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PURPOSE  
The purpose of these recommendations is to facilitate 
institutional processes, enhance provider competence 
and strengthen organizational relationships to improve 
two broad domains of end-of-life care:  

�� Advance care planning: The process of identifying 
the resident’s personal perspectives and values, 
which – in conjunction with the resident's current 
and anticipated medical status – provide the basis for 
making end-of-life medical decisions. 

ECHO Nursing Facili
 

Table of Contents 
Page No.

 1 
d 

ed Outcomes and Strategies   3 

re Planning 6 
als of Care and Interventions  
st Phase of Life 

ted/Assessing Your Facility  12 

 Definitions  16 
ferred Intensity of Treatment Form 18 
he State Dept. of Health Services 
embership/ Acknowledgements 27 
TION 

D 

tatewide group of healthcare 
g-term care associations, state 
sumers met to propose ways to 
ife care for residents of California's 
ursing facilities (SNFs) and 
 facilities (ICFs). Known as the 

 Care, Humane Options) Long-
orce, it was convened by 
thcare Decisions, a nonprofit 
mitted to public participation in 
care policy and practice.  

 California Coalition for 
are was formed to improve end-of-

out California.  Supporting the work 
k force, the coalition proposed that 
endations be field-tested in several 
. In spring 1999, an educational 
of-life decisions was conducted in 
g facilities that volunteered as pilot  
ipation provided a valuable 
 and refine some of the concepts  

�� Palliative care services: Services that provide 
physical, emotional, psychological, social and  
spiritual comfort and that together compose 
appropriate care of the dying person.  

 
In proposing these recommendations, the task force 
seeks to:  

1. Emphasize the role of the resident/surrogate* 
in the decision-making process.  
* In this document, resident/surrogate is a generic term 
for signifying the resident and/or family member(s), 
legal guardian, designated surrogate and/or significant 
others. The specific involvement of any of these people 
depends on the circumstances of the resident and the 
issue being addressed. 

2. Assure that SNF/ICF residents receive 
appropriate, timely and humane end-of-life 
care consistent with their wishes or, when 
wishes are unknown, their best interests. 

3. Encourage decision-making processes for end-
of-life care that are consistent with sound 
legal, ethical and professional standards.  

4. Propose changes in administrative and clinical 
practices to address existing barriers to 
appropriate end-of-life care.   
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These recommendations will benefit: 

�� Current and future SNF/ICF residents and their 
families/surrogates. 

�� Organizations that operate SNFs/ICFs.  

�� The administrative, physician and nursing 
leadership within SNFs/ICFs. 

�� Healthcare professionals and other direct service 
staff in SNFs/ICFs. 

�� Federal, state and county agencies responsible 
for overseeing SNF/ICF care.  

�� Professional associations that represent SNF/ICF 
facilities and the personnel who provide 
residents’ care. 

�� Academic institutions that educate healthcare 
professionals. 

 
 
PRINCIPLES 
These recommendations are based on important ethical 
principles:  
 
Patient autonomy 
The right of self-determination includes the right of 
adults to choose among appropriate treatment 
alternatives and to refuse any treatment offered.  To 
exercise this right in a meaningful way, residents/ 
surrogates must have the necessary information and the 
opportunity to make an informed decision. 
 
Avoiding harm 
Life-sustaining measures may constitute a harm, unless 
the medical benefit to the resident is apparent, is 
congruent with the resident's preferences, and outweighs 
the burden to the resident. To maintain an open dialogue, 
healthcare professionals should discuss all feasible 
options with the resident/surrogate about the goals of 

care, quality of life and desired outcome.  Procedures 
that merely increase the resident’s pain, suffering or 
indignity should not be recommended. 
 
Benefiting the patient 
Providing for humane care that supports the dignity of 
the resident requires far more than avoiding harm.  The 
treatment provided by the healthcare team must be 
purposefully and conscientiously aimed at meeting the 
resident's physical, psychological, social, spiritual and 
emotional needs in an environment of caring and 
support. 
 
Medical integrity 
The goals of care should be to improve the resident’s 
prognosis, comfort, well-being or general state of health; 
maintain a quality of life satisfactory to the resident; 
and/or provide comfort, respect and dignity during the 
resident’s remaining days of life. When a physician 
recommends interventions unlikely to have meaningful 
benefit to the resident, it may create unrealistic 
expectations about the resident’s prognosis and, at the 
same time, deprive the resident of humane care at the 
end of life.  Non-medical goals, such as meeting the 
family's emotional needs, must be recognized and 
addressed with compassion, while balanced with the 
principles of responsible and effective clinical practice. 
 
