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“For all but our most recent history, dying was typically a 
brief process. Whether the cause was childhood infection, 
difficult childbirth, heart attack, or pneumonia, the interval 
between recognizing that you had a life-threatening ailment 
and death was often just a matter of days or weeks.” —Atul 
Gawande in “Letting Go” (Gawande, 2010)

Introduction
Mortality has been a taboo subject for many years. It has 
even been said that the US has a “death-phobic” culture 
(Strainchamps, 2014). Recently, there have been signs of 
increased openness to talking about death as a natural 
part of life and the human condition (Strainchamps, 2014; 

Frangou, 2016; Gawande, 2015). Many cultural, demo-
graphic, educational, and policy changes have played a part 
in this shift.

•	 Writers with terminal illnesses have bravely documented 
their end-of-life experiences, opening up the realities of 
dying in inspiring books (Frangou, 2016).

•	 Advocates for thoughtful advance care planning that lays 
the groundwork for “a good death” have made their work 
accessible through major news outlets (Gawande, 2015).

•	 Educational programs such as National Healthcare 
Decisions Day and 5 Wishes® have brought attention to 
the value of advance health care planning (Berry, n.d.).

•	 Policy changes have required health care institutions to 
provide information about advance directives (National 
Healthcare Decisions Day, n.d.).

•	 Medicare now covers end-of-life conversations between a 
patient and a physician (Kaiser Family Foundation, 2015).

•	 The media are giving more coverage to dying and death 
by airing programs such as PBS’s Frontline special, Facing 
Death (Frontline, 2010).

Nevertheless, it is not always easy to talk about death. Many 
of us shy away from this topic. Around one-fourth of adults 
living in the US have not considered the type of medical 
care they want as well as other end-of-life decisions. 
Although two-thirds have talked with someone about their 
preferences, only one-third have written these down. It is 

Figure 1. A support system helps people process end-of-life issues.
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difficult for others to know and follow their loved ones’ 
wishes regarding end-of-life care without clear communica-
tion and outlined preferences (Pew Research Center, 2013).

This is the first publication in a series called The Art of 
Goodbye that is designed to help you think about what a 
peaceful death would look like for you and plan accord-
ingly. The “end of life” is usually defined as the time period 
when health care providers think that an individual’s death 
may occur within six months. In this time frame, the 
patient as well as the patient’s family or friends will need to 
make choices about the use of life-prolonging technology, 
pain management, and even the preferred place of death. 
During this vulnerable time, compassionate care, respect 
for personal preferences, and good communication are 
paramount. People fear that their preferences will be 
ignored, or they will endure excessive pain and have to be 
supported by a machine for a lengthy period of time (APA, 
n.d.).

Most older adults want to discuss and influence decisions 
about their care (APA, n.d.). They may not know what their 
options are or have information in order to plan in advance. 
This series discusses the major topics you need to address, 
supplies information you need, and gives ideas to begin 
conversations with family and/or friends and health care 
providers in advance. With information about available op-
tions and communication with loved ones and health care 
providers, individuals can lay the groundwork for preferred 
methods of care when the time comes and rest assured that 
their preferences will be respected (APA, n.d.).

Because the end of life is a very personal matter, The Art 
of Goodbye does not prescribe one way to handle these 
decisions. Instead, the program offers information and 
experiences to help people feel comfortable, informed, and 
at peace with their decisions and better able to communi-
cate with others. This series is for individuals who want to:

•	 Reflect on personal preferences and decide which type of 
health care they want at the end of their life.

•	 Develop awareness of the choices available to them.

•	 Learn about options for health care, final arrangements, 
and finances.

•	 Be able to use effective communication skills in discus-
sions with family and/or friends about important end-of-
life decisions.

•	 Make the plans they want for the end of their life.

•	 Feel confident and satisfied with the steps they are taking.

Other publications in this series provide practical informa-
tion. In this document, we give some background on major 
social changes that have, in large part, made the end of life a 
topic of conversation today.

Changes in Living and Dying

The dramatic increase in life expectancy in the 20th century 
was the result of major improvements in human health 
(US Department of Health & Human Services, 2015). In 
the US, many more people are living into their eighties, 
nineties, and even hundreds (US Department of Health & 
Human Services, 2013). Older adults currently comprise 
almost 13% of the US population. By 2030, that number is 
projected to increase to 20%, or one-fifth of the population 
(72 million). The fastest growing segment of the aging 
population consists of those 85 years and older (US Depart-
ment of Health & Human Services, 2013).

Adults in the US now live longer thanks to public health 
strategies and improvements in both medical care and 
personal lifestyle choices that have reduced or eliminated 
the threats of certain historically deadly diseases (US 
Department of Health & Human Services, 2013). Chronic 

Figure 2. During this vulnerable time, compassionate care, respect for 
personal preferences, and good communication are paramount.
Credits: UF/IFAS

Figure 3. Adults now live longer thanks to public health strategies and 
improvements in both medical care and personal lifestyle choices.
Credits: UF/IFAS
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diseases, particularly heart disease and cancer, are currently 
the leading cause of deaths among older adults. Dying 
used to be a quick process. In certain cases, life can now 
be prolonged through medical interventions, as shown in 
Table 1.

