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THIS DOCUMENT IS DEDICATED TO

NEWELL ERWIN
October 19, 1926—October 18, 2009

Newell was a role model for the kind of elder we all hope to 
be. She inspired us with her strength, presence and constant 

good will. We are richer for having known her. 

Newell was a founding board member of the  
California Culture Change Coalition.

Purpose and use of this document

This document is designed to be used by staff serving 
residents in nursing homes to:

1.	 Facilitate conversations with residents and family 
members to clarify goals of care in light of the 
individual resident’s specific preferences.

2.	Provide care that addresses residents’ physical 
needs, while also honoring their emotional, psy-
cho-social, and spiritual needs.

3.	Establish processes and rituals that acknowledge 
the sacredness of the human spirit in residents, 
staff and family members.

4.	Create a culture in which resident’s individual 
needs and preferences are known and honored.

This document will benefit all residents in nursing 
homes. It is not limited to residents who are in the last 
days or hours of life. Rather, all residents will bene-
fit from the holistic, compassionate, person-centered 
care outlined in this document.
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Foreword

JULY 2015
CARE (Compassion And Respect toward the End of life) Recommendations: Steps and Tools to Implement Palli-
ative Care in Nursing Homes, are a combination of palliative care principles and culture change practices that 
provide practical concepts, tools and resources to guide skilled nursing facilities in providing quality, person-cen-
tered care that is consistent with residents’ wishes.

The CARE Recommendations were created through a collaborative process that brought together nursing home 
leaders, providers, consumers and regulators, including representatives of the California Association of Health 
Facilities (CAHF), Leading Age of California, California Long-Term Care Ombudsman, California Department 
of Public Health (CDPH), and Centers for Medicare and Medicaid Services (CMS). Since their initial release in 
2010, the CARE Recommendations have been recognized by CMS as a valuable tool to assist nursing homes 
in meeting survey requirements. CMS’ revised Interpretive Guidelines on F-309 issued in 2012 cites the CARE 
Recommendations as a useful resource.  

Interest in palliative care and resident-directed considerations toward the end of life has grown tremendously 
in the last few years. National programs, such as Advancing Excellence in America’s Nursing Homes and the 
CMS Quality Assurance and Performance Improvement (QAPI) have incorporated patient-centered care as a 
key element of quality improvement programs. 

With so many opportunities for positive change, it can be hard to know where to focus your staff’s time and 
talents. The CARE Recommendations are designed not just to inspire you, but more importantly, this document 
is designed to provide easy-to-use guidance, tools and online resources that will allow you to make tangible 
changes in the way your staff care for seriously ill or aging residents.

Since the initial publication of the CARE Recommendations we’ve witnessed changes in our national conversation 
about advance care planning and the end of life. Media is having a positive influence—physicians are talking 
about the kind of care they wish to receive, and documentaries are highlighting the importance of decision-mak-
ing and palliative care in the face of serious illness.

The nation has come a long way in the last five years. If we stay the course we’re hopeful one day soon all nurs-
ing home residents will receive the compassion and respect deserved at the end of life.

Judy Thomas, JD
Chief Executive Officer
Coalition for Compassionate Care of California

Darren Trisel, MSA, NHA, RCFE, MT 
President, Board of Directors
California Culture Change Coalition
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Letters of Support

“CMS continues to be a firm supporter 
of the Culture Change movement and the 
re-definement of quality care and quality 
of life for nursing home residents.”

—Steven D. Chickering
Associate Regional Administrator 
Western Consortium Survey and Certification Officer
Centers for Medicare & Medicaid Services

“Your dedication... exemplifies a strong 
committment to improving the quality of 
care, dignity and support for individuals 
who are at the end of life.”

—Kathleen Billingsley, RN
Deputy Director, Center for Health Quality
California Department of Public Health
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We can do better
Death may be a natural part of life, but talking about 
it in our culture isn’t—and this is clearly true for those 
of us who work in nursing homes. Although nursing 
home residents do die, few nursing homes have es-
tablished customs and practices to provide guidance 
in caring for residents and talking with families about 
the final phase of a resident’s life.

The result is often care that is more burdensome 
than beneficial, including transferring residents to the 
emergency room without considering their goals of 
care, continuing to provide interventions that are no 
longer useful, and ignoring or minimizing the experi-
ence of death. When decisions are made on the spur 
of the moment, without advance care planning on the 
part of residents, family members and the care team, 
our residents suffer, our families often are distressed 
and staff members are cut off from constructive ways 
of handling the grief and sadness that comes with the 
loss of a resident they cared for.

There is room for improvement. This document ex-
plores ways to honor resident choice at the end of 
life, support and educate family members so they 
are prepared for their loved one’s death, and re-
place interventions that prolong suffering with ones 
that provide comfort and honor the human spirit. We 
offer ways in which to bridge the gap between the 
reality that our residents will die and the belief that 
good care dictates that we must do everything in our 
power to prolong the life of a resident, without con-
sidering what it is that the resident really needs and 
desires.

Good end-of-life care  
is grounded in  
person-directed care
Good end-of-life care is inherently person-centered 
and resident-directed. Person-centered care “puts the 
person before the task” and includes resident choice 
and empowering all caregivers, including direct 
caregivers, to honor resident choice. Resident-direct-
ed care promotes resident choice in every aspect of 
daily life.

I know that how you remember 
and take care of my neighbors is 
how you will remember and take 

care of me.
—Helen Keller, age 93

Overview: What is a good death?
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Resident-directed and person-centered care is at the 
heart of the culture change movement that is becom-
ing an accepted norm in nursing homes. Endorsed 
by the Centers for Medicare and Medicaid Services 
(CMS), the overall goal of culture change is to shift 
from institutional to individualized care in every as-
pect of nursing home care. The more specific goals 
are to:

•	 Provide care and activities designed to respond 
to resident choices

•	 Provide a living environment that is designed to 
be home-like rather than institutional

•	 Facilitate close relationships between residents, 
family members, staff and the community

•	 Support and empower all staff to respond to 
resident needs and desires

Good end-of-life care is in philosophical alignment 
with person-directed care. Good end-of-life care re-
quires paying close attention to the individual resi-
dent. It involves knowing the resident’s values, goals, 
and preferences and then aligning the care the res-
ident receives with the resident’s wishes. It requires 
observing the resident closely for signs of suffering 
or decline. It involves caring for the whole person—
physically, emotionally, mentally, socially, and spiritu-
ally—as well as those who are close to the resident. 
Just like person-directed care, good end-of-life care 
starts on the day of admission.

Nursing homes that embrace person-directed prac-
tices have the foundation for providing good end-of-
life care. And, nursing homes that provide good end-
of-life care will be utilizing person-directed practices.

Confronting challenges 
Most of us would prefer to die surrounded by people 
who know us and care about us. But all too many 
nursing home residents, including those for whom the 
nursing home has become their home, face a differ-
ent reality. Often, they will be transferred to a hos-
pital where they are surrounded by strangers who 
may attend to their physical needs but who have no 
history that guides care with respect to the resident’s 
psychological, emotional, and spiritual needs. Res-
idents are often alone, frightened, and disoriented 
when they are transferred by ambulance and admit-
ted to the emergency room. Being hooked up to the 
array of technological devices that hospitals offer can 
be traumatic and the care provided may not reflect 
the wishes of the resident or provide enough benefit 
to justify the burden on the resident.

