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Background: 

How and where people die in the United States has changed greatly over the last 30 years due to dramatic developments in medical science and technology. The ways in which these innovations have been socially organized and financed have created a need to make choices about how, when, and where a person dies.
As life expectancy has increased, so too have the multiple complications associated with chronic illnesses in the last years of life. Often the patient is unable to participate in decision making when it may be most important. It has become essential that plans be made in advance to guide future decisions about efforts to prolong life. Yet, nothing in our past experience and culture has fully prepared us for these often complex and stressful choices (Gunderson Lutheran Medical Center).  
The 65+ in the United States: 2005 report was commissioned by the National Institute on Aging (NIA), a component of the National Institutes of Health, to provide a picture of the health and socioeconomic status of the aging population. It highlights striking shifts in aging on a population scale and also describes changes at the local and even family level. These issues are particularly relevant for the growing number of adults in the United States and their family members who are facing increasingly complex choices related to end-of-life decisions. According to US Census data, seniors living in Allegany County, ages 65 and older, is estimated at 7,000 or 14% of the total county population. In perspective with the predicted trends from the 65+ in the United States: 2005 report:
· The U.S. population age 65 and over is expected to double in size within the next 25 years. By 2030, almost 1-out-of-5 Americans — some 72 million people — will be 65 years or older. The age group 85 and older is now the fastest growing segment of the U.S. population. 

· The health of older Americans is improving. Still, many are disabled and suffer from chronic conditions. The proportion with a disability fell significantly from 26.2 percent in 1982 to 19.7 percent in 1999. But 14 million people age 65 and older reported some level of disability in Census 2000, mostly linked to a high prevalence of chronic conditions such as heart disease or arthritis.

In recent years advance directives, document that allow persons to designate their preferences for medical care in the event they are unable to communicate these wishes themselves, have grown in importance (Hopp, 2000). Increased media coverage and political insurgence into this sensitive and complicated issue continues to inflate the need for education and better communication within families. Yet, research indicates that only 20% of Americans have an advance directive.
In addition, Joan Teno has described the goals of advance care planning to encompass the following:

1. Ensure clinical care consistent with patient preferences when capacity is lost. 

2. Improve decision-making process. 

· Facilitate shared decision-making process. 

· Allow proxy to speak on behalf of patient. 

· Respond with flexibility. 

· Provide education.

3. Improve patient’s well-being by reducing frequency of over or under treatment. 

4. Reduce patient’s concern regarding possible burden placed on family and others.
(Teno, JM et al Hastings Center Report 24:S32-6, 1994)
Advance care planning is making decisions about the healthcare you would want to receive if you happen to become unable to speak for yourself.  These are your decisions to make, regardless of what you choose for your care, and the decisions are based on your personal values, preferences, and discussion with your loved ones.  A part of advance care planning is also communicating your wishes with your loved ones and healthcare providers to provide guidance and comfort to them if something should happen to you.   

Decisions about end-of-life care are deeply personal, and are based on your values and beliefs.  Because it is impossible to foresee every type of circumstance or illness, it is essential to think in general about what is important to you.  Conversations that focus on your wishes and beliefs and why you are making them will relieve loved ones and health care providers of the need to guess what you would want. 
Unfortunately, too few people complete advance care directives. Of those who do discuss end-of-life decisions with family members, most engage in informal discussion concerning health care preferences.  Elderly individuals, in particular, when faced with the prospect of complex medical decisions, usually expect that their family members will make medical decisions for them if they are unable to do so. Furthermore, health care providers often consult with the families of the elderly in such situations (High and Rowles, 1995). This practice affirms the importance placed on the role of the family as surrogate decision makers by legal experts and by society as a whole (Cole and Holstein, 1995). However, informal discussions do not ensure that the individual’s wishes are carried out.
In 2005, the Allegany County Community Partnership on Aging, with the Allegany County Senior Foundation as the lead fiscal conduit and lead agency, applied and received funding through the Community Health Foundation of Western and Central New York, to assess current advance care planning processes and assist local frail elders with advance care planning and meaningful conversations. To meet the goals and objectives of this grant, Allegany/Western Steuben Rural Health Network, Inc. hired a Sharing Your Wishes Coordinator. 
Phase 1 of the Sharing Your Wishes project required an in-depth assessment of advance care planning to measure the target population’s (frail/elders) understanding of the topic and identify the resources available to develop an ongoing plan. The following report summarizes Phase 1-Year 1; Advance Care Planning Assessment. 