Use of personal and medical resources 
Providing treatment without first determining it is 
beneficial and desired by the resident/surrogate may be 
fruitless and wasteful.  The extraordinary financial cost 
of prolonged life-sustaining procedures may impoverish 
residents and their loved ones.  These financial burdens 
to residents/surrogates, and the use of scarce medical 
resources when meaningful benefit is not evident, are 
important considerations in evaluating treatment options.  
These issues should be openly and honestly discussed 
with residents/surrogates.
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RECOMMENDED OUTCOMES AND STRATEGIES 
 
To provide appropriate and humane care for residents near the end of life, several outcomes should be affirmed and 
promoted in the philosophy, policies and practices of skilled nursing (SNFs) and intermediate care facilities (ICFs).  
 
Outcome I Palliative care shares priority with restorative and supportive care among SNF/ICF services. 

Outcome II Discussions and decisions about end-of-life care are a routine part of the care planning process, 
and decisions adhere to accepted medical, ethical and legal principles. 

Outcome III Residents/surrogates are full participants in care planning that considers palliative treatment 
approaches, as well as supportive and restorative. 

 
Developing and adhering to effective policies and practices that advance these outcomes require the 
commitment and actions of several important groups: 

A. The corporate, administrative and clinical leadership of SNFs/ICFs. 
B. Healthcare professionals, non-licensed care providers, and public and private conservators.  
C. Regulatory agencies, professional associations and academic institutions.  
 
 
Recommended strategies for the corporate, 
administrative and clinical leadership of 
SNF/ICF: 
 
A(1) Develop a written statement of principles or 

philosophy regarding the institution’s role in 
the provision of end-of-life care that: 
�� emphasizes the importance of a team 

approach to assessing, communicating 
and delivering appropriate end-of-life 
care; and  

�� is provided to current, new and potential 
residents and their families, as well as to 
staff. 

A(2)  Develop palliative care protocols that define 
the steps for appropriate pain management, 
control of distressing symptoms, and 
maintenance of hygiene and dignity as part 
of end-of-life care. This includes: 
�� providing resources – directly or 

through referral – for meeting the 
emotional and spiritual needs of 
residents, families and caregivers; and  

�� providing hospice care, when feasible, 
through arrangements with local hospice 
programs. 

A(3) Maintain policies and procedures to 
appropriately identify the surrogate 

decision-maker when a resident lacks 
capacity. 

A(4) Emphasize in facility policies and 
procedures the role of the resident/surrogate 
in the care planning and decision-making 
process.  

A(5) Develop and use policies and procedures to 
establish and document the goal of care for 
each resident, consistent with the 
individual’s personal perspectives and 
values.  

A(6) Use a Preferred Intensity of Treatment 
form, or equivalent document, as a standard 
form for the primary care provider* to 
record the resident’s expressed preferences 
for intensity of treatment. 

 
* The term primary care provider is used in this 
document to mean physician, nurse practitioner, 
clinical nurse specialist or physician assistant 
when these roles have the equivalent authority 
for decisions and actions about care of residents. 
The term physician is used when pertaining only 
to an MD. 

 

 
A(7) Define the expectations of staff performance 

– through employee job descriptions, 
orientation/training programs and 
performance evaluations – related to 
successfully implementing advance care 
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planning and palliative care policies and 
procedures.  

A(8) Integrate current legal and bioethical 
principles related to end-of-life care with 
facility policies and procedures on medical 
and nursing care decision-making.  

A(9) Develop policies and procedures for 
consultation with a bioethics committee or 
bioethics professional, especially when 
addressing situations with complex or 
unclear ethical choices. 

A(10) Provide education to assist staff in:  
�� developing skill and comfort in talking 

with residents and surrogates about end-
of-life care;  

�� communicating resident’s wishes to 
team members; and 

�� understanding pertinent legal and 
bioethical concepts related to end-of-life 
care.  

A(11) Establish procedures when residents are 
transferred to another care setting for also 
transferring information about their intensity 
of treatment preferences, personal beliefs 
and goals, and advance directive documents. 

A(12) Monitor palliative care services and end-of-
life decision-making through quality 
improvement or quality assurance programs. 

 
Recommended strategies for healthcare 
professionals, non-licensed care providers and 
public and private conservators: 
 
B(1) Healthcare professionals use effective and 

timely communication techniques with 
residents/surrogates when discussing 
advance care planning, life-sustaining 
measures and palliative care.  

B(2) Healthcare professionals involve non-
licensed care providers in this 
communication process and recognize their 
function as an important link among 
residents, families and the rest of the 
healthcare team.  