Determining whether a transfer to the hospital is in 
the resident’s best interests requires physicians and 
nurses to work as a team utilizing their best clini-
cal and communication skills. Physicians and nurses 
should be sensitive to the stress that a hospital trans-
fer can cause to a resident. At the same time, nursing 
homes need to recognize the limitations of the care 
they can provide. Distinguishing between changes in 

Good end-of-life  
care starts on the day  
of admission.

Overview: What is a good death? (cont.)
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condition that would benefit from care in a hospital 
and those changes where the resident’s decline would 
be exacerbated by the transfer require critical think-
ing. Transfers should happen only after thoughtful 
consideration and communication.

Nursing homes that are committed to reducing unnec-
essary suffering that can accompany a hospital trans-
fer are committed to staff competency in:

•	 Clarifying the goals of care for each resident
•	 Focusing on the resident as a whole person, not 

just the resident’s clinical issues
•	 Reducing suffering and providing comfort mea-

sures
•	 Recognizing the active dying process
•	 Clarifying what can be done to address resi-

dents’ comfort needs
•	 Communicating with residents and family mem-

bers in a way that reduces anxiety and fear

Embracing end-of-life care can be challenging for 
nursing homes which have been plagued by a pub-
lic perception of inadequate care. Some people be-
lieve that promoting nursing homes as a place to die 
is equated with passive neglect or, worse yet, active 
abuse. In reality, good end-of-life care involves active, 
intensive caring. In fact, when a nursing home attends 
to the emotional and spiritual needs of residents to-
ward the end of life, the nursing home often enjoys 
greater family satisfaction and staff retention.

Recognizing opportunities 
for healing and hope
It is possible for residents to experience healing, 
though there is no cure for their underlying condition, 
and to feel hopeful, though they are near life’s end. A 
good death:

•	 Is consistent with resident and/or family beliefs, 
wishes, and values

•	 Is free of fear, pain, and suffering
•	 Provides an opportunity for meaning and com-

pletion
•	 Acknowledges the emotional connections that 

family and staff members have with the residents

Care toward the end of life is holistic care. Conse-
quently this document addresses more than clinical 
decisionmaking and interventions; we also address 
the backdrop against which decisions are made – the 
culture of the nursing home. Quality of care is broader 
than performing specific tasks correctly. Quality con-
siders the human needs—the psychological, social, 
emotional, and spiritual needs—of the residents, fami-
ly members, and staff.

Caring for staff empowers 
them to care for residents
Death is difficult for everyone. When staff members 
believe they have done what they can to make the 
resident comfortable, alleviate the family member’s 
anxiety, and honor and respect the resident’s wishes, 
it is easier to handle the loss. When the culture of the 
nursing home supports and encourages caregivers, 
they are empowered to take care of residents in the 
best possible way. Having specific, thoughtful pro-
cesses that address the end of life empowers staff to 
meet the resident’s death with closure and without the 
feeling of regret.

What is a good death?
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Providing good care toward the end of life requires 
knowing each resident as a unique individual—what 
they hope for, what they fear, and what makes life 
worth living. Sometimes we avoid these conversa-
tions out of fear—not knowing what to say, being un-
sure about how to respond to what the resident might 
bring up, or simply being uncomfortable with facing 
our own mortality. If we fail to give our residents the 
opportunity to talk about what they want and what 
they fear most, we miss the opportunity to help them 
regain a sense of control, to provide reassurance that 
we will be able to manage pain, and to reinforce that 
we will do our best to meet their needs. 

Our residents may have thought about what they 
want at the end of their lives. Many of them may be 
more prepared than we are to have a conversation 
about what they want or don’t want. Without such 
conversations, residents and family members often 
feel robbed of control over their lives.

Most people have thoughts on what constitutes qual-
ity of life for them based on their own beliefs about 
family, independence, spirituality, mobility and men-
tal capacity. What residents and family members 
often don’t know is how their goals and preferenc-
es will play out given their particular circumstances 
and medical condition. Residents and family mem-
bers are better able to alleviate their fears and make 
thoughtful decisions when they are informed about 
the course of the resident’s disease, as well as the po-
tential implications of the treatment options that are 
available.

Step One: Advance care planning

With the proper training and 
preparation, a peaceful and  
positive death is possible for 
each and every one of us.

—Sangye Khadro, Tibetan Buddhist nun

Online CARE Toolkit

The Advance Healthcare Directive is a way for 
residents to make their healthcare wishes known 
if they are unable to speak for themselves.

The Advance Healthcare Directive Fact Sheet 
answers common questions about advance 
healthcare directives.

COALITIONCCC.ORG/CAREtoolkit
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Advance care planning 
begins on admission
Only a small percentage of residents have put their 
wishes in writing before entering a nursing home. 
Yet, our residents frequently communicate their wish-
es to us—although sometimes in a vague way. Resi-
dents say things like “I don’t want to be a burden to 
anyone” or “I’ve lived my life, I’m ready for God to 
take me.” These unstructured moments are an oppor-
tunity to find out more and to provide reassurance. 
Many residents and family members feel very re-
lieved when physicians and nurses are willing to talk 
about death—because they are ready to talk about 
it. When a resident expresses such sentiments, there 
is an opportunity for caregivers to expand the con-
versation by asking open-ended questions such as 
“tell me more about why you feel that way…”

Communicating in advance eases the distress of ev-
eryone involved—and provides direction for a physi-
cian or nurse who is not familiar with the resident, but 
who must nevertheless make decisions in a very short 
period of time. Advance care planning is the process 
that ensures that residents and family members fully 
grasp the implications of their decisions. Physicians, 
nurses, and others learn what the resident wants. In 
other words, both sides have critical information that 
they need to impart to each other. Consequently, 
end-of-life decisions should be discussed with resi-
dents by healthcare professionals.

Residents will be more candid about their end-of-
life wishes when they trust that caregivers truly care 

about them as human beings. Nursing homes can 
create an environment that fosters trust by expressing 
interest in and curiosity about a resident’s life. What 
is the resident’s story? What does the resident hope 
for? Questions such as these express to residents that 
it is our privilege as caregivers to share this journey 
of life together.

The first step in providing healing and hope in nurs-
ing homes is to establish a structured process for 
advance care planning that includes the following 
components:

1.	 Residents and family members are fully in-
formed about the resident’s medical condition 
and about common medical treatments toward 
the end of life.

2.	Residents have the opportunity to express their 
wishes clearly.

3.	The facility has policies, procedures, and 
processes in place for documenting, communi-
cating, and honoring those wishes to provide 
care and medical treatments consistent with the 
resident’s wishes.

