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the End of Life

Getting Affairs in Order and Dealing with Death
A guide for exploring your own thoughts and values.





Table of Contents
Introduction .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 5

Getting Your Affairs in Order  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 6

A Will and Testament  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 7

Advance Directives  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 8

Types of Advance Directives .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 10

Understanding End of Life Nutrition Issues  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 13

Case Study: Importance of Advance Directives: Bob’s Story .  .  .  .  .  .  .  .  . 14

Dying: The Emotional & Physical Effects  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 16

Case Study: Importance of Communication: Pam’s Story .  .  .  .  .  .  .  .  .  .  . 18

For You and Your Family: The Process of Dying  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 20

Palliative and Hospice Care: What to Expect  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 22

Case Study: Death is Messy: Dorothy’s Story .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 24

Finding a Physician  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 27

Spiritual Issues at the End of Life  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 27

Case Study: The Importance of Decisions: Janice's Story  .  .  .  .  .  .  .  .  .  .  . 28

Final Thoughts: Things to Consider  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 30

Eight Advance Care Planning Lessons  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 32

Acknowledgments  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 40 

Suggested Reading  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 40

Contact Us  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 41

Bibliography .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  .  . 42 



4  |  Goshen Health Foundation



Goshen Health Foundation  |  5

Introduction
As individuals approach the end of life, many experience uncertainty in how 

to establish and articulate their desires for the care they wish to receive . 

These uncertainties may vary from how to take care of personal affairs such 

as completing advance directives, to emotional matters that include a fear of 

the dying process itself . This booklet is designed to help you explore options 

available for you and your family, and how you can approach the end of life 

in a way that diminishes stress and anxiety . 

Though many people desire a sudden death at the end of life, frequently 

this is not the way dying occurs . However, through guided preparation and 

open dialogue with physicians, clinical staff, and family members, individuals 

on this path may not only have more control over their end of life care, but 

decrease their overall anxiety and fear surrounding death . 
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Getting your affairs in order is  

imperative so you have peace  

of mind that your wishes are  

followed for your end-of-life care .  

This is especially important if you  

are unable to make sound decisions  

due to an illness . Failing to plan  

for this process can increase anxiety  

for you and your family, who may  

be left making (or not making)  

the decisions at a time when they  

are emotionally unprepared .

(Dolan & Vizzard, 2008)

Getting 
Your Affairs 

in Order
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A Will and Testament 
Having a will is recommended regardless of how many assets you have or how small your estate is . A 

will outlines how your assets will be handled in the event something happens to you, rather than the 

state making the decision . Note that a “living will” is different than a “will and testament” . A living will 

deals only with your medical issues while you are alive, whereas a will and testament deals with your 

finances and property after death has occurred . 

If you have minor children, you can appoint a 

person to care for them as well as appointing  

individuals to take over family businesses . You will  

want to consider individuals to represent you after  

your death . You may choose one person to help 

settle your estate, another to act as a guardian if 

minor children are left, and also a trustee if you 

decide to establish a trust . It is recommended that you use a lawyer to write your will so that proper legal  

language is used in order to avoid any miscommunication of your desires . Prior to meeting with a lawyer,  

you should collect information such as a list of your assets and debts, insurance policies, bank statements  

and investments, names of beneficiaries, and the names of potential executors, guardians, and trustees . 

Discussing your options with a lawyer is crucial, but having an idea of how you want to handle your 

estate helps facilitate the process . Consider to whom you want the estate to go, how it would be divided,  

and if you wish to donate any assets to charity . Depending on the age of your children, a trust may be 

beneficial for your dependents . Trusts can be set up in a way where resources are available at certain 

times in their lives and unavailable at others . 

Your will should be updated approximately every three to four years . If you have children and when your  

children become independent you should also review and make updates to the will . Any time you move,  

have a significant change in finances, or want to change an executor, trustee or guardian, your will 

should be revised .

Goshen Health Foundation 
provides resources for estate 
planning. For more information 
call (574) 364-2701.
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Advance Directives
The type of care you wish to receive can fall into 

one of three categories including: 1) life-prolonging  

care, 2) limited medical care, and 3) comfort care .  

Life-prolonging care aims to extend your life at 

any cost and includes breathing machines and 

treatment in an intensive care unit . Limited medical  

care attempts to uphold the physical function of the  

body and includes treatments such as medication,  

hospitalization and intravenous fluids, while 

avoiding CPR or any invasive or intensive care . 

Comfort care’s primary concern is with relieving 

pain through medications or oxygen without the 

use of invasive care or hospitalization—unless 

the hospitalization is to provide comfort  

(Volandes, 2015) . 

“Advance directives” refers to the instructions 

that “direct loved ones about how you wish to be 

treated if you cannot speak on your own behalf ” 

(Dolan & Vizzard, 2008, p .5) . It is important to  

have advance directives in writing to ensure your  

wishes are followed . Advance Directives is a term  

that refers to both legal documents and written 

instructions . Most of the time this term refers to  

legal documents . Without a representative to speak  

on your behalf or clear guidelines outlining your 

wishes, medical personnel are often reluctant to 

withhold life-sustaining treatment, which may 
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prolong death and go against your desires for end-of-life treatment (Dolan & Vizzard, 2008) . Advance 

directives are not required; but highly recommended to reduce any confusion or miscommunication during  

your end-of-life care . It is desirable to keep multiple copies of these documents where they can be accessed  

easily as well as giving copies to your family, healthcare staff, physician and lawyer (Dolan & Vizzard, 

2008; von Gutten, Ferris, & Emanuel, 2000) . 

If you have no advance directives and are unable to make medical decisions, the State of Indiana permits  

an immediate family member or a person appointed by the court to make decisions for you .

The first step you should take when drafting advance directives is to consider your values, fears, desires  

and happiness . These desires may include the type of care you wish to receive, where you want to die  

and who may make medical decisions if you are  

unable . Further, you may want to consider whether  

living longer or having a higher quality of life is  

more important to you . Finally, reflecting on your  

spiritual, religious, cultural and philosophical 

beliefs can help guide your decision-making 

process (Volandes, 2015) .