•	 A hundred years ago, people were born and died in their 
own homes while loved ones cared for them, most often 
for days or a few weeks.

•	 Today, people are most often born in a hospital and die 
in old age in an institutional setting, such as a hospital or 
skilled nursing facility.

Preferences for the End of Life

A startling fact is that while most people say they would 
prefer to die at home without extreme care measures, most 
patients die in hospitals with more aggressive care than 
they wanted. Unfortunately, dying alone is a possibility in 
an institutional setting if visiting hours have ended and 
family and friends have gone home, or if loved ones cannot 
or simply do not visit. Many people fear they have been 
abandoned and may suffer physical and emotional distress 

at the end (APA, n.d.; US Department of Health & Human 
Services, 2010).

The Importance of a Substitute Decision 
Maker in Health Care
When someone is unable to make decisions themselves 
(e.g., they have dementia or have suffered a stroke), family 
members are often left to make decisions, especially about 
health care, without direct input from the individual. This is 
more likely among the elderly and critically ill. For instance, 
a large national study of adults 60 years and older who 
had died between 2000 and 2006 found that 40% needed 
decisions made regarding medical treatment. Of this group, 
70% were not able to make decisions themselves (Bravo et 
al., 2012; Wendler & Rid, 2011).

Leaving the responsibility of making life-and-death 
decisions to someone else can be very stressful. In the 
national study mentioned above, approximately one-third 
of decision-making surrogates had emotionally or psy-
chologically stressful, painful, traumatic, and long-lasting 
experiences. They frequently had doubts whether they had 
made the right decision (Wendler & Rid, 2011). Advance 
planning for care is one way someone can clarify and 
communicate their preferences for future care to substitute 
caregivers and health care providers in the event that the 
individual becomes unable to speak for themselves at a 
later date (Bravo et al., 2012). Written advance directives 
(ADs, including the Living Will portion) and conversations 
with family members and health professionals have many 
benefits, including:

•	 Self-determination in making decisions

•	 Better end-of-life medical care

•	 Decreased burden related to substitute decision-making 
for loved ones

•	 Reduced stress, anxiety, and depression in surviving 
relatives

•	 Reduced usage of unwanted forms of life support (Bravo 
et al., 2012; Silveira, Kim, & Langa, 2010)

The Importance of Communication
Most older adults have completed advance directives 
for medical care. That rate has increased in the past few 
decades. Nevertheless, only one-third of all US adults 
have written down their preferences, which is about the 
same as a decade ago. On the other hand, six in ten US 
adults have talked with someone about their choices (Pew 
Research Center, 2013). The best combination is commit-
ting your preferences to paper on documents designed for 

Table 1. Changes in living and dying.
1900 2000

Life expectancy 47 years 75 years

Most common place of 
death

Home Hospital or 
skilled nursing 

facility

Most medical expenses Paid by family Paid by insurer 
(Medicare, etc.)

Disability before death Usually not long 
period before 

death

2 years on 
average

Source: Committee on Care at the End of Life, 1997

Figure 4. Advance planning for care is one way individuals can clarify 
and communicate their preferences for future care.
Credits: UF/IFAS
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these purposes and talking with your substitute decision 
maker(s).

Completing a living will or similar document does not 
guarantee that your preferences will be observed. However, 
your surrogate will be better able to decide and advocate 
for you if you have discussed what you want (Silveira, 
Kim, & Langa, 2010). For more information about making 
health care decisions, communicating with loved ones, and 
completing advance directives and important legal docu-
ments, see the other publications in this series. Another 
useful publication is The Conversation Project’s Starter Kit 
that helps people write and talk about their preferences 
for their end-of-life care (theconversationproject.org/
starter-kit/intro).

In a survey, 80% of people say if they became seriously ill 
they would want to talk about end-of-life care with their 
physician, but only 7% actually report having had an end-
of-life conversation with their doctor (California Health 
Care Foundation, 2012). This is a gap that can be bridged 
by the patient and the physician. Health care providers 
sometimes lack the confidence to discuss end-of-life issues 
due to inadequate training or lack of experience in this area. 
For more information about communicating with health 
care providers, see the related publication in this series.

Summary
Today, there are more options for end-of-life medical care 
than there were in the past. This also means that people are 
faced with questions such as:

•	 What kind of care do you want?

•	 Whom do you want to make decisions for you, should 
you become unable to speak for yourself?

Communicating your preferences in writing and in discus-
sions with your family and health care provider increases 
the chances that things will go as you want at the end of life. 
Through communication and proper preparation, individu-
als can positively affect their end-of-life experience.

To that end, information is key. The publications in this 
series are intended to encourage individuals to positively 
affect their own futures through self-reflection, exploration, 
communication, and discovery.

This series goes along with an educational program by the 
same name. To learn more about The Art of Goodbye: End 
of Life Education and find out how you can attend, contact 
your local UF/IFAS Extension office.
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