Advance care planning is a person-directed process, 
based in conversation, which enables us to know our 
residents’ values, goals, and treatment preferences. 
Facilities that invest staff time and resources upfront in 
making sure that the conversation is done well, save 
time and energy avoiding situations where decisions 
have to be made during a crisis. Both the advance di-
rective and POLST (Physician Orders for Life Sustain-
ing Treatment) form provide important mechanisms 
for documenting resident wishes.

Advance care planning
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The role of the  
advance directive
An advance directive is a way for a resident to make 
his/her wishes for future healthcare treatment known. 
There are many different versions of the advance di-
rective, however, all of them can be used by a resi-
dent to do one or both of the following:

•	 Appoint an agent to speak for the resident when 
the resident is unable to do speak for him/her-
self (sometimes referred to as a “Durable Power 
of Attorney”), and/or

•	 Indicate the resident’s values, goals, and prefer-
ences for treatment (sometimes referred to as a 
“Living Will”). 

Nursing homes benefit tremendously when a resi-
dent has an advance directive that names a surro-
gate decisionmaker. Having clarity about who has 
authority to speak for a resident facilitates smooth 
communication when a critical healthcare decision 
has to be made.

Federal Law

The PATIENT SELF DETERMINATION ACT requires that, during the admission process, nursing homes ask 
residents if they have an advance healthcare directive and provide information about advance healthcare 
directives. For residents that have an advance healthcare directive, the nursing home should obtain a copy 
and put it in a prominent place in the medical chart. This enables staff to honor the resident’s wishes. Res-
idents with capacity who don’t have an advance directive should be encouraged to complete one. When 
an advance healthcare directive is completed in a California nursing home, an ombudsman must witness 
the signing.

Step One: Advance care planning (cont.)
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Advance care planning

POLST:  
Translating resident wishes 
into a physician order
California has adopted the use of the POLST (Phy-
sician Orders for Life-Sustaining Treatment) form to 
complement the advance directive and increase the 
likelihood that a person’s wishes regarding clinical 
interventions toward the end of life are honored. 
POLST translates a patient’s values and preferences 
for end-of-life care into a physician’s order that fol-
lows the patient across healthcare settings. POLST 
addresses a range of treatment options and enables 
our residents to clearly express treatment preferences 
regarding life-sustaining measures such as resuscita-
tion, nutrition, and intensity of care. POLST is rec-
ognized and honored across all treatment settings, 
regardless of whether the individual is at home, in a 
long-term care facility, or in the hospital.

The POLST is a voluntary form which complements 
the advance directive and is not intended to replace 
it. In fact, if a resident has an advance directive, it 
should be reviewed when completing a POLST form 
to make sure the two forms are consistent. POLST is 
also a physician order. While other members of the 
nursing home team may assist with initiating the con-
versation, the physician is responsible for making sure 
that the treatment choices reflect informed decisions.

This form provides a framework for discussing some 
of the common end-of-life medical treatments and 
providing residents and family members with infor-
mation they need to make informed choices. Specifi-
cally covered on the POLST form are decisions about:

1.	 Cardiopulmonary Resuscitation (CPR)
2.	Medical treatments and transfer to hospital
3.	Artificially administered nutrition

It is safe to assume that most residents will have a 
limited understanding of the consequences of their 
choices. For example, most people know CPR from 
what we see on television where the process looks 
easy and the outcome is successful. Few understand 
that CPR may result in broken ribs, punctured lungs 
or brain damage caused by lack of air. And, it is 
often not successful.

Many people believe that in the absence of a feed-
ing tube their loved one will face a painful death by 
starvation. In reality, as the body approaches death, 
it begins to shut down and its ability to process and 
receive nutrition from food decreases. Studies have 
shown that in persons with end-stage Alzheimer’s 
disease, feeding tubes may not prolong life, and can 
increase the risk of complication.

We owe it to residents and family members to pro-
vide information that helps them understand the im-
plications of these interventions in light of the resi-
dent’s medical condition. The POLST form provides 
a structure for these conversations, which should be 
grounded in information about the resident’s medical 
condition. For this reason, it is critical that staff assist-
ing with completion of POLST be well qualified and 
trained in how to have these conversations. And, the 
physician should review the form—and the treatment 
options in light of the resident’s specific medical con-
dition—with the resident or the resident’s decision-
maker before signing it.
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Advance care planning  
is an on-going process
Advance care planning does not end once a resi-
dent has completed an advance directive or a POLST 
form. Rather, these documents should be reviewed on 
a regular basis to make sure they continue to accu-
rately reflect the resident’s wishes. For example, when 
a resident has a significant change in condition, it 
may affect the intensity of care the resident wants to 
receive. Or, a resident may make a comment to a 
staff member that provides additional insight into the 
resident’s treatment wishes. Care conferences provide 
a good opportunity for regular review of residents’ 
advance care planning wishes and documents.

Incorporating advance  
care planning into the  
care conference
One of the most transformative activities nursing 
homes can undertake to move their culture from in-
stitutional to resident-directed is to re-examine how 
care conferences are conducted. The purpose of a 
care conference is to set individualized goals for the 
resident’s care based on what the resident and family 
members want and what is realistic for the resident. 

Perhaps we should borrow a slogan from the disabil-
ity rights movement: “Nothing about me without me.” 
The care conference should include input from the 
resident, resident’s family or legal decisionmaker, at-
tending physician, nursing staff and direct caregivers. 
Care conferences conducted in this way provide the 
ideal forum for completing, reviewing, and updating 
the advance directive and POLST form.

Direct care staff is critically important in care con-
ferences because residents often express concerns 
about the end of life during the daily processes of 
providing care. Direct caregivers and other staff who 
frequently interact with residents often have informa-
tion about the resident’s concerns that would not oth-
erwise surface in the more formal setting of a care 
conference.

Advance care planning is 
more than the single act of 
filling out an advance di-
rective or the POLST form.

Online CARE Toolkit

The Physician Order for Life-Sustaining Treat-
ment (POLST) form states what treatment resi-
dents want toward the end of their lives.

POLST Frequently Asked Questions answers 
common POLST questions.

Decision Guides is an educational series that 
explains the complex topics of life-sustaining 
treatments, using consumer-friendly language 
with evidence-based information.

Step One: Advance care planning (cont.)

COALITIONCCC.ORG/CAREtoolkit
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Advance care planning

Tag F280: Resident Participation in 
Care-Planning
A comprehensive care plan must be … pre-
pared by an interdisciplinary team … and to 
the extent practicable, [with] the participation 
of the resident, the resident’s family or the resi-
dent’s legal representative.

Tag F241: Dignity
The facility must provide care for residents in a 
manner and in an environment that maintains 
or enhances the resident’s dignity and respect in 
full recognition of his or her individuality.

Nursing homes can encourage residents and family 
members to participate in care conferences by:

•	 Notifying them in advance of the time and place 
of the care conference and inviting them to at-
tend, and

•	 Scheduling care conferences at a time of day that 
is convenient for residents and family members. 
Ideally family members would attend in person, 
but allowing them to participate by conference 
call is preferable to not having them attend.