Data and Methods: 

Both qualitative and quantitative data have been collected to gain a better understanding of Allegany County’s attitude, available resources and knowledge-base on advance care planning; including:
 
· community-based, written surveys with seniors
· four focus groups 

· two at community- based, senior sites 

· two with institutionalized frail/elders 
· organizational capacity survey  
Target audiences include providers who perform direct and/or indirect care to frail/elders and the seniors themselves. 
The community-based, written surveys were distributed at local venues where seniors gather as well as to the home-bound population through meals on wheels and ISEP programs; providing a perspective for seniors who are both engaged in social functions and those isolated from the community. Those technically defined as “disconnected” were not accessible through this distribution means. Outreach to this population should be made a priority for the next year. 
The organizational capacity survey was distributed to providers who provide health and/or social services to frail/elders; including hospitals, homecare agencies, long-term care institutions, government agencies, adult homes, adult day care center, Veterans’ services and hospice centers. Questions were designed to assess the organizations current protocols for advance care planning, internal resources available for this issue, perceived barriers for clients and organizations, and perceived methods to improve advance care planning services.
ANALYSIS
Individual Survey Sampling
Number of Respondents:

   271 respondents 

Female- 184

(68%) 

Male-69 

(25%)

Non-identifiable- 18
(7%)

Age of Respondents: 

   271 respondents

Over age 60- 69 
(25%)

Over age 65- 87 
(32%)

Over age 75- 52 
(19%)


Over age 85- 50 
(18%)

Non-identifiable- 13 
(6%)

Using SPSS, summary statistics were calculated from the responses of the survey questions. Analysis was completed by Laurie Stahl, PhD and Joyce Joyce, PhD, from The Bogoni Center at St. Bonavetnure University. 

In order to assess whether or not individuals have advance care planning in place, two questions were asked about the use of a “Health Care Proxy” and a “Living Will” (questions # 1 and 2).  These are two types of advance care directives that are currently available to individuals.  Respondents were asked: “A ‘Health Care Proxy’ is a form used to appoint someone to make health related decisions in the event you cannot make those decisions for yourself. Please circle the statement that is most true for you”.  Over 50% of the respondents indicated that they have already filled out a Health Care Proxy form and it reflects their wishes; and almost 30% of the respondents indicated that they see the need to fill out a Health Care Proxy form, but have not yet started one.  A smaller percentage (8%) indicated that they do not plan to fill out a Health Care Proxy form, and 5% indicated that they have at least started to fill out a form.

Respondents were also asked to indicate which statement was appropriate with regards to a Living Will.  Over 30% of the respondents indicated that they see the need to fill out a Living Will, but have not yet started one; and over 40% indicated that they have already filled out a Living Will and it reflects their wishes.  A little over 10% of the respondents indicated that they do not plan to fill out a living will.

In order to assess the barriers that may be in place to prevent individuals from putting advance directives in place, several questions were asked with regards to completing the process.  Respondents were asked whether they strongly agree, agree, are not sure, disagree or strongly disagree with several statements.  The majority of the respondents (96%) indicated that they had knowledge of where to look for information about Health Care Proxies and Living Wills.  While approximately 30% indicated that they were not sure and 33% indicated that they disagreed the steps necessary to fill out a Health Care Proxy form and complete a Living Will seem complicated and confusing.