Knowing your end-of-life options is crucial in  

order to make sound decisions . You may choose to  

refuse to go to the hospital, refuse any medications  

and refuse any natural or artificial form of nutrition  

(Fitzpatrick & Fitzpatrick, 2010) . You can also 

choose when your decisions will take effect:  

immediately, close to death, if you are permanently  

unconscious, if you have an advanced progressive  

illness, are experiencing extraordinary suffering 

or if you suffer from dementia (Fitzpatrick & 

Fitzpatrick, 2010) .

1. Life Prolonging Care
 • Extends life at any costs
 • Breathing machines
 • Treatment in an ICU

2. Limited Medical Care
 • Upholds physical function
 • Avoids CPR
 • Avoids invasive Care
 • Avoids intensive Care

3. Comfort Care
 • Primary concern is relieving pain  
  through medications or oxygen
 • Avoids invasive care
 • Avoids hospitalization unless  
  it can provide comfort

Categories of Care
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Types of Advance Directives
A living will is a document that explains your wishes and provides instructions on what medical 

treatments you desire should you become unable to speak or make decisions for yourself . A living 

will is especially important if you are against being placed on life-sustaining machines . In the State of 

Indiana, you are required to have two non-family signatures in order to make the document legal, but 

a lawyer is not necessary . This document becomes valid at the time you are deemed to have a terminal 

illness, unlikely to recover and where a life-sustaining machine would only prolong the dying process . 

A healthcare representative or healthcare power of attorney is a person you appoint to make health  

and medical decisions if you are unable to do so yourself . Each designation requires completion of a  

different document . Completing one of these documents is the most important advanced directive you 

can have . Talking with this person about your values and wishes is equally important . 

To appoint a healthcare representative, you 

must complete an appointment of healthcare 

representative document that names the person you  

choose to act on your behalf . You can also name a  

second person who can act for you if the first person  

is unable or unwilling to do so . This document  

needs to be witnessed by a non-relative adult .

A power of attorney, or durable power of 

attorney, is a document that is used to appoint 

a representative to have say so over your affairs . 

This document may cover financial matters, give  

healthcare authority, or both . You can also name  

a second person to act for you if the first person 

is unable or unwilling to do so . When a power  

of attorney document is used to appoint a 

Advance Directives 
Recognized by the  
State of Indiana:
• Living will

• Healthcare representative

• Healthcare power of attorney

• Do not resuscitate order (DNR)

• Organ and tissue donation

• Physician orders for scope of  
 treatment (POST)
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healthcare representative, this person is referred 

to as your healthcare power of attorney . This 

document must be notarized .

A do not resuscitate (DNR) order is important 

to consider . If your wishes are to avoid prolonging  

life, you must have a physician complete the DNR  

request because a living will, and power of attorney  

for healthcare are not adequate (Donal & Vizzard,  

2008) . However, if you change your mind about 

resuscitation at any point, you may revoke this . 

Because of the nature and uncertainty of death, 

having a DNR order can prevent pain and suffering  

(complications from life-prolonging procedures can  

cause unnecessary pain) or exorbitant medical 

bills (Volandes, 2015) . Additionally, you should 

consider making sure your physician and medical  

treatment center will follow a DNR order . While  

you may have a DNR order on file at the hospital,  

a separate "out of hospital" DNR order is also 

needed . This document must be signed by two 

witnesses, as well as your physician . This order 

will be followed by EMTs and paramedics .

Organ and tissue donation is a consideration 

for many as it may greatly increase the quality 

of life of another person . If you wish to donate 

organs and tissue, you can include this in your 

living will or regular will . The most common 

form of notifying others of your wish to donate is  



12  |  Goshen Health Foundation

on a driver’s license . If you do not have a sticker 

indicating your wish to donate, visit your local 

secretary of state and ask for the organ donor 

card when you renew your driver’s license . 

Physician orders for scope of treatment 

(POST) is a direct physician order for someone 

who falls into one of the following categories:

• Advanced chronic progressive illness

• Advanced chronic progressive frailty

• A condition caused by injury, disease, or 

illness where there is reasonable certainty 

that the death will occur in a short amount of 

time without life-prolonging services

• A medical condition where resuscitation 

would likely fail and the person would  

suffer cardiac or pulmonary issues with death 

as a result

In order for a POST form to be valid, you and your  

physician will need to sign and date the document .  

If you wish to revoke the POST document you 

or your representative can sign and date your 

cancellation, can destroy the POST form, or verbally  

indicate your revocation . All actions need to be 

communicated to your healthcare representative 

for the revocation to be effective . 
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Understanding End of Life Nutrition Issues
If a terminally ill patient is unable to eat or drink, they (or their chosen representative) may be forced 

to make some tough decisions about artificial nutrition and hydration . 

First, artificial nutrition and hydration (also known as “tube feeding”) is not the same as someone  

experiencing the act of eating food . There are no pleasure responses associated with artificial nutrition .  

There are three ways to administer artificial nutrition and hydration: 1) a nasogastric (NG) tube is placed  

through the nose and down into the stomach, 2) percutaneous endoscopic gastrostomy, nutrition is 

directly delivered into the stomach, and 3) an intravenous tube (IV) that is inserted directly into a vein . 

There are potential complications that can arise from a feeding tube . When there is too much fluid, breathing  

difficulties can appear as well as an increased potential for pneumonia to develop from inhaling liquids into  

the lungs . A second consideration is sometimes patients who are suffering from mental confusion can  

become agitated with the tubes especially a 

nasogastric tube . Some may attempt to pull the 

tubes or IV out, distressing both the patient and 

the family . Because artificial nutrition is a legal 

medical treatment, it can be refused at any time . 

Outlining your wishes regarding a feeding tube 

can help secure your desires should you become 

unable to make this decision .

Ultimately, you have control over your own death .  

You have a right to choose or deny the care and 

treatment you wish . You have the right to refuse 

such things as antibiotics, discontinue your usual 

medications, and refuse hydration and nutrition .  

Advance directives ensure your wishes are followed  

and respected and the forms provide a way to 

control any medical treatment you receive .