Resident-directed care  
and capacity
Advance care planning and medical decision mak-
ing should be resident-centered at all times. By law, 
treatment decisions must be based on and consistent 
with the resident’s known wishes and personal values. 
If the resident has not expressed his/her wishes, then 
decisions are to be made in the resident’s best interest.

When residents have capacity, they retain the right 
to make their own treatment decisions. For residents’ 
whose capacity comes and goes, paying close atten-
tion to the resident and timing discussions so that the 
resident can participate as much as possible avoids 
the stress of having to guess about the resident’s wishes.

Family plays an important role in advance care plan-
ning and medical decision making. However, their 
authority to make decisions for the resident goes into 
effect only if and when the resident lacks capacity or 
delegates such authority to them. If the resident has 
specifically named who he/she wants to speak for 
him/her, then that is the person who has authority to 
speak for the resident, not other family members.
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Including family members 
in discussions
In addition to this formal role in medical decision-
making, family members are a tremendous resource 
in caring for residents and can provide insight and 
perspective. This is especially true when caring for 
residents from differing cultures. Conversations with 
family members can provide invaluable information 
about cultural values and practices toward the end 
of life that are important to the resident and to the 
family. It is hard to know a resident without knowing 
how they fit into the family and what their family 
members also hope for them.

Family members will have differing levels of famil-
iarity with medical conditions, differing types of 
attachment, and differing ideas about what their 
roles should be. Sometimes family members are not 
ready to step in as surrogate decisionmakers even 
though the resident can no longer make decisions. 
Sometimes family members need time to get used to 
the idea that their loved one’s health is deteriorating 
and that death may be approaching. 

We may think it’s time to let go but the family mem-
ber is not ready. Some family members operate from 
a premise that if the resident could live longer, the 
resident should live longer. They believe that medical 
treatments with even the slightest chance of prolong-
ing life should be tried. 

Finally, some family members believe it is completely 
inappropriate to have any part in decisions related 
to the end of life. They feel “it’s not my place” or “it’s 
up to the Lord.” In these instances, it is important to 
provide answers to questions and keep the family 
member informed, but not to attempt to persuade 
the family member to think differently. In this way, 
you keep the door open for continuing dialogue and 
increased understanding on both sides.1

Conversations with family 
members provide invaluable 
information about cultural 
values and practices at the 
end of life that are important 
to the resident.

1 Calling the Question of ‘Possible Dying’ Among Nursing Home Residents: Triggers, Barriers, and Facilitators by Mercedes Bern-Klug appeared in the 
Journal of Social Work in the End-of-Life and Palliative Care, Volume 2(3) 2006.

Step One: Advance care planning (cont.)
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When does dying begin? For the majority of people 
admitted to nursing homes, including those admitted 
for rehabilitation, advanced age and serious chronic 
illness, death is no longer theoretical. At what point 
should they be considered dying? It is difficult for 
anyone to gauge the seriousness of any particular 
episode. Most of us have witnessed residents who 
have temporary setbacks only to recover. Sometimes 
a resident dies unexpectedly. Despite our best efforts, 
we do not always get it right.

When a person takes a turn for the worse, usually the 
nursing staff decides to wait and see or to transfer 
residents to the hospital for further diagnosis of the 
condition and possible intervention. In most nursing 
homes, it is common that orders for comfort care or 
for the provision of hospice services are not written 
until the week of death, sometimes only hours before 
death.

We believe that every resident would benefit from the 
simultaneous provision of palliative care, even if the 
primary goal of their care is rehabilitation and dis-
charge. For many residents there may come a point, 
however, when the facility needs to recognize that 
the resident is in active decline and transitioning to 
active dying. Given that death is unpredictable, it is 
recommended that all residents are afforded the op-
portunity to express their wishes on admission and at 
regularly scheduled care planning intervals. In ad-
dition, all residents deserve to have their pain and 
symptoms managed and to be made as comfortable 
as possible.

Tag F 279:  
Comprehensive Care Planning
The care plan must describe the following: (i) 
The services that are to be furnished to attain or 
maintain the resident’s highest practicable phys-
ical, mental and psychosocial wellbeing…

Step Two: Resident-directed care considerations 
toward the end-of-life

What chills my bones is indignity. It is the loss of influence on what happens 
to me. It is the image of myself in a hospital gown, homogenized, anonymous, 
powerless, no longer myself. 

What scares me is to be made helpless before my time, to be made ignorant 
when I want to know, to be made to sit when I wish to stand, to be alone when 
I need my wife’s hand, to eat what I do not wish to eat, to be named what I 
do not wish to be named, and to be told when I wish to be asked, and to be 
awoken when I wish to sleep.

—Donald Berwick, MD, Former Administrator, Centers for Medicare and Medicaid Services
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Use of the terms palliative 
care and comfort care
In ordinary language, the terms palliative care and 
comfort care are often used interchangeably. They 
are not quite the same.

Palliative care is both a philosophy of care and a pro-
cess for delivering care. The term “palliate” means 
to relieve or lessen without curing. Palliative care fo-
cuses on relieving the stress and symptoms of seri-
ous illness such as pain, shortness of breath, fatigue, 
constipation, nausea, loss of appetite, and difficulty 
sleeping. Palliative care means focusing resources on 

intensive symptom management and quality of life; it 
does not involve the lessening of curative or rehabil-
itative measures. It is also interdisciplinary in nature 
so the resident has access to the entire team, includ-
ing physicians, nurses, and social services. 

While all nursing homes should be able to provide 
basic palliative care, sometimes residents’ palliative 
needs are so great that it may require more inten-
sive or specialized resources than are available in 
the nursing home.

In long-term care, federal regulations state that we 
have to maintain or attain the highest practicable lev-
el of well-being for our residents. How do you main-
tain someone’s highest level of well-being when he 
or she is dying? In the past, the practice has been to 
treat with aggressive and invasive procedures up to 
the end of a resident’s life. For many residents who 
are dying, however, this regulation is better met by 
developing and carrying out an interdisciplinary pal-
liative care plan.

“Palliate” means to relieve 
or lessen without curing.

PALLIATIVE CARE DIAGRAM
Curative Focus: 
Disease-Specific Treatment

Palliative Focus: 
Comfort and Supportive Treatments

Hospice or 
Comfort 
Measures 
Only Bereavement Support

Palliative care is one form of healthcare that can assist those diagnosed with a terminal illness as well as 
those who have a chronic disease. Palliative care can be provided at the same time as treatment that is 
meant to cure.

TIME DEATH

Step Two: Resident-directed care considerations 
toward the end-of-life (cont.)
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Resident-directed care considerations 
toward the end-of-life

Change of condition
Certain events cause the healthcare team to ask the 
question “is this person dying?” Sometimes these trig-
ger events are dramatic but often they are quite sub-
tle. We usually recognize dramatic events such as a 
heart attack, stroke, and hip or spine fracture. How-
ever, there are often signs of medical, functional, and 
psychosocial decline that are less obvious, such as:

•	 Weight loss
•	 Increase in falls
•	 Repeated incidences of infection, including  

urinary tract and pneumonia
•	 Pressure ulcers that heal very slowly or not at all
•	 Pain
•	 Extreme fatigue
•	 Increased dependency on oxygen

Other indicators are behavioral in nature, including:
•	 Refusing to eat
•	 Refusing medications
•	 Wanting to stay in bed
•	 Not wanting to participate in activities or reha-

bilitation

Often the decline is noticed by direct caregivers 
first—but the change can be subtle. Nursing homes 
that assign the same caregivers to the same resi-
dents—consistent assignment—stand a better chance 
of picking up the subtle signs of a final decline.

