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Foreword

Scope and Target Population
This guideline will assist primary and specialty care providers in identifying and caring for adult patients with 
a potentially life-limiting, life-threatening or chronic, progressive illness who may benefit from palliative 
care.  This guideline may be appropriate for patients who still desire curative or life-prolonging treatments, or 
patients who are best served by active end-of-life management.  It will outline key considerations for creating 
a plan of care to meet patient, family and other caregivers' needs throughout the continuum of care.

This guideline will not assist providers in the identification or care for pediatric patients with life-threatening 
or chronic progressive illness.  Within the guideline there is a brief overview of the Special Considerations 
for Pediatric Patients.  (Annotation #4) 

Clinical Highlights and Recommendations
• Palliative care planning should begin early in the patient's journey of a progressive, debilitating illness.  

A key question for providers is "Would you be surprised if the patient died within two years?"  (Annota-
tion #1)

- Where palliative care consultation is available, referral to this service should be done early on in 
the patient's care.

- Where palliative care services are not available, primary care providers should begin palliative care 
planning early.

• Health care providers should initiate palliative care conversations with their patients.  (Annotation #3)

• Health care providers should complete a systematic review and document patients' goals for care and 
advance directives.  (Annotation #4)

• Suffering is common in this patient population.  It commonly presents itself in physical symptoms, thus 
controlling symptoms to maximize patient comfort is a cornerstone function of palliative care.  Also 
important are the recognition, assessment, and management of non-physical areas of suffering that are 
important to the patient.  These include cultural, psychological, social, spiritual, religious, existential, 
financial, ethical and legal issues.  (Annotations #5-11)

• The ability to address these issues depends on the quality of communication with patients and families.  
Communication difficulties among health care providers, patients, and families can hamper quality of 
care and patient well-being.  Setting realistic goals of care and providing realistic hope are essential.  
(Annotation #3)

• In the delivery of palliative care, aggressive interventions may continue with an increased focus on 
symptom management.  (Introduction)

• Health care providers play an important role in the grief and bereavement processes by supporting 
the patient and family throughout the course of illness and following the patient's death.  (Annotation 
#22)
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Priority Aims 
1. Increase the identification of patients who are in the early stages of a progressive, debilitating disease 

who would benefit from palliative care services.  (Annotations #1, 3)

2. Improve the effectiveness and comfort level of the primary care provider in communicating the necessity 
and benefits of palliative care with those patients with a progressive, debilitating illness.  (Annotation 
#3)

3. Improve the assessment of the identified patient's palliative care needs utilizing the seven domains of 
palliative care.  (Annotations #4, 5-11)

4. Increase palliative care planning with patients who have been identified in the early stages of a progres-
sive debilitating disease.  (Annotation #4)

5. Improve the continual reassessment and adjustment of the patient's palliative care plan as conditions 
warrant, utilizing the seven domains of care.  (Annotations #4, 5-11)

6. Increase the completion, documentation and ongoing utilization of advance directives for patients with 
a progressive, debilitating illness.  (Annotations #4, 10)

Key Implementation Recommendations
The following system changes were identified by the guideline work group as key strategies for health care 
systems to incorporate in support of the implementation of this guideline.

1. Develop a process to provide education to clinicians, patients and families regarding the elements and 
appropriateness of palliative care. It is important to address the difference between palliative care and 
hospice.

2. Develop a process that will allow providers to identify and assess patients who would benefit from 
palliative care services. This process should include the use of a screening tool that utilize the seven 
domains. 

3. Develop scripts for health care providers that will assist them in initiating and discussing palliative care 
services.

4. Develop a process for timely referral to palliative care consultation for patients with a progressive, 
debilitating disease.

Related ICSI Scientific Documents
Related Guidelines

• Assessment and Management of Chronic Pain

• Assessment and Management of Acute Pain

• Major Depression in Primary Care

Related Order Sets

• Palliative Care Order Set
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Disclosure of Potential Conflict of Interest
ICSI has adopted a policy of transparency, disclosing potential conflict and competing interests of all indi-
viduals who participate in the development, revision and approval of ICSI documents (guidelines, order 
sets and protocols).  This applies to all work groups (guidelines, order sets and protocols) and committees 
(Committee on Evidence-Based Practice, Cardiovascular Steering Committee, Women's Health Steering 
Committee, Preventive & Health Maintenance Steering Committee, Respiratory Steering Committee and 
the Patient Safety & Reliability Steering Committee).

Participants must disclose any potential conflict and competing interests they or their dependents (spouse, 
dependent children, or others claimed as dependents) may have with any organization with commercial, 
proprietary, or political interests relevant to the topics covered by ICSI documents.  Such disclosures will 
be shared with all individuals who prepare, review and approve ICSI documents.

No work group members have potential conflicts of interest to disclose.

Introduction to ICSI Document Development
This document was developed and/or revised by a multidisciplinary work group utilizing a defined process 
for literature search and review, document development and revision, as well as obtaining and responding 
to ICSI members.  

For a description of ICSI's development and revision process, please see the Development and Revision 
Process for Guidelines, Order Sets and Protocols at http://www.icsi.org.

Evidence Grading System
A.  Primary Reports of New Data Collection:

Class A: Randomized, controlled trial

Class B: Cohort study

Class C: Non-randomized trial with concurrent or historical controls 
   Case-control study 
   Study of sensitivity and specificity of a diagnostic test 
   Population-based descriptive study

Class D: Cross-sectional study 
   Case series 
   Case report

B.	 Reports	that	Synthesize	or	Reflect	upon	Collections	of	Primary	Reports:

  Class M: Meta-analysis 
  Systematic review 
  Decision analysis  
  Cost-effectiveness analysis

Class R: Consensus statement 
   Consensus report 
   Narrative review

Class X: Medical opinion

Citations are listed in the guideline utilizing the format of (Author, YYYY [report class]).  A full explanation 
of ICSI's Evidence Grading System can be found at http://www.icsi.org.
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Introduction
The World Health Organization in 2002 stated that "palliative care is an approach that improves the quality 
of life for patients and their families facing the problems associated with life-threatening illness, through the 
prevention and relief of suffering by means of early identification and impeccable assessment and treatment 
of pain and other problems, physical, psychosocial and spiritual."  The National Consensus Guidelines for 
Palliative Care (2004) state the goals of palliative care are to prevent and relieve suffering and to support the 
best possible quality of life for patients and their families, regardless of the stage of the disease or the need 
for other therapies.  Palliative care is both a philosophy of care and an organized, highly structured system 
for delivering care.  Palliative care expands the traditional disease-modifying medical treatments to include 
the goals of enhancing quality of life for patient and family, optimizing function, helping with the decision-
making and providing opportunities for personal growth.  Palliative Care can be delivered concurrently 
with life-prolonging care or as the main focus of care.  Palliative care is operationalized through effective 
management of pain and other distressing symptoms, while incorporating psychosocial and spiritual care 
according to patient and family needs, values, beliefs and culture(s) (Lorenz, 2008 [M]).

All health care professionals provide palliative care as part of their scope of work.  Palliative care may be 
provided simultaneously with other medical interventions that treat the underlying disease process, but the 
intensity of palliative care services provided accelerates as the illness progresses.  (See Continuum of Care 
diagram at the end of the Introduction.)

The word "palliate" is derived from the Latin word palliatus, which means to "cloak or cover."  Thought of 
in this way, it is meant to convey care that wraps the patient with support to reduce the burden of illness.  
Broadly defined as the reduction of suffering, health care professionals provide palliative care as part of 
everyday practice.  By intervening with patients at the onset of progressive and debilitating disease, health 
care professionals can assure that appropriate interventions offered meet the goal of reducing the burden of 
disease.  Examples of illnesses that meet this definition would include heart failure, chronic obstructive lung 
disease, chronic renal failure, metastatic cancer, dementia, amyotrophic lateral sclerosis, multiple sclerosis, 
advanced HIV infection, and others.  Sometimes these conditions and diseases are reversible, but most are 
progressive at different and occasionally unpredictable rates.  
In America, "palliative care" and "hospice care" are terms often used interchangeably.  That is not only incor-
rect, but it also limits access to appropriate services early in the course of illness and treatment.  Hospice 
care is a philosophy of care with health care benefits under most insurance payers.  It is designed for patients 
with a limited life expectancy of six months or less (according to Medicare hospice coverage criteria) if the 
disease runs its normal course and is chosen by patients who want a comfort focus rather than cure.
By defining appropriate evaluations and outcomes, this guideline attempts to assist the health care provider 
with the appropriate discussions, clinical interventions, and utilization of palliative care and hospice exper-
tise when necessary.  Early recognition of life-limiting illness by providers and an understanding of disease 
progression by patients and families are both critical for appropriate interventions and use of this guideline.  
As illness progresses, and the need for interdisciplinary approaches to the relief of suffering increases, the 
intensity of palliative interventions will also increase.  Due to escalating burden, ongoing communication 
and reassessment are critical to achieving satisfactory outcomes.
Efficacy	and	cost-effectiveness	of	palliative	care
The National Quality Forum (2006) identified 38 preferred practices in palliative care. Quality measurement 
tools have been developed for symptom management, patient and family satisfaction and financial impact. 
There is a clear need for continuing research addressing outcomes of palliative care – whether that care is 
delivered in hospitals or outpatient settings.  Positive outcomes have been demonstrated by hospital-based 
programs in three areas: relief of physical and emotional suffering, improved patient and family satisfac-
tion, and reduced costs (Campbell, 2006 [R]; Ciemins, 2007 [C]; Elsayem, 2004 [D]; Gade, 2008 [A]; 
Higginson, 2002 [M]; Smith, 2003 [M]).
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Algorithm Annotations

1. Patient Presents with New or Established Diagnosis of a 
Progressive, Debilitating and/or Potentially Life-Limiting Illness
Key Points:

• Both providers and patients generally don't recognize early on those individuals who 
would benefit from palliative care planning.

• Early identification of patients with conditions that would benefit from palliative care 
planning can be accomplished by considering conditions and symptoms that are appro-
priate for palliative care services.