Advance Directive Forms
You can find the following forms  

for the state of Indiana by visiting: 

www.in.gov/isdh/25880.htm:

• Living Will Declaration

• Out of Hospital Do Not Resuscitate 

Declaration and Order

• Physician Orders for Scope of  

Treatment (POST)

For more information about advanced 

directives contact the hospital chaplain 

at (574) 364-2715.
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Bob’s Story: The Importance of Advance Directives

Bob was in his mid-sixties when he was diagnosed with pancreatic cancer . This diagnosis was based on 

a radiograph test, as the biopsy was inconclusive . Bob was hesitant to commit to a DNR order because 

he felt he might have been misdiagnosed due to the inconclusive biopsy . Bob expressed that he did not 

want to prolong his life nor did he want to be hooked up to machines for any extended period of time 

and explicitly stated he wanted to be comfortable and functional . 

One week after Bob’s diagnosis, he returned to his primary care physician complaining of fatigue, the 

inability to eat, and worsening constipation . The physician feared Bob might have a bowel obstruction and  

advised him to seek surgical consultation . This consult never happened and several days later, Bob was 

admitted to the hospital with severe abdominal pain . Radiograph tests showed no obstruction and Bob was  

sent home with pain medicine . A few days later, Bob was readmitted with no improvement and the same  

symptoms . After a few days in the hospital, a CT scan was ordered . Bob informed his physician that he  

wanted to be kept comfortable, but wouldn’t rule out surgery if it was needed . He still wasn’t comfortable  

signing a DNR order . Two days later Bob’s abdominal pain became unbearable and an x-ray exposed the  

problem of free air under the diaphragm and surgery was deemed necessary . Bob’s daughter approved the  

surgery . During surgery the doctor discovered a perforated cecum and performed the corrective procedure .  

Bob’s abdomen was left open and he was discharged to the intensive care unit on a breathing machine . 

When Bob’s family saw him with his abdomen open and hooked up to machines, they were very upset 

because they felt this went against Bob’s verbally stated wishes . A short time later, Bob went into cardiac 

arrest and the medical staff began resuscitation . His heart rhythm returned and Bob regained his alertness . 
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Bob became extremely agitated and tried to pull the breathing 

tube out himself and attempted to speak to the staff, but all he 

could do was communicate with visibly distressed gestures and 

facial expressions . After four hours in this agitated state, the family 

was able to locate and provide the advance directive documents, 

which named the daughter as the representative to speak on her  

father’s behalf . At this point, the family directed the physician  

to remove the tube . Bob was sedated and he passed  

away shortly thereafter . (Tulsky, 2005)

Lessons from Bob's Story:
• The importance of clear directives 

and documents readily available.

• The value of family awareness of end 
of life decisions and options.

• The importance of everyone  
knowing the appointed  
healthcare representative.
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Dying: The Emotional & Physical Effects
Fear of the dying process tends to be rooted in issues that include both avoidance and misinformation . 

Knowledge and dialogue about the dying process helps put this fear to rest . Unfortunately, popular 

culture and the media promote avoidance of the dying process .

There is overwhelming evidence that patients want to be prepared for the end of life and want their 

family prepared as well (Steinhauser, et al ., 2001; Volandes, 2015) . Statistics confirm that over 90% of  

Americans want the truth about their state of health or illness (von Gunten et al ., 2000) . In the absence  

of preparation for the end of life, crisis can arise when faced with death and feeling a loss of control . 

As a result, a person’s wishes and desires may not be known . Early recognition of a serious illness can 

result in more energy placed on lessening the suffering of the individual, which translates into decreased 

fear and anxiety surrounding death and dying (Rabow et al ., 2004; Steinhauser et al ., 2001) . 

Surveys show that preparation is integral for both  

the patient and their family in order to deal with the  

dying process (Steinhauser et al ., 2001) . Research  

also indicates that knowing the approximate time  

of death and having time to prepare gives the 

individual a sense of control over their death 

(Steinhauser et al ., 2001) . Additionally, preparation  

allows for choosing someone to make decisions 

on your behalf, knowing what to expect during 

the dying process, preparing financial affairs and 

ascertaining whether your physician is comfortable  

talking about the death/dying process (Steinhauser  

et al ., 2000, 2001) . It appears that individuals that 

have adequate awareness of approaching  

death have the time to resolve unfinished 

business, say goodbye, and reflect on personal 

Early preparation and recognition of an  

illness result in more energy placed on 

lessening the suffering of the individual,  

which translates into decreasing fear and  

anxiety surrounding death and dying 

(Rabow et al., 2004; Steinhauser et al., 2001).

The Benefits
of Preparation 
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accomplishments . This approach is sometimes 

referred to as ‘integrated dying’ (Steinhauser et 

al ., 2001) . Educating yourself and your family 

about your desires in end-of-life care is emotionally 

beneficial . Knowing what to expect and having it 

communicated clearly by clinical staff and your 

physician decreases anxiety in patients as well as 

their family members (Volandes, 2015) . 

When dealing with an illness at the end of life, 

deciding on how, when, and where you want 

to die takes forethought . Ascertaining the point 

where suffering exceeds the pleasure of living is 

difficult . You will want to think about the chances 

of getting better, the role depression plays in 

the desire to die, whether or not you have any 

unfinished business and if you are ready to permit 

death to happen (Fitzpatrick & Fitzpatrick, 2010) .  

If this step is difficult, it might be helpful to write  

a list of pros and cons outlining the reasons to live  

and the reasons you are ready to let death happen .  

For example, if pain, a lack of self-sufficiency 

and happiness outweigh the fact that your family 

will miss you, you may be ready to let go . While 

thinking about these questions is tough, avoiding  

them may be exorbitantly more difficult or  

impossible if you are incapacitated .
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Pam’s Story: Importance of Communication

Pam was sixty-five when she was admitted to an assisted living center after suffering a small stroke . Her  

mental capacity was still present but she suffered paralysis on her left side . Pam didn’t have children of 

her own, but was close with her siblings, nieces, and nephews . Pam’s family all felt she would regain 

enough strength to go home and be self-sufficient . In Pam’s third week at the assisted living center, she 

suffered a much more serious stroke which affected her speech and cognition . She was hospitalized for 

a week and subsequently transferred to a nursing home . Her family was aware that Pam didn’t want to 

be in a nursing home, but the family was hopeful that her condition would improve . 