Although prognoses are always uncertain, the pri-
mary care provider, facility staff, resident, and/or 
family need to be aware of the course that most likely 
lies ahead.

Online CARE Toolkit

The INTERACT Stop and Watch Early Warning 
Tool helps direct caregivers communicate their 
observations to licensed staff so there is time to 
respond appropriately.

COALITIONCCC.ORG/CAREtoolkit
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The following graphs depict the typical course for many of our residents:

Source: Joanne Lynn and David M. Adamson, Living Well at the End of Life: Adapting Healthcare to Serious Chronic Illness in Old Age, Rand Health, 
2003.

Regulatory sanction is usually the 
result of failure to notice early 
warning signs of decline, to plan 
accordingly, to communicate 
clearly with other members of 
care team, including the physi-
cian, as well as family members, 
and to adequately document the 
changes on the care plan.

The last phase of life may be a period of days, weeks 
or years, and it can begin unexpectedly. This fact, 
and the attention on rehabilitation in order to meet 
perceived regulatory requirements, combines to cre-
ate confusion around what should be done toward 
the end of life. There is not necessarily a clear bound-
ary between when treatment aimed at prolonging life 
ceases and end-of-life care begins. When evidence 
of a decline is identified by the nursing home’s clini-
cal team, regulatory sanction can be avoided by ask-
ing two key questions:

1.	Is this decline reversible or irreversible?
2.	Does the resident and the family desire a cura-

tive or comfort care-only approach?

If the decline is irreversible or the nursing home has 
documentation of the resident’s wishes not to continue 
curative treatment, then rehabilitative or restorative 
measures can be discontinued. This includes such 
interventions as weighing residents and attempting 
to force them to eat. Regulatory sanction is usually 
the result of failure to notice early warning signs of 
decline, to plan accordingly, to communicate clearly 
with other members of care team, including the phy-
sician, as well as family members, and to adequately 
document the changes on the care plan.

Step Two: Resident-directed care considerations 
toward the end-of-life (cont.)

High

Low
Time

Death

Fu
nc

tio
n

Death
Death

Mostly Cancer Mostly frailty and dementia Mostly heart and lung failure

Short period of evident decline Prolonged dwindling Long-term limitations with intermittent serious episodes

Time Time
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Resident-directed care considerations 
toward the end-of-life

Resident-directed care means residents have a right 
to refuse any aspect of care. This includes not just 
medical treatments, such as those outlined on the 
POLST form, but also the ordinary aspects of care 
such as eating and taking medications.

Evidence-based  
care practices
We are learning that many interventions such as tube 
feeding and CPR, which were thought to be life-sus-
taining and commonly used in nursing homes, are 
not always as beneficial as we once believed. Deci-
sions about any form of treatment must be made on a 
case-by-case basis and in the context of the resident’s 
overall goals of care. Prevention of suffering should 
be a standard for evaluating the risks and benefits of 
any intervention. Most family members are unaware 
that these interventions have serious medical risk that 
accompanies the benefit. It is up to us to make them 
aware of the implications.

Tube feeding
Many people fear that not providing a feeding tube 
at the end of life means letting the resident starve to 
death. In the terminal stages of many diseases includ-
ing advanced dementia, the gastrointestinal system 
shuts down and digestion becomes ineffective. This 
is not to be confused with starvation, which occurs 
when a hungry person, whose body can benefit from 
food and nutrients, is deprived of them.

For someone who is terminal, the body may not be 
able to use the nutrients that the tube feeding provides 
and bloating and discomfort may increase. There is 
little evidence that tube feeding prevents pneumonia, 
or prevents pressure ulcers or causes them to heal. 
Each situation, however, must be evaluated individ-
ually. Tube feeding may help someone with a tem-
porary eating or swallowing problem, for example 
following cancer treatment or stroke, but may not be 
best for someone in the final stages of a terminal ill-
ness.

Cardiopulmonary  
resuscitation
The success of CPR depends on the reason the heart 
has stopped, how healthy the person was before the 
heart stopped, and how long the heart has been 
stopped before CPR is started. It is hard to know in 
advance how effective CPR will be for a specific per-
son, but many studies have shown who is most likely 
to benefit from CPR and who is not. In general, about 
15% of those who have CPR will survive. 

Residents are often  
alone and frightened 
when they are transferred 
by ambulance.
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For nursing homes residents, the survival rate is less 
than 2%. This number may increase for those who 
have no major health problems, have a sudden, un-
expected collapse, have CPR started within a few 
minutes of when the heart stops, and have the type 
of heart rhythm that responds to electrical shocks. Of 
those 15%, many will not return to the same level of 
functioning they had prior to their heart stopping.

For older people, especially, the serious complica-
tions often outweigh the benefits. The most common 
complications are rib fractures that have been doc-
umented in 97% of CPR attempts, and breastbone 
fractures documented in up to 43% of cases. Approx-
imately 59% of those who have CPR will have bruis-
ing of the chest and about 30% may have burns from 
the defibrillator.

Stop and think before  
you transfer
Most people express the desire to die in their own 
home. When a resident has lived in a nursing home 
for a period of time, it is their home. Yet, many nurs-
ing home residents spend their last days and hours 
in a hospital.

There are many reasons why transfer to the hospital is 
so frequent, including lack of confidence in our ability 
to provide the appropriate care, fear of legal liability, 
fear of regulatory sanction, family pressure due to 
unrealistic expectations or feelings of guilt, and fail-
ure to recognize and manage escalating symptoms.

We need to think carefully about transferring resi-
dents to the hospital at the end of their lives. Residents 
are often alone, and frightened when they are trans-
ferred to the hospital by ambulance. They may en-
dure long and uncomfortable waits in the emergency 
room before being admitted to the hospital. And be-
ing hooked up to the technological devices that hos-
pitals provide can be traumatic and recovery after 
hospitalization may be extensive and prolonged. The 
care provided may not be of enough benefit to justify 
the burden to the resident.

Online CARE Toolkit

Decision Guides explains the complex topics of 
life-sustaining treatments in easy-to-read lan-
guage, and is intended to supplement conver-
sations between patients and healthcare provid-
ers. Topic covered include: Artificial Hydration, 
CPR, Tube Feeding, and Ventilation.

COALITIONCCC.ORG/CAREtoolkit

Step Two: Resident-directed care considerations 
toward the end-of-life (cont.)
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Resident-directed care considerations 
toward the end-of-life

While transfer decisions must be made on a case-
by-case basis, it is safe to say that many residents do 
not derive significant benefit from a hospital transfer 
toward the end of life. Most of the decisions to trans-
fer are made when nurses consult with the physician 
after a resident’s condition changes; these decisions 
often occur during the evenings or on weekends, 
when the on-call physician is engaged in making the 
decision and does not know the resident. Often these 
decisions are made without consideration of the res-
ident’s previously expressed goals and preferences.

