discussion and sharing of

2007 experiences, results and program ideas

2007 Seventh coalition funded (Onondaga)

2007 Sustainability workshop/ coalitions devel oped sustainability plans

2007 First license agreement between a SY W coalition and Assuring Y our Wishes
(Internet registry)

2008 Sharing Y our Wishes web-based tool-kit introduced

2008 Request for proposals distributed to fund additional coalitions

Figure 1: Timelineof Major Program Events

Over the course of the project, coalition representatives met together to problem solve, share
experiences, and help each other strengthen their approaches. Working together and with the
support of the Foundation, the project was named Sharing Y our Wishes, (SYW) and materials
were developed to support the project including:
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0 A planning guide to provide asimple, direct process to encourage conversations,
selection of ahealth care agent and completion of a health care proxy form to give this
person authority to speak for the individual if they become unable to communicate for his
or herself,

0 A booklet to provide additional information for people who want to explore in greater
detail how to devel op advance directives, how to think about health wishes, and how to
understand health choices,

0 A note card for individualsto give to their health care agents to help the agents
understand their responsibilities,

0 Postersto help spread the word,
o0 A DVD with video clips of key messages, case scenarios, and

0 A mediasupport guide (provided in the resource tool kit).

Every coalition attempted to measure the impact of each group’s efforts. Given the structure of
the coalitions and the self-management aspects of this effort, measurement was difficult.
However, anecdotal responses from training participants, facilitators and local health care
providers were readily available. Some of the measures used are included in the tool kit. The
Foundation also gathered county-wide data from the participating counties as well as the other
counties in the Foundation service areato track changes in practice indicators as identified by a
small group of geriatric physicians.

The Foundation provided on-going support with advice and counsel as well as the resources
necessary to develop the materials and a website for Sharing Y our Wishes. Each county received
an annual grant to cover development costs and at least partially cover some dedicated staff
support. Inthethird year, avalue-added component emerged from collaboration with an
Internet registry for advance directives. Thisregistry is named AssuringY ourWishes.org, and
was developed and endorsed by the Hospice and Palliative Care Association of NY' S.

Several existing programs that supported health decisions and advance care planning were
reviewed and considered for implementation by the coalitions. It was determined that
components and messages from many of these programs could be used, but the coalition project
needed to determine its own priorities and message. The main structure of the project was
modeled after the Respecting Choices program devel oped by Gunderson Lutheran in La Crosse,
Wisconsin. [http://www.gundluth.org/eolprograms |

The Sharing Y our Wishes project began with an emphasis on community engagement, defined
as “aprocess of creating and communicating a clear message to the public through education,
publications and materials.” The emphasis was on helping individuals understand the
importance of 1) planning ahead for their health needs, 2) understanding the choices that may be
ahead, 3) identifying someone who could speak for them if they become unable to speak for
themselves, and then 4) executing a health care proxy so the agent has the authority to make
decisions.
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Once community engagement was underway, al of the coalitions began to think about
professional education and systems change. This emphasis was based on their recognition that
sustainability for an innovation like advance care planning requires a culture change by health
professional and organizations. In professional education venues, the coalitions worked with
community agencies to adapt orientation and continuing education approaches, and to train
facilitators within health care provider agencies.

They also pursued systems change in their communities by working to implement changes in
policies and procedures within health care organizations. These changes were aimed at
approaching the requirements for asking about advance directivesin adifferent way. Theidea
to create an Internet registry to make sure that advance directive documents are accessible grew
from the system change aspect for sustainability. Asthe SYW coalitions were exploring options
to develop an Internet registry, they were informed about a similar effort being started by the
Hospice and Palliative Care Association of NY S through Hospice of Rockland County and
collectively made the decision to work together on this rather than create aregistry for Sharing

Y our Wishes counties. As part of this cooperative effort, the Foundation supported the coalitions
with the development of www.sharingyourwishes.org.
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Part C: Coalition Case Studies

Allegany County Coalition

Context

Allegany County isarural county located along the Southern Tier in Western New York. The rural
setting impedes the delivery of health care and other services. Allegany County is the poorest county in
New Y ork State based on per capita personal income. One out of every six county residents receives
Medicaid. Approximately one out of seven residents is over 65 years of age. These factorslead to
significant challenges for consumers as well as for the health care and service delivery systems of the
county including, but not limited to, access and transportation.

Coalition Description

In 2005, the Allegany Senior Foundation received funding, on behalf of the County Community
Partnership on Aging coalition, to implement the Sharing Y our Wishes project. The SYW Advisory
Committee was formed and included representatives from local hospitals, skilled nursing facilities, Home
Care and Hospice, faith-based organizations, Department of Socia Services, Office for the Aging, and the
Allegany Senior Foundation. This committee met monthly to address and carry out the goals and
objectives of the project and monitor outcomes. In addition, this committee was responsible for
developing and implementing program activities, providing community links to resources, marketing the
program to the greater community, and conducting long-term strategic planning for ongoing
sustainability.

Organizational Structure

The coordinating organization for this initiative was the Allegany/Western Steuben Rural Health Network
(AWSRHN), founded in 1994 as one of 35 RHNsin New York State. The network’s missionisto
improve the health and wellness of our community by collaboratively identifying unmet needs and gaps
in services, and serving as a catalyst for program devel opment and improvement. The AWSRHN hired a
full-time SYW Coordinator who convened, organized and mobilized the partnership and other members
of the community to share the responsibility of improving systems and engage the community around
advance care planning (ACP).

Community Engagement

Community Engagement was key to the success and sustainability of the goals of the SYW initiative.
Utilizing a social marketing model, many important steps were taken to engage the different sectors of the
community. Surveys and focus groups were conducted to identify the cultural environment around ACP.
Also, organizational capacity was assessed in order to determine professional education needs, current
practices, and policies and procedures focused on ACP. The assessment measured the readiness of frail
elders and hel ped the coalition understand and learn from the community what strategies would work
best. Four segments of the population were identified as important to reach frail elders. Medical
Professional s, Faith-Based Organizations, Legal Professionals, and Informal Caregivers.