General considerations clinicians should use to identify patients who would benefit from palliative care 
planning include:

• Disease progression, especially with functional decline

• Pain and /or other symptoms not responding to optimal medical treatment

• Need for advance care planning

• Guideline met for hospice eligibility, but "not ready"
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Conditions that may prompt palliative care planning include (this is not intended to be an all-inclusive 
list):

Debility/Failure to Thrive • Greater than three chronic conditions in patient over 75 years old
• Functional decline
• Weight loss
• Patient/family desire for low-yield therapy
• Patient with poor social support
• Increasing frequency of outpatient visits, emergency department visits,

hospitalizations
• Assisted living/long-term care

Cancer • Uncontrolled symptoms due to cancer or treatment
• Introduced at time of diagnosis – if disease likely incurable
• Introduced when disease progresses despite therapy

Heart Disease • Stage III or IV heart failure despite optimal medical management
• Angina refractory to medical or interventional management
• Frequent emergency department visits or hospital admissions
• Frequent discharges from implanted defibrillators despite optimal device

and antiarrhythmic management
Pulmonary Disease • Oxygen-dependent, O2 sats less than 88% on room air

• Unintentional weight loss
• Dyspnea with minimal to moderate exertion
• Other pulmonary diagnoses, e.g., pulmonary fibrosis, pulmonary

hypertension
Dementia • Refractory behavioral problems

• Feeding problems – weight loss
• Caregiver stress – support needed
• Frequency of emergency department visits
• Increased safety concerns

Liver Disease • Increased need for paracentesis for removal of ascitic fluid
• Increased confusion (hepatic encephalopathy)
• Increased safety concerns
• Symptomatic disease

Renal Disease • Dialysis
• Stage IV or Stage V kidney disease

Neurologic • Stroke
• Parkinson’s
• ALS – amyotrophic lateral sclerosis
• MS – multiple sclerosis

Many residents in long-term care facilities have these symptoms and should be assessed for palliative 
care.

The work group offers a comparison of Conditions and Symptoms appropriate for Palliative Care and 
Hospice.  See Appendix A.

Unfortunately, accurately predicting death can only be identified by retrospective measures.  Multiple 
studies have shown that physicians overestimate prognosis by a factor of two or more.  The medical litera-
ture also shows that patients with terminal illness often don't recognize that they are dying, or are unable to 
acknowledge the fact even to themselves until very late.  Life-limiting illness is usually defined as the ques-
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tion "Would you be surprised if your patient died within the next two years?"  This definition significantly 
broadens the identified population associated with hospice care to those who would benefit from palliative 
care.  Appropriate medical interventions need to address suffering that occurs due to pain, and other physical 
symptoms, and psychological issues.  Other domains that should be addressed by an interdisciplinary team 
include cultural, spiritual, ethical and social issues.  The care plan created includes the caregivers and family 
(National Consensus Project, 2004 [R]; National Quality Forum, 2006 [R]).  Palliative care can occur 
simultaneously with curative therapies, or may be the sole focus of care.

2. Imminently Dying Patient Presents
See Annotation #11 for care of the imminently dying patient.

Key Points:

• Providers should recognize patients with signs of imminent death or those patients who 
are receiving futile care.

• Providers should discuss the likelihood of disease progression to death with patients 
and their families.

The point in time at which the death of a patient appears inevitable is often very difficult for health care 
providers, as the health education system is geared much more toward "cure" and the prolonging of life 
rather than "palliation" or "comfort care," with little training in communication among providers, patients 
and their families (Balaban, 2000 [R]).  This may result in a continuation of invasive treatments that have 
only a small chance of effectiveness, yet may add significantly to patient discomfort, or result in provider 
withdrawal from the patients and family during the terminal phase of an illness (Chochinov, 1989 [R]; 
Balaban, 2000 [R]).

The care of seriously ill patients is often fragmented, inconsistent, lacking needed coordination and commu-
nication among health care providers and patients, and providing inadequate emotional support (Morrison, 
2004 [R]).  Studies document deficiencies in the care of seriously ill patients in communication and treat-
ment of pain and other symptoms (SUPPORT, 1995 [C]).

Diagnosing dying is a complex process. Physicians are frequently inaccurate about the length of time left 
to a patient before he/she dies.  Each individual patient is different.  Physicians are trained to cure patients 
and will often continue aggressive, invasive procedures and treatments at the expense of making the patient 
comfortable.  There is often a reluctance to make the diagnosis of dying if any hope of improvement exists 
and even more so if no definite diagnosis has been made.  When recovery is uncertain, it is better to discuss 
this rather than giving false hope to the patient and family (Christakis, 2000 [D]; Lamont, 2001 [B]).

This portion of the guideline is meant to aid providers in identifying those patients imminently dying or 
those to whom aggressive therapy is no longer the best option.  These patients may not have been previously 
identified as palliative care patients.

The following signs and symptoms may indicate that death is approaching.  Not all individuals will show 
all of these signs.

• Delirium, often manifested by increased restlessness, confusion, agitation, inability to stay content 
in one position and insisting on changing positions frequently.

• Withdrawal from active participation in social activities.

• Increased periods of sleep, lethargy.

• Decreased intake of food and liquids.
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• Periods of pausing in breathing (apnea) whether awake or sleeping.  Very rapid breathing or cyclic 
changes in the patterns of breathing (Cheyne-Stokes respirations).  Other abnormal breathing 
patterns.

• Patient reports seeing persons who have already died.

• Patient states that he or she is dying.

• Patient requests family visit to settle unfinished business and tie up loose ends.

• Inability to heal or recover from wounds or infections.

• Increased swelling (edema) of either the extremities or the entire body.

• Inability to arouse patient at all (coma) or ability to arouse patient only with great effort, but patient 
quickly returns to severely unresponsive state (semicoma).

• Severe agitation in patient, hallucinations, acting "crazy" and not in patient's normal manner or 
personality.

• Increased respiratory congestion or fluid buildup in the lungs.  Shortness of breath.

• Inability to swallow any fluids at all.  Not taking food by mouth.  Vomiting.

• Patient breathing through wide open mouth continuously and no longer can speak even if awake.

• Urinary or bowel incontinence in a patient who was not incontinent before.

• Marked decrease in urinary output and darkening color of urine or very abnormal color of urine, 
such as red or brown.

• Blood pressure dropping dramatically from patient's normal blood pressure range (more than a 20-
30 point drop).

• Systolic blood pressure below 70.  Diastolic blood pressure below 50.

• Patient's extremities feel very cold to the touch.

• Fever.

• Patient complains that his or her legs/feet are numb and cannot be felt at all.

• Cyanosis, or a blue or purple coloring to the patient's arms and legs, especially the hands and feet 
(mottling).

• Patient's body is held in a rigid unchanging position.

3. Initiate Palliative Care Discussion
Key Points:

• The ability to frankly discuss and plan with patients and families is as important as any 
other medical interventions. 

• Practice and experience with discussions about palliative care and end-of-life decisions 
will improve providers' skill and comfort levels.

• There are several "scripts" that can be used both in practicing and in actual conversa-
tions.
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Multiple studies and patient surveys have shown that most (though not all) patients generally desire frank 
but empathic disclosure of a terminal condition or other bad news, and thus delivering such news is a critical 
skill in the palliative care area (Vandekieft, 2001 [R]).

Many providers feel they lack confidence and experience in discussing with patients the issues and decisions 
that come with having a progressive, debilitating illness – specifically recommendations about palliative 
care and hospice services.  This may involve delivering "bad news" as well as answering questions that 
may not have specific answers.  A useful definition of "bad news" is information that "results in a cogni-
tive, behavioral, or emotional deficit in the person receiving the news that persists for some time after the 
news is received" (Ptacek, 1996 [R]).  Another definition of bad news is "any news that drastically and 
negatively alters the patient's view of her or his future" (Buckman, 1984 [X]).  Implicit in these definitions 
is that a terminal diagnosis is not the only form of bad news; it may also refer to disclosing the diagnosis 
of a serious chronic condition such as multiple sclerosis, ultrasound-verified fetal demise to a pregnant 
woman, and other scenarios.

In the absence of more formal education, the more a provider prepares for discussions surrounding palliative 
care and puts that preparation into practice, the more skilled and comfortable that provider can become in 
this aspect of medical care. 

There are several excellent mnemonics available to help providers increase their knowledge, practice 
examples of these discussions, and generally obtain a better understanding of the emotions, questions and 
problems that may arise with patients and families at this time in their lives.

One mnemonic found useful for this guideline include:

• ABCDE (Advance preparation, Build a therapeutic environment/relationship, Communicate well, 
Deal with patient and family reactions, Encourage and validate emotions) (Vandekieft, 2001 [R])

Advance preparation:  Obtain the patient's medical information and test results, if possible, so that you are 
fully aware of the situation.  Mentally rehearsing the way you wish to present the information and options 
can give you a sense of how the conversation may go.  Remember to individualize your approach for each 
given patient and family based on how much they know at that point and how they prefer to receive infor-
mation.  Make sure that you have an appropriately private location in which to have the discussion, and that 
the session will be free of interruptions, including setting the pager to silent or leaving it with a colleague.

Build a therapeutic environment/relationship:  Try to find out how much the patient and family understands, 
how they want to be told (bluntly, gently, etc.), and how much they want to know at that time.

• "If this condition turns out to be something serious, are you the kind of person who likes to know 
what is going on?"

• "Would you like me to tell you the full details of the diagnosis?"

• "If your condition is serious, how much would you like to know?"  If the patient indicates that 
he/she does not want any information, it is important to "leave the door open."  For example you 
may say, "That's OK.  If you change your mind, at any time, please feel free to talk to me or one of 
my colleagues."

• Have family members or friends present as per the patient's preference, and take time to learn names 
and relationships of each support person present.  Use touch and humor where appropriate, taking 
into consideration your relationship with the patient.  Reassure the patient of your availability, set 
up follow-up appointments, and contact other providers about the situation where appropriate.

Communicate well: Ask the patient for any questions.  Speak truthfully but compassionately and avoid using 
medical terms or euphemisms.  Say the words "cancer," "dying," "death," etc.  Although a care provider may 

	 Palliative Care 
Algorithm Annotations Second Edition/May 2008



Institute for Clinical Systems Improvement  	
	 	 	
	 	 	

www.icsi.org

12

be uncomfortable with these terms, they help with clarity of communication and accurate understanding by 
the patient and family of what is being said.

Adapt the communication style to the education level and personal preference of the patient and family.  
For example, if the patient is a company executive who is used to calling the shots, this person may benefit 
more if provided with several different options to chose from rather than being told what to do (Block, 2006 
[R]).  If the education level and preferred style are unknown, a good rule of thumb is to present information 
at a sixth through eighth grade level (Balaban, 2000 [R]).