Frequently, family members are not contacted regard-
ing the decision to send the resident to the hospital, 
and when they are, families often think it’s their job 
to second guess the resident’s wishes. Many families, 
however, are looking to the physician and nursing 
home for guidance in these moments. In these in-
stances, simple statements communicated confidently 
can be effective and comforting to family members, 
such as “We can make your loved one comfortable 
and aggressively manage pain.” If a POLST form 
has been filled out in advance, nurses can remind 
families and physicians of the resident’s previously 
expressed wishes.

The way in which nurses communicate to physicians 
and family members can ensure that when a resi-
dent is transferred to the acute care hospital, it is 
consistent with the resident’s goals and values. S-B-
A-R provides a standardized way of communicating 
with other healthcare providers. The acronym stands 
for Situation, Background, Assessment and Recom-
mendation. Staff and physicians can use S-B-A-R to 
share critical information about a resident’s condition 
and make a sound clinical decision about whether a 
transfer is in the resident’s best interest. It improves 
efficiency by providing a standardized format of 
communication that helps caregivers speak about a 
resident ‘s condition in a concise and complete way.

This simple, yet highly effective communication tech-
nique can be used when:

•	 Nurses are calling physicians
•	 Nurses are handing off residents to one another
•	 Nurses are transferring residents to other facili-

ties or to other levels of care

Online CARE Toolkit

S-B-A-R Communication Form & Process Note 
provides a checklist for clear communication.

COALITIONCCC.ORG/CAREtoolkit
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Managing pain and  
reducing suffering
Eliminating pain and suffering is central to the pro-
vision of comfort care. Symptoms that need to be 
assessed and addressed include breathlessness, nau-
sea, anorexia, weakness, insomnia and constipation.

Pain is a personal, individualized feeling of hurt. Pain 
is whatever the person experiencing pain says it is 
and exists whenever the person says it does. Many 
patients experience pain but do not report it. This 
can be due to a variety of factors such as the mis-
conception that pain is a normal part of the aging 
process, the belief that some pain and suffering is 
necessary, fear that pain may be a new disease, and 
concerns about not being a good patient. In addition, 
it can also be due to dementia. Consequently, nursing 
homes should adopt protocols for pain management 
that require routine pain assessment and establish 
standards for addressing pain, including for patients 
who can’t verbalize pain.

Although we have made progress in managing pain, 
nurses often have concerns about the use of pain 
medication, particularly narcotics. Staff barriers to 
effectively manage pain include the misconception 
that pain is a normal part of aging, worries about the 
regulation of controlled substances, concerns about 
managing the side effects of pain medication, and 
concerns about developing tolerance to the drugs or 
overdose. However, when nurses are able to ensure 
the resident’s comfort, they are more comfortable 
with providing comfort care.

Helping families understand
While our primary allegiance is to our residents, it is 
hardly possible to care for a resident without caring 
for the family members as well. Nursing homes of-
ten find themselves dealing with family members who 
are struggling emotionally. Providing information to 
families about the signs and symptoms of dying will 
help them better understand what their loved ones 
are experiencing. Common signs and symptoms at 
the end of life may include:

•	 Decreased need for food and drink because the 
body functions are shutting down

•	 Dryness of mouth and difficulty swallowing
•	 Increased sleeping and difficulty waking up
•	 Increased restlessness
•	 Decreased urine output as kidneys shut down
•	 Breathing may sound labored because of 

relaxed vocal cords and a small amount of oral 
secretions collecting at the back of the throat

•	 Change in breathing patterns – ten to thirty 
second periods with no breathing

•	 Moaning sounds which do not necessarily 
signify pain

•	 Arms and legs may become cool to the touch 
and bluish in color

•	 The underside of the body may become darker 
and the hands and feet may be mottled due to 
decreased circulation

•	 Fever

Step Two: Resident-directed care considerations 
toward the end-of-life (cont.)
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Resident-directed care considerations 
toward the end-of-life

These symptoms are often frightening to family mem-
bers who feel helpless and want to reduce their loved 
ones’ suffering. Family members can derive satisfac-
tion knowing that they can help with the care and 
comfort of their loved one. Staff may suggest to fam-
ily members that they:

•	 Regularly moisten the residents mouth
•	 Massage the resident’s hands and feet
•	 Play music the resident enjoys
•	 Sing or read aloud to the resident
•	 Observe the resident’s religious, cultural, or per-

sonal customs and rituals

Maintaining care that is  
resident-directed
Most people fear the loss of dignity and control that 
comes with advancing age and admission to a nurs-
ing home. Most of us want a say in the care that is 
provided to us. For many staff, the idea of shifting 
control to residents and family members is both unfa-
miliar and uncomfortable. 

Many of us believe that we know what is right for 
residents and believe that professionals with a great-
er degree of technical knowledge should make deci-
sions on behalf of our residents. 

Many of us, however, are increasingly recognizing 
that residents deserve to retain their right to make 
large and small decisions as they near the end of life 
for as long as possible. Knowing that we are honor-
ing the dignity of each and every resident and being 
able to provide comfort are the reasons we chose to 
work in healthcare in the first place.
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A person-centered  
philosophy of caring
It sounds paradoxical, but when we include death as 
part of life we embrace the fullness and meaning of 
our own lives. No one wants to feel as if their life is of 
little consequence to the communities in which we live 
and work. Each of us wants to matter to others and to 
be remembered for the contribution we have made.

In the traditional model of institutional nursing home 
care, we have tried to eliminate the experience of 

death. This perception leads nursing homes to de-
lay the provision of end-of-life care, and to transfer 
residents to a hospital without thinking about what is 
in the patient’s best interests. It is common practice 
when a resident dies to remove the body as quickly 
as possible to avoid upsetting the other residents. Few 
nursing homes have developed bereavement practic-
es other than adhering to legal requirements.

A new philosophy of person-centered care is emerg-
ing that challenges many of the values and practices 
of the past. Nursing homes that are on their culture 
change journey intentionally examine every aspect of 
daily routine in order to create policies and practices 
that emphasize that quality of life is as important as 
quality of care. Homes with a focus on person-cen-
tered care build on the intrinsic motivation of staff 
to care holistically for residents, for their totality as 
human beings and not just their clinical needs. No-
where is this new philosophy more evident than in 
the practices being created and adopted to care for 
residents in the final days of life.

In the institutional model of care, the emphasis has 
been on curing or rehabilitation, on maintaining 
professional distance, and on not upsetting the res-
ident with the realities of death. Many of us trained 
in this model of care were cautioned “don’t get too 
close to the residents” or “you need to maintain your 
objectivity.” Yet, caring for residents is the primary 
reason most of us wanted to work in nursing homes 
in the first place. Person-centered care encourages 
staff to establish close and loving relationships and 
recognizes that caregivers feel genuine grief and 
pain when a resident dies. To deny the sacredness of 
death is to deny the sanctity of life. Nursing homes 
that embrace culture change are devising practices 
that nurture staff, residents, and their loved ones.