Professional and Community-based Education

The assessment process guided the plans for professional and community-based education and outreach
activities. In 2006, atwo-day Respecting Choices® Facilitator Train-the-Trainer workshop was
conducted to help increase the number of health care providers active in promoting successful advance
care planning. Asaresult, Facilitators worked one-on-one with community members and/or implemented
internal employee education programsin their organizations.
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The Coordinator offered support to medical providers through office staff training and in-service training,
aswell as consumer-based educational materials onsite.

Three different strategies were used to increase faith-based leader’ s knowledge and understanding of
ACP. In 2006, aone-day SYW workshop provided faith-based leaders and legal professionals with the
tools necessary to assist their constituents. 1n addition, faith-based |eaders were invited to attend a six-
week series of educational forums around end-of-life issues. Thiswas based on the National Hospice
Foundation of Americamodel. 1n 2007, faith-based leaders were invited to attend a one-day conference
that was developed in response to the feedback received from previous sessions.

The SYW Coordinator provided a variety of educational programs to health and human service agencies
and community groups and participated at numerous community health fairs, staff in-service trainings,
service organizations, local universities, and support groups.

Throughout the project, the coalition distributed educational materials provided by the Community Health
Foundation to individuals as well as area health care agencies and organizations. Working with Allegany
County Emergency Medical Services captains, the SYW Coordinator developed and produced a
standardized health file for use by frail elders and others to store important health care documents. The
Health Files contain documents such as Advance Directives, Medical History Form, Universal Medical
Sheet and non-hospital Do Not Resuscitate (DNR) forms. Processes were put into place so that
caseworkers going into the home would update the information as deemed necessary

To assist informal caregivers through the process of advance care planning, the SYW Coordinator and
volunteer facilitators provided one-on-one family-based assistance to complete advance directives.

Systems Change

One of the overall goals of the SYW program was to create system change that would facilitate

standardization and more efficient and effective procedures for advance care planning.

e Sharing Y our Wishes sponsored an educational program by Dr. Patricia Bomba, of Excellus, to
improve the transition of shared information among long-term care facilities and hospitals. Asa
result of this training, improved admission procedures between the institutions have been
implemented to ease the transition of medical records, including advance care directives from one
provider to the other.

e Sharing Y our Wishes has a so been incorporated into the NY Connects — Allegany Connects, single
point-of-entry procedures.

o Health Filesimproved health information from the community to the medical providers. This
empowerment tool encouraged individuals to take a more proactive role in tracking and sharing their
healthcare information.

Medical providers have instituted quality assurance tracking to monitor the success of changes in advance

care planning process.

Summary

Sharing Y our Wishes funding helped enable Allegany County providers to proactively embrace advance
care planning. SYW has enabled usto address the social, financial, psychological, physical, and spiritual
needs and wishes of frail elders, caregivers, and the health care delivery system. Thisinitiative struck a
personal note in everybody that was involved, and evoked passion from a broad constituency of
representatives of the community.

At the conclusion of the three-year grant cycle many factors have led to the overall success of thislocal
project. The support of not only the CHFWCNY,, but the collective work accomplished by all the
coalitions, provided aforum to successfully address the challenges faced along the journey and to profit
from one another’ s experiences.
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Cayuga County Coalition

Context

Cayuga County isasmall, rural county in central New Y ork with a population of 81,963 at the
time of Census 2000. Over eighteen percent of the population (15,044) is above 60 years of age,
a percentage that is above the state average. The 85-and-over segment is growing the fastest — it
increased by more than twenty-six percent between 1990 and 2000. Project 2015, areport by the
NY S Office for the Aging, predicts aforty-eight percent increase in Cayuga County’ s 85-and-
over segment by 2015. The long-term care system in Cayuga County includes one hospital, five
nursing homes, one assisted living facility, and six adult homes.

Coalition Description

The Elderly/Disabled Task Group of the Human Services Coalition of Cayuga County received
funding to implement the Sharing Y our Wishes project. The Task Group is made up of
approximately thirty members who represent providers of servicesto the elderly, disabled, and
general consumers. Thistask group has been in existence since 1996 when it began by
identifying the major needs and gaps related to care of older adultsin Cayuga County. The lead
organization for the project was United Way of Cayuga County. The Human Services Coalition
of Cayuga County, which is a partner agency of United Way, coordinated and managed the
project.

Key organizations included members of the Elderly/Disabled Task Group and other stakeholders
in the long term care system in Cayuga County, including staff from the Auburn Memorial
Hospital, Hospice of the Finger Lakes, adult homes, assisted living and nursing homes, Cayuga
County Home Care Agency, and the Long Term Care Access Office, Office for Aging, and
Caregiver Support Program.

Organizational Structure

The coalition implemented their program through the efforts of a half-time project coordinator
for the first year and a part-time (30%) project coordinator during year 2 and 3. In addition to
staffing, the Human Services Coalition provided the administrative support for the project by
conducting regular meetings over the course of the project, organizing activities, financial
management, and reporting on programming. A SYW Oversight Committee was convened to
oversee the work of the project and to report to the Elderly and Disabled Task Group.

Community Engagement

The project initially conducted a community-wide assessment process that indicated that ACP
efforts must be completed by individuals and their families prior to placement in a nursing home.
Based on this assessment, the Coalition augmented its original plan, which focused heavily on
increasing the number of residents in nursing homes and adult homes with ACP, to include well
seniors, facility employees, middle-aged, county employees, €etc.

Throughout the project, the coalition distributed educational materials from the Community
Health Foundation to individuals as well as area health care agencies, churches, physicians, and
other organizations. They employed creative way of distributing these resources, including the
distribution of Sharing Y our Wishes materials in the form of placemats at congregate meal sites
for older people and through distribution in health files. Materials were spread through the Red
Cross Newsdletter, the Red Cross Office, Catholic Charities, local HEAP site, Meals on Wheels,
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Health Department, local doctor offices, EPIC Family Resource Center, Senior News and Views
Newsletter and many other local sites.