Don't rush the process; allow time for silence, tears and questions.  This allows the patient and family (if 
present) time to react to the news and to discuss concerns of the patient, and allows the patient to receive the 
news at his or her own pace (Ellis, 1999 [R]). Remember that the patient may not retain much of the infor-
mation given beyond that of the diagnosis or prognosis, and may have to wait to "digest" what information 
can be absorbed. Strong emotions elicited in difficult conversations may distract the patient from hearing 
the full communication.  Repeat important points and write things down and periodically assess the patient's 
understanding of the information and reactions to what was heard (Lee, 2002 [R]).  Think out loud; help the 
patient and family feel they are part of the team.  Visual aids, written question prompts (suggesting possible 
questions that a patient or family may want to ask), and the provision of audio tapes of the conversations 
may aid communication and recall of important points.

Communicate any bad news to the patient and family.  The care provider may want to deliver a "warning" 
statement prior to the bad news itself to prepare the patient (and family if present) for the communication 
that follows.  For example, "I'm afraid I have (difficult/bad) news to share on (his/her) condition" (Lee, 2002 
[R]).  Additionally, it may be advisable to ask a few open-ended questions prior to delivering the actual 
bad news to assess what the patient and family already know and their readiness to hear the news (Baile, 
2000 [R]).

Deal with patient and family reactions:  Be sensitive to the emotional reactions of the patient and family.  
Recognize that denial, blame, intellectualization, disbelief and acceptance may be present to varying degrees 
and time frames.  Watch for signs of depression and suicidality in subsequent visits.  Be empathetic.  Crying 
may occur but make sure that your tears are empathic in nature and not reflective of personal issues on your 
part.  There may be anger from the patient and family about care received from you or another colleague; 
resist becoming defensive or argumentative about these issues.  Try to deal with that particular patient's and 
family's cultural and ethnic norms.

• "I was probably raised differently than you.  Can you tell me how your family deals with these 
situations?"

Encourage and validate emotions:  During the discussion, periodically ask the patient and family how and 
what they are feeling and respond with empathy.  If the patient (and family if present) is ready, discuss 
treatment options and arrange for follow-up to put those options into action.  Talk with the patient about 
what this means for him/her, and what needs outside of the traditional medical scope he/she may have.  It is 
important that the patient and family do not lose their sense of hope.  Offer realistic hope.  Communicating 
hope, even though a "cure" may not be possible, may be done by redirecting the focus of hope to keep the 
patient comfortable and as symptom-free as possible.  Reassure the patient that every effort will be made 
to promote comfort, dignity and quality of life as defined by the patient.

• "I know this is not what you were hoping to hear."

• Don't say, "There is nothing more we can do;" instead say, "What we are going to focus on now 
is___(comfort, pain relief, etc.)" (Baile, 2000 [R]).

See Appendix B, "Myths About Palliative Care."
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Additional considerations pertaining to the initial discussion between provider, patient and family (based 
on expert consensus) include the following:

• Discussing prognosis is a difficult issue, and little attention is given to this issue in most training 
programs, leaving clinicians relatively unprepared to handle this task.  The prognosis for a patient 
is based on multiple factors with complex interactions, including diagnoses, medications and 
therapeutics, social issues, functional status, patient preferences, and physician knowledge and 
experience (Sinclair, 2006 [R]).  The communication of prognosis should be individualized to the 
needs and desires of the particular patient and family.  As mentioned elsewhere, physicians tend 
to significantly overestimate prognosis, which may lead to delays in palliative treatments in favor 
of unnecessary curative or invasive treatments (Baile, 2000 [R]).  Physicians may build additional 
trust by acknowledging limitations in providing a prognosis (Balaban, 2000 [R]).  It may be best to 
provide a range of dates or times, or tie prognoses to hypothetical situations (Sinclair, 2006 [R]). 

• Encourage continual communication for status updates, to assess comprehension of information, 
and to respond and empathize with new emotions as they come up.

• Coordination of communication is essential among providers, especially when there is a change in 
care setting or a transfer to another facility, as patient preferences may not be known to the providers 
in the new setting.  This problem appears particularly common when patients are transferred from 
an acute care setting to a skilled nursing facility and back (Casarett, 2005 [Not Assignable]).

• Document details of all discussions in the medical record (Lee, 2002 [R]).

4. Assessment of Patient's Palliative Care Needs and Values
Key Points:

• Use of a consistent, validated assessment tool enhances care.

• Thorough assessment should be based on the domains of palliative care and address 
needs, values and resources.

• Documentation and periodic review of the patient's goals and plan of care are essen-
tial.

• Periodic reassessment and revision of the care plan should be incorporated into care 
conferences to assure ongoing communication among the patient, family and health 
care team.

• Children and their families are a special population with special palliative care needs.
Palliative care planning should begin at the time of diagnosis of a life-threatening or debilitating condition 
and continue through cure, or until death and then into the family's bereavement period.  Good palliative 
care, as part of any good health care provision, requires continual reappraisal of the benefits and burdens 
of therapies (Steinhauser, 2000 [D]).

It is important, especially in the development of recommendations for care of patients' palliative care and 
end-of-life needs, that there is recognition of patient autonomy in choosing care (Kass-Bartelmes, 2003 [R]).  
One goal of this annotation is to discuss how clinicians can create an environment in which the needs of 
the patient, based on a comprehensive assessment, are fully considered.  Only then can a reasonable deter-
mination be made of what services are required to meet the physical, psychological, social, practical and 
spiritual needs of patients and their families.  Providers recognize that assessment of these domains of care 
is important to a patient's care but, in a busy practice, may find it difficult to address all domains.  The work 
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group recognizes this and suggests that clinicians could incorporate key aspects of palliative assessment with 
existing assessment processes.  They also encourage using a team approach.  Routine assessment has been 
shown to identify symptoms that may otherwise have been overlooked or unreported, facilitate treatment 
and treatment planning, and enhance patient and family satisfaction (Morrison, 2004 [R]). 

For patients to make informed choices regarding palliative care, it is important for both patient and providers 
to have a realistic understanding of the options available.  The patient must have the capacity to understand 
the choices available, especially when some of the choices are not likely to benefit the patient to any great 
extent.  Further, it should be recognized by providers and communicated to patients that the realistic choices 
available for care may change as the patient's medical condition changes.  Accordingly, assessment of pallia-
tive care needs will necessarily be ongoing and may require at some point, if the patient's decision-making 
capacity is impaired, the assistance of family or other well-informed surrogates to provide the information 
needed to assess the patient's ever-changing palliative care needs. The role of surrogate for assessment of 
patient condition and expression of patient wishes should be anticipated at the time of initial assessment and 
care planning.  Bringing together, as much as possible, those who may impact decision-making should be 
integral to the initial plan of care development.  Careful clarification for all present at initial care planning 
will help anticipate and prevent discord as the patient and surrogate(s) make future care choices.  The initial 
meeting for care planning is also useful for identifying availability and limitations of caregivers and other 
resources for meeting patient needs in implementing the plan of care. 

Patient and family expectations, goals for care and for living (quality of life), understanding of the disease 
and prognosis, as well as preferences for the type and site of care should be assessed and documented.  This 
assessment needs to be reviewed on a regular basis, with consideration given to the patient's capacity to 
represent himself/herself. 

Care conferences

Patient and family meetings or care conferences allow the treatment team an opportunity to meet with the 
patient and/or family to discuss the patient's diagnosis, condition, course of illness and treatment options and 
to answer questions and establish both the goals and plan of care.  The level of formality of these conferences 
is likely to vary depending on the focus or goals.  These conferences may involve the primary provider and 
part of the care team or the entire team.

There is little empirical evidence and there are few descriptive studies about family care conferences or 
meetings.  Most guidelines for care conferencing are based on expert recommendations.  Family counseling 
literature and studies of giving bad news and end-of-life discussions form the basis for these expert recom-
mendations (McDonagh, 2004 [D]; Curtis, 2001 [R]).

A step-by-step model for care conferences (Moneymaker, 2005 [Not Assignable]) outlines four goals for a 
family meeting or conference.  These goals focus on:

• Gaining knowledge of the person experiencing illness and understanding this person's goals.

• Promoting communication between the care team and patient/family.

• Decreasing stress and suffering by reviewing realistic goals and establishing a realistic plan that 
aligns with these goals.

• Establishing trust and support to work with the patient/family throughout the course of illness.

Incorporating time for this assessment can be done in either the inpatient, outpatient or home settings.  In the 
inpatient setting, this assessment may be done by the palliative care team or by the physician during daily 
rounds.  In the outpatient setting, this assessment can be accomplished over a series of visits or during an 
extended visit.  In the home setting, this can be accomplished in one or more home visits.
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At present, there is no gold standard for assessment of symptoms in the palliative care population (Dalal, 
2006 [R]).  Among the available assessment tools, it was the decision of this work group to recommend the 
Edmonton Symptom Assessment System (ESAS) because it is readily available via Internet, it is thorough 
yet simple in clinical application, and it has a robust evidence-based foundation for validation in various 
clinical settings (Chang, 2000 [D]; Moro, 2006 [D]; Phillip, 1998 [D]).

As patient and provider conditions change, there may be need for change of site or providers of care.  It 
is helpful in care planning if the community has a uniform system to communicate patient wishes so that 
the continuity of care makes a smooth transition between providers in these circumstances.  In this regard, 
communitywide agreement on recognition of particular advance directive forms and Physician Orders for 
Life-Sustaining Therapy (POLST) enhances the quality of care available.

See the Support for Implementation, Other Resources Available section for the POLST and ESAS Web 
sites.

Documentation of the advance directive in an electronic medical record promotes accessibility and porta-
bility across care settings.  

Providers should be aware of their individual state, provincial or national forms and requirements.

For more information, see Annotation #10, "Ethical and Legal Aspects of Care."

Special Considerations for Pediatric Patients
• Children with life-limiting diseases and their families benefit from pediatric-specific palliative care 

services.

• It is important to manage developmental level concerns, as well as symptoms needing to be 
addressed.

• There are specific ethical and legal concerns related to the pediatric population.

Great strides are being made to improve care for adults with serious, advancing illness.  Unfortunately, there 
is growing evidence that health care has failed to meet the specialized needs of children with life-limiting 
and life-threatening conditions.  However, pediatric palliative care programs and organizations are available 
to provide additional resources (Center for Advance Palliative Care, 2006 [Not Assignable]). 