B(3) Healthcare professionals and conservators 
develop skill in applying key concepts, such 
as:  

�� assessing the decision-making capacity 
of residents and, if applicable, 
surrogates; 

�� understanding the difference between 
capacity and competence; 

�� assessing benefit and burden of care; 
and  

�� understanding the legal and ethical 
considerations of withholding and 
withdrawing life-sustaining measures. 

B(4) Healthcare professionals assume that all 
residents have capacity to make their own 
decisions unless there is evidence to the 
contrary.  A resident’s advanced age or 
physical or mental disability does not 
presume a decline in the resident’s decision-
making capacity (see definition, page 17).  

B(5) Primary care providers, conservators and 
other professionals understand and apply 
key concepts critical to the care planning 
process, such as:  
�� incorporating residents’ personal goals 

and residents’ perception of their quality  
 of life in relation to end-of-life 

decisions; 
�� recognizing the role of residents’ 

cultural, religious and personal values; 
�� addressing questions about life-

sustaining measures and alternatives; 
and  

�� assisting in resolving conflicts if 
disagreements arise concerning 
appropriate plan of care. 

B(6) Primary care providers, when addressing 
end-of-life issues with residents/surrogates, 
�� provide resident/surrogate with 

sufficient information about resident’s 
prognosis and treatment options; 

�� provide supporting documentation 
addressing the clinical status of the 
irreversibly ill resident; 

�� document resident preferences on a 
Preferred Intensity of Treatment form; 
and  

�� provide medical orders, if needed, 
specific to the resident’s informed end-
of-life decision. 
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B(7) Healthcare professionals provide palliative 
care services consistent with the resident’s 
wishes as determined through the care 
planning process. 

B(8) Healthcare professionals and non-licensed 
care providers assure their skills in 
delivering palliative care meet the needs of 
residents and their families.  

B(9) Public and private conservators are aware of 
and support all goals of care (including 
palliative), the concept of individualized 
autonomy and the best interest standard. 

 
Recommended strategies for regulatory 
agencies, professional associations and 
academic institutions: 
 
C(1) The California Department of Health 

Services (DHS) and State and local Long 
Term Care Ombudsman Programs support 
palliation as an appropriate goal of care. 

C(2) The California Department of Justice, 
Department of Health Services, local 
ombudsmen and local law enforcement 
agencies appropriately distinguish between 
criminal neglect and palliative care.  

C(3) Regulatory, professional and academic 
organizations, healthcare providers and 
payers use consistent terms related to end-
of-life care. 

C(4) California schools of medicine include 
palliative care within the core curricula of 
physician education.  

C(5) The California Board of Registered Nursing 
provides recommendations to California’s 
schools of nursing, including Advanced 
Practice programs, for education in end-of-
life discussions, decisions and care. 

C(6) The California Association of Medical 
Directors (CAMD) develops training 
curricula on care of SNF/ICF residents 
specifically for physicians and recommends 
the curricula to nurse practitioner, clinical 
nurse specialist and physician assistant 
programs. 

C(7) Regulatory agencies and professional 
associations encourage and/or provide 
educational opportunities, materials and 
policy positions consistent with the need for 
quality palliative care in SNFs/ICFs. 

C(8) Regulatory agencies, professional 
associations and academic institutions 
encourage and/or develop educational 
programs for their constituents — state 
surveyors, ombudsman programs, public and 
private conservators, SNF/ICF leadership, 
healthcare providers, etc.— on: 
�� ethical decision-making processes; and 
�� improving communication related to 

end-of-life care. 

C(9) The California Medical Association supports 
and sponsors medical education for 
practicing physicians to enhance their skills 
in end-of-life care. 

C(10) MDS (Minimum Data Set) vendors modify 
computer-generated patient care plans to 
incorporate the goal of care and the 
resident’s preferences for end-of-life care.
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ADVANCE CARE PLANNING 
Setting Goals of Care and Interventions for the Last Phase of Life 
 
The purpose of this section is to describe key issues for the SNF/ICF team to consider when incorporating end-of-
life decision-making into care planning for residents. 
 
 
A.  MAJOR PRINCIPLES 
��End-of-life decision-making should be 

addressed with all residents.  
The Patient Self-Determination provisions of 
OBRA 1990 requires certified facilities to 
inform residents of their right to make decisions 
concerning medical care.  This includes the right 
to accept or refuse medical or surgical treatment 
and the right to formulate an advance directive 
in order to designate a surrogate decision-maker 
and/or to express in writing preferences 
regarding treatment.   

��Facilitating end-of-life decisions is much more 
than completing an advance directive. 

Assessing the resident’s goal of care and 
appropriate interventions will be aided by  
a resident’s advance directive, but the directive 
is just one aspect of advance care planning.  