Professional and Community-based Education

The Cayuga County Coalition provided training in their community to health care personnel,
human services staff, volunteers, caregivers and individuals on ACP. These efforts were
conducted in the form of 1) in-service workshops for nursing and adult homes and clinics; 2)
SYW presentations to community groups; and 3) collaborative presentations with Long Term
Care Insurance program. The coalition also incorporated contests, food, and entertainment into
these events to increase the participation in educational programs and the number of completed
HCPs. A partial list of programs that were presented includes these events:

Auburn Prison Employee Awareness Day

Senior Citizen Day, Emerson Park

Cayuga County Department Head Meeting

Medically Speaking Series, Auburn Memorial Hospital

Cayuga County Council of Senior Citizens

Heart Expo, Auburn Memoria Hospital

Community Service Fair, Auburn Chamber of Commerce

Our Mothers, Our Daughters, Our Health

Nurse' s Night Out sponsored by the Asthma Coalition

Senior Law Days

e 6 o o o o o & o o

Systems Change

This coalition built on the strength of the Human Services Coalition of Cayuga County and used
it as agreat asset to accomplish their goals. One hallmark of their operating process was the
incorporation of their work into that of other community-based organizations. For example,
SYW project updates were provided at Coordinating Council Meetings, Elderly and Disabled
Task Group Meetings, and to the project’s Oversight Committee on a monthly basis. This
network of agencies provided an ongoing source of information, presentation possibilities, and
support for the project. Materials and resources were distributed to the 90 Human Services
Coalition agencies and they each made them available to staff and clients.

The coalition facilitated local access to a central registry for advance directives through the
AssuringY ourWishes.org registry. The coalition established arelationship with Hospice of CNY
to administer the registry for the county.

Summary

The coalition began with a strong project coordinator who was able to set many componentsin
place during the first year. The project was able to collaborate with a quality improvement
project team focused on improving transitions to develop a successful health file effort. Asthe
project continued with reduced staff support, the emphasis shifted to adapting efforts from the
other coalitions including cooperative efforts with Tompkins County Coalition in the
development of the staff development tool kit and work with Niagara to adopt their
complementary Never Too Old program to ensure the sustainability of the Sharing Y our Wishes
effort.
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Erie County Coalition

Context

The county islocated in amajor (Buffalo-Cheektowaga) metropolitan area. According to the
U.S. Census Bureau, the estimated population in 2004 was 936,318. This was a decrease of 1.5%
from the 2000 census. At the sametime, Erie County’ s aging population is growing and Erie
County ranks 16" out of 236 counties nationwide for the size of its older population. Erie County
has atotal area of 1,227 square miles, and is the most populous county in New Y ork State
outside of the New Y ork City metropolitan area. The county is located in the western portion of
New York State, bordering on the lake of the same name. Due to its metropolitan nature, Erie
County has a multitude of health and human service organizations, including several major
medical centers and hospitals.

Coalition

The Western New Y ork Health Care Proxy Coalition received funding for the Sharing Y our
Wishes project in 2004. As part of thiswork, the coalition changed its name to the Coalition for
Headlth Care Decision Making. The lead organization was the Center for Hospice & Palliative
Care. Thisorganization was designated to provide a staff coordinator, meeting space, and in-
kind project support with mailings, website renewal/coordination, and sponsorship of coalition
activities.

Organizational Structure

Staff support for coalition activities were provided in the form of a Coalition facilitator 6
hours/week and a part-time (10 hours per week) project coordinator at St. John Baptist Church.
Participating organizations included Assemblyman Robin Schimminger’ s Office, BlueCross
BlueShield of WNY, the Catholic Health System, The Center for Hospice & Palliative Care, Erie
County Department of Senior Services, Erie County Department of Health, Independent Health,
Kaleida Health, Medical Society of the County of Erie, University at Buffalo School of Nursing,
Upstate New Y ork Transplant Services, and Univera Healthcare.

Community Engagement

The coalition engaged the community in project activities using many different methods to reach
awide variety of audiences. One major project activity was the development of atrained
professional and volunteer network with the capacity to provide ongoing training in advanced
care planning. Over the course of the project, they provided Respecting Choices® Facilitator
Train-the-Trainer workshops which resulted in 98 trained Advance Care Planning Facilitators,
exceeding the original goal of 80 trained facilitators. These trainers and facilitators will provide
anetwork of trained, committed volunteers who can sustain educational activitiesrelated to
advanced care planning beyond the grant period.

Intensive educational activities were focused on alocal spiritual organization, St. John Baptist
Church, to train clergy, facilitators, an advanced care planning team, and other members to
provide advanced care planning to parishioners. The coalition also incorporated contests, food,
and entertainment, conducted educational programs, and distributed educational resourcesto a
wide variety of organizations. A partial list of programs that were presented includes these
events:
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e Sharing Y our Wishes presentation to Moot Senior Center and St. John Baptist Tower for senior-
housing

Sharing Y our Wishes 1:1 ACP sessions with seniorsin community

Sharing Y our Wishes article published in the Criterion, a black community newspaper

Sharing Y our Wishes public affairs radio programs

Sharing Y our Wishes cable television interviews

Advance care Planning presentation to Baptist Ministers Conference

Professional and Community-based Education

The coalition made it a priority goal to create a relationship with two active medical practices
and developed a working model for discussing advance care planning in a comfortable and
supportive way with patients, thus increasing the number of patients who have completed their
advance care directives. In order to accomplish this goal, coalition staff trained mid-level
professionals (nurses, nurse practitioners, physician assistant and others) in the practice to
continue the conversation launched by the physician (targeting chronically ill patients over the
age of 65). This protocol was launched at the Community Health Center of Buffalo, Inc., which
is an urban clinic serving approximately 7,000, primarily African-American patientsayear. In
Y ear 3, the Coalition established ACP sessions for patients utilizing three trained facilitators at
Buffalo Medical Group, the largest physician practice group in Western NY .

Systems Change

The coalition placed an emphasis on building capacity for advance care planning efforts within
their community, working within two large health care provider practices.

Community Health Clinic of Buffalo outcome:

Prior to intervention 0% of patients had Post-intervention 30% of patients had HCP
health care proxy (HCP) in their chart in their chart

Buffalo M edical Group outcome:

Prior to intervention 21% of patients had Post-intervention 79% had HCP in their
HCP in their chart chart, an increase of 58%.