After four months in the nursing home, Pam showed no signs of improvement . She was unresponsive 

to questions and she would sit for hours in her wheelchair staring off into space with no reaction to her  

surroundings . One morning, she started moaning very loudly, prompting the staff to call the family and  

an ambulance . It sounded like Pam’s lungs were blocked and they feared it was pneumonia . Pam’s sister  

(who was closest to Pam and who arrived first) told the nursing home staff to hold off on the ambulance  

and wait until the family arrived . 

The family arrived and attempted to comfort and interact with Pam . There was no response . Pam’s sister  

asked what would happen if they didn’t take her to the hospital . The staff believed she would die within a  

week to ten days without treatment . Pam had discussed with her family that she didn’t want to stay in a  

nursing home or live if she couldn’t take care of herself . However, she never clearly discussed her desires  

with the medical staff at the nursing home or with her attending nurse . Some family members were in 

disagreement about what should be done . While the majority of Pam’s family knew that Pam wanted  
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to die without medical intervention, Pam’s sister 

disagreed and wanted her to go to the hospital . Some of 

the family was distraught and even threatened a lawsuit if 

the nurse called an ambulance . The attending nurse felt she 

had a legal and ethical duty to provide curative care because 

she had no advance directives outlining Pam’s wishes . An 

ambulance was called and Pam was taken to the hospital 

where her pneumonia was treated and she was released 

into the nursing home . She remained unresponsive for the 

next ten months before she died from an untreated urinary tract infection . 

(Fitzpatrick & Fitzpatrick, 2010)

Lessons from Pam’s Story:
• The importance of advance directives and clear  

communication of wishes among family members.

• The importance of communication with care giving  
staff regarding the dying process.
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For You and Your Family: The Process of Dying
Death can be extremely difficult on the family who watches their loved one deteriorate . The actual death  

can be traumatic especially if family members are ill-prepared for the events that take place . Emotional  

preparation is important during end-of-life care, but preparing for the physical process of death is also 

critically important for you and for your family (Steinhauser, Christakis, Clipp, McNeilly, McIntyre, &  

Tulsky, 2000) . The path leading up to death can be smooth when proper care and symptom management  

is provided . However, death is often messy (Fitzpatrick & Fitzpatrick, 2010) . More often than not, it does  

not happen tranquilly or in one’s sleep . Particularly if there has been a lengthy illness preceding the death,  

the dying process can leave family members distraught if they are not educated or prepared . Even when  

family is prepared, the death can still be moderately  

traumatic depending on the illness (Fitzpatrick & 

Fitzpatrick, 2010; Volandes, 2015) . 

Several common changes can take place during 

the death process . One stage is withdrawal,  

characterized by a lack of interest in surroundings,  

and may include increased naps or sleeping . 

Family members may take this as rejection, but it 

is merely the person’s body preparing for death . 

Second is a decrease in fluid and food consumption .  

The body’s rejection of food does not mean a 

person will die from malnourishment, but is dying  

and thus does not need food or fluids . Dehydration  

releases endorphins, which help decrease any pain  

or discomfort . Additionally, dehydration prevents  

a buildup of fluids in the body tissue that can be 

uncomfortable (Dolan & Vizzard, 2008) . A third 

occurrence is a decrease in circulation because 

• Withdrawal

• Reduction in food and fluid intake

• Circulation decrease

• Changes in breathing

• Incontinence & decreased urine 
output

• Restlessness & agitation

• Personality changes

• Sensory experiences

 Signs of 
Impending Death
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the heart cannot pump the blood as well when it’s preparing for death . Sometimes the person’s skin 

and extremities can feel cool to the touch, this is a normal part of the body’s preparation for death . 

Fourth, breathing can become shallow, irregular, or noisy . Air moving past the mucus in the upper airway  

creates a sound, often referred to as the “death rattle” . This can be unsettling to family but causes no 

discomfort . A fifth sign of impending death is incontinence and a decrease in urine output . Dehydration  

causes a darkening of the urine and decreases the amount of output as the kidneys begin to shut down .  

Sometimes bowel or bladder incontinence may occur and pads or adult diapers can keep the individual  

clean and comfortable . Sixth, is restlessness and agitation, which is sometimes referred to as “terminal  

agitation” . These reactions are common prior to death and may include pulling at clothes, sheets, or  

trying to get up, climb out of bed, or even screaming and yelling . This agitation is due to changes in body  

chemistry such as a decrease in the amount of oxygen to the brain . Seventh, is a personality change . 

Sometimes as the body prepares to die a person’s personality changes and they may appear resentful, 

ungrateful, argumentative, distraught, or dissatisfied with everyone and everything around them . This is 

common, normal and nondefensive behavior on the part of the family can help avoid arguments at this 

time . The eighth sign of impending death may also include sensory experiences where a person sees or 

feels things that don’t appear to be present or visible to the rest of us . The most comforting thing a fam-

ily member can do is to accept whatever behavior is being exhibited and to “play along” with whatever 

the individual is experiencing (Dolan & Vizzard, 2008) . 

Just before death occurs, the skin may turn a yellowish color (visible in lighter skinned individuals) . 

Death occurs when there is no response, the eyelids or jaw opens, breathing stops, the heartbeat or pulse  

ceases, or there is loss of bowel or bladder control . Sometimes, this process may take hours or even 

days and can be quite distressing to family members . At this time it is important for the family to take 

the dying person’s best interests into consideration, as a call to 911 or an emergency room visit may 

cause prolonged distress . In the hospital, the individual may be placed on life support and have artificial 

nutrition and hydration administered, sometimes at the request of the family . The technology that per-

mits this medical practice can often cause more discomfort than benefit . Very few patients survive for 

more than a few days to a couple weeks after the process of dying has already begun . 
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Palliative Care 
Palliative care seeks to offer an avenue that provides comprehensive care focused on symptom 

management . Palliative care concentrates “on the prevention and relief of suffering through the 

meticulous management of symptoms from the early through the final stages of an illness; it also attends 

closely to the emotional, spiritual, and practical needs of patients and those close to them” (Field & 

Cassell, 1997:81) . A simpler definition of palliative care is “care aimed at relieving symptoms without 

curing the disease” (Fitzbatrick & Fitzpatrick, 2010, p .220) . Physicians and medical staff cannot solve all 

problems, however, “[t]rying to relieve suffering is a compassionate human response and the goal of 

palliate care” (Lo et al ., 2002, p .751) . In order to have a more positive experience, individuals should 

actively seek out physicians, nurses and other health care professionals who are familiar with and 

committed to using the most recent knowledge about comprehensive care (Field & Cassell, 1997) . 