��For those to whom the nursing facility is their 
last home, advance care planning should be a 
regular, routine part of resident-centered care. 
Although prognoses are always uncertain, the 
primary care provider, facility staff, resident 
and/or family need to be aware of the course that 
most likely lies ahead.  Some people spend a 
short time in nursing facilities for rehabilitation 
prior to returning home.  For many others the 
nursing facility is their last home. 

 

  
After joint replacement, a resident may 
steadily regain function before going 
home. 

A resident with metastatic cancer may get steadily worse, 
then die quickly. 

  
A resident with heart disease or 
emphysema may have frequent serious 
exacerbations but recover well so that 
overall function declines slowly. 

 A resident with dementia or other chronic diseases may 
remain stable for long periods, yet be vulnerable to 
infections that can cause decline or death. 
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��Advance care planning doesn’t wait for dying 

to begin. 
The last phase of life may be a period of days, 
weeks or years, and it can begin unexpectedly.  
Shaping care for that last phase is the purpose of 
planning.  Although the course of physical or 
cognitive decline cannot be predicted with 
certainty, the more the healthcare team knows 
about a resident—his/her views, values, fears, 
cultural and religious beliefs, the things that give 
him/her pleasure—the better the team can 
respond appropriately and proactively when 
decisions are needed.   

 
��Advance care planning usually involves many 

decisions, over an extended period of time, with 
unpredictable influences.  
There are no formulas or clinical pathways that 
lead to a right answer.  Virtually every aspect 
that influences a person’s decision about end-of-
life care is, in some way, unique to that person. 
These aspects include: 
�� The wide variation in how individuals' 

physical and cognitive functions decline. 

�� Peoples’ differing preferences for care near 
the end of life – based on culture, religion, 
personal experience, family relationships, 
and an individual’s own unique views of 
living and dying.  

�� People changing their preferences over time. 
What is an acceptable quality of life at one 
point may not be later on.  Or vice versa. 

�� Different people involved in the decision-
making process over time, as the resident 
and surrogate shift roles. 

�� Variation in the type and extent of 
communication with the resident, as the 
primary care provider and facility staff trade 
off taking the lead in their interactions. 

�� The broad range of end-of-life decisions. 
This includes decisions about CPR, artificial 
feeding and hospital transfers.  But it can 
also include more subtle decisions, such as 
when to stop giving treatments for 
osteoporosis, doing blood tests or screening 
for unsuspected cancer or thyroid disease.  

  

 
B.  ESTABLISHING OR RE-ASSESSING THE GOAL OF CARE  
 
��What is a goal of care? 

A goal of care answers the question “What are 
we trying to achieve, consistent with this 
resident’s wishes, by providing medical/ 
nursing/supportive interventions?”  

 
��What are the various types of goals of care?  

In broadest terms, the goals of care are 
restorative, supportive or palliative (see 
Concepts and Definitions). While some residents 
are clearly in the nursing facility for 
rehabilitation, and others for palliative care, 
most long-stay residents fall into the supportive 
(maintenance) category. These terms are very 
similar to those described in HCFA’s RAI 
Version 2.0 Manual, Chapter 5 (Linking 
Assessment to Individualized Care Plans): “there 
may be one or more types of goals for each 
resident, such as improvement goals, prevention 
goals, palliative goals or maintenance goals.”  

Keep in mind, however, that broad categories 
such as restorative, supportive or palliative care 
are not individualized and may not provide 
adequate guidance for decision-making. A 
sentence that captures the resident’s values and 
preferences for end-of-life care is often clearer 
and more descriptive.  For example, a resident 
may say, “I believe life is sacred and that I 
should try to live as long as possible even if I am 
suffering and battling nearly impossible odds.”  
This expression of the resident's values provides 
a much clearer message about his/her goal of 
care than does the term supportive.   

Sometimes even personal expressions fall short 
of giving clear guidance.  A resident may say, "I 
would prefer to go in my sleep.  I certainly 
wouldn't want to be kept alive on machines."  
Although this resident would not want 
prolonged life support, she has not stated her 
goals in a positive sense so many questions 
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remain about other interventions. Most residents 
in the palliative category would agree with the 
more specific goals of preserving dignity and 
preventing any unnecessary suffering, but even 
in this category there may be important 
individual differences.  The team should 
encourage the primary care provider, nursing 
and social work staff, and others to document a 
resident’s personal expressions that reflect actual 
goals and preferences. 

 
��When should the goal of care be determined? 

The goal of care should be discussed or 
reviewed: 
�� On admission to the facility; 
�� During quarterly care planning; 
�� Any time there is significant change in the 

resident’s physical or mental condition; and 
�� When requested by the resident/surrogate. 