Children and families are a special population that may also be confronted by a life-threatening illness.  Many 
children undergo painful procedures and suffer from the symptoms of advancing disease without sufficient 
management of symptoms, despite the fact that modern medicine has the means to relieve their pain and 
discomfort, as well as improve most symptoms.  Families may feel abandoned and overwhelmed, often 
suffering emotional as well as financial loss for years.  Social supports to children and families before and 
after death are often inadequate, and health care professionals themselves are often left without emotional 
support for the difficult work they do.  Many physicians and nurses have received virtually no training to 
practice the skills necessary for communicating effectively with dying children and their families.  Practicing 
health care professionals often lack assistance on how to manage the goals and values that can be conflicting, 
as well as the broad cultural and religious diversity represented in the U.S. (Center for Advance Palliative 
Care, 2006 [Not Assignable]).

The Initiative for Pediatric Palliative Care (IPPC) provides both an education and a quality improvement 
effort, aimed at enhancing family-centered care for children living with life-threatening conditions.  IPPC's 
comprehensive, interdisciplinary curriculum addresses knowledge, attitudes and skills that health care 
professionals need in order to better serve children and families.  These include: 

• Engaging with children and families – enhancing the ability of health care professionals to under-
stand, support and engage effectively with children with life-threatening conditions, their parents 
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and loved ones, reflecting on core principles in pediatric palliative care and discovering what matters 
most to families, by incorporating the perspectives of children and families in treatment.

• Relieving pain and other symptoms – by learning competent assessment, documentation, reas-
sessment and the continuously monitoring of a pediatric patient's pain and other symptoms using 
developmentally appropriate pain assessment tools and strategies.

• Analyzing	ethical	challenges	 in	pediatric	end-of-life	decision-making – learning methods to 
support families as they confront an array of difficult choices often encountered when a child is 
gravely ill and unlikely to recover.  This includes ethical recommendations for guiding decisions 
regarding withholding or withdrawing of life support to allow natural death, and strategies for 
handling circumstances in which parents and clinicians may disagree about goals of care.  It includes 
the degree of benefit and burden associated with different treatment (and not treating) options, the 
importance of honoring parental discretion in decision-making, especially when there are  uncertain 
benefits associated with the continuation of life-prolonging treatments, the legitimacy of quality-of-
life considerations in goal setting, how to handle conflicts, and the extent to which mature minors 
should be able to guide their own decisions.  Other topics include the use or foregoing of artificial 
nutrition and hydration, as well as ethical issues relevant to the treatment of pain and suffering, 
such as those related to palliative sedation.

• Responding to suffering and bereavement – enhances the ability of health care professionals to 
recognize, validate and respond to suffering in children, parents and family members by developing 
a perspective from which to understand and respond to the suffering and bereavement experience 
of children and families and how this interconnects with their own experience as professional care-
givers.  The potential contribution of palliative care to provide critical support to the dying child 
and grieving family members cannot be overstated.

• Improving communication and strengthening relationships – enhances health care professionals' 
communication and relational skills, specifically pertaining to what is known about working with 
children and families, including a cross-cultural undertaking in which the challenge is to understand 
and respond to the practices of the family (Initiative for Pediatric Palliative Care, 2006 [R]).

5. Physical Aspects of Care
See ICSI Palliative Care Order Set for specific medications and dosages.

Key Points:

• Anticipate symptom progression, assessing needs and efficacy of interventions as disease 
progression occurs, and adjust interventions accordingly.

• Use a team approach to care when possible and appropriate.

• Symptom control is important, but suffering is much broader than just physical symp-
toms.

Physical Aspects of Care
The control of physical symptoms is an important part of palliative care.  Common symptoms include, but 
are not limited to pain, anxiety and depression, anorexia and cachexia, constipation, delirium, diarrhea, 
dyspnea, fatigue, and nausea and vomiting.

	 Palliative Care 
Algorithm Annotations Second Edition/May 2008



Institute for Clinical Systems Improvement  	
	 	 	
	 	 	

www.icsi.org

1�

Pain
Control of pain in order to improve quality of life is an important aspect of palliative care.  However, the 
approach toward pain management in palliative care is different from those of chronic pain and acute pain 
management.  While cures of underlying disease may still be possible, they may no longer be the primary 
goal because of life-limiting illness.  Disease progression may necessitate increased dosing of opioids to 
control pain; this should not be confused with "tolerance."  In fact, when a patient with previously well-
controlled pain develops the need for increasing opioid doses to achieve comfort, advancing illness is almost 
always the cause (Emanuel, 1999 [R]).

Pain is a subjective symptom; there is no test to measure pain.  Pain is what the patient says it is, and it 
needs to be addressed adequately in order to improve quality of life.  The patient should be actively involved 
in establishing the goals of palliative pain management, along with family members.  The clinician should 
frequently reassess the patient's desired level of comfort and response to interventions.

Patients and family members should be educated about medication compliance, addiction, tolerance, side 
effects and appropriate dosing of analgesics.  Many patients, as well as family members, believe the use 
of opioids will create "addicts" and so are reluctant to use opioids for analgesia.  All opioids will result 
in physical dependence, and sudden discontinuation of the opioid may result in symptoms of withdrawal.  
Physical dependence is not addiction.  Addiction, as defined by the Federation of State Medical Boards of 
the United States, is "a primary, chronic, neurobiologic disease…characterized by behaviors that include 
the following:  impaired control over drug use, craving, compulsive use, and continued use despite harm."  
Pseudoaddiction may occur when analgesics are prescribed inadequately.  When the interval between doses 
of opioids is too long, a patient's pain relief may wane, resulting in the need to ask for more medication.  
This request, sometimes perceived as "drug-seeking behavior," is actually a consequence of poor prescribing 
habits.  

Barriers to good pain management in palliative care include discounting a patient's subjective measure of 
pain, difficulty in assessment of the cognitively impaired, myths believed by both practitioners and patients 
about opioid therapy, and fears of addiction and hastening death.  

A thorough assessment of the patient should distinguish whether the patient has visceral, somatic or neuro-
pathic pain.  Recommendations and options for treatment of each type of pain can be found in the Acute 
Pain Management guideline and the Chronic Pain Management guideline from ICSI.  

Anxiety and Depression
Affective disorders such as anxiety and depression are common in seriously ill patients, and they adversely 
affect their quality of life.  Not only can they can cause physical symptoms such as nausea, dyspnea and 
insomnia, but conversely, experiencing such symptoms can exacerbate anxiety, as well.  Undertreated pain 
can exacerbate psychological distress.  Some recent data suggest that depression is associated with a higher 
risk of death in cancer patients as well as decreased treatment adherence, longer hospital stays, reduced 
quality of life, and requests to hasten death (Block, 2006 [R]).

Benzodiazepines are often helpful in the treatment of anxiety.  Lorazepam and oxazepam are preferred since 
they do not have active metabolites.  A significant minority of individuals manifest a paradoxical reaction 
to benzodiazepines, becoming more agitated.  Chronic anxiety frequently responds to the use of serotonin-
specific or serotonin-norepinephrine re-uptake inhibitors.

Diagnosing depression can be challenging because many of the typical somatic symptoms such as fatigue, 
insomnia and anorexia can be caused by the underlying medical illness or by normal grief.  Psychological 
symptoms such as apathy, anhedonia and feelings of worthlessness and hopelessness may suggest the 
diagnosis.  Although a variety of helpful depression assessment questionnaires and tools exist, the clinical 
interview is still the gold standard for diagnosis of depression (Block, 2000 [R]).
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It is important to differentiate grief from depression.  Grieving can be an appropriate response to loss, but 
persistence of the above symptoms mandates consideration of depression.  Simply asking a patient, "Are 
you depressed?" can be a useful screening tool and provides a reasonably sensitive and specific assessment 
of depression in patients with terminal illnesses (Block, 2000 [R]).  However, this may be preceded by some 
information to the patient about the difference between clinical depression and appropriate reactive feelings 
to the situation.  The clinician must inquire if the patient is at risk for suicide.  There is no evidence that 
asking the patient about suicide increases the risk that the patient will carry out his or her plan.

In depression, serotonin-specific re-uptake inhibitors are drugs of first choice, including in older and frail 
patients.  However, it may take weeks to fully respond.  Psychostimulants such as methylphenidate can 
produce a more rapid response and are well tolerated in most patients.  In patients with a life expectancy 
of more than a few weeks, a successful therapeutic trial of psychostimulants should be accompanied or 
followed by an antidepressant medication such as a serotonin-specific re-uptake inhibitor (Block, 2000 [R]).  
Because antidepressant drug treatment is usually well tolerated, some expert consensus statements recom-
mend a low threshold for instituting treatment, although evidence from primary studies on the effectiveness 
of antidepressants at the end of life is poor.  Evidence regarding the pharmacologic treatment of anxiety in 
the palliative care setting is similarly limited (Block, 2006 [R]).

Non-pharmacologic measures for affective disorders are often beneficial and should not be overlooked.  A 
combination of antidepressant medications, supportive psychotherapy, and patient and family education are 
considered the gold standard of treatment of depression in palliative care.  Cognitive therapy may also be 
helpful in some circumstances.  Studies in psychotherapy in depressed palliative care patients have shown 
equivocal results, but data are limited by small sample sizes, short follow-up periods, and high diversity of 
outcome measures used (Block, 2006 [R]).

Anorexia and Cachexia
Anorexia refers to the loss of desire to eat, while cachexia refers to weight loss, especially of lean body mass, 
which may significantly impair the patient's ability to continue with further therapy.  Both these symptoms are 
found in many severe medical conditions, including cancer, AIDS, chronic obstructive pulmonary disease, 
congestive heart failure, chronic liver and kidney disease, and infections.

Treatable causes of anorexia and cachexia should be identified and addressed.  Causes may include pain, 
depression, gastrointestinal tract dysfunction, and cognitive impairment.  Stimulation of appetite through 
the use of progesterones and corticosteroids may help.  One study suggests that doses of 160 mg to 800 mg 
per day of megestrol acetate have demonstrated a positive effect on appetite and food intake (Loprinzi, 1993 
[A]).  Other studies have shown that while megestrol produces weight gain, the increase is due to fat and 
not lean muscle mass (Bossolal, 2006 [R]; Evans, 2007 [R]; Mulligan, 2007 [A]).  Progestational agents 
may be associated with an increased risk of thromboembolic events, peripheral edema, hyperglycemia, 
hypertension, hypogonadism, and adrenal suppression.  In order to minimize these adverse effects, doses 
of megestrol acetate should start at 160 mg daily, and be increased every two weeks until benefit is seen, 
or until side effects limit further dose escalations (Salacz, 2003 [R]). For most conditions, there is scant 
information about improved quality of life, and no survival benefit has been shown.

