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Today We’ll Talk About

• Practical steps to make your wishes known and honored

• Follow-up steps for communicating your wishes to others

• Additional resources, i.e. NOKBOX (“Next of Kin” box to 
gather and keep in one location all documents required by 
your next of kin for after you pass away)



What People Want

• To die at home
• To be free from pain
• To be in the company of loved ones
• To retain control of the care we receive

Presenter Notes
Presentation Notes
Citations:
Item 1: Institutes of Medicine Report Dying in America, 2014: http://www.iom.edu/Reports/2014/Dying-In-America-Improving-Quality-and-Honoring-Individual-Preferences-Near-the-End-of-Life.aspx
As reported by PBS Frontline, Facing Death (sourcing a Time/CNN Poll from 2000: http://www.pbs.org/wgbh/pages/frontline/facing-death/facts-and-figures/)
Items 3 and 4: Institute of Medicine (IOM) Report Dying in America, 2014: http://www.iom.edu/Reports/2014/Dying-In-America-Improving-Quality-and-Honoring-Individual-Preferences-Near-the-End-of-Life.aspx
The Journal of the American Medical Association, SUPPORT Study , 1995: http://jama.jamanetwork.com/article.aspx?articleid=391724




The Contrast of Reality

• Less than 25 percent of Americans die at home, although 
more than 70 percent say that is their wish

• Dying is often unnecessarily painful and isolating
• Only 30-38 percent of the population has completed an 

advance directive
• Who Completes an Advance Directive?

Presenter Notes
Presentation Notes
Who Completes an Advance Directive?
Completion rate - According to various sources, the percentage of Americans who have completed an advance directive (AD) varies, but is generally around one third: CDC:  Health Affairs: A meta-analysis of studies published between 2011 and 2016 found that 36.7% of US adults had completed an AD 
A July 2017 review of 150 studies indicated an average of 36.7 percent had completed an advance directive, including 29.3 percent with living wills.
 It was 38% for those with chronic illnesses and 32% completion for healthy adults.
Completion rate - According to various sources, the percentage of Americans who have completed an advance directive (AD) varies, but is generally around one third: CDC: 38% of participants in a CDC study had a documented AD; National Poll on Healthy Aging: 46% of older adults have completed at least one AD legal document; According to  Penn Medicine: 38.2% of patients with chronic illnesses have completed an AD, compared to 32.7% of healthy adults 
Factors that may affect Advance Directive completion include: 
Age: The completion rate of Advance Directives is higher among patients age 65 and older (45.6%) than among younger adults (31.6%). 
Race: Whites are 50% more likely to complete an advance directive than African Americans. 
Religion: Participation in religious activities is associated with higher odds of completion of an advance directive for both African Americans and Whites. 
Education: Higher education level is associated with higher odds of completion of advance directives. 





A Solution: FIVE WISHES

• Simple format
• Everyday language
• Promotes peace of mind
• Helps families avoid guessing and guilt
• Gets the care people want and deserve

Presenter Notes
Presentation Notes
You don’t need an attorney to complete Five Wishes.  You can sit down in your living room with family, discuss it, and put your wishes down in your own words. No need to have it signed by a Notary, but you do need 2 unrelated witnesses.




FIVE WISHES is…
• The first living will to address personal, emotional and 

spiritual needs, along with medical and legal wishes
• Created with help of American Bar Association and health 

care experts
• Helps facilitate discussion of wishes with family and 

doctors
• Distributed by Aging with Dignity and a network of more 

than 40,000 organizations

Presenter Notes
Presentation Notes
Creator
Jim Towey, founder of the non-profit organization Aging with Dignity, created Five Wishes in 1996. Towey was inspired to create Five Wishes after visiting Mother Teresa's home for the dying and seeing how people were treated with compassion. 
Purpose
Five Wishes is an advance directive that helps people express their wishes for treatment, comfort care, and spirituality if they become seriously ill. It's also known as the "Living Will with Heart and Soul". 
Collaboration
Towey worked with doctors, nurses, lawyers, and other experts in end-of-life care to create Five Wishes. The American Bar Association also worked with the organization to ensure the forms were legal. 
Availability - Five Wishes is available in two formats: 
Five Wishes Paper: A traditional printed booklet that meets requirements in nearly all states. 
Online: A document that can be completed and signed online and meets requirements in all 50 states. 
Popularity
Five Wishes is the most popular advance directive in the United States, with more than 43 million copies in circulation. 