During routine care conferences ensure that the 
overall goal of care is clear and that orders and 
documentation are appropriate.  Facilities need 
to develop a format to do this that best fits with 
their own care planning practices. 

 
��Who should participate in setting the goal of 

care?  
This is the responsibility of the interdisciplinary 
team (IDT) which would include the resident, 
resident’s family or surrogate, attending 
physician, registered nurse with responsibility 
for the resident, and other appropriate staff as 
determined by the resident’s needs.  Facilities 
promote participation of the resident/surrogate 
by: 
�� encouraging their attendance at care planning 

conferences and 
�� scheduling care planning conferences at a 

time of day that is convenient for residents/ 
surrogates. 

 If the resident/surrogate is unable or unwilling to 
participate with the IDT directly, the physician 
should ascertain and communicate the values 
and preferences of the resident/surrogate to the 
team.   

The resident’s situation may change rapidly and 
repeatedly, and formal planning cannot always 
be done in a timely manner.  In such cases, 

information from prior deliberations can be 
shared with the resident/surrogate, primary care 
provider and other members of the IDT as the 
medical situation changes. 

 
��What information is needed to determine the 

goal of care? 

 Clinical Information  
�� Diagnoses and prognoses, including 

current and anticipated functional status; 
�� Treatment options with their respective 

clinical benefits and burdens for the 
resident; and 

�� Current decision-making capacity of the 
resident. 

Personal and Social Information  
For residents with full decision-making 
capacity, this includes the resident’s: 

�� Current understanding of his/her health 
condition and prognosis; 

�� Values and treatment preferences, 
including his/her beliefs about the 
chances for recovery;  

�� Written/verbal statements of preferences 
or values, including an advance 
directive;* 

�� Cultural factors and religious or personal 
beliefs relevant to preferences about end-
of-life care; and  

�� Pertinent information from family 
members or significant others.** 

* Although an advance directive is not in 
effect while the resident has appropriate 
decision-making capacity, reviewing a 
completed document can provide the 
team with additional information about 
the resident’s values and goals.  

** Information from family members or 
significant others does not override the 
views of a resident with decision-making 
capacity and should be considered 
advisory. 

For residents without full decision-making 
capacity: 

�� Surrogate’s current understanding of the 
resident’s health condition and 
prognosis; 
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�� What is known about the resident’s 
previously expressed values and 
priorities, as indicated in advance 
directives or other written/verbal 
statements of preferences, including 
cultural factors and religious or personal 
beliefs;  

�� The resident’s relevant verbal and 
physical expressions; and 

�� The perspectives of family members or 
significant others. 

 
��How is the goal of care determined from this 

information? 
Once the core information (described above) has 
been obtained, the IDT reviews the clinical 
factors (prognosis, what is medically possible, 
the risks and benefits of treatment options) and 
how they correspond with the resident's 
preferences and values. Once fully informed 
with accurate, realistic medical information, the 
resident/surrogate is the primary decision-maker 
about his/her own goal of care.  

When a person is admitted to a SNF to recover (for 
example) from a hip replacement, the goal of care is 
usually restorative.  In other situations, physicians 
and nursing facility staff can help the resident/ 
surrogate identify the goal of care by asking: 

�� What are you hoping will happen? 
�� What are we aiming for?  

Some residents/surrogates may be ready for such 
questions as: 

�� Have you thought about what you would 
like the last phase of your life to be like? 

�� What is most important for you during 
this time? 

The care planning process needs to be sensitive 
to the potential need to shift the overall goal of 
care – for instance, moving from supportive to 
palliative – when appropriate.  

 
 

 
C.  RELATING THE GOAL OF CARE TO SPECIFIC INTERVENTIONS 
 
��How does knowing the overall goal of care help 

in making decisions about treatment? 
Establishing an overall goal of care helps the team 
arrive at a holistic view of the resident, and it helps 
the resident/surrogate and the team make decisions 
about specific interventions. However, the team 
needs to be careful not to insist that the goal of care 
and decisions about possible interventions always be 
consistent.  The resident may choose to have an 
intervention that doesn’t fit with the overall goal of 
care.  If team members feel this choice clashes with 
an ethical principle, they should seek additional 
resources as discussed below. Discussions about 
specific interventions often clarify the goal of care 
and may generate new information leading to 
reconsideration of the goal. 

 
��How do we know a certain intervention will be 

appropriate since the goals of care are so 
broad? 