Corticosteroids may provide a temporary improvement in appetite and food intake.  However, because of 
significant side effects, these drugs should probably be reserved for the terminally ill, and in those patients 
who may simultaneously benefit from the antiemetic and analgesic properties of the steroids.

Other agents showing some positive effects on appetite and weight gain include mirtazapine in depression, 
thalidomide in advanced cancer and AIDS, dronabinol in AIDS and anabolic steroids in COPD and AIDS 
(Del Fabbro, 2006a [R]; Theobald, 2002 [C]; Wilner, 2008 [R]).
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Patients sometimes describe poor appetite when presented food that is unappealing in appearance, consis-
tency or smell.  Minimizing dietary and consistency restrictions may tempt the patient to improve his or her 
intake.  Offering small quantities more frequently throughout the day may also promote better intake.

In some cases the patient is less troubled than the family by poor nutritional intake.  Clinicians should 
explore the meaning of feeding in the context of the family's cultural and religious background, and 
help identify other ways in which the family can participate in caring for the patient.

The role of medical nutrition and hydration (also known as artificial nutrition and hydration – ANH) is not 
clear cut.  The patient's preferences, either declared at the time of treatment or previously documented in an 
advance directive, must be respected.  In addition, patient's prognosis for the acute event, premorbid status, 
and religious and cultural factors warrant consideration (Lee, 2002 [R]).  

In the context of a potentially treatable condition, ANH may support an individual who otherwise cannot 
meet nutritional needs during therapy.

A recent meta analysis of randomized clinical trials studying the effectiveness of nutritional supplementation 
(either oral, or via enteral or parenteral routes) identified no evidence for clinical benefit in a variety of clinical 
settings, including cancer, chronic lung or liver disease, and critical care settings (Koretz, 2007 [M]).

There is no evidence that artificial nutrition and hydration improve outcomes in patients who have severe 
dementia.  Most studies show that total parenteral nutrition in cancer patients receiving chemotherapy actu-
ally decreases survival and increases susceptibility to infection (Del Fabbro, 2006a [R]).

Constipation
Constipation is a common and troublesome symptom for seriously ill patients.  Immobility, decreased oral 
intake, and medications, as well as underlying medical conditions themselves, can contribute to decreased 
gastrointestinal motility.  As many as 95% of patients treated with opioids will experience constipation, and 
all opioids are associated with constipation.  While tolerance to other opioid side effects such as nausea and 
sedation develops quickly, no tolerance develops to constipation (Dalal, 2006 [R]).

Fiber supplements are not helpful in these patients, because they cannot achieve adequate fluid intake 
for them to be effective.  Stool softeners and stimulant laxatives, such as bisacodyl and senna, are almost 
always indicated, and patients on scheduled opioids should prophylactically and routinely receive them on 
a daily basis, unless contraindicated.  Polyethylene glycol solutions have been shown to be effective and 
safe in the general population but have not been well studied in palliative care.   Some patients, particularly 
those with neurogenic bowels, benefit from scheduled suppositories or enemas.  Many commonly used 
agents lack high-quality evidence for effectiveness, but are widely used and generally have minimal toxicity  
(Ramkumar, 2005 [M]; Xing, 2001 [R]).

Patients taking opioids may exhibit additional gastrointestinal symptoms such as bloating, nausea, vomiting, 
and gastroesophagealgastro esophageal reflux, along with constipation.  This may represent opiate-induced 
bowel dysfunction, or opioid-induced constipation.  This is a constellation of symptoms mediated through 
peripheral mu receptors.  Oral Naloxone has been used.  It has very poor bioavailability, but because it 
crosses the blood-brain barrier it may still cause reversal of analgesia.  Newer opioid antagonists that do 
not cross the blood-brain barrier are in development but not yet clinically available, nor well studied in this 
population (Becker, 2007 [M]).

Delirium
Delirium is an acute confusional state characterized by disordered attention (arousal) and cognition.  This 
is in contrast to dementia, which is mainly a disorder of cognition without significant deficits in arousal or 
attention (Del Fabbro, 2006b [R]).  The incidence rises with age.  While it occurs in other settings, including 
long-term care facilities and end-of-life settings, it is a common problem in hospitalized patients, with a 
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prevalence of up to 24% upon admission and an overall incidence of up to 50% during the hospitalization.  
Some settings present an even greater risk:  15% to 50% of older patients may develop delirium postopera-
tively, as well as 70% to 87% of elders in the ICU setting (Inouye, 2006 [R]).

Clinicians commonly fail to recognize delirium and may misdiagnose it as depression or dementia.  In one 
palliative care unit where objective assessment of cognitive function was not performed, delirium episodes 
went undetected by clinicians (physicians and nurses) in 20% to 23% of cases (Del Fabbro, 2006b [R]).

Delirium is a clinical syndrome, not a disease in itself.  Its etiology is usually multifactorial and includes 
central nervous system lesions, drugs, fluid and electrolyte abnormalities, hypoxia and other metabolic 
abnormalities.  It is particularly prevalent in patients with preexisting dementia.  Functional dependence, 
polypharmacy, sensory impairments and the existence of chronic health problems are factors increasing the 
risk for delirium.  

Acute changes in mental status, with disorientation and fluctuations of attentiveness, are hallmarks of 
delirium.  Patients often present with hyperactivity, agitation and combativeness.  However, hypoactive 
delirium marked by lethargy is equally serious.  

There are no specific tests, but evaluation should include review of all medications, especially psychoactive 
drugs; general physical evaluation, including vital signs, hydration status, and oxygenation; pain; and recent 
alcohol or drug use.  Particularly in elders, delirium may be the only harbinger of serious illness or complica-
tions.  A focused search for infection, metabolic abnormalities and other acute illness is necessary.  

Treatment of delirium requires correction of underlying abnormalities, as delirium may be reversible in 
up to 50% of cases in palliative care units.  In some elderly patients delirium may be a result of poorly 
managed pain (Del Fabbro, 2006b [R]).  When behavioral symptoms threaten the safety of the patient or 
the ability to provide therapy, psychotropic medications may be used with caution.  Haloperidol remains the 
first drug of choice, with the best evidence base supporting effectiveness.  Lower doses are recommended 
in the elderly.  There is little evidence supporting the use of other antipsychotic agents.  Benzodiazepines 
are not recommended for monotherapy because of the risk of paradoxical stimulation, oversedation, and 
prolongation of delirium, but they can be useful adjuncts if haloperidol alone is not effective.  (NOTE:  the 
U.S. Food and Drug Administration informed health care professionals that the warnings regarding the use 
of haloperidol have been updated stating that Torsades de Pointes and QT prolongation have been observed 
in patients receiving haloperidol, especially when the drug is administered intravenously or in higher doses 
than recommended.)

No good evidence exists for the use of other psychotropic drugs for delirium.  Non-pharmacologic methods 
may also be beneficial, such as simple but firm communication, reassurance, reality orientation including an 
easily visible clock, and the presence of family members (Del Fabbro, 2006b [R]), although the effective-
ness of these methods in the palliative care population has not been well studied.

Delirium is a poor prognostic indicator.  In-hospital mortality rates for patients with delirium range from 
22% to 76%, and the one-year mortality rates approach 40% (Inouye, 2006 [R]).  In one European study 
of 393 advanced cancer patients in palliative care programs, over 27% were noted to have delirium.  There 
was a significantly lower survival rate over time with these patients – the median survival time was 21 days 
for patients with delirium and 39 days for patients without this syndrome (Caraceni, 2000 [D]).

Diarrhea
Diarrhea can be caused by the underlying illness, medications and infections.  Diarrhea due to Clostridium 
difficile must be excluded.  When present, this can be difficult to treat, and an individual may require retreat-
ment if symptoms persist.

The presence of diarrhea does not exclude the possibility of bowel impaction, as the effect of gut flora on 
fecal material can cause liquefaction and subsequent passage of loose stool.  
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Dyspnea
Dyspnea can be defined as the subjective sensation of difficult breathing and is a common finding in patients 
with cancer, cardiac disease, advanced respiratory disease and AIDS.  Neither the patient's respiratory rate 
nor the level of oxygenation consistently predicts the severity of dyspnea.  A recent review found no well-
validated measurement scales for this population (Dorman, 2007 [M]).   The endpoint for managing dyspnea 
should be the patient's self-report of diminished breathlessness.  Oximetry, pulmonary function tests, chest 
imaging and other diagnostic evaluations should be performed only if the results would change therapy.

Treatment of dyspnea should be focused on treatment or amelioration of the underlying cause, when 
possible, and managing symptoms.  Non-pharmacologic treatment may include repositioning, improving 
air circulation, maintaining cool room temperatures, psychological support and using relaxation techniques.  
Pharmacologic methods include oxygen, opioids and anxiolytics.  Multiple published studies support the 
benefits of opioids for dyspnea.  Opioids may decrease the ventilatory response to hypoxia and hypercapnia 
(in patients with these signs) and can decrease anxiety and the subjective sensation of shortness of breath 
without reducing oxygen saturation.  Morphine is usually considered the opioid of choice for dyspnea in 
patients with cancer and may be administered by the oral, buccal, sublingual, subcutaneous or intravenous 
route.  Limited information is available on nebulized morphine and its efficacy, and one must be cautious 
about possible bronchospasm with the first dose. Benzodiazepines, such as lorazepam, are useful when 
anxiety is a significant contributing factor.  However, patients need to be monitored for sedation when 
combining benzodiazepines and opioids (Del Febbro, 2006b [R]).  Inhaled corticosteroids may also be 
beneficial for patients who have an inflammatory component to their dyspnea (such as asthma or COPD) 
or have lung cancer.

Fatigue
Fatigue may be defined as decreased vitality in physical and/or mental functioning.  Patients may identify 
increased tiredness, and state that rest fails to resolve the fatigue.  Fatigue has a significant impact on quality 
of life and can be very distressing to the patient.  Fatigue occurs in up to 75% of patients with cancer and 
AIDS (Strickland, 2004 [R]).  Fatigue may be a consequence of the primary illness or of the treatments used 
(such as radiation and chemotherapy).