Recognized Nationally



A Tool to Promote Human 
Dignity

• People don’t want to be an object on a medical care 
“conveyor belt”

• Sometimes medicine doesn't know when to stop
• Five Wishes helps you to communicate what you want – or 

don’t want
• Guides discussions with your loved ones and physician
• Examples:  1. Terry Schiavo, 26 year old woman, and

2. A 36 year old California father of 2 in a car accident

Presenter Notes
Presentation Notes
Terri Schiavo
Terri Schiavo, the 26-year-old brain-dead woman from the Tampa Bay area who ended up at the center of one of the most contentious, drawn-out legal conflicts in the history of America.
The fight over her death started as a private legal back-and-forth between her husband and her parents. Before it ended, it moved from circuit courts to district courts to state courts to federal courts, to the U.S. Supreme Court, from the state legislature in Tallahassee to Congress in Washington. 
The president got involved. So did the pope.
There were many rallies and protests 
Her story:
On February 25, 1990, Terri Schiavo, 26 years of age, collapsed in the hall of her apartment and experienced severe hypoxia for several minutes.  She was taken to the hospital and was admitted to the ICU.
She had not executed a living will or a durable power of attorney.
In June 1990, four months after her injury, Mrs. Schiavo was judged incompetent and her husband, Michael Schiavo, was appointed her legal guardian without objection from her parents, Robert and Mary Schindler. 
Because she was unable to swallow, Mrs. Schiavo underwent placement of a gastrostomy tube (PEG) tube.
By late 1990, Mrs. Schiavo was determined to be in a persistent vegetative state
Throughout the early 1990s, Michael Schiavo and the Schindlers worked together coordinating extensive rehabilitation efforts for Mrs. Schiavo, including regular and aggressive physical, occupational, and speech therapies. Despite their best efforts and explorations of all potentially viable treatments, her condition failed to improve.
By the mid-1990s, Mr. Schiavo’s relationship with the Schindlers had chilled. Increasingly, Mr. Schiavo understood that his wife’s condition was irreversible. In addition,
he insisted that he knew his wife would not want to live in a persistent vegetative state.
The Schindlers, however, insisted that Mrs. Schiavo be kept alive through artificial nutrition and hydration. Unable to reach a consensus with his wife’s parents, Mr. Schiavo decided not to request withdrawal of the PEG tube. 
Instead, he petitioned the guardianship court “to function as the proxy” and asked the court “to make an independent determination of Mrs. Schiavo’s terminal condition and to make the decision to continue or discontinue life-prolonging procedures”.
10 years later, in January 2000, a judge held a trial to resolve the dispute over the extent of Terri Schiavo’s neurologic devastation and to determine how she would exercise her right of privacy, or liberty interest, to forgo life supporting medical treatment, if she were able to communicate. The proceeding was adversarial in nature, with both Mr. Schiavo and the Schindlers presenting witnesses and making arguments pursuant to the rules of evidence and civil procedure.
It is important to note that end-of-life guardianship controversies, such as those that emerged in this case, are resolved on the basis of state law, which varies throughout the United States.
Based on witness testimony and medical evidence of Terri being incompetent and in a persistent vegetative state , the judge ruled that Terri “would not want to live like this” and ordered the removal of the feeding tube.  The Schindlers appealed the decision.
Over the next 5 years multiple lawsuits and appeals were filed and Terri Schaivo remained in a persistent vegetative state. At times the feeding tube was ordered to be withdrawn, only to have it reinserted within hours or days.
On March 18, 2005, at the order of the judge, the tube was removed for the final time, and despite the intervention of Florida Governor Jeb Bush, members of Congress, President George W. Bush, and the Pope, Terri Schiavo’s saga ended with her death on March 31, 2005, fifteen years after her tragic collapse.
On April 1 2005, an autopsy determined Terri Schiavo suffered irreversible brain-damage and even blindness after she collapsed in 1990. The autopsy also revealed that her limbs had atrophied, her hands had clenched into claws, and her brain had started to disappear. It weighed barely more than a pound and a third, less than half the size it would have been for a under normal circumstances.
Lessons learned:
Never too young to complete an Advance Directive
Life is full of uncertainty, car accidents, heart disease, cancer, stroke, Alzheimer’s Disease, other accidents with unintentional injuries, or even COVID-19.
Medical bills, including the cost of hospitalization, rehabilitation and skilled nursing care can be over $500,000 initially and a minimum of $60,000-$100,000 annually.
Legal and court fees are in addition to other medical expenses.
These costs are mostly borne by insurance and ultimately Medicaid. This high cost to society is building higher and faster due to the aging population. 
California father of 2, age 36
In 1995 a California father of 2 was driving on the Interstate when he was involved in a serious car accident.
After several weeks of treatment in the intensive care unit, it was apparent that he had suffered a traumatic brain injury and would not recover beyond minimal function.
He had not named a medical power of attorney or completed a living will, although his wife stated that they had had many discussions in the past about not wanting life sustaining treatment should either of them be unable to recover from life threatening injuries. 
His children were ages 5 and 7 at the time of the accident. 
He recovered enough to be transferred to a rehab facility and eventually to a nursing home, where he continued to decline.
His life was deteriorating due to constant post-traumatic seizures, infection, diminishing cognitive and functional abilities and behavioral impairment.
After an agonizing 6 months of rehabilitation treatment, his wife and doctor determined that he should have a DNR and DNI order written so that he could pass away in peace without crisis management.  
His parents vehemently disagreed, and a 10-year court battle ensued between his parents and his wife.  
His parents insisted he would recover.  During court proceedings his wife presented video evidence from the Rehab facility that showed that he could learn to stack three blocks on top of each other, but then the next day would have to re-learn this simple task.  His doctors verified his declining prognosis, but his parents insisted that he could recover and that he would want every possible medical option to sustain his life.
As his children grew up during the 10 years of litigation, they had very little contact with their grandparents due to the legal conflict between them and their mother.
Ultimately a California judge sided with the man’s wife and ordered that he could be allowed to die with dignity without drastic medical procedures.  Unfortunately, he had passed away 3 weeks earlier from a massive infection despite not having a DNR or DNI order from his doctor. 
Lessons learned:
Naming a medical power of attorney and having a Living Will is vital at any age, even when a person is young. 
There are no guarantees that one will live to old age without the possibility of accidents or a sudden life-threatening illness.
The huge cost of care for a person in a rehab facility or skilled nursing facility and other costs can be financially devastating to a family, such as:
Doctor and hospital bills
Nursing home bills (if rehabilitation is required)
Speech and occupational therapist bills
Prescription drug costs
Bills for adaptive equipment, including crutches, wheelchair or other devices
In-home food preparation, household care, and activities of daily living support
Costs of home modifications for handicap accessibility
Lost wages (current and future)
Loss of consortium (suffered by a spouse or loved one)
Loss of enjoyment of life
Pain and suffering
Attorney fees and court costs
The most unfortunate of this cost was the cost of the relationship between the children and their grandparents.  By  the time the court had made their decision, the children were 15 and 17. They were without their father and also without the comfort and benefit of a loving relationship with their grandparents.