For the majority of residents, decisions about 
whether to initiate or continue any particular 

medical intervention (from routine lab tests or 
medications, to invasive treatment such as 
dialysis or CPR) ultimately depend on whether 
the benefit of receiving the intervention will be 
greater than the burden of the intervention to the 
resident (see definition, page 16).   

For some residents, any intervention that 
sustains life will always have greater benefit 
than burden. The personal, cultural or religious 
beliefs of that resident may clearly indicate that 
prolonging life always has the highest priority 
regardless of the suffering involved.  For others, 
however, balancing benefit and burden is a 
continuous, dynamic process that doesn’t lend 
itself to strict protocols.   

The perception of burden and benefit is 
subjective and usually can only be assessed in 
the context of the resident’s desires about his or 
her last phase of life and own assessment of 
his/her current and future quality of life.   

(A simple example of assessing benefit and 
burden is described on page 11.) 

ECHO Nursing Facility Recommendations  9 
   



Questions the IDT can ask: 

1. Why are we doing this? 
Every intervention should be assessed in 
terms of how it will aid the resident in 
achieving his/her personal preferences for 
living the last phase of life.    

2. If we are not sure if this approach is 
appropriate for this person at this time, 
what else do we need to know that will 
make it clearer?  

  If a resident is unable to indicate his/her 
views about possible changes in his/her 
quality of life, consider the resident’s 
previous experiences and expressions when 
weighing the benefit and burden of the 
approach. Consider using additional 
resources as noted below. 

3. If this intervention seems appropriate 
now, when do we need to re-evaluate our 
approach? 

  Based on the resident’s views about his/her 
quality of life, identify those aspects (e.g., 
capacity for autonomous decision-making, 
social interaction, independent activity) that 
the intervention or a change in medical 
condition may adversely impact.  

 

��Aren't end-of-life decisions sometimes difficult 
or controversial? 

Most end-of-life decisions in nursing facilities 
are not controversial or complex because: 

�� Residents may stay in nursing facilities 
for extended periods, enabling good 
communication to develop about 
residents' values and preferences; and 

�� Most residents and family members 
recognize that the last phase of life is at 
hand and are more willing and able to 
discuss this subject openly.  

At times, however, determining if a certain 
approach is appropriate can be difficult and 
troubling. Sometimes disagreements arise when 
information is inadequate or communication 
poor among the team members.  At other times 
conflicts exist because there is an ethical 
dilemma: a clash of ethical principles for which 
there may not be a right answer. Conflicts may 

arise among and between the healthcare team 
and resident/surrogate when: 

�� The resident’s wishes are unknown and 
surrogates are not in agreement about 
end-of-life decisions, 

�� Surrogates have expectations about the 
goal of care that the healthcare team 
feels cannot be met, 

�� A member of the healthcare team 
disagrees with the goal of care or a 
particular medical intervention, or  

�� One or more key decision-makers are 
unclear or disagree about ethical, legal 
or medical principles that pertain to this 
situation. 

  

��How should these situations be handled?  
In the hospital setting, many hospital ethics 
committees have developed a formal case 
consultation process.  This is composed of data-
gathering followed by structured discussion 
among committee members, appropriate 
members of the treatment team and the patient’s 
support system.  The committee then makes 
non-binding recommendations.  The process 
seems to work best when the committee is 
interdisciplinary, including non-clinical 
members, and when committee members work 
together as a team, respecting the differences 
among them.   

Some nursing facilities have developed ethics 
committees, but in facilities without one, it is 
advisable to use other resources—such as an 
outside physician, an experienced bioethicist, a 
local bioethics committee, or an attorney—to 
assist the team in reaching agreement.  This is 
also useful when the team has reached 
agreement but would like an independent 
outside opinion.  
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CASE EXAMPLE 

Assessing Benefit and Burden 
 

Mrs. Agnes Cole is an 84 year-old woman with diabetes and a history of multiple strokes 
that have led to her dementia.  Several months ago, a stroke left her immobile, mute and 
unable to recognize or respond to her family members or the facility staff.  Mrs. Cole’s 
daughter and her physician have had several discussions about the prognosis and 
treatment options.  During a recent care planning meeting, IDT members asked Mrs. 
Cole’s daughter (the designated surrogate) to consider what Mrs. Cole might want if 
another severe medical event occurred.  Based on Mrs. Cole’s prior expressed wishes and 
poor prognosis, her daughter, the IDT and the physician agreed that her goal of care was 
palliative. 
 
Several weeks later, Mrs. Cole developed a temperature of 100.5 F and became short of 
breath. Her care plan indicated that she was not to be provided with treatments to prolong 
her life but that medical treatments should be provided to keep her comfortable. 
 