Communicating the individual’s wishes to those who speak on their behalf with regards to health care decisions is the most important part of the process.  Several questions were designed to evaluate the respondent’s awareness of the importance of this discussion.  Almost 70% of the respondents indicated that they have discussed their wishes regarding artificial hydration and nutrition with the person appointed to make health care decisions.  The majority of the respondents (almost 60%) indicated they know what questions they need to ask when choosing someone to speak on their behalf, and the majority (almost 85%) of the respondents agreed that talking to loved ones about their future wishes for medical care can help control their future.  Conversely, almost 50% of the respondents disagreed with the statement “Talking to loved ones about my wishes for medical care just makes people worry without doing much good”.  Moreover, the majority of respondents (58%) indicated that loved ones think it is important that a Health Care Proxy form and/or Living Will be filled out.

Conclusions and suggestions:  Overall, the elderly individual surveys produced some interesting results.  The Majority of the individuals in the sample was aware of the importance of having advance directives in place, and in face has accomplished this goal.  Those who have not yet put directives in place are also aware of the importance and plan on completing the forms.  Moreover, the majority of the respondents were aware of where to locate information about advance directives, and do not view the process as complicated or confusing.  In regards to communicating their wishes to those who will make health care decisions in the event they cannot make them on their own, the majority of the respondents have indicated that they have discussed their wishes with those chosen to make decisions and are aware of the importance of this discussion.

The sample size, however, was quite small making any inferences to the general rural population difficult.  Moreover, using convenience sampling, a non-random, h haphazard sampling technique, increasingly makes any inferences difficult.  One of the goals of this project was to locate the frail elderly, who have the greatest need for information of advance directives and are most likely to need advance directives in place.  They are more likely to become incapacitated and unable to make health care decisions on their own.  Unfortunately, the sample did not include those frail elderly that was the target of the project.  Those who are “disconnected” and frail would not be accessible at the locations chosen to distribute the surveys.  They are more likely to be in more isolated settings and would be difficult to locate using the technique presently employed in this project.  Further research is needed with a more viable sample in order for this venerable population to be reached.

Organizational Capacity Assessment

Surveys Distributed- 21*
Surveys Returned- 19

(100%)

* Two were undeliverable

Of those returned the following represents the type of service delivery:

Hospital- 2

(10%)
Hospice- 1

(5%)

Nursing Home- 4
(22%)

Adult Home- 2

(10%)
Adult Day Care- 3
(16%)

Veterans’ Services-2
(11%)

Home Care Services-3(16%)

Other*- 2

(10%)
*Office for the Aging, Traditional CHWA-Long-Term Care Nursing 

In order to assess the organizations’ capacity to assist consumers with advance care planning, organizations were asked to identify who within their organization is responsible for Advance Care Planning. Organizations were able to mark more than one answer. 33% of the respondents indicated that the Social Worker and/or nursing staff are responsible for the Advance Care Process. 
72% of the respondents indicated that they have written policies and procedures regarding Advance Care Planning. Yet, when asked what additional resource/services would be beneficial to each organization regarding Advance Care Planning, 9 sites (47%) indicated that a standard template for policies/procedures would be helpful. 

59% of the respondents reported that staff in-service training on Advance Care Planning is implemented within their organization, while 35% stated that they do not offer staff in-service on this topic. 1 respondent, 6%, stated that in-service training is provided on an as needed basis. When asked what additional resource/services would be beneficial to each organization regarding this topic, respondents reported the following were needed:

Advance Care Directives-Professional Overview- 10 sites 
(53%)


Meaningful Conversations- 10 sites 



(53%)

Legalities of Advance Care Planning- 9 sites


(47%)

Health Literacy in Advance Care Planning- 8 sites

(42%)

Clarifying Beliefs and Values- 9 sites



(47%)