FIVE WISHES  addresses:

1. Which person you want to make health care decisions for 
you when you can’t make them for yourself

2. The kind of medical treatment you want or don’t want
3. How comfortable you want to be
4. How you want people to treat you
5. What you want your loved ones to know



WISH 1 

• Allows you to name a person to act on your behalf 

• Is legally Your Durable Power of Attorney for Healthcare

• Often known as a Health Care Agent or Health Care Proxy

The Person You Want To Make Health Care Decisions 
For You When You Can’t

Presenter Notes
Presentation Notes
When choosing a health care agent, or health care proxy, you can consider the following aspects:
Trust: You should trust the person to make decisions for you if you are unable to. 
Communication: You should be able to talk openly with them about your values, preferences, and goals. 
Decision-making: They should be willing to follow your decisions, even if they don't agree with them. 
Advocacy: They should be able to advocate for you and handle conflicts with others. 
Location: They should live near you or be able to travel to be with you if needed. 
You can also consider: 
Whether they can handle conflicting opinions from your family, friends, and health care providers. 
Whether they are comfortable asking questions of your healthcare team. 
Whether they know what you think is an acceptable quality of life. 
You can name your health care agent on a legal form, usually called a medical power of attorney. You can also specify how much control they have over your medical care. 




WISH 2 
• Commonly known as  “living will”
• Expresses instructions for your caregiver, such as the need 

to take medicine for pain, even if it leaves you sleepy
• Includes examples of life support
• Gives space to write instructions based on personal beliefs