There are assessment tools for fatigue; some examples include the Memorial Symptom Assessment Scale, 
the Edmonton Functional Assessment Tool, the Multidimensional Fatigue Symptom Inventory, and the 
Profile of Mood States. 

Managing fatigue includes treating the underlying causes (such as anemia or hypozia) if possible, as well 
as using non-pharmacologic and pharmacologic therapy directed toward the symptom itself.  Non-phar-
macologic treatment includes patient education about fatigue, modifying the activities of daily living, and 
scheduling rest periods during the day.  Clinicians should counsel patients to prioritize activities and pace 
themselves accordingly.  Mild exercise for brief periods may be beneficial in reducing the perception of 
fatigue for some patients.

Pharmacologic treatment of fatigue includes erythropoietin, psychostimulants and corticosteroids. Eryth-
ropoietin should be reserved for those patients with anemia and erythropoietin deficiency due to the high 
cost of treatment and lack of evidence of benefit in other clinical situations.  Psychostimulants such as 
methylphenidate, dextroamphetamine and modafanil may be beneficial in managing fatigue and are the 
most commonly used pharmacotherapy for managing fatigue when no correctable underlying cause can be 
ascertained (Strickland, 2004 [R]).  Due to significant side effects, corticosteroids should be reserved for 
terminally ill patients who may also have nausea and vomiting.  Medications that may make the patient 
more tired should be administered at bedtime rather than in the morning.  Conversely, stimulating agents 
should be administered in the morning.

	 Palliative Care 
Algorithm Annotations Second Edition/May 2008



Institute for Clinical Systems Improvement  	
	 	 	
	 	 	

www.icsi.org

22

Nausea and Vomiting
Nausea and vomiting can be very debilitating in patients with cancer, AIDS, and hepatic and renal failure.  
Nausea and vomiting can have a profound effect on quality of life, along with physical and mental function.  
Causes include drugs, gastrointestinal obstruction, uremia, psychological distress and vestibular stimuli.  
Triggers, such as smells and drugs, should be eliminated if possible.

Treatment consists of pharmacologic and non-pharmacologic treatment, while evaluating and treating the 
underlying cause.  Non-pharmacologic treatment may include relaxation, acupuncture and transcutaneous 
electrical wave stimulation.  However, the cornerstone of treatment is pharmacologic therapy, although there 
is a paucity of data on this subject in the palliative care population, and thus most of the support for certain 
treatments is based on expert opinion rather than primary studies (Dalal, 2006 [R]).  Neurotransmitters 
implicated in nausea and vomiting include dopamine, serotonin, histamine and substance P, while peripher-
ally, mechanoreceptors and chemoreceptors located in the gut, liver and viscera play an important role.  

Dopamine antagonists used to treat nausea and vomiting include phenothiazines (prochlorperazine, prometha-
zine) and butyrophenones (droperidol, haloperidol), which block dopamine either peripherally or centrally.  
Metoclopramide may increase gastrointestinal motility in addition to being an antiemetic.  Corticosteroids 
are effective as antiemetics themselves and may augment the effect of other antiemetics.  Dronabinal 
appears to be better tolerated in younger patients.  While serotonin receptor antagonists appear to be effec-
tive for acute nausea and vomiting due to chemotherapy, their indiscriminate overuse and increased cost is 
a significant issue.

Suggested Medications Based on Cause of Nausea and Vomiting

Gastrointestinal
Stimuli

Chemical Stimuli Psychological
Stimuli

Vestibular Stimuli

Metoclopramide Metoclopramide Benzodiazepines Histamine antagonist
Serotonin antagonist Corticosteroids Dopamine antagonist
Dopamine antagonist Dopamine antagonist
Proton pump inhibitors Olanzapine

Histamine antagonist
Serotonin antagonist

Adapted from Strickland, 2004.

6. Cultural Aspects of Care
Key Points:

• Patient and family reactions to serious illness and decisions about end-of-life care are 
influenced by cultural factors.

• Specific cultural assessment promotes patient/family-centered decision-making and 
offers the opportunity to identify care preferences.

• Stereotyping should be avoided, as generalizations about specific cultures are not always 
applicable to specific patients.

• Whenever possible, the provider should utilize professional medical interpreters.
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The 2000 U.S. census indicates 65% of the population identify themselves as White, while 13% identify as 
Black or African American, 13% Hispanic, 4.5% Asian-Pacific, 1.5% American-Indian/Alaskan native and 
finally, 5% identify themselves as bi-ethnic.

As the Upper Midwest becomes more culturally diverse, the likelihood of health care professionals providing 
end-of-life care for members of other cultures increases.  According to the 2000 U.S. census, a list of most 
common languages spoken at home numbers at least 48 to 50 in each of the following states:  Minnesota, 
Wisconsin, Iowa, North and South Dakota.  Minnesota has the highest percentage of speakers of Cushite 
(Somali, Amharic and Tigrinea), Finnish, Hmong, Ojibwa, Swedish and Tibetan in the United States.  
Minnesota ranks third in the percentage of Laotian, Mande and Swahili speakers (U.S. Census Bureau, 
2006 [R]).

Patient and family reactions to serious illness and decisions about end-of-life care are influenced by cultural 
factors.  Cultural assessment should be an integral component of the palliative care plan.  The assessment 
should include: 

• Locus of decision-making

• Preferences regarding disclosure of information

• Truth telling and decision-making

• Dietary preferences

• Language, family communication 

• Perspectives on death, suffering and grieving 

• Physical care of the deceased, funeral and burial rituals 

Specific cultural assessment promotes patient/family-centered decision-making and offers the opportunity 
to identify care preferences.

With this in mind, providers should respect the important role culture plays in shaping the way people 
make meaning of illness, suffering, and dying and in guiding decisions people make about health care.  But 
providers should avoid stereotyping and the assumption that we know what any one individual thinks or 
does because we assume we know what people of that group tend to think.  There is, in fact, wide variation 
in beliefs, attitudes and behaviors within every cultural group (Kagawa-Singer, 2001 [D]). 

Several key clinical recommendations that providers should consider have been identified (Searight, 2005 
[R]):

• Many ethnic groups prefer not to be directly informed of a life-threatening diagnosis.

• In cultural groups in which patients are not directly informed about a serious prognosis, family 
members may want the provider to discuss the patient's condition with family members only.

• When considering therapeutic options, providers should consider that members of many cultural 
groups prefer that family members, rather than patients, make treatment decisions.

• Direct discussions of advance directives and therapeutic support levels may be undesirable in situ-
ations in which they are viewed as potentially harmful to a patient's well-being.

• When provider-patient communication occurs through a translator, trained health care translators 
make fewer errors than untrained translators.
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The ABCDE tool, described below, can help providers evaluate cultural issues and influences (Kagawa-
Singer, 2001 [D]):

Relevant Information Questions and Strategies
Attitudes of patients
and families

What attitudes do this ethnic group in
general, and the patient and family in
particular, have toward truth telling
about diagnosis and prognosis?

What is their general attitude toward
discussions of death and dying?

How reflective are their practices of
traditional beliefs and practices?

Educate yourself about attitudes
common to the ethnic groups most
frequently seen in your practice.

Determine attitudes of your patient
and their family.

For example, what is the symbolic
meaning of the particular disease?

Beliefs What are the patient’s and family’s
religious and spiritual beliefs,
especially those relating to the
meaning of death, the afterlife, the
possibility of miracles?

Ask questions such as:
“What is important for us to know

about your faith or spiritual
needs?”

“How can we support your needs
and practices?”

“Where do you find the strength to
deal with this experience?”

Context Ask questions about the historical and
political context of their lives,
including place of birth, refugee or
immigration status, poverty,
experience with discrimination or lack
of access to care, languages spoken,
and degree of integration within their
ethnic community

Ascertain specific information by
asking the following:

“Where were you born and raised?”
“When did you emigrate to the

United States, and what has been
your experience coming to a new
country? How has your life
changed?”

“What language would you feel most
comfortable speaking to discuss
your health concerns?”

Life history assessment: “What were
other important times in your life,
and how might these experiences
help us to understand your
situation?”

Decision-making style What decision-making styles are held by
the group in general and by the patient
and family in particular?

Is the emphasis on the individual patient
making his or her own decisions, or is
the approach family centered?

Learn about the dominant ethnic
groups in your practice:

How are decisions made in this
cultural group?

Who is the head of the household?
Does this family adhere to traditional

cultural guidelines or do they
adhere more to the Western model?

Environment What resources are available to aid the
effort to interpret the significance of
cultural dimensions of a case, including
translators, health care workers from the
same community, community or
religious leaders, and family members?

Identify religious and community
organizations associated with the
ethnic groups common in your
practice (hospital, social worker and
chaplains may be able to help you in
this effort).

Used with permission.  JAMA 2001;286:2999 Copyright 2001 American Medical Association.  All rights reserved.
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Whenever possible the provider should utilize professional medical interpreters. If medical interpreters are 
not available, the provider may need to use bilingual health care workers or family members. This, however, 
is less desirable due to misinterpretation of medical phrases, censorship of sensitive or taboo topics, and the 
tendency to filter or summarize discussions rather than translate them directly. The following recommenda-
tions are suggested for providers utilizing interpreters (Norris, 2005 [D]):

• Meet briefly with interpreters prior to and after delivery of bad news or difficult discussions to help 
prepare the interpreter and to allow the interpreter to provide information about the patient, family 
and culture.

• Establish with the interpreter, patient and family members at the outset of a conversation or care 
conference that everything spoken will be translated word for word.

 • After making a complete statement, providers should pause to allow for translation.

• Providers should speak to and look at the patient/family rather than the translator:  "Where is your 
pain?" rather than "Can you ask him where he hurts?" (Searight, 2005 [R])

• Consider meeting with the interpreter after the discussion to allow for any necessary debriefing.

• Use non-verbal forms of education such as drawing or showing pictures.

• Understand that not all tools (such as pain scales) are universal and providers need to use terms that 
are culturally relevant.

• Avoid using jokes or humor because they may be misunderstood or considered offensive.

A learning module on cultural and spiritual sensitivity and a quick guide to cultural and religious traditions 
can be found at this Web address:  http://www.professionalchaplains.org/uploadedFiles/pdf/learning-cultural-
sensitivity.pdf

The University of Washington's "Culture Clues" tip sheets contain information for clinicians about the needs 
and preferences of patients from diverse cultures: http://depts.washington.edu/pfes/cultureclues.html

7. Psychological Aspects of Care
Key Points:

• Regular ongoing assessment of a patient's psychological status is important.