Further educational opportunities and train-the-trainer programs should be targeted to social work and nursing staff, and include the topics sited above.
Although 16 of the respondents (89%) indicated that they keep copies of Health Care Proxies and Living Wills in clients’ files, questions related to the effectiveness of transferring clients between various facilities is questionable. 14 respondents (82%) stated that they receive or transfer clients to/from outside facilities. As a subsequent question, respondents were asked if policies are in place to ensure that Advance Care Directives accompany the client to each setting. Only 4 (33%) stated that policies are in place. This is a systems hindrance that can be problematic for consumers and caregivers. This issue has also been a common area of concern for providers during one-on-one interviews and should be addressed in future work plans. 

Respondents were asked their perception on clients’ barriers and resources to complete Advance Care Directives. The two highest ranking areas that prevent or delay completion were “comfort level of topic” (27%) and “procrastination” (27%). Other areas that were sited included “lack of knowledge” (19%), “lack of educational materials” (5%), “refusal to complete forms” (13%) and “health literacy complications” (10%). When asked what resources are available for clients who wish to complete Advance Care Directives, “hand-outs” was sited as the highest ranked resource (37%), with “counseling” (32%) as the second highest. This is a serious issue if “health literacy complications” is a viewed obstacle. Other resources included “videos” (9%), “texts” (9%), “internet resources” (14%). In addition, internet resources must be carefully selected for reliability and accessibility for frail/elders.

Respondents were asked what topics are discussed with clients regarding end-of-life decisions during one-on-one conversations. A broad spectrum of answers were highlighted; including “treatment considerations” (12%), “pain management” (11%), “Do Not Resuscitate orders” (14%), “artificial hydration” (11%), “artificial nutrition” (11%), “comfort care” (10%), “spiritual care” (8%), “artificial respiration” (8%), and “health care agent” (13%). 
When asked what additional resources/services would benefit clients to complete Advance Care Directives, the two highest ranking topics were “meaningful conversations with client/family” (10 agencies), “understanding treatment options” (11 agencies) and “choosing your agent” (9 agencies). 

Raising the awareness about the Sharing Your Wishes program has successfully occurred during the Year 1 of the program. Sixteen (88%) of the respondents had heard about the Sharing Your Wishes program.

Recommendations: 

Of the eighteen (19) agencies who completed the Organizational Capacity Survey, eleven (11) attended the Respecting Choices Training-of-Trainers in January 2006. Further support and technical assistance should be provided through the Sharing Your Wishes program to assist organizations with the educational needs sited in the survey results. 
Health Literacy training should be offered to each organization in the Year 2, with the availability of materials review by “new learners” for all resources. 
Systems change regarding transferring clientele into/out-of facilities should be addressed as a coalition to elevate the burden of multiple Advance Care Directives at various sites, duplicated paperwork and caregiver confusion. 
Focus Groups

Four Focus Groups were conducted by Helen Evans, Program Manager, and Lynne Palmiere, Sharing Your Wishes Coordinator, both employed by the Allegany/Western Steuben Rural Health Network, Inc. 

Group Design:

The Focus Group design consisted of two community-based sites (Fillmore and Alfred Senior Luncheon Sites) and two Institutional Settings (Cuba Skilled Nursing Facility and Manor Wellsville Manor Care Center). Sites were chosen by geographic location, providing a wide-geographic perspective with information-rich participants. 
Participants were solicited through direct outreach and marketing on-site two weeks prior to the Focus Groups. Lynne Palmiere, Sharing Your Wishes Coordinator, introduced potential participants to the opportunity and promoted incentives. The screening process was as follows:

(1) Allegany County resident

(2) Frail/Elder

The following summary provides an analysis of the sessions. All Focus Groups were recorded utilizing a digital recorder and transcripts were created from the recordings. The questioning route was designed by the research team and was consistent throughout the Focus Groups, allowing for comparisons and contrasts. Focus Group data was analyzed using the Long-Table Approach, which has allowed the information to be analyzed; identifying themes and categorizing results. 
Results of Findings:
Four themes emerged from the Focus Group analysis:

1) Advance Care Directives- Outreach Opportunities

a. Faith-Based

b. Library

c. Legal Services

d. Family

e. Healthcare Providers Community Education Programs

Seniors who participated in the Focus Groups felt that the above outlets for outreach, material distribution and education resources would best accommodate their peers. One individual stated, “Where do you go to talk to seniors? Where seniors go!” 