The Kind Of Medical Treatment You Want Or Don’t Want

Presenter Notes
Presentation Notes
Wish 2 offers you the ability to put down different life support wishes for 3 different situations: close to death, in a coma and not expected to wake up or recover, and permanent and severe brain damage and not expected to recover.
CPR CardioPulmonary Resuscitation - Cardiopulmonary resuscitation (CPR) is a lifesaving technique that's useful in many emergencies, such as a heart attack or near drowning, in which someone's breathing or heartbeat has stopped.
DNR Do Not Resuscitate
A do-not-resuscitate order is a legal order signed by a physician that specifies you do not want to be resuscitated in an emergency.
DNR orders are more common among people whose chance of surviving resuscitation is very low.
DNR orders fall under the umbrella of advance care planning, which provides details about the medical care you want to receive when you cannot make decisions for yourself. 
Oxygen Therapy - Oxygen therapy is a treatment that provides supplemental, or extra, oxygen. It can help you feel better and helps alleviate anxiety, breathlessness and pain at end-of-life.
Endotracheal/tracheal intubation is used to Keep the airway open in order to give oxygen, medicine, or anesthesia. It supports breathing in certain illnesses, such as pneumonia, emphysema, heart failure, collapsed lung or severe trauma.
DNI – Do Not Intubate is a legal order that tells a healthcare team that a patient does not want to be intubated in the event of a life-threatening situation. A Do Not Intubate order means that chest compressions and cardiac drugs may be used during a patient’s care, but that no breathing tube will be placed within the patient. 
Mechanical Ventilation
Use of a machine to assist with the work of breathing. 
Mechanical ventilators are frequently used for conditions that cause either low oxygen levels (such as pneumonia) or high carbon dioxide levels (such as chronic obstructive pulmonary disease).
Non-invasive mechanical ventilation involves use of a machine that delivers oxygen and removes carbon dioxide through an external device (such as a face mask). This type of ventilation is most commonly used for patients with mild to moderate difficulty breathing due to an acute or chronic medical condition. 
Invasive mechanical ventilation involves placement of an endotracheal tube through a patient’s mouth or nose into the trachea (the upper part of the airway that leads to the lungs). The endotracheal tube is connected to a machine that delivers a prespecified amount of oxygen and volume of air, along with a set number of breaths per minute. 
Tube feeding is a therapy where a feeding tube supplies nutrients to people who cannot get enough nutrition through eating. A flexible tube is inserted through the nose or belly area to provide nutrients by delivering liquid nutrition directly into the stomach or small intestine.





WISH 3 
• Stresses that you want your pain managed
• Expresses your choices for types of comfort care
• You cross out or keep items based on your preferences

How Comfortable You Want To Be

Presenter Notes
Presentation Notes
Pain management
Comfort measures that you like
Requesting information about comfort care and/or hospice care for support
Home care
Cross out what you don’t want
What you would be willing to “trade off” for comfort?




WISH 4 
• What others should keep in mind if you become 

seriously ill
• Whether you want to have people around or your hand 

held when possible
• If you want prayers said for you
• Ideas for your surroundings, such as pictures of loved 

ones

How You Want People To Treat You



WISH 5 
• Encourages you to express matters of deep 

importance in an age where families often live apart
• Allows you to offer love and forgiveness to those who 

have hurt you
• Asks forgiveness for times you have hurt others
• Communicates practical matters such as preferences 

for memorial or burial

What You Want Your Loved Ones To Know



Signing FIVE WISHES

• Print your name
• Read the statement carefully
• Ask two witnesses to be present (see witness 

statement)
• Sign Five Wishes in front  of witnesses
• Witnesses don’t have to read your wishes



After Completing   FIVE WISHES
• Make copies of your completed Five Wishes for your 

family, friends, Health Care Agent and doctor
• Discuss your wishes 
• Keep it available (in your top drawer, not your safe 

deposit box)
• Carry your wallet card



Additional Resources
• Five Wishes Video: designed to help present Five Wishes to 

groups or families
• Conversation Guide for Individuals and Families: a companion 

booklet to Five Wishes, with conversation starters, commonly 
asked questions and answers, etc. 

• Bilingual Five Wishes: Now available in 29 translated languages:
Albanian • Arabic • Armenian • Bengali • Chinese Traditional • Chinese Simplified 

Croatian • Farsi  • French • German • Gujarati • Haitian Creole • Hebrew 
Hindi • Hmong Ilocano • Italian • Japanese • Khmer • Korean • Polish • Punjabi 

Portuguese • Russian Somali  • Spanish • Tagalog • Urdu • Vietnamese

• NOKBox – Next of Kin box



Thank you!
For more information: 

Paper or Digital Copies:  FiveWishes.org
NOKBox:  https://www.thenokbox.com/MARYLYN74867

For information about upcoming Five Wishes Classes: 
Contact Sharon Arthur

Marylyn Kirk, RN, CPHQ: Marylynkirk@comcast.net
408-504-5121 (text or voicemail)

https://www.thenokbox.com/MARYLYN74867
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