To clarify Mrs. Cole’s clinical situation, the physician ordered laboratory tests and a 
chest x-ray.  These revealed a pneumonia which could be treated with antibiotics.  At
point, the physician, nurse and daughter had to weigh the benefit and burden to the 
resident of the different treatment options: 

 that 

 fever. 

1. Transferring her to the hospital for antibiotics and any other life-sustaining 
treatments that might be needed; 

2. Treating the pneumonia with antibiotics in the nursing home, but without 
transferring her to the hospital; or 

3. Not treating the pneumonia but making her comfortable with medications to 
relieve her shortness of breath and

 
The nurse contacted the daughter and the physician to discuss the treatment options and 
how the options would contribute to her goal of care.  They agreed that it was best to 
make her comfortable with medications in the nursing facility but not to treat the 
pneumonia.  In coming to this decision, they considered the following:   

�� Mrs. Cole had indicated several years ago that if she could no longer interact with 
her family she would not want any medical treatment to prolong her life. 

�� Even if the pneumonia were successfully treated, it would not return her to the 
quality of life that Mrs. Cole had said was worthwhile to her. 

�� They could ease her fever, discomfort and shortness of breath without using 
antibiotics. 

�� They could keep her in the nursing facility for her final days, being cared for by 
those who know her well. 



GETTING STARTED  
 
The recommendations in this document are intended as a blueprint that facilities can modify and adapt according 
to their institutional culture, processes, resources and interests.  With end-of-life care, the critical issue is not only 
"what needs to be done?" but also "where do we start?"   
 
The following are suggestions that may prove helpful:  
 
1.   Secure the commitment of the facility 

administrator, director of nursing and 
medical director. 
The administrative team ultimately makes the 
difference in implementing changes in policy 
and practice.  Although this commitment does 
not require an open-ended timeframe or 
unlimited resources, it does require that the 
administration endorse and support those 
charged with planning changes.  

 
2.   Designate a small—and enthusiastic—

leadership team. 
Appoint a team leader to convene a 
multidisciplinary Quality Improvement Team to 
assess the needs of the facility, establish 
priorities and develop an implementation plan.  
In addition to representatives from the nursing, 
dietary and social services departments, the team 
might also include a chaplain, a family member 
and the ombudsman.   

  
3.   Conduct an internal assessment.  

To develop a plan uniquely suited to the facility, 
first identify its strengths and weaknesses.  
Consider: 
��Evaluating the status of current written 

processes and procedures using the tool 
“Assessing Your Facility’s Policy and 
Practice of End-of-Life Care;”  

��Soliciting current opinions, comments and/or 
concerns regarding end-of-life issues with 
staff, resident council, family council, 
medical director and ombudsman;  

��Reviewing the facility’s compliance with the 
Patient Self-Determination Act; and  

��Reviewing recently closed charts of residents 
whose death was expected.  Were the goals 
of care and end-of-life preferences 
documented and respected? Were there 
problems with pain, dyspnea or other 
distressing symptoms?  Were psychological 

and spiritual needs assessed and addressed?  
Was communication effective with loved 
ones?  Were they satisfied with the care?  
Were all appropriate disciplines involved? 

  
4.   Establish and prioritize objectives for 

improvement.  
Based on the internal assessment, identify two to 
four aspects of end-of-life care to be improved 
over the next year.  Though the assessment may 
reveal many more needs than that, sustainable 
change is difficult if too much is undertaken at 
once.  Begin with quick-start projects that will 
generate enthusiasm, rather than an arduous 
project like rewriting all the policies at once.  
Stay realistic while raising the bar of 
expectations one notch at a time.   

 
5. Include infrastructure changes whenever 

possible. 
Educating staff is often a reasonable first 
intervention. But education alone rarely leads to 
lasting change in clinical behavior, particularly 
in an area as complex as end-of-life care.  For 
each targeted area, identify specific changes that 
may be needed in the institutional structure. 
These infrastructure changes may include such 
things as: 
��Revising the orientation and inservice 

programs; 
��Adopting a pain assessment protocol; 
��Tracking end-of-life-related indicators in QA 

meetings; 
��Updating job descriptions; and 
��Using a form to document treatment 

preferences. 
 
6. Take incremental steps, but make them 

visible.  
Though the steps may be small, they should be 
visible and measurable. Once actions are chosen, 
develop a QA monitoring tool to identify areas 
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of success or opportunities for improvement.  
Recognize success and give credit to those 
making a difference, however minor.  As soon 
as one change is working, choose another.  The 
impact of these changes will grow over time. 
 

7. Establish responsibilities and a timeline. 
For each goal or action, decide who is 
responsible, how often and in what context they 
will visit the issue, and the date for expected 
completion or re-evaluation.  Allow a reasonable 
amount of time to effect change. 