Person-centered care  
encourages staff to  
establish close and loving 
relationships and recognizes  
that caregivers feel  
genuine grief and pain when 
a resident dies.

I came in through the front door; 
I shouldn’t have to leave through 

the loading dock.
—resident, Fairport Baptist Homes, 

Fairport, New York

Step Three: Dying well
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Regardless of background, as we approach death, 
everyone has the same human needs. First and fore-
most, we all want to be seen for our spirit that lives in 
us despite a deteriorating body. When we as care-
givers can see beyond a resident’s outward appear-
ances and struggles and connect with the resident’s 
spirit, we honor the resident and ourselves.

As human beings, we have deep unconscious in-
stincts to cling to life and this can show up at the end 
of life in the form of physical agitation, restlessness, 
or pain. It is often said that “people die the way they 
lived,” which means that someone who has been 
irritable and resistant will likely struggle more than 
someone who has gone through life with grace and 
ease. Dying doesn’t change that. In supporting the 
resident’s spirit, however, we create an environment 
of respect, dignity, comfort, and reassurance. Being a 
gentle, caring presence helps to alleviate the struggle 
that residents may experience as their physical body 
winds down.

A person-centered model  
of caring
While the advance directive and POLST form make 
resident choices about medical decisionmaking ex-
plicit, there are many other aspects about care to-
ward the end of life that can be equally as important 
to residents and family members. Even people with 
dementia can participate in conversations about what 
matters to them. Certified nursing assistants (CNAs) 
play a particularly important role in care conferences 
because they often have unprompted conversations 
with residents about what is important to them. The 
care plan needs to reflect the things that are impor-
tant to the resident toward the end of life, including 
wishes for the presence of family members, and reli-
gious and cultural practices.

As a nursing home begins to examine its practices 
many questions often emerge:

•	 What messages are our current practices send-
ing to our residents and family members about 
the value of a resident’s life?

•	 If we were residents, what would we want if we 
died in our nursing home?

•	 Can we do more for our dying residents? What 
matters to them toward the end of life?

•	 Why are we so uncomfortable talking about a 
death with residents when they are often aware 
that a death has occurred?

•	 How can we better include family members so 
they have a sense of peace when a loved one 
passes?

Answers to these questions often lead nursing homes to 
make changes in their practices toward the end of life.

The care plan needs to  
reflect the things that are  
important to the resident 
at the end of life, including 
wishes for the presence  
of family members, and reli-
gious and cultural practices.

Dying well
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Cultural and spiritual  
considerations
Many cultures and religions have specific practices 
around the end of life and death. What may seem 
respectful in one culture may seem cold and distant 
to someone from another culture. And belonging to a 
particular culture does not necessarily mean the res-
ident will welcome the practices of that culture at the 
end of their life. 

While we cannot expect that all nursing home staff 
will become experts on the practices of other cultures, 
we can expect that the nursing home staff will make 
the effort to find out what matters to individual res-
idents and their family members. The term “cultur-
al humility” is beginning to be used to describe the 
attitude of being aware of one’s own culture, being 
interested in learning more, and being committed to 
honoring the traditions and values specific to each 
individual resident.

Spirituality refers to the way individual residents seek 
and express meaning and purpose and the way they 
experience their connectedness to the moment, to 
self, to others, to nature, and to the significant or sa-
cred. While we are used to asking residents about 
their medical history, we are not used to asking them 
comparable questions about their spiritual history. 
Yet, this kind information can benefit us tremendously 
in providing care that nurtures the resident emotion-
ally and spiritually. Taking a spiritual history does not 
require specialized training, but rather sensitivity and 
compassion. For residents who would benefit from a 
more formal spiritual assessment and support, pro-
viding them with access to a chaplain can be very 
beneficial.2

2 Improving the Quality of Spiritual Care as a Dimension of Palliative Care: The Report of the Consensus Conference by C. Puchalski, B. Ferrell, et. al. 
appeared in the Journal of Palliative Medicine, Vol. 12, No. 10, 2009.

Online CARE Toolkit

Hospice in Nursing Homes outlines how nursing 
homes and hospices can partner to meet individ-
ual resident needs.

Online CARE Toolkit

The FICA Spiritual Assessment helps identify a 
resident’s spiritual needs.

COALITIONCCC.ORG/CAREtoolkit

Step Three: Dying well (cont.)
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Dying well

The comfort of ritual  
and sacred space as  
death nears
It is important for nursing homes to honor the customs 
and rituals of their residents. At the same time, many 
homes are creating meaningful rituals of their own 
that are inclusive of the entire community. Ritual does 
not have to be associated with a particular religion or 
cultural custom. It can be anything the nursing home 
determines serves the residents and the community of 
people who live, work and visit the home – as long 
as the practice is what the resident wants or would 
have wanted. This step explores some of the practices 
that honor the lives of residents and bring peace and 
comfort to family members and staff.

Some nursing homes have created Sacred Journey 
Kits that include things such as CD players with a va-
riety of appropriate music, aroma therapy including 
scented oil diffusers, quilts, flame-less candles, note 
cards, and reading material that is religiously or cul-
turally appropriate. These materials are on hand and 
are individualized by the caregivers who know the 
resident’s preferences.

As death nears, many nursing homes have found the 
following guidelines to be helpful:

1.	Clear the space of clutter, especially  
unnecessary medical equipment

2.	Diffuse outside noise and distractions as much 
as possible

3.	Provide privacy
4.	Soften lighting
5.	Provide the presence of something beautiful or 

meaningful to the resident
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No one has to die alone
Comforting a resident toward the end of life is more 
than performing clinical tasks. Bringing comfort to a 
resident means attending to all the human needs—
the emotional, psychosocial and spiritual. It includes 
notifying family members as soon as it is recognized 
that death is near so they have adequate time to be 
at the bedside if that is their desire. Some homes have 
adopted a practice of putting a door hanging, with 
a resident’s permission, of a rose, butterfly, or some-
thing similar to alert staff and visitors that the resident 
is at the end of life. This provides adequate time for 
other residents and staff to pay their respects and 
spend a quiet moment saying goodbye.

Just like everyone else, residents want to know that 
their life mattered and that they touched other peo-
ple’s lives. As residents face life’s end, statements 
such as “please forgive me,” “I forgive you,” “thank 
you,” and “I love you” can help residents say their 
final good-byes.3

Not all staff members are equally comfortable with 
the process of dying. Fears include being alone with 
a dying person, not knowing what to do or say, not 
understanding the symptoms of death, and not know-
ing how to deal with pain. Peer-to-peer coaching by 
a staff member with more experience is often helpful. 
Some guiding principles that may be useful are:

•	 Take a quiet moment before entering the room.
•	 Focus on the dying person. If he or she wants 

to talk, be available. If not, be silent.
•	 Share memories and acknowledge what the 

person has meant to you.
•	 Be present, be patient.
•	 Provide reassurance with gentle touch to the 

feet, hands, and forehead of the resident.
•	 Speak gently. Hearing is the last sense that is 

lost. An unresponsive resident can likely still 
hear what is being said.