One major outcome of the project isthat they facilitated local accessto a central registry for
advance directivesin the form of the Assuring Y our Wishesregistry. The Center for Hospice &
Palliative Care iSthe local sponsor for thisregistry.

Summary

Over the course of the project, this coalition used many different methods to reach their goals.
They leveraged the resources of the organizations within their coalition to reach diverse
audiences and expedite educational activities and resource distribution. They maintained the size
of their large, diverse coalition. They provided education in the form of workshops and
presentations to awide variety of local organizations, including health care, human services,
clergy, caregivers, payor organizations, and consumers, which increased the level of awareness
of participantsto many issues associated with advanced care planning.

CHFWCNY — SYW Summary Report April 2008
Page 12



Genesee County Coalition

Context

Genesee County isarural county located in Western New York. Asof the 2000 census, the
population was 60,370. Its county seat is Batavia, a small town with a diverse economic base
including agriculture and tourism. In 2000, the median income for a household in the county was
$40,542. Males had a median income of $34,430 versus $23,788 for females. The per capita
income for the county was $18,498. About 5.6% of families and 7.6% of the population were
below the poverty line, including 9.0% of those under age 18 and 6.8% of those 65 or over.

Coalition

The Long Term Care Task Force, which was originally convened in June 2003, received funding
in 2005 for the Sharing Y our Wishes project. The key organizations for implementing the
initiative were the local medical society and local hospital administration, the faith-based
community, hospice, terminal comfort care programs, physicians & their office staff, long term
care provider agencies who choose to participate (such as the Visiting Nurses Association), the
health department’ s Certified Home Health Program, Hospice and Homecare, and area nursing
care facilities. Other involved groups included older people and their caregivers - advocacy
groups, local media, and service organizations. Over the course of the grant period, other
organizations were recruited for involvement in the coalition, including representatives from 15
churches, 25 long-term care/health care professionals, 5 physicians and a paralegal.

Organizational Structure

The Genesee County Office for the Aging (GCOFA) was the lead agency in applying for this
grant. Asthe lead organization, GCOFA housed an Aging Services Specialist who acted as a
part-time (19 hrs. per week) coordinator for the project. GCOFA involvement also included
conducting the LTC Task Force meetings and placing thisinitiative on the agendafor the full
GCOFA meetings. GCOFA was integrally involved in all aspects of the grant activities from
both a supervisory and programmatic role.

The coalition established 3 active sub-committees to plan and implement grant activities:
Heightened Awareness, Facilitation and Systems Change. They met at least every other month.
Copies of sub-committee rosters, meeting agendas and minutes were placed on file at the Office
for the Aging.

Community Engagement

The coalition adopted the Gunderson L utheran Facilitator Training program, and over the course
of the funding period, trained 217 facilitators which includes BOCES and Genesee Community
College Nursing Students. These facilitators targeted their efforts on individualsin health care
system or agencies that work closely with older adults, such as caseworkers, nurses, social
workers, discharge planners, etc.

Professional Education

Over the course of the project, the coalition presented a variety of educational programs to many
organizations and agencies throughout the county. They strengthened their existing training
resources, with an emphasis on Genesee Community College'sinclusion of Advanced Care
Planning Facilitation into their required Lifespan curriculum for RN students, and also
strengthened their facilitation of relationships with BOCES LPN students. In addition, they
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facilitated presentations to human services point-of-entry staff, faith-based volunteers, legal
service providers, and physicians' offices.

Systems Change

Systems change efforts included an examination of the current system for ACP and how
advanced directives are (or are not) carried out. The coalition explored real world issues
including obstacles to good advanced care planning and devised several system that were
responsive and realistic to implement. These included efforts to work with first responders to
distribute readily accessible “Health Files’ (see description below). This process was aimed at
improving the advanced care planning process for frail elders and their family members, as well
asthe medical community.

The coalition worked with CHFWCNY to implement a central registry (Assuring Y our Wishes)
for advance directives, which will coordinate with the local healthcare network, and will also
include accessibility viathe Internet for-out-of-the-area providers. They facilitated an agreement
with United Memorial Medical Center to be the local sponsor of the Assuring Your Wishes

registry.

Summary

The Genesee County coalition was successful in their efforts to build awareness regarding ACP
in their community. They leveraged several unique strengths to accomplish their goals. One
notable aspect of the coalition was their longevity as aworking coalition. Another characteristic
that influenced their success was the unusually long tenure of many coalition participants acting
in leadership roles. These factors provided the coalition with afoundation comprised of strong
institutional ties, long-term working relationships, and thorough knowledge of community
systems. Finally, their committee structure helped to keep coalition members actively involved
and allowed them to succeed in several areas.
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Niagara County Coalition

Context

Niagara County islocated in the extreme western part of New Y ork State, just north of Buffalo
and adjacent to Lake Ontario on its northern border and the Niagara River and Canada on its
western border. As of the census of 2000, there were 219,846 people, 87,846 households, and
58,593 families residing in the county. The population density was 420 people per square mile.
The demographics of Niagara County’ s population are diverse, with 24.70% under the age of 18,
8.50% from 18 to 24, 28.40% from 25 to 44, 23.10% from 45 to 64, and 15.40% who were 65
years of age or older. The median age was 38 years.

The median income for a household in the county was $38,136, and the median income for a
family was $47,817. The per capitaincome for the county was $19,219. About 8.20% of
families and 10.60% of the population were below the poverty line, including 15.00% of those
under age 18 and 7.30% of those 65 or over.

Coalition

The Niagara County Sharing Y our Wishes project was conducted by the Niagara Caregivers
Network (NCN), a consortium of medical, emotional and spiritual care organizationsin Erie and
Niagara counties (although the project only focused on Niagara County.) The mission of the
NCN isto improve the quality of life of older adults and their caregivers through education,
training and other collaborations that encourage referrals to existing community resources. The
coalition included representation from the Niagara County Health Department, the Niagara
County Office of the Aging, the Erie County Department of Senior Services, Catholic Charities
of Western New Y ork, the Center of Renewal at Stella Niagara, the Lewiston-Y oungstown
Clergy Association, the Network on Aging, the Mental Health Association in Niagara County,
the WNY Parish Nurse Institute, AARP and Health Association of Niagara County (HANCI)

Organizational Structure

The NCN’s SYW project was administered by the Council on Aging of Niagara County, Inc.,
which was incorporated as a non-profit, non-sectarian and non-political organization on August
2, 1972. The program was staffed by a half-time coordinator, who was guided by the Niagara
Caregivers Network Board as well as the Board and staff of the Council on Aging.