Hospice Care: What to Expect
Hospice is a team approach to caring for a patient and their family, specifically designed to meet the needs 

of those who have a life expectancy of six months or less . Patients who choose hospice are choosing 

comfort and quality of life over quantity of life . Choosing hospice care is not "giving up," it is simply 

choosing a different medical path that focuses on comfort and quality in the time one has to live . Hospice 

recognizes that death is a normal and natural part of life . Hospice does not speed up nor prolong the 

dying process, but rather focuses on helping the patient feel their best for as long as possible while 

helping them, and their family, know what to expect next .

Managing pain and other distressing symptoms is a priority of hospice care . Using medication such as 

opiates or narcotices is common . A team of nurses, social workers, chaplains, home health aides, and 

volunteers work with the patient, family, physician, and the hospice medical director to provide a care 

plan to meet the individual's needs . Physical, emotional, and spiritual issues are addressed and supported 

throughout the time of caregiving, living, and dying .
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For more information about resources  
available to you, contact Goshen Home Care 
and Hospice at (574) 364-2700.

For home medical equipment, contact  
Goshen Home Medical at (574) 533-0626.

Palliative Care  

and Hospice Care

Palliative care 
• Comprehensive care focused  

on symptom management

• Concentration on the prevention  
and relief of suffering 

• Attends closely to the emotional, spiritual,  
and practical needs of patients and those  
close to them

Hospice Care
• Care for the person not the illness

• Focus on quality of life, not quantity

• Professional staff and volunteers to help the 
dying individuals as well as the family
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Dorothy’s Story: Death is Messy

Dorothy was a grandmother in her early fifties when she discovered she had lung cancer . Dorothy had  

three adult children and two granddaughters aged fourteen and sixteen . Though she never smoked a day 

in her life, the results of a biopsy showed bronchogenic carcinoma—a cancer usually seen among smokers . 

Dorothy was determined to fight the cancer and went through the most aggressive chemotherapy and 

radiation, which permitted her about nine months of remission before the cancer was again found in her 

brain and lungs . Dorothy and her family knew that a chemotherapy regimen would have an extremely 

low success rate and she and the family began to prepare themselves for death . Dorothy wanted to die 

at home . Her physician and family supported her wishes and she signed the POST form, which would 

allow her a quiet death in her home around her family and away from the hospital . 

One afternoon, Dorothy began to have a seizure while her two granddaughters were at her home . 

She seized so violently that she nearly bit through her tongue and began to choke on the blood as it 

pooled in her throat . The granddaughters panicked and called their mother who was running errands . 

In a panic, she instructed them to call 911 . The ambulance did all they could to protect Dorothy’s 

airways until she arrived in the emergency room . The granddaughters did not supply the paramedics 

with the POST form and as a result the paramedics did everything to keep her alive . On her arrival 

in the emergency room, she was in full seizure, which took five different rounds of various doses of 

anti-seizure medication . During her seizing, nothing could be done about the blood loss or gash from 

the severe bite in her tongue because her jaw was so tightly clenched it couldn’t be opened . Her already 

frail and gaunt body was weakened more from the blood loss . After the heavy doses of anti-seizure 

medication, her seizure finally stopped and the physician was able to open her mouth and suture the 
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tongue to stop the bleeding . At that point the tubes could 

be removed so she could breath on her own . 

Dorothy was in end stage lung cancer and her POST form 

indicated comfort care only . The granddaughters told their mother 

they panicked when they saw their grandmother seize and all the blood 

come out of her mouth and nose . The mother indicated her panic caused 

her to instruct the granddaughters to call 911 . But the family knew Dorothy 

wanted to die at home . Dorothy was on a heavy dose of anti-seizure medicine and her 

tongue had stopped bleeding so she could be sent home, as she desired . The family was 

told she would have hours to a couple days to live at most . With her family by her side, Dorothy 

died about 24 hours after arriving home . (Fitzpatrick & Fitzpatrick, 2010)

Lessons from Dorothy’s Story:
• If a POST form is in place, everyone providing care should be made  

aware of it and have immediate access to it.

• Having a POST form ensures caregivers meet the patient's needs.
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Finding a physician who is receptive and 

responsive to each patient’s  

spirituality/religious perspective is 

crucial because dismissing the spiritual 

aspect may cause the physician to miss  

a vital component of what is important 

to you as an individual . As a result, there 

is the risk of compounding  

emotional anxiety for the patient  

(Lo et al ., 2002) . Simply put, patients 

can feel comfort “when another person 

is simply present or ‘walks with’ them” 

(Lo et al ., 2002, p .751) .

Being receptive 
is beneficial.
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Finding a Physician
Finding a physician with whom you can establish trust is also key when facing end-of-life care . Finding 

care that is empathetic and patient-centered is the best approach in establishing trust (Tulsky, 2005) . 

Although uncertainty is unavoidable in most medical decisions, physicians should attempt to help 

patients manage it . Uncertainty can be mitigated by sharing information and decision-making with the 

patient (Steinhauser, et al ., 2000; Tulsky, 2005) . This research shows that “patients who are at either 

extreme of preferences for decision-making – those who want to be entirely in control of decisions and 

those who defer entirely to their physicians – are less satisfied and are more anxious than those who 

take an intermediate role” (Tulsky, 2005:362) .

Spiritual Issues at the End of Life
As individuals near the end of life, they often struggle with their mortality and as a result their “spiritual  

and religious concerns may be awakened or intensified” (Lo et al ., 2002, p .749) . This natural process  

may seem daunting to physicians who feel unprepared or uncomfortable discussing this matter . Finding  

a physician who is receptive and responsive to each patient’s spirituality/religious perspective is 

crucial because dismissing the spiritual aspect may cause the physician to miss a vital component of 

importance to the patient . When this happens, the patient’s emotional anxiety can increase (Lo et al ., 

2002) . Simply put, patients can feel comfort “when another person is simply present or ‘walks with’ 

them” (Lo et al ., 2002, p .751) . Physicians fear 

that talking about death and the dying process 

will remove an individual’s hope when, in fact, 

dismissing the spirituality of a patient has the 

potential to remove the hope of a person facing 

the end of their life (Acts, 2002) .