• Psychological treatment and interventions are based on goals in the plan of care.

• Difficulty in improving pain and other physical symptoms in spite of aggressive treat-
ment can be a sign of significant psychological, emotional or spiritual issues.

It may seem obvious to say psychological and emotional issues are present near the end of life, but too 
often these issues and their symptoms go undetected and untreated (Block, 2006 [R]).  For example, anxiety 
disorders in terminally ill cancer patients range from 15% to 28%, and approximately 25% of all cancer 
patients will experience severe depressive symptoms, with increasing symptoms as the disease progresses 
(Chochinov, 2006 [R]; Werth, 2006 [R]).   This further burdens patients and may prolong suffering and 
undermine their quality of life.  Routine ongoing assessment of a patient's psychological status is critical to 
provide quality palliative care (Block, 2006 [R]).

Pain and other physical symptoms are commonly the initial focus of treatment.  Psychosocial issues are 
more difficult to evaluate and address if the patient has distressing or poorly controlled physical symptoms 
(Strickland, 2004 [R]).
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Patients come to advanced illness with issues of worry, insomnia, panic, anxiety, nervousness, paranoia 
and lack of energy. (See Annotation #5, "Physical Aspects of Care.")  Psychological symptoms may also 
present as physical symptoms such as pain, constipation, nausea and vertigo.  Difficulty in improving 
physical symptoms should lead one to look at psychological or other causes.  Practitioners must be aware 
of psychological symptoms of depression and anxiety.  Use of standardized assessments to diagnose (e.g., 
PHQ-9) may be helpful; however, no screening tool for depression has been validated for palliative care.  
Questions like "How are you coping?"  "What are you doing to cope?"  "Are you having trouble thinking?"  
"Are you depressed?"  "Do you think about ending your own life?" or "Do you feel your situation is hope-
less?" are good questions.  Refer to the ICSI Major Depression in Adults in Primary Care Guideline for 
more information about depression and the depression assessment tool (PHQ-9).

It is important to distinguish depressive disorders from normal grief.  Neurovegetative signs such as somatic 
distress, sleep and appetite disturbances, and decreased concentration may occur as a result of the underlying 
illness, grief or depression.  However, anhedonia, significant hopelessness, worthlessness, guilt and suicidal 
ideation strongly suggest depression (Periyakoil, 2005 [R]).

Although some literature exists that discusses the psychological issues facing terminally ill cancer, AIDS  
and geriatric patients, less is known about patients with end-stage cardiac, pulmonary, renal and neurologic 
disease (Block, 2000 [R]).

More information can be found in the following Fast Facts at the Web site www.eperc.mcw.edu. #07 Depres-
sion in Advanced Cancer,  #59 Dealing with the Angry Dying Patient, #145 Panic Disorders at the End of 
Life, and #186 Anxiety in Palliative Care-Causes and Diagnosis provide up-to-date easy to access references 
for psychological aspects of palliative care.

8. Social Aspects of Care
Key Points:

• The interdisciplinary team includes professionals with specific skills in assessment and 
development of a social care plan.

• Conduct care conferences specific to developing and reviewing the social care plan.

• Make referrals to meet social needs and remove barriers to care.
The impact of a chronic progressive disabling disease extends beyond the patient to the "family," defined in 
its broadest sense.  Children, spouses, parents, co-workers, friends, neighbors, employers and even health 
care providers are all affected by an individual patient's condition.  Financial concerns, caregiver coping, 
communication with family and friends and discussion/decision-making on advance treatment plans all fall 
under the domain of social aspects of care.  Lack of knowledge about the social aspects of care influencing 
the patient can frustrate health care providers regarding decisions or lack thereof that the patient makes.  
Poor communication among patient, family and health care providers undermines effective decision-making 
(Curtis, 2001 [R]). 

Recommendations: 

• The interdisciplinary team of professionals including social workers should have patient-population 
specific skills in assessment and development of a social care plan.

- The comprehensive assessment should include family structure and geographic location; 
relationships and family dynamics; lines of communication and need for counseling for self 
and family; existing social and cultural network; perceived social support; medical decision-
making/Advance Directives and quality of life; work and school settings; finances including 
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filing for disability and ability to pay for medications and treatments; sexuality; intimacy; living 
arrangements; caregiver availability; access to transportation, medications, needed equipment 
and nutrition; community resources; and legal issues (Clinical Practice Guidelines for Quality 
Palliative Care, 2004 [R]).

- The comprehensive social care plan should address the social, practical and legal needs of the 
patient and caregivers based on the results of the comprehensive assessment outlined above 
(Clinical Practice Guidelines for Quality Palliative Care, 2004 [R]).

• Conduct regular patient and family care conferences with the interdisciplinary team to develop and 
review the social care plan.  Often the social worker is involved in coordinating this conference and 
its attendees. Further information and documents of support can be found at http://www.capc.org/.  
Also see Annotation #4, "Assessment of Patient's Palliative Care Needs and Values."

• Make referrals to meet identified social needs and to remove barriers to care.  This includes but is not 
limited to transportation for treatment and appointments, caregiver service options to meet patient's 
needs at home, counseling, financial resources and community clubs/services for support. 

• Understand that advance care planning is rarely fixed in time with specific treatment decisions but 
rather a dynamic process emerging from the clinical context of the disease and the social context of 
the patient (Pendergast, 2001 [R]).  Clear and honest communication, trust over time, and working 
within the patients' most important relationships are needed to improve the quality and outcome of 
this process. 

9. Spiritual, Religious and Existential Aspects of Care
Key Points:

• Spirituality helps patients cope with illness, dying and death and contributes to improved 
quality of life (Balboni, 2007 [D]; Puchalski 2002 [D]).

• It is important for caregivers to attend to patients' spiritual needs and concerns.  A 
spiritual assessment should be included in the overall plan of care.

• Utilize an interdisciplinary team with trained and credentialed chaplains to help provide 
patient-centered spiritual care and support.

Spirituality involves our relationship to whatever or whoever gives meaning, purpose and direction to our lives 
(McCurdy, 1998 [X]).  Given this definition, it can be said that everyone is spiritual in one form or another.  
A Gallop poll in 1999 found that some people's spirituality is theistic in nature, centering on a belief in God 
or a higher power.  The spirituality of many such people is embodied in and through a particular religious 
faith or tradition.  Other people's spirituality is humanistic in nature, focused on the strength of the human 
spirit or human relationships.  And yet others' spirituality is a blend of the theistic and humanistic.  

Illness and the prospect of dying can impact the meaning and purpose of a person's life (Pulchaski, 2002 
[R]).  Thus illness and dying have a spiritual dimension and are often perceived by patients as spiritual 
experiences (Reed, 1987 [D]).   As people face serious illness or death, they often ask questions of meaning, 
value and relationships such as:

Meaning:

• Why is this happening to me?  Why now?

• What is the meaning of my illness, my suffering, my death?

• What will happen to me after I die?
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Value:

• Do I still have value despite changes in my appearance, productivity, independence?

• Is there anything valuable about me that will persist beyond death?

Relationships:

• Do I need to forgive or be forgiven by anyone?

• Am I loved?  By whom?

• Will I be remembered after I die?  Will I be missed? (Sulmassy, 2006 [X]; Puchalski, 2002 
[R])

Other spiritual issues and concerns encountered in palliative care include:  life review, assessment of hopes 
and fears, meaning, purpose, beliefs about afterlife, guilt, forgiveness, legacy, and life completion tasks  
(Clinical Practice Guidelines for Quality Palliative Care, 2004 [R]).

Spirituality has been shown to help people cope with illness and the experience of dying.  For example:  
93% of patients with gynecologic cancers said that their spiritual beliefs helped them cope with cancer 
(Roberts, 1996 [D]).  A study with hospice patients found that those who drew comfort from their spiritual 
beliefs were happier, more satisfied with their lives, and had diminished pain (Yates, 1981).  On the other 
hand, spiritual beliefs can sometimes result in negative coping.  For example, patients who understood their 
illness as a punishment from God, or who had excessive guilt, or who prayed for a cure and were unable to 
resolve their anger when a cure didn't occur experienced more depression and poorer quality of life (Parga-
ment, 1998 [D]).

It is important for caregivers to attend to patient's spirituality, especially any spiritual concerns, questions  
or distress.  A 1997 survey by the Gallup Institute found that people overwhelmingly want their spiritual 
needs addressed during their dying process.  Spirituality is an important but often neglected component 
in holistic care of patients.  Up to 77% of patients identify the need for spiritual issues to be considered as 
part of their medical care.  But only 10%-20% of physicians discuss these issues with their patients (King, 
1994 [D]).  Attending to a patient's spirituality can deepen the relationship between patient and provider and 
build trust.  In one survey, 65% of patients in an outpatient clinic reported that a physician's inquiry about 
spiritual beliefs would strengthen their trust in that physician (Ehman, 1999 [D]).

Physicians and other care providers can attend to patient's spiritual needs and concerns in the following 
ways:  (Puchalski, 2002 [D])

• Offer compassionate presence – strive to be present with and attentive to patients.  Relate to patients 
not only as a professional expert but also as a fellow human being.  

• Listen to patient's fears, hopes, pain and concerns – listening is a powerful healing tool.

• Assess spiritual needs and concerns – asking patients about hope and peace (Steinhauser, 2006 [D]) 
is a simple, brief yet effective way to assess spiritual concerns.  

- Do you have hope? 

- Where does your hope come from?  

- What are you hoping for now as you look ahead?

- Are you at peace with the care decisions you've made? 

- Do you feel at peace – in your heart, your spirit? 
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- Where does peace come from for you? 

- Does that peace come from a spiritual or religious source? (Sulmassy, 2006 [X])

• There are a number of spiritual assessment tools created for use by providers in the clinical setting.  
Some of these tools include:

H: Sources of hope, meaning, comfort, strength, peace, love, connection
O: Member of an organized religion?
P: Personal spirituality, practices
E: Effects of beliefs on medical care and end-of-life issues

(Anandarajah, 2001 [R])

F: Do you have spiritual beliefs or Faith that have helped you cope with difficult times in the 
 past?
I: Are these beliefs important to you, and how do they Influence the way you care for 
 yourself?
C: Are you involved in a spiritual or religious Community or Church?
A: How would you like your health care providers to help you Address spiritual issues and 
 concerns?