Community Engagement

The coalition launched a train-the-trainer effort aimed at educating local organizationsto

integrate ACP materialsinto their practices. They engaged numerous organizationsin the

distribution of educational materials. The following is a selected list of these efforts.

e AARP conducted a 10,000 piece mailing

e The Dale Association, Niagara Hospice and the Department of Aging agreed to serve as
ongoing sites where people picked-up SYW materials

e SYW was promoted on local cable television shows and newspaper articles

The Council on Aging, made up of representatives from more than 40 senior clubs and centers

across Niagara County focused on Sharing Your Wishes at it’s Spring, 2006 conference. In

addition, Sharing Y our Wishes workshops have been offered at the COA’s 2007 and 2008

annual conferences.

CHFWCNY — SYW Summary Report April 2008
Page 15



Professional Education

The coalition worked through many Niagara county organizations to leverage their involvement
in SYW education targeting local professionals. An example was their work with the Niagara
Coalition of Agenciesin Serviceto the Elderly (CASE), which dedicated its spring 2006
conference to Sharing Y our Wishes. In this conference, eldercare professionals from over 50
organizations were trained to initiate SWY programs within their worksites, and to take steps
toward integrating SY W into their organization’s policies and procedures.

Niagara Hospice adopted SYW as part of its program for end of life care, resulting in 150
relevant staff and volunteers who received training. In addition, the Niagara County Health
Department Home Health Services were trained in SYW and now include SY W whenever they
open anew case. Similarly, the HANCI home health nurses have been trained to use SY W when
they open new cases.

Systems Change

The Niagara County Office of Aging collaborated with the coalition to include SYW as an
important component of their “Never Too Old” point of entry program — a “whole person”
program, which also aims to enhance patient-centered decision making among seniors, the frail
elderly, and their caregivers. Thisintegration was accomplished in the form of 1) wallet cards
with ACP information printed on them, and, 2) a“ Sharing Y our Wishes’ video. Both of these
resources were developed, implemented, and evaluated by the coalition. The " Sharing Y our
Wishes’ video, tells the story of a woman whose mother died from Alzheimer’ s Disease, was
developed for use in both professional and community education.

Everyone who contacts NY Connects - Niagara County Point of Entry operated by the Niagara
County Office for the Aging and Department of Social Services, will be asked whether or not
they have completed aNY S health care proxy form. This datawill be tracked and reported as
part of the Office for the Aging’ s annual Satisfaction and Needs Survey. If they have not, they
will receive “ Sharing Y our Wishes' video and materialsincluded in the “Never Too Old’ which
is also available on the website: www.NeverTooOld.net/niagara.htmT.

The coalition worked with community partners to implement access to the Assuring Y our
Wishes central registry for advance directives through an agreement the Council on Aging,
which will serve asthe local sponsor of the Assuring Y our Wishes registry.

Summary

The Niagara Coalition accomplished their original goals of 1) involving frail seniors, their
caregivers and the organizations that serve them, and 2) integrating advanced care planning into
the locally established “Never Too Old” training curriculum. They accomplished these goals by
building on their established ties to local organizations and health and human services
professionals. They successfully introduced “ Sharing Y our Wishes’ resources into their
community, while at the same time devel oping additional tools to further extend ACP education
in new and creative ways.
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Onondaga County Coalition

Context

Onondaga County is an urban county located in the central New Y ork region. As of the 2000 US
census, the population was 458,336. It has aland area of 793.5 square miles and is approximately
35 milesin length and 30 milesin width. Onondaga L ake is a major geographical feature and is
bordered by many of the larger communitiesin the county. The City of Syracuseis situated in
the approximate center of the County and serves as the focus for commercia and business
activities. According to the 2000 U. S. census, the Syracuse population was 147,306.

Coalition

Unlike the other Sharing Y our Wishes coalitions which were funded in 2005, the Onondaga
coalition was funded in 2007. The Onondaga Community Coalition was made up of 10
organizations, including the Alzheimer’s Association of Central New Y ork, Crouse Hospital,
Hospice of Central New Y ork, Institute for Ethicsin Health Care, Long Term Care Executive
Council, St. Joseph’s Hospital, Transitional Living Services, Upstate Medical University,
InterReligious Council of Central New Y ork, and Loretto. Efforts have been made to broaden
the diversity of the coalition by recruiting additional organizations.

Organizational Structure

The Institute for Ethicsin Health Care (IEHC) administrated the grant, which provided a portion
of staff support for the IEHC executive director. A part-time program coordinator began in
October 2007 with funding one day per week from the Allyn Foundation. The codlition relies
extensively on the leadership and commitment of community volunteers and in-kind support
from various agencies.

Community Engagement

The coalition invested its grant dollars to provide “Respecting Choices’ facilitator training by
Gunderson Lutheran Hospital of La Crosse, Wisconsin. This program framed the comprehensive
“advance care planning” for 2007. Approximately 32 facilitators were trained on October 2,
2007; this training was followed by a subsequent training on October 4, 2007, when seven
Facilitators participated in the Facilitator Instructor Course and were certified as Instructors.

Professional Education
The coalition facilitators met on a monthly basis since the October training to prepare for
presentations to local organizations and health providers. They utilized resources that were
developed by the other coalitions. For instance, the group adapted a PowerPoint presentation
developed by the Cayuga County SYW. Many of the facilitators used their Advance Care
Planning skillsin both group presentations and individual counseling settings. A selected list of
presentations to community groups includes:

e Human Services Leadership Council
Transitional Living Services (TLS)
Syracuse East District Episcopal Church
St. Joseph’ s Hospital
University Hospital’ s Continuum of Care Department
University Hospital’ s Office of Training and Devel opment
Onondaga County Nurses Association
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e Palliative Care Course--Presentation to 3 Y ear Medical Students and Chaplains

Systems Change

The coalition participated in planning and implementation of access to a central registry for
advanced care planning for residents of Onondaga County. Thisresulted in an agreement
between Assuring Y our Wishes and the Hospice of Central New Y ork.