For assistance finding a physician,  
contact Goshen Health Nurse on 
Call at (574) 364-2600.
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Janice’s Story: The Importance of Decisions

Janice, a woman in her late sixties, was in the final stages of lung cancer . She had been in and out of the  

emergency room over the past few months with breathing and other medical problems related to her 

cancer . She was tired . Both she and her husband knew she was dying . 

Chemotherapy and radiation were no longer options because the cancer was progressing . The oncologist  

explained that Janice could continue to receive the best care possible by focusing on symptom management  

and having hospice care in her home . Janice told her doctor that she wanted to die at home with comfort 

measures, but was concerned since she always came to the hospital when she had breathing difficulties .

The oncologist reviewed a POST (Physician Order for Scope of Treatment) document with Janice and her  

husband . The doctor explained that if her heart stopped, or if she stopped breathing at this point in her  

disease process, CPR would be unsuccessful, or if successful, would mean being on a machine to keep her  

alive . Janice agreed to DNR (do not resuscitate), and to comfort measures if she was still breathing but 

having difficulties . Janice and her doctor completed the POST form and Janice took the original home with 

her in case paramedics were ever called to her home . Janice had the peace of mind knowing she had a legal 

document that would prevent her from going through more difficult medical interventions . 

The oncology clinic made a referral to hospice . Janice made sure that both her husband and daughter were 

present for the admission to hospice so that they would all know what to expect . 

During the first month of receiving hospice services in her home, Janice was able to go to various family 

events . After six weeks, Janice became weaker and unable to move around the house on her own . The 

hospice social worker scheduled a special meeting with Janice, her husband, and daughter to provide 
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counsel for this new stage . Her daughter, Kim, decided to take a family medical leave 

from her job in order to stay at the home and help provide for Janice’s care . The  

hospice nurse was visiting a couple times a week to make sure Janice’s husband and 

daughter knew how to care for her current needs . An aide came several days a week to  

help with bathing Janice and a volunteer sat with her for a couple hours each week so that  

Janice’s husband and daughter could both leave the home together . The hospice chaplain made visits  

to listen to Janice’s life story and enabled her to make a list of all the things she is thankful for in her life . 

Janice gradually became less and less responsive . Four months after beginning hospice services, Janice  

died at home with her husband and daughter at her bedside . During those four months, Janice was able to  

enjoy her family, the view of her backyard through the picture window, and the quiet music she always 

listened to on the radio . Janice’s daughter expressed gratitude for having intimate moments with her mother  

that might not have happened in a hospital setting . Janice’s husband expressed satisfaction, knowing he  

had honored Janice’s wishes, and did everything he could to make the end of her life as good as possible . 

Lessons from Janice’s story
• Honest conversations with your doctor about your goals in life & your concerns can help you 

& your family make plans for your living and dying.

• It is important to have documents in place so that your family and healthcare workers know 
they are following your wishes and can feel confident in making decisions for you.

• A peaceful death is possible at home.
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Final Thoughts: Things to Consider
Dying can be experienced without anxiety, fear, or distress through preparation, open communication, and 

planning . When people exercise their power to control this process, much of the fear surrounding death is 

alleviated . For individuals who attempt to experience a death that is free of fear and distress, end-of-life care 

should involve the following components:

• Seek care that is sensitive to the physical, psychological, spiritual, and practical needs of the person .

• Pursue care that effectively and realistically communicates a diagnosis or prognosis .

• Establish care that includes clearly defined goals and plans .

• Find a way to integrate palliative care into your goals (Field & Cassell, 1997) .

• Finding clinical staff and physicians who exhibit empathy in end-of-life care is key . Ultimately,  

the individual facing death should have control over his or her death and dying process . 

Know your options: make your decisions; communicate your desires; and do your paperwork . These basic 

steps facilitate your end-of-life care . Discussing your options (depending on what type of illness you may have) 

with your physician is crucial for you to be able to make secure decisions about your death . Once you have 

made these decisions, communicate them clearly with your family, physician, health care staff, and even your 

friends . Once you have definite decisions about your end-of-life care, an important step should be complet-

ing written paperwork so that it clearly reflects your wishes . The final step is in preparing for death . After 

much preparation, discussion, and contemplation, you and your family should feel more comfortable with the 

natural process of death and be free of unnecessary anxiety and fear .
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Know your options: make your  

decisions; communicate your desires; and 

do your paperwork . These basic steps 

facilitate your end of life care . Discussing 

your options (depending on what type of 

illness you may have) with your physician 

is crucial for you to be able to make secure 

decisions about your death . Once you 

have made these decisions, communicate 

them clearly with your family, physician, 

health care staff, and even your friends .

In the end,
 it’s your choice.
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Eight Advance Care 
Planning Lessons  
That Took Me Thirty Years 
to Learn
by Charles P. Sabatino, Director of  
the Commission on Law and Aging 
Used by permission, American Bar Association

From the time I began work as a young lawyer in  

a senior citizens law project in 1979 through more  

than 25 years at the ABA Commission on Law and  

Aging, one ever-present challenge in the field of aging  

has been how to ensure that the care individuals 

receive at the end of life is the care they want and  

expect . Advance care planning is a key tool for 

reaching that goal . (I use the term “advance care  

planning” because that’s the core process in which  

advance directives are merely one tool .) A lot has  

changed over the years, and research, law, policy, 

and practice experience have nudged me toward 

a perspective I’d like to share in the form of eight 

advance care planning lessons . This list may be of  

interest to you both personally, as you consider your  

plans for the future, and professionally, as you reflect  

on the role that lawyers play in the planning for 

others . And, if I’ve learned anything in my career,  

it’s that the only constant is change . These lessons  

will continue to evolve with changing medical 

science, health systems, and social mores .
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1) Most Advance Directives Aren’t Worth the Paper on Which They Are Written
I’ve written about the shortcomings of advance directives elsewhere (see, e .g ., The Evolution of Health 

Care Advance Planning Law and Policy, 88 Milbank Q . 211 (2010)), so here, let me just give a very simplified 

summary of the research literature . Only a minority of adults take the time to create a healthcare advance 

directive, and they generally use a standardized form that doesn’t provide much useful clinical guidance . 