 

8. Collaborate with colleagues from other 
facilities and regions. 
Talking with others and sharing ideas, policies 
and educational programs will save countless 
hours and sustain creativity.   Seek out or form 
regional networks for support. 

 
. 
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ASSESSING YOUR FACILITY’S POLICY AND PRACTICE 
OF END-OF-LIFE CARE 
 
Improving your facility's end-of-life practices begins 
with assessing them.  Though individual clinicians 
and support staff may deliver excellent end-of-life 
care, practices must become institution-wide and 
consistent over time. Sound principles, policies and 
practices—well-documented in administrative and 
clinical protocols—provide the foundation for 
developing competence and monitoring 
improvements.  

Assessing your facility provides a means by which 
strengths and weaknesses can be identified, 

improvements prioritized, and a baseline established 
from which to measure change.  This assessment, 
however, does not measure the extent to which these 
policies are followed; it only identifies whether the 
policy exists.  How to use this information is the 
next step in the planning process.  It may be helpful 
for several people to complete this assessment 
independently (e.g., director of nursing, staff 
developer, administrator, medical director) and then 
compare notes. 
 

 
Administrative policy   
 Yes No 
A. Is there currently a written statement of the facility’s principles or policy 

regarding care for residents at the end of life? 
  

B. If so, does it address:   
1. Respect for resident/surrogate preferences?   
2. Respect for residents’ cultural, religious and personal values?   
3. On-going resident/surrogate’s participation in care decisions?   
4. Assistance in completing advance directives?   
5. Withholding and withdrawing life-sustaining measures such as artificial 

nutrition? 
  

6. Decision-making capacity?   
7. Identification of surrogate?   
8. Ongoing communication with resident/surrogate?   
9. Transferring documentation of resident/surrogate preferences when the 

resident moves to another level of care? 
  

C. Is this policy provided to:   
1. Staff?   
2. Residents?   
3. Families/Surrogates?   

 
Clinical policies and practices   
 Yes No 
A. Does the written care planning process include:   

1. Establishing and documenting the goal of care for each resident, consistent 
with resident’s personal preferences or values? 

  

2. Reviewing the goal of care and resident preferences as needed?   
B. Are there palliative care policies for:   

1. Assessing and managing pain?   
2. Managing distressing symptoms such as dyspnea, anxiety, constipation, and 

fatigue? 
  

3. Providing resources for meeting the emotional needs of residents/surrogates?   

14 ECHO Nursing Facility Recommendations 
 



 
 Yes No 

4. Providing resources for meeting the spiritual needs of residents/surrogates?   
5. Arranging for hospice care when appropriate?   

C. Are there standardized forms for:   
1. Documenting preferred intensity of treatment (e.g., the PIT form)?   

a. If so, are these forms reviewed during care planning meetings for 
current appropriateness? 

  

2. Assessing pain status and effectiveness of interventions?   
 

Education   
 Yes No 
A. Are there educational materials available for residents/surrogates on decision-

making and care for those near the end of life? 
  

B. Does on-going inservice education (for CNAs , RNs, LVNs and SWs) include:   
1. Basic knowledge of ethics, law and regulation pertaining to end-of-life 

decision-making? 
  

2. Communication skills for facilitating end-of-life decisions?   
3. Pain assessment and management?   
4. Non-pain symptoms and complications such as fatigue, constipation?   
5. Hydration and nutrition issues?   
6. Promoting dignity, relationships, and a sense of control at the end of life?   
7. Cultural, religious, and spiritual aspects of palliative care?   
8. Decision-making capacity?   
9. Team issues in end-of-life care, including the role of pastoral care?   
10. Role of hospice team in nursing facilities?   

 
Monitoring   
 Yes No 
A. Are the expectations of staff for quality end-of-life care defined in:   

1. Job descriptions?   
2. Performance evaluations?   

B. Have quality assurance mechanisms been established for:   
1. Documenting completion of and compliance with advance directives?   
2. Monitoring delivery of palliative care, such as pain control, management of 

distressing symptoms, etc? 
  

3. Transferring resident/surrogate preferences across settings?   
C. When residents are transferred to acute care, is there a routine quality review to 

assess appropriateness of transfer? 
  

D. Are residents’ deaths reviewed to assess quality of care at the end of life?   
 

Resources availability   
 Yes No 
A. Are the following resources available when needed:   

1. Hospice services?   
2. Pastoral care?   
3. Ethics committee or ethicist consultation?   

B. Is there written instruction on how these resources can be obtained?   
C. Are these instructions provided to residents/surrogates?   
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