Healthcare providers, including hospitals, physicians, social workers, and nursing care facilities were the discussed with the most frequency as effective sites for outreach. During each Focus Group, there was confusion on whether hospitals offer to assist with Advance Care Directives upon admission, or if the hospital simply asks if the person has Advance Care Directives. Many participants felt this was an excellent opportunity to offer assistance and documents. Four participants answered doctors specifically. 

Participants from the Fillmore Luncheon Site felt that the faith-based community would be a good resource to engage in outreach to seniors. 
Two sites had participants who discussed libraries as a place where individuals could obtain documents or download information from the internet. 

When discussing community outreach programs, participants felt that it would be most effective to visit sites where seniors already gather. They recommended avoiding evening programs due to driving limitations after dark. 

2) Quality of Life at End-of-Life

a. Emotional 

b. Physical

c. Mental 

d. Social

Participants defined “Quality of Life” through terms associated with their emotional, physical, mental and social well-being. This was seen as an important topic to discuss during the Advance Care Planning process and was a key issue in Meaningful Conversations. 

Several participants stated that they did not want to be a “burden” on family members. Many also felt that end-of-life decisions should be made in consultation with their physician. Reflecting on the emotional state of end-of-life decisions and ceasing treatment, one participant stated that in the past, “When they (doctors) made the decision that it was hopeless. That’s the way it should be, all what they’re doing to us today is terrible.”

The word “hope” was the most frequently correlated with “Quality of Life.” Several stated that that “I would define “Quality of Life” as if there is no hope of getting better.” In addition, many associated physical well-being at end-of-life as not being in a “vegetative state.” One person stated, “I think my proxy is a good idea because they will know what I want.” 
A few individuals defined “Quality of Life” as a mental state. These participants felt that one should have the capacity to care for oneself and make ones own decisions. Others categorized “Quality of Life” through activities that they enjoy participating in; i.e reading and participating in social activities. 

3) Meaningful Conversations

Three overriding areas surfaced concerning “Meaningful Conversations”:

a. Opportunities for Meaningful Conversations

b. Barriers to Advance Care Planning

c. Importance of Meaningful Conversations

Participants discussed the need for a comfortable setting to have “Meaningful Conversations.” Many suggested a quiet location while serving food and beverages; i.e. in the kitchen over coffee. In contrast, others felt that each family should approach the subject in a manner that is most comfortable and part of the normal family routine. A few participants discussed having outside resources available to assist in “Meaningful Conversations” to help make the dialogue easier. One participant shared a positive experience of having a Hospice Worker facilitate his “Meaningful Conversation” with family members.
Many barriers surfaced on why participants feel peers do not engage family members in “Meaningful Conversations” about Advance Care Directives. These included the following:

· Adult children do not want to discuss death or dying of a parent

· People do not want to admit that death and dying is inevitable

· Lack of education and/or awareness about Advance Care Planning
· Society often views death and dying as a taboo subject and avoids the topic
· Unfamiliarity of Advance Care Directives; accessing and completing forms
· Perception that talking about death and dying is “giving up on life” or “taking away one’s spirit or hope”