Resources in the Tool Kit

Due to the recency of funding, the coalition did not develop any original products. They
modified many existing products related to advanced care planning to make them applicable to
local needs.

Summary

The Onondaga SYW coadlition is relatively young. However, they were successful in building an
infrastructure of community organizations to actively support project activities. They have
trained facilitators and facilitator instructors, who in turn will participate in project presentations
and training activities. This focus on building organizational and individual capacity is expected
to provide the foundation for program sustainability over the coming years.
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Tompkins County Coalition

Context

Tompkins County isasemi-rural county located in the Finger Lakes region of central New Y ork.
It comprises the whole of the Ithaca metropolitan area. The county is home to Cornell University
and Ithaca College. As of the census of 2000, there were 96,501 people, 36,420 households, and
19,120 families residing in the county. The population density was 203 people per square mile.
The population is 19% under the age of 18, 26% from 18 to 24, 26% from 25 to 44, 19% from 45
to 64, and 10% 65 years of age or older. The median age was 29 years. The median income for a
household in the county was $37,272, and the median income for a family was $53,041.

Coalition

The Tompkins County Long Term Care Committee (L TCC) was funded to administer the
Sharing Y our Wishes project in Tompkins County. The committee is a standing committee of the
Health Planning Council (HPC), which in turn is a program of the Tompkins County Human
Services Coalition (HSC). The HSC is a private non-profit organization focusing on efficient,
effective planning and delivery of human service programs; the HPC concentrates on improving
the health care system to enhance the health status of Tompkins County residents.
Organizational members of the collation included Cayuga Medical Center at Ithaca, County
Office for the Aging, Family & Children’s Services Home Health Care program, Finger Lakes
Independence Center, Hospicare and Palliative Care Services, Ithaca College Gerontology
Institute, Lifelong, and Long Term Care Services.

Organizational Structure

The Tompkinsinitiative was directed by a 25% Coordinator (provided in-kind) and a 35%
Program Assistant (supported by the grant). The Coordinator managed the project and
conducted major parts of the work. The Coordinator had responsibility for planning, developing
and coordinating the initiative in all its phases and was the primary spokesperson. She oversaw
all phases of the operations and was responsible for project performance and the observance of
all budget and personnel policies and procedures. She worked with the LTCC to carry out the
activities and was responsible for writing and analyzing reports. The Program Assistant worked
under the direction of the Coordinator and assisted with all applicable phases of the work. She
was trained as a Facilitator and hel ped recruit people to be trained as Facilitators, organized
Facilitator training, managed the system to connect frail elders with Facilitators, coordinated
community presentations and distributed available printed materials.

Community Engagement

The coalition sent two professionals with extensive experience with frail elders and advance care
planning to be trained and certified by the Gundersen-L utheran Medical Foundation as trainers
of facilitators of advance care planning (ACP). They subsequently conducted a series of trainings
and presentations. Staff from each of the partner organizations were trained as SYW facilitators.
People from organizations new to the project also attended the training. These included staff
members from Longview, the Community Dispute Resolution Center, the Director of
Admissions, Social Services, and a social worker at Lakeside Nursing Home and Rehabilitation
Center; an attorney specializing in elder law; afinancia planner; two social workers affiliated
with the Pastoral Counseling Service; a psychologist; a church layperson; and a social worker
from Kendal at Ithaca.
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The coalition trained a total of 45 people and facilitators, exceeding their goal of 25-35
facilitators. Based on this success, they concluded that assisting the existing facilitatorsto
improve their facilitation skills seemed the best use of project resources. All of the facilitators
reported being more comfortable with advance care planning conversations following the
training.

After the initial focus on developing this cadre of trained facilitators, the coalition also provided
more than 30 presentations to the community. These were primarily to senior groups, congregate
meal recipients, church study groups, senior residences, and caregivers. They aso reached
people through employer benefit fairs, community events and the media.

Professional Education

In addition to training facilitators, the coalition members presented a variety of workshops to
assorted groups of helping professionals. For instance, staff provided a SY W workshop to the
Tompkins County Health Department home care nurses and support staff; this training focused
on phrases to use and when to introduce ACP. A presentation was also given on the topic

“ Advance Care Planning: Encouraging Conversations about Spiritual Vaues and Health Care
Preferences’ at the Pastoral Counseling Service's conference.

The coalition devel oped training materials and a package for health and human service staff.
This multi-mediakit included CD/print/video /discussion/ blended learning modules of different
lengths (10 min, 45 min, 2 hrs.).

Systems Change

The Tompkins County Coalition greatly enhanced local capacity to engage in ACP effortsina
variety of ways. They now have two trainers who are available locally, 45 people in agencies
more able to help their patient/clients/families with ACP, people in the community wanting to
complete ACP and excellent materials to support thisinterest. Thisintensive effort to train staff
within local organizations to engage in ACP activities with their own program participants led to
significant local systems change that will benefit people for along time.

Summary

The Tompkins County Coalition successfully achieved their original goals. They managed to
institutionalize Sharing Y our Wishes project activities and resources into existing community
organizations, thus accomplishing long-term systems change. In thefirst year, they strengthened
their coalition, identified and helped devel op existing materials, supported two local people to be
trained as trainers, and began publicizing their activities. In the second year, they conducted
workshops for helping professionals, encouraged more individual s to take advantage of the
enhanced ACP resources, created and delivered presentations, and publicized the project. In their
third and last grant-funded year, they extended the reach of al program activities and planned for
sustainability.
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Part D: Summary and L essons L ear ned

All seven Sharing Y our Wishes coalitions substantially contributed to increasing the adoption of
advanced care planning within their communities. The coalitions faced a multitude of barriers
that they still, to agreater or lesser degree, manage to overcome. Several cross-cutting themes
emerged from the strategies they use to surmount these challenges. First, all of the coalitions
were composed of interested persons from local organizations and the community-at-large.
These coalitions existed prior to this project with afocus on improving care for older adults or on
enhancing understanding about advance care planning. For the most part, the strength of their
work came from involvement of their members supported by staff time dedicated to this project.