Even after completing a directive, a patient cannot be confident that it will be followed . Healthcare providers 

typically don’t know that the directive exists, or if they know, it’s not in the medical record or easily accessible 

in the record . Agents acting under a health-care power of attorney typically have inadequate knowledge of 

the principal’s goals and wishes and are too often unprepared to act as an effective surrogate decision maker .

2) The Real Legal Task of Advance Care Planning Is Appointing and Informing  
a Health-Care Agent 

The authority of an agent to act for an incapacitated principal didn’t exist at common law . It is a power 

created by statute, so understanding and following the legal requisites of state law is important . However, 

everything else is a communication task, not well accomplished through legal documents . Yet, the 

documentation of treatment instructions—usually in the form of a living will—has been the focus of most 

legislative and public attention . In the popular mind, creating a living will to communicate treatment wishes 

in the face of serious and eventually fatal disease is the most important legal task in advance care planning . 

The creation of state “living will” laws going back to the 1970s has given the public and sometimes the bar 

the mistaken belief that you must use a particular legal document to express your future health-care wishes, 

but that is not the case . Statutes did not create the right to have one’s wishes honored . That right originates 

in both constitutional and common law principles . More importantly, treatment specific instructions just 

don’t work well, except for persons facing fairly known and imminent decisions . We lack a crystal ball to tell 

us what challenges we will face in our final days . Having a surrogate decision maker is far more valuable, but 

only if the surrogate is adequately informed and educated .

3) Ambivalence Is Our Middle Name
Not only do we have a right to change our mind, we often do so . In one study of 189 community-dwelling 

elders with advanced chronic conditions, researchers found that when participants were asked about their 

willingness to risk physical disability in order to avoid death, almost half changed their minds over a two-year 

period, and almost half changed their minds about their willingness to risk cognitive disability . And those 
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participants whose health varied over time were somewhat more likely to have inconsistent trajectories .  

See Terri R . Fried et al ., Stages of Change for the Component Behaviors of Advance Care Planning,  

58 J . Am . Geriatrics Soc’y2329 (2010) . These results shouldn’t be surprising to anyone . Most of us are 

ambivalent about the prospect of dying, and our deeply held human inclination to hang onto life, even 

through a progressive decline, often means that we are willing to redraw the line at which enough is enough . 

A doctor colleague of mine captures it best with what he tells me is an old Spanish proverb: The bull looks 

different from inside the ring .

4) Advance Care Planning Has Stages
As our lives change, so does the nature of advance care planning . Planning is just as important for a young, 

healthy Freddie at age 18 as it is for a Frederick at age 85 who has a serious progressive chronic condition . 

Freddie isn’t likely to think about end-of-life priorities and goals . But Freddie can and should think about 

whom he wants to make decisions for him were he to become temporarily or permanently indisposed . 

By the time Freddie reaches his 40s or 50s, he will likely have had personal or family experiences with 

chronic illness or death and dying; at that stage, his more seasoned values and priorities can be a part of his 

advance care planning discussion . Frederick, on the other hand, is in a position to be very specific about his 

preferences, priorities, and treatment decisions—that is, if someone takes the time to talk meaningfully with 

him . We know that the likelihood of engaging in advance care planning is directly proportional to age, but 

the need is just as high at all ages .

5) The Best Trait in a Health-Care Agent: A Drive to Research Relentlessly
Anyone who has counseled clients about naming a healthcare agent knows that a relationship of true love 

and intimacy doesn’t necessarily translate into a relationship of good surrogate decision making . Sometimes 

that person is too emotionally invested to make objective decisions . I used to emphasize most strongly 

the need for an agent to be a strong advocate for the patient’s preferences in the face of resistance . But 

I’ve concluded that even more important is a drive to know and discover . The ideal agent should want to 

understand a client’s values and thinking as thoroughly as possible, and he or she should also be inclined to 

approach medical decisions as a research task . What are the facts and options, and how do values and goals 

lead to a choice in that circumstance? This is not PhD-level research; it is often informed common sense . 

Some excellent handbooks for healthcare agents are available . But, as a short course, I have found that the 

following four questions, suggested by Dr . Pat Bomba, a nationally recognized geriatrician, can bring needed 
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clarity to any critical decision an agent must make . 

See Patricia A . Bomba, Marian Kemp & Judith S . 

Black, POLST: An Improvement over Traditional 

Advance Directives, 79 Clev . Clinic J . Med . 457, 459 

(2012) .

• Will the proposed treatment make a difference?

• Do the burdens of treatment outweigh  

its benefits?

• Is there hope of recovery?  

If so, what will life be like afterward?

• What does the patient value? What is  

the patient’s goal of his or her care?

6) An Advance Directive Does Not Equal a 
Plan of Care

Formal legal documents have an aura of authority  

about them that doesn’t always stand up to scrutiny .  

Advance directives are an example . Even if a 

directive is perfectly clear about a particular decision 

(e .g ., “Under no circumstances do I want anyone 

to attempt resuscitation if my heart or breathing 

stops .”), it is not a medical order and may never see 

the light of day in the medical record . Consider what 

drives behavior in hospitals and other institutions . 

It is doctor’s orders and standard clinical protocols . 

Advance directives simply don’t integrate well 

with current hospital practice . Moreover, even if 

the treating physician is aware of your directive, 

every state permits health-care providers to raise 
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conscience objections and refuse compliance, as 

long as required notice and some level of assistance 

in transferring to another provider is given .