Although barriers were easily identified, the importance of “Meaningful Conversations” was equally acknowledged. Participants stated that “Meaningful Conversations” help eliminate any confusion or potential guilt for family members. In addition, participants recognized the opportunity for legal and family disputes if “Meaningful Conversations” are not conducted. Several told “horror stories” of families who did not discuss end-of-life decisions resulting in sibling conflict.   
4) Choosing a Health Care Agent
a. Positive Qualities of a Health Care Agent
b. Reason to complete a Health Care Proxy
Many factors contributed to how participants chose a Health Care Agent. For most, immediate family was a “logical choice.” Many discussed choosing adult children to fulfill the role of Health Care Agent. When asked how one child was selected over others, many reasons were given including geographic proximity, the responsibility of the oldest child versus younger siblings, and male responsibility versus female counterparts. Others chose children according to occupations; healthcare providers were perceived by some parents as having more knowledge or experience in end-of-life decisions.
All of the participants recognized the benefits of having a Health Care Agent, but few revisited their Advanced Care Directives on a regular basis. One participant stated that her husband was her Health Care Agent. With prompting questions, she elaborated on her response and revealed that her husband had died. Another participant discussed that he had named a Health Care Agent when he enlisted in the Armed Services; early 1940’s. He had never updated this information. 

A few respondents discussed the process of finding the right person. Many stated that finding someone with similar values and beliefs is the most important element to choosing a Health Care Agent. One individual stated that she interviewed thirteen people prior to finding someone she felt comfortable would respect her end-of-life decisions. “I wanted to choose a person who would follow my wishes regardless of their beliefs. I went through thirteen family members and finally went to a sister-in-law who would do what I wanted,” stated the participant.
Several respondents indicated that they had Health Care Agents who would “take care of everything.” One respondent stated, “My son takes care of me. He knows what’s best. I have no worries.” Yet, as many reported that they had not had Meaningful Conversations about end-of-life decisions nor was the Health Care Agent geographically located near the participant so timely decisions could be made. This inconsistency was a common denominator for those residing in long-term care facilities. Issues of mental competency should be considered and outreach focuses should target caregivers.
Recommendations:
Sharing Your Wishes outreach and educational efforts should be a multi-pronged approach; targeting frail/elders, Health Care Agents and trusted professionals. Engaging healthcare professionals to take a more substantial role in Advance Care Directives may be one method of sustaining the program after Year 2. The Advisory Committee may want to explore how healthcare facilities ask questions about Advance Care Directives upon admission into programs and hospital settings. If the healthcare facility does not offer assistance through the Advance Care Process to frail/elders, Health Advocates or Peer Navigators have been demonstrated to be a cost effective and successful solution in several wellness programs across the nation. 
Sharing Your Wishes messages should not only reflect the need to complete Advance Care Directives, but the need to revisit Advance Care Directives on an annual basis or after a life changing event. 

Sharing Your Wishes Advisory Committee may want to explore the feasibility of greater one-on-one and family educational counseling opportunities for “Meaningful Conversations.” This could be a positive marketing tool for the program.

Community outreach programs should be scheduled during convenient days and times for the senior population; avoiding evening sessions. Although participants felt that community outreach programs should travel to where seniors gather. This does not address the need for outreach to the disconnected population. Other strategies need to be furthered explored to locate the disconnected population and learn the best means of engagement. 

Program Goals:

#1 Project Goal: Coalition Building- to strengthen the Allegany County Community Partnership on Aging by engaging partners and sharing resources and expertise in order to create an environment of ownership and commitment to advance care planning.

#2 Project Goal: Assessment- to create an understanding of our population and resources to best develop an ongoing plan to address the issues around advance care planning.

#3 Project Goal: Community Education and Awareness- to raise consciousness and understanding of health decisions as fragility increases and at the end of life; and to educate both consumers and providers and build a diverse constituency for social change around advance care planning.
#4 Project Goal: Building Capacity and Quality Improvement- to promote system action and change by offering resources and expertise to expand organizations’ capabilities and services to support advance care planning.

#5 Project Goal: Sustainability- to create an environment that will continue to support the goals/objectives of the advance care  planning work plan. 
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