The coalitions' ability to identify and analyze their own unique community needs enabled them
to adapt the program ideas to better serve their communities. In addition, their commitment to
bring about long-lasting change allowed them to overcome challenges such as limited financial
resources and turnover of staff and volunteers. This commitment was also a great asset to the
coalitions as they sought to plan for program sustainability. And finally, the fact that most
coalitions were well-devel oped, exhibiting maturity and highly developed stages of formation,
allowed them to cultivate |eadership within member organizations and achieve deeper levels of
systems change.

Through their organizations, the representatives to the coalitions employed a collaborative
process that involved working with stakeholders to identify and address various aspects of the
advanced care planning process in ways that best suited their communities. They also worked
with their counterparts in the other coalitions to share ideas and modify successful approaches to
create what became Sharing Y our Wishes. They developed a variety of program activities
related to the specific assets and needs identified by their partners and tailored available

resour ces (e.g. training curricula, educational materials, presentations, etc.) that were needed to
deliver these programs. One example of this process was the way that Genesee County worked
with first respondersin the local Emergency Management System to refine the plastic packaging
for individual personal health files for quick and easy access in the case of emergencies.

Three of the coalitions experienced turnover of coordinator staff (Cayuga, Genesee and Erie) and
all experienced some change in coalition representation, but they overcame these challenges
while continuing to provide education and resources to their communities. When these
disruptions occurred over the course of the project, commitment to “ make a difference” was
the engine that enabled the coalitions to persevere and recruit other organizations and staff to
maintain program momentum. Each coalition was made up of representatives from adiverse
array of organizations that understood the often-negative consequences of the failure to plan
ahead for future health care need for both consumers of services and practitionersalike. This
understanding provided motivation for coalition members to go the extramile in order to serve
their local communities by raising awareness about issues associated with advanced care
planning. When coalitions found themselves struggling they also had the advice and support of
the other coalition coordinators to provide a different perspective and help them move forward.

The coalitions provided servicesto a wide range of audiences over the course of the project.
While all reached out directly to older adults and their caregivers, they also geared many of their
educational efforts towards health and social services professionalsin an effort make along-term
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impact on service delivery systems. This strategy to institutionalize advanced care planning
practices within local organizations allowed the coalitions to make the most of their limited
resources while investing in long-term sustainability. Program participants included such varied
groups as hospital and long-term care staff, social workers, clergy, health educators, program
administrators, caregivers, and hospice staff. The challenge here was to convince health care
providers that previous practices that often focused on completing forms could be enhanced with
afocus on conversations and planning.

Coalition efforts resulted in increased leader ship capacity within their communities. Over the
course of the project, many program participants became more involved in the project, and
ultimately transitioned into leadership roles. For example, throughout the project, most of the
coalitions conducted train-the-trainer sessions aimed at training local volunteers to be advanced
care planning facilitators. This cadre of facilitators became an excellent resource, maximizing the
capacity of the coalitions to deliver services to many more community groups and individuals.

One factor that set the coalitions apart from one another was the way in which they administered
the project, including the way they structured staff support. In most cases they used grant funds
to pay for a part-time program coordinator by hiring staff or assigning an existing staff person
from the organization that administered the grant. This approach provided start-up support but
also fostered expectations among coalition participants about shared implementation
responsibilities that led to support for long-term sustainability at the end of grant funding. In
one case, the coalition was able to hire afull-time program coordinator. This coordinator was
ableto focus agreat deal of time on start-up activities and led to an acceleration of activity early
in the development of the program. While they were able to implement program components
more quickly and in a broad and consistent way, this coalition faced a challenge in the last year
of the grant funding to engage coalition members more actively to ensure program sustainability.

Overall, the efforts of the coalitions resulted in very positive impacts on their communities.
Although the results from this effort are difficult to measure, the measures gathered, along with
the anecdotal feedback, support the value of increased knowledge and awareness for the
importance of planning ahead for health care decisions. The ability of the coalitions to harness
the involvement of diverse stakeholders and focus their efforts toward increased awareness about
advanced care planning was a major accomplishment. Thislegacy will continue to yield positive
results over the coming years.

About the Community Health Foundation of Western and Central New York

The Community Health Foundation of Western and Central New Y ork is an independent private
foundation. It partners with people, programs and organi zations working to improve the health
and health care of western and central New Y ork State. The foundation provides strategic
investments, collaborative facilitation, stimulation of best practices, and advancement of health
outcomes. Based in Buffalo, N.Y ., with a second office in Syracuse, the foundation serves the
western New Y ork counties of Allegany, Cattaraugus, Chautauqua, Erie, Genesee, Niagara,
Orleans and Wyoming; and the central New Y ork counties of Cayuga, Cortland, Herkimer,
Madison, Oneida, Onondaga, Oswego and Tompkins. To find out more, visit www.chfwcny.org
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The success of the coalitions in the development and implementation of Sharing Y our Wishes
involved many people and organizations working together. We would like to thank those who
lead the effort in avariety of roles, aswell as those who served as faculty and advisors.