Some very insightful clinicians in Oregon in the 

1990s began to think about how to bridge this gap 

between the treatment goals and wishes of seriously  

ill patients and medical orders that actually govern 

care and treatment . The effort gave birth to the 

Physician Orders for Life-Sustaining Treatment 

(POLST) program . POLST programs have developed 

in more than a third of the states under a variety of 

names: Medical Orders for Life-Sustaining Treatment 

(MOLST), Physician Orders for Scope of Treatment 

(POST), Medical Orders for Scope of Treatment 

(MOST), and others . They all have in common four 

important tasks:

• A discussion takes place between the treating 

physician and patients with advanced 

progressive illness, or their surrogate . The 

discussion explores the range of end-of-life care  

treatment options and seeks to discern the 

wishes of the patient in light of his or her 

current condition . If the patient has an advance  

directive, it is relevant and potentially helpful 

to this discussion, but the POLST program is 

available to all patients with advanced illness 

regardless of whether they have previously 

engaged in advance care planning . 
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• The patient’s wishes are incorporated into a set of doctor’s orders recorded on a highly visible, 

standardized POLST form that serves as a cover sheet to the medical record or is easily accessible in the 

electronic health record . 

• Providers must ensure that the POLST form travels with the patient whenever he or she transfers from 

one setting to another . 

• Providers comply with POLST across care settings and reevaluate the orders with the patient or 

surrogate as appropriate . 

POLST programs are taking hold in the majority of states and represent a real sea change in learning how 

to elicit and honor patient preferences and goals of care . A substantial research base shows that POLST 

substantially improves the documentation of patient preferences in the medical record and compliance 

with them at the end of life . A research bibliography on POLST can be found at www .polst .org/educational-

resources/939-2 . 

However, the beating heart of POLST, as well as its Achilles heel, is the quality of the conversation between 

provider and patient . Of course, this is true of all forms of advance care planning . Developing valid and 

feasible quality measures to ensure the quality of these conversations is still a work in progress .

7) Good Advance Care Planning Requires More Than Just Better Education— 
It Requires System Change

Healthcare delivery in the United States is extremely complicated and fragmented . While medical orders 

and standard clinical protocols may drive what happens in a particular setting, many more factors affect 

quality of care across the continuums of time, place, and disease . As patients and their agents travel across 

these continuums, they too often find little support in making good decisions, and are left on their own 

to navigate a maze of care providers, settings, and confusing information . POLST offers one paradigm 

for improving care planning for those with advanced progressive illnesses . Better education of healthcare 

providers and the public is also essential .

However, person-centered care and care planning across the age span also requires fundamental system 

change . Doing the right thing has to be built into the system . At least one health system in the Midwest has 

figured out how to do this with advance care planning: Gundersen Lutheran Health System in La Crosse, 

Wisconsin . The Gundersen system covers 19 counties and has 6,300 employees . They have built advance care 
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planning into the system design, ensuring that all adults encounter advance care planning opportunities multiple 

times, at different times, and in a way that is appropriate for their stage of life . Staff members are trained in 

advance care planning skills, and the healthcare system goes outside hospital walls to educate and engage 

the community in advance care planning . Finally, the systems put in place are subject to a process of continuous 

quality improvement .

As a result, data from a retrospective study of deaths across all settings in La Crosse County, Wisconsin, during 

a seven-month period revealed that 90% of the deceased individuals had an advance directive . Of those with 

an advance directive, it was available in the medical record 99 .4% of the time . In addition, 67% of decedents 

had a completed POLST form at the time of death . Bernard J . Hammes et al ., A Comparative, Retrospective, 

Observational Study of the Prevalence, Availability, and Specificity of Advance Care Plans in a County That 

Implement- ed an Advance Care Planning Microsystem, 58 J . Am . Geriatrics Soc’y 1249, 1252 (2010) .

With respect to conformity of treatment to preferences, the study found that expressed preferences 

regarding CPR and hospitalization were consistent with treatment in 99 .5% of the cases . These outcomes far 

surpass any similar measures seen elsewhere . While Gundersen may be smaller than many health systems, 

less urban, and more homogenous, the results are still astounding and demonstrate that it is possible to 

fashion effective advance care planning environments . La Crosse has set a high bar, but it’s one that makes 

me extremely optimistic about the future of advance care planning .

8) Lawyers Will Continue to Have an Important, Though Changed, Role in  
Advance Care Planning 

Almost every general practitioner, estate planner, and family law attorney includes advance directives in 

their armament of products . Unfortunately, advance directives are often a stock add-on, produced in rote 

fashion, and signed with minimum explanation . This is somewhat understandable, given that meaningful 

counseling about goals of care, values, and treatment options is time intensive and, thus, likely cost-

prohibitive for most clients .

A better role for lawyers is that of provocateur and facilitator . There are many good advance care planning 

tools and workbooks now available that can be given to clients to jump-start their thinking, provoke 

meaningful conversations with family and clinicians about future medical decision making, and educate 

future surrogate decision makers about their role . For a list of tools and resources, see the web page of the 

ABA Commission on Law and Aging:  
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www .ambar .org/HealthDecisions . The tools can 

also become additional, important documentation 

of the individual’s thinking, values, priorities, and 

wishes . These conversations don’t come easily, but 

with your encouragement and some tools to help 

them along, clients are more likely to engage in the 

process effectively . Then you can customize their 

advance directive—a document that they will now 

understand to be part of a continuing conversation, 

not the end of a discussion .

Conclusion
In the end, the mantle of responsibility for tough 

decisions falls on the shoulders of the patient, 

agent, family or friends, and healthcare providers . 

Good advance care planning is good person-

centered care . And good person-centered care is 

the Holy Grail of health reform, long-term care, 

and end-of-life care . I’m 30 years and eight lessons 

into my quest for this ideal and am cautiously 

encouraged by what I have seen so far .

This piece was originally published in Experience, 
Volume 23, Number 1, 2013. © 2013 by the American  
Bar Association. Reproduced with permission. All rights  
reserved. This information or any portion thereof may 
not be copied or disseminated in any form or by any 
means or stored in an electronic database or retrieval 
system without the express written consent of the 
American Bar Association.
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Goshen Home Care and Hospice
(574) 364-2700 
Palliative and Hospice Care

Hospital Chaplain
(574) 364-2715 
Advance directives

Goshen Home Medical
(574) 533-0626 
Medical equipment and supplies

Nurse on Call
(574) 364-2600 
Physician referrals and basic health questions

Goshen Health Foundation
(574) 264-2701 
Resources for estate planning

Goshen Hospital Volunteer Office
(574) 364-2633 
Volunteer opportunities

Contact Us 
Assistance available at Goshen Health
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