Consistent assignment of staff helps ensure that res-
idents’ preferences are known and honored—espe-
cially cultural or religious practices that are important 
to the resident. When direct caregivers are consis-
tently assigned, trust develops between the caregiver 
and the resident. This gives caregivers the opportuni-
ty to learn the resident’s preferences and draw upon 
that knowledge in the final days of a resident’s life 
to create a peaceful physical environment. Examples 
of this knowledge might include reading poetry or 
sacred texts that are meaningful to the resident, pro-
viding music that the resident enjoys, looking at pho-
tographs of family, or soothing touch to ease pain.

3 Byock, Ira. The Four Things that Matter Most. New York: Free Press, 2004.

When direct caregivers  
are consistently assigned, 
trust develops between the 
caregiver and the resident.

Step Three: Dying well (cont.)



Compassion And Respect toward the End of life     31

Dying well

Many family members wish to be present when a 
loved one dies. Federal Interpretive Guidelines re-
quire nursing homes to allow visitation, with the resi-
dent’s permission, whenever it is convenient for fam-
ily members. 

Our actions and attitudes can communicate to family 
members that they are in the way, or that they are 
part of the community caring for the resident at this 
time. Asking family members to participate in simple 
tasks, such as washing a resident’s face and hands, 
swabbing his/her mouth, or reading to the resident 
are ways of including family in meaningful, caring 
activities. Most family members welcome the oppor-
tunity to be useful. Some nursing homes demonstrate 
their care and concern for family members by provid-
ing a place to gather and talk, a few simple snacks, 
a basket of toiletries to use for freshening up, and a 
place to sleep when necessary.

Although our goal is to ensure that no one has to 
die alone, many people who work in end-of-life care 
have observed that some residents die when staff and 
family have left the room, even for a brief period of 
time. It appears to be a conscious decision on the 
part of the dying person. Staff can help to assure 
family members that this is not a failure on their part.

Caring for the deceased
Many current nursing home practices reveal our dis-
comfort with death and send an unfortunate message 
to other residents in the home. Moving a resident im-
mediately following the death is one such practice. 
When we don’t announce the death of a resident, 
other residents wonder if they too will leave the nurs-
ing home as if their stay was of no consequence to 
anyone else.

Some nursing homes now wash the body and cover it 
with a beautiful shroud or a special quilt. An Ameri-
can flag might also be appropriate. Family members 
often want to help with the practice of washing the 
body and placing the shroud. Some nursing homes 
use a chime to notify that a death has occurred and 
then allow a period of time before the mortuary ar-
rives to ensure that residents and staff have the op-
portunity to pay their final respects. 

This is also a time when simple prayers and religious 
or secular readings can be offered. Some nursing 
homes have adopted the practice of putting a res-
ident’s belongings in an attractive box to return to 
family members. Finally, some nursing home caregiv-
ers have adopted the practice of serving as pallbear-
ers side by side with family members as they escort 
the body to the waiting hearse.
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Caring for the living
It is not possible to work in a nursing home with-
out experiencing the emotions of grief and loss. Even 
when we are pleased to see a resident discharged to 
home. Even when we know that we might not have 
them in our lives in the same way we did for a few 
short weeks. Working in a nursing home means say-
ing goodbye. It is not for everyone. The death of a 
resident, especially one that the staff has come to 
know and love, is not easy. It honors all of us as hu-
man beings when we create ways to pay tribute in 
memory of a resident and to acknowledge our own 
sadness.

There are many ways to memorialize the life of a res-
ident. Some homes have created formal services, ei-
ther secular or religious, to remember those who have 
left our presence. Some nursing homes use journals 
or cards so that staff members can write their memo-
ries of the person who has died. Then they review it 
together and give it to the family as a remembrance. 
Even something as simple as gathering together to 
share memories with family members honors the work 
we have done, the loss the family members feel, and 
the life of the resident. We gather strength to contin-
ue our work when we acknowledge our loss. Caring 
for residents at the end of life is perhaps the most 
challenging aspect of care giving. Our values are in 
practice in everything we do at this time—whether 
explicitly stated or implicit in our activities.

We are each unique individuals and as human be-
ings we are body, soul, and spirit. The body needs 
food, warmth, hygiene, and movement. The soul 
needs caring relationships, art, music, and meaning-
ful activities. The spirit needs recognition and respect, 
religious ritual and support, prayer and inspiration. 
Person-centered care is about providing care the way 
we would want it provided if we were in a nursing 
home.

Providing compassionate care at the end of life brings 
healing and hope for our residents, their family and 
perhaps most importantly, for ourselves.

Providing compassionate 
care at the end of life 
brings healing and hope 
for our residents, their  
family and perhaps most 
importantly, for ourselves.

Step Three: Dying well (cont.)
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The CARE Task Force would like to acknowledge the importance and significance of the ECHO (Extreme Care, Humane Options) 
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challenges continue. The CARE Recommendations build off of the ECHO Recommendations putting the key concepts into the context of 
current nursing home public policy and practices, including culture change philosophy.
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The tools and resources mentioned in the CARE Rec-
ommendations are intended to assist nursing home 
staff facilitate end-of-life conversations with residents 
and their families.

Nursing homes that are equipped with the necessary 
attitudes, knowledge and skills provide the best pos-
sible end-of-life care for residents. These tools are in-
tended to be a starting point.

Resources
STEP ONE: Advance care planning
•	 Advance Healthcare Directives
•	 Advance Healthcare Directive Fact Sheet
•	 POLST Form
•	 POLST Frequently Asked Questions
•	 POLST Consumer Brochure
•	 Decision Guides for life-sustaining treatment

STEP TWO: Resident-directed care  
considerations toward the end of life
•	 INTERACT Stop and Watch Early Warning Tool
•	 Artificial Hydration
•	 CPR
•	 Ventilation
•	 Tube Feeding
•	 S-B-A-R: Communication Form & Process Note

STEP THREE: Dying well
•	 Hospice in Nursing Homes
•	 FICA Spiritual Assessment

COALITIONCCC.ORG/CAREtoolkit

Online CARE Toolkit
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Notes
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CARE Recommendations offers guidelines and tools 
for providing quality end-of-life care that is consistent 
with residents wishes. It explores ways to honor resi-
dents’ choices at the end of life, support and educate 
family members to prepare for their loved one’s death, 
and replace interventions that prolong suffering with 
ones that provide comfort and honor the human spirit.

CARE Recommendations assists nursing homes to:
•	 Facilitate conversations with residents and family 

members to clarify residents’ goals of care and 
specify their care preferences

•	 Provide care that addresses resident’s physical 
needs, while also honoring their emotional, 
psycho-social, and spiritual needs

•	 Establish processes and rituals that acknowledge 
the sacredness of the human spirit in residents, 
family members and staff

•	 Create a culture in which a resident’s individual 
needs and preferences are known and honored
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