Allegany County: Community Partnership on
Aging
Lynne Palmiere, Allegany/Western Steuben RHN

Erie County: Coalition for Health-Care
Decision-M aking
Peg Brady, Center for Hospice and Palliative Care

Richard Alderman, Community Representative

Sandy Blake, Allegany Senior Foundation

Susan Bostwick, ARA Senior Counseling Center

Lisa Brulotte, Caregiver Coordinator, OFA

Donna Butts, Cuba Memoria Hospital

Monica Cole, Department of Social Services

Kelly Dickerson, Homecare & Hospice

Helen Evans, Allegany/Western Steuben RHN

Mary Gardner-Ruch, OFA

Anne Geist, Jones Memorial Hospital

Pamela Haywood, Jones Memorial Hospital

Alice Heineman, Allegany Senior Foundation

Rev. Bill Jones, First Congregational Church of
Wellsville

Joanne LaForge, Allegany ARC

Gary Ogden, AC Director DOH

Michelle Conklin, Cuba Memorial Hospital

Reita Sobeck-Lynch, Wellsville Manor Care Center

Kimberly Toot, Office for the Aging

Carrie Whitwood, Allegany/Western Steuben RHN

Fr. Gene Ulrich, St. Jude's Parrish

Betty Wood, Trinity Lutheran Church, Wellsville

Joanne Calandra,RN, Independent Health

Kathy Chowaniec, RN, Hospice Buffalo

Rosemary Collins, Center for Hospice and Palliative
Care

Gina Fidele, Hospice Buffalo

Maureen Hammond , Roswell Park Cancer Institute

Cheryl Hill, St. John Baptist Church

Dorothy Levitt,RN, Dept of Senior Services

Cindy Noe, Hospice Buffalo

Genesee County: Long Term Care Task Force
Peggy Y oung, Office for Aging

Alan Barcomb, MD, Family Practice Physician

Barbara Borgesen, Home Care and Hospice

Debby Cummings, Office for Aging

Maria Crea, MD, Medical Society of the Counties
of Genesee, Niagara and Orleans

Lisa Franclemont, Office for Aging

Kathleen Hankel, RN, Genesee Community College

Daniel Ireland, United Memorial Medical Center

Esther Leadley, Genesee County Legislator

Pamela Whitmore, Office for Aging

Jill Y asses, Office for Aging

Cayuga County: Human Services Coalition
Barbara Bowen, Human Services Coalition

Andrea Anderson, Cayuga County Home Care
Agency

Laurie Didio, Evergreen Heights

Beth Dishaw, NY Connects. Cayuga County Long
Term Care Office

Debra English, Cayuga County Nursing Home

Judy Greco, Mercy Rehabilitation & Nursing Home

Terry Kline, Hospice of the Finger Lakes

Michelle Nolan Bell, Auburn Memoria Hospital

Monica Scott, Human Services Coalition

Nancy Siefka, Cayuga County Office for the Aging

Janet Taylor, Cayuga County Office for the Aging

SaraWood, Hospice of the Finger Lakes

Niagara County
Thomas Del oughry, Niagara Caregivers Network

Kathleen Cavagnaro, Niagara County Health
Department

Eva Hamilton, Council on Aging

Betsy Higgins, Niagara Hospice

Marcia Jones, Wheatfield Towers

John Kinner, HANCI

Laurie Marshanke, Council on Aging

Tim Mordaunt, Buffalo Mediation Services

Jeff Paterson, HANCI

Christopher Richbart, Niagara County Office for the
Aging

Nancy Smegelsky, Niagara County Office for the
Aging

Teresa Torre, Council on Aging

Coleen Vesci, Council on Aging
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Onondaga County
Peter Sarver, SYW Coalition

Janet Dauley Altwarg, Long Term Care Executive
Council

Rev. Tanya Atwood-Adams, InterFaith Works of
CNY

Mark Buittiglieri, University Hospital

Barbara Fero, Crouse Hospital

Aileen Jackowsky, Transitional Living Services

Catherine James, Alzheimer's Assn. Of CNY

Dale Johnson, Hospice of CNY

Lisa Llanos, Loretto

Gail Longcore, Hospice of Central New Y ork

David Pasinski, Institute for Ethicsin Health Care

Nicholas Poulos, Human Services Consultant

Sr. Rose Ann Renna, St. Joseph's Hospital

Advisors and Faculty
Christine Klotz, Community Health Foundation of
W&C New York

PatriciaBomba, MD, Excellus

Linda Briggs, Gunderson Lutheran

Cheryl Carr, Carr Communications

Diane Fitzgerald-Harris, Harris Designs
Annemarie Franczyk

Jack Freer, MD, University of Buffalo
LisaKendall, Family and Children’s Services
Marilyn Kinner, Ithaca College Gerontology
Ingtitute

Ronald Lagoe, Hospital Executive Council
Shelly Littau, Hospital Executive Council
Niharika Mahapatra, ACEN

Rhoda Meador, Lifeworks Learning

Tompkins County
Betty Falcao, Health Planning Council
Beverly Hammons, Health Planning Council

Joan Murphy, Family & Children’s Services Home
Health Care

Sigrid Connors, Tompkins County Health Department

Melissa Gatch, Tompkins County Health Department

Bill Hawley, Lifelong

LisaHolmes, County Office for the Aging

LisaKendall, Family and Children’s Services

Marilyn Kinner, Ithaca College Gerontology Institute

Saoirse McClory, Hospicare and Palliative Care
Services

Liz Norton, Long Term Care Services

Lucia Sacco, Lakeside Nursing and Rehabilitation
Center

Lenore Schwager, Finger Lakes Independence Center

Numerous staff of Cayuga Medical Center at Ithaca

Leilani Pelletier, Alzheimer’s Association
Carol Podgorski, University of Rochester
Linda Sabo, Alzheimer’s Association
Don Tobias, Cornell University

Anne Wilkinson, Rand

@Commu nity H

ealth Foundation

Western & Central New York

Community Health Foundation of
Western and Central New Y ork
726 Exchange Street, Suite 518

Buffalo, NY 14210
716-852-3030
www.chfwcny.org
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Sharing Your Wishes™

A project of seven community coalitions
in Western and Central New Y ork.

Allegany County:
Community Partnership on Aging
(585) 593-5223

Cayuga County:
Human Services Coalition of Cayuga County
(315) 253-9743

Erie County:
Coadlition for Health Care Decision-Making
(716) 686-8070

Genesee County:
Long Term Care Task Force
(585) 343-1611

Niagara County:
Niagara Caregivers Network
(716) 285-8224

Onondaga County:
Sharing Y our Wishes Community Coalition
(315) 426-0485 ext 390

Tompkins County:
Health Planning Council of the Human Services Coalition
(607) 273-8686

Supported by a grant from the Community Health Foundation of
Western and Central New York. The Community Health Foundation
is a non-profit private foundation the mission of which is to improve the
health and health care of the people of Western and Central New York.

Community Health Foundation

of Western & Central New York
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