(Puchalski, 2000 [R])

S: Spiritual belief system
P: Personal spirituality
I: Integration with a spiritual community
R: Ritualized practices and restrictions
I: Implications for medical care
T: Terminal events planning

(Maugans, 1996 [R])

• Utilize clinically trained chaplains as members of the interdisciplinary health care team – chaplains 
are experts in spiritual care.  They offer interfaith support to all who are in need and have specialized 
education to mobilize spiritual resources to help patients cope more effectively  (VanderCreek, 2001 
[R]).  Working with and making referrals to these spiritual care providers is an important aspect of 
holistic care.

Physicians and other providers should always be respectful of a patient's spiritual beliefs, should keep spiri-
tual discussions patient centered, and should never proselytize or impose beliefs onto a patient (Puchalski, 
2002 [R]; Post, 2000 [X]).

10. Ethical and Legal Aspects of Care
Key Points:

• Advance care planning, including advance directives and appointing a health care proxy, 
may be helpful in documenting and ensuring that a patient's wishes will be respected.

• The patient's goals, preferences and choices are respected within the limits of applicable 
state and federal laws, and form the basis for the plan of care.

• Informed consent for any treatment or plan of care requires either a patient with deci-
sion-making capacity or an appropriate surrogate decision-maker.
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The patient's goals, preferences and choices should form the basis for the plan of care.  They should be 
respected within the limits of applicable state and federal laws.  Informed consent for any treatment or 
plan of care requires a patient with decision-making capacity or an appropriate surrogate decision-maker. 
Informed consent is based on the principle that patients should be allowed to make decisions for themselves. 
Decision-making capacity thus serves as a gatekeeper concept.  A surrogate is needed for patients who lack 
decision-making capacity. 

Note: Competency is a legal term referring to a decision made by a judge, although a physician's opinion 
carries a large amount of weight in a competency hearing. In contrast, decision-making	capacity (aka 
decisional) refers to a physician's determination, based on clinical examination, that a patient is able to 
make medical decisions relative to the discussion for themselves.  Most state power of attorney for health 
care documents require a physician to document that a patient has lost decision-making capacity for the 
surrogate to become the legal agent for medical decisions. 

To be deemed decisional, a physician must be satisfied that a patient is able to:                

• receive information (e.g., must be awake, but not necessarily oriented)

• evaluate, deliberate and mentally manipulate information and 

• communicate a treatment preference (i.e., the comatose patient by definition is not decisional). The 
following points expand on the concept of decisionality. 

Decision-making	capacity	is:	

Understanding.  Does the patient truly understand the information about the risks, benefits and alternatives 
of what is being proposed?  The patient does not have to agree with your interpretation but should be able to 
repeat what you have said.  Ask, "Can you repeat to me the options for treatment I have just discussed 
with you?"  "Can you explain to me why you feel that way?"

Task	specific.  Deciding if the patient is decisional means weighing the degree to which the patient has 
decision-making capacity against the objective risks and benefits to the patient.  Some decisions are more 
complex than others, requiring a higher level of decision-making capacity.  Thus a moderately demented 
patient may be able to make some decisions (e.g., antibiotics for pneumonia) but not others (e.g., chemo-
therapy for colon cancer).  This sliding scale view of decisionality holds that it is proper to require a higher 
level of certainty when the decision poses greater risk. 

Logical.  Is the logic the patient uses to arrive at the decision "not irrational"?  One wants, as much as 
possible, to make sure the patient's values are speaking, rather than an underlying mental or physical illness. 
Note: Severe depression or hopelessness may make it difficult to interpret decisionality; consult psychiatry 
for assistance with this or other complex cases. 

Time	specific.  When encephalopathic, a patient may not be decisional, while after treatment, decisionality 
may be regained. 

Consistent.  Is the patient able to make a decision with some consistency?  This means not changing one's 
mind every time one is asked.  Is the decision consistent with the patient's values?  If there is a change in 
the patient values, can the patient explain the change? 

(Arnold, 2001 [R]) 

"Medical	Futility"/Low-Yield	Therapy
The term "medical futility" is commonly used by health professionals to discuss the appropriateness of a 
medical treatment option.  The public, policymakers, ethicists and the medical profession have been unable 
to agree on a clear, concise definition of futility that can be applied to all medical situations.  One commonly 
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used definition is that a futile intervention is one that a) is unlikely to be of any benefit to a particular patient 
in a particular medical situation, and b) will not achieve the patient's intended goals.  The sticking point in 
all futility definitions is the concept of benefit, as the perception of benefit is highly subjective.  Physicians, 
patients and families often have very different views on what is potentially beneficial.  Medical futility 
can be easily misunderstood as health care rationing.  While economic issues may impact shared decision-
making, the ultimate question is not "How much does this therapy cost?" but rather "Do the advantages of 
this therapy outweigh the disadvantages in a given patient?"

Physicians are not legally, professionally or ethically required to offer medically futile treatments, as	defined	
by the standard of care of the medical community.  Ethics committees, hospitals and local/state medical 
organizations can provide resources to understand medical futility and professional responsibilities in one's 
practice area.

Suggestions

• Check with your health care institution about the presence of an existing futility policy. 

• Avoid using the term "futility" in discussion with patients/families; rather, speak in terms of benefits/
burdens of treatment and patient- or family-specific goals of care. 

• Involve a palliative care and/or ethics consultant in any situation where "futility" will be invoked 
as a process step in formulating decisions. 

(Cuezze, 2005 [R]) 

Advance Directives
Advance care planning, including advance directives and appointing a health care proxy, may be helpful in 
documenting and ensuring that a patient's wishes will be respected.  Written advance directives are legal in 
every state; however, laws and forms vary from state to state.  See Other Resources for additional informa-
tion regarding advance directives.  It is important to remember that travelers should be aware of differing 
laws in whichever state they plan to travel, and bring a copy of their document with them.

There are two types of advance directives: 

• Health care power of attorney (aka durable power of attorney for health care, health care agent, 
etc.) – a document in which the patient appoints someone to make decisions about his/her medical 
care if he/she cannot make those decisions.  This is also known as a "living will." 

• Health care directive – a written document in which a patient's wishes regarding the type or extent 
of medical treatment to be administered or withheld are described if the patient becomes unable to 
communicate their preferences.

The POLST (Physician's Order for Life-Sustaining Treatment) is one form of a health care directive that 
was designed to help health care providers honor the treatment wishes of patients in the form of an actual 
physician order.  It is becoming more widespread in its acceptance in many parts of the country. POLST was 
developed as a one-page, advance care planning document, to be completed by health care professionals, 
together with a patient or surrogate decision-maker. The actual form should consist of these sections:

• CPR decision

• Medical intervention decisions

• Antibiotics

• Medically administered nutrition

• Signatures from the health care professional and if possible, the patient/surrogate
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(Dunn, 2007 [R])

The major advantages of the POLST form over standard advance directives is that, when adopted as the 
community standard, the information is clear, unambiguous, flexible, portable, available across all sites of 
care, and more likely to be honored by all health care providers when needed (www.polst.org, 2008).

New York State has adopted a similar form called Medical Orders for Life Sustaining Treatment (MOLST).  
Like POLST, it is a physician's order sheet based on the patient's current medical condition and wishes.  It is 
intended to summarize any advance directive.  Both forms are based on communication between the patient/
resident and surrogate (the health care agent or proxy or other legally designated decision-maker) and health 
care professionals. It ensures informed medical decision-making; it coordinates physician orders with the 
individual's wishes and communicates an individual's wishes regarding care across health care settings.

Barriers to completing advance directives: 

• Many physicians believe it is not appropriate to begin advance directive planning on an outpatient 
basis.  In reality, multiple studies have shown that patients want their doctors to discuss advance 
care planning with them before they become ill.  Many others have shown a positive response 
from patients when advance directive discussions are held during outpatient visits. 

Overcoming this barrier:  When beginning a discussion of advance directives, simply ask, "Do 
you know what an advance directive is?  Do you have one?"  If you are afraid the patient may 
respond negatively, perhaps saying to you, "Doc, is there something wrong with me?  Am I sicker 
than you are letting on?" respond by saying, "I ask all of my patients this question, sick or well."  
The Patient Self-Determination Act of 1991 mandates that every person be asked about advance 
directives when first seen (inpatient and outpatient). 

• Many people believe that if a loved one has financial power of attorney, he/she doesn't need a separate 
medical power of attorney.  This is not true.  Most often these are separate legal documents. 

Overcoming this barrier: When discussing power of attorney with your patient, assess his/her 
understanding.  Have literature in your office to clear up discrepancies. 

• Many physicians and patients feel that having an advance directive means "Don't treat."  Unfortu-
nately, advance directives can be a trigger for disengagement by the medical staff. 

Overcoming this barrier:  Make sure your patient and staff understand that advance directives 
don't mean "Don't treat me."  They mean "Treat me the way I want to be treated." 

• Patients often fear that once a person names a proxy in an advance directive he/she loses control of 
his/her own care. 

Overcoming this barrier:  When explaining advance directives to your patients, make sure he/
she understand that as long as he/she retains decision-making capacity, he/she retains control of 
his/her medical destiny.  Advance directives only become active when a person cannot speak 
for himself or herself. 

• Many people believe that only old people need advance directives.

Overcoming this barrier:  The stakes may actually be higher for younger people if tragedy strikes. 
Use the example of the Terry Schiavo case as a trigger to enlighten the discussion.  Ask, "What 
would you want if you were in a similar situation?"

(Warm, 2005 [R]) 
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Six Steps for Writing DNR Orders
1. The physician makes a benefit/burden assessment of CPR in the context of the patient's overall prog-

nosis.

2. If the assessment is negative, the physician consults with other members of the health care team about 
the issue and discusses the need for a DNR order.

3. If there is no remaining substantive objection, the physician approaches the patient (if capable) or the 
designated decision-maker(s) (if the patient is incapacitated) and explains a DNR order and why the 
health care team recommends writing such an order.

4. If no substantive objection is made, the physician writes the order in the patient's chart, documenting 
the discussion and the reasons for the DNR order in the progress notes of the chart.

5. The DNR order is reviewed regularly.

6. The DNR order can be revoked if the benefit/burden assessment changes.

(Fletcher, 1997 [R])

11. Care of the Imminently Dying Patient
Key Points:

• Recognition of the dying phase is essential.

• There is less anxiety and depression if the dying process is clearly discussed.

• Ongoing communication with the patient and family regarding the dying process and 
the treatment plan is necessary.

• Ongoing revision of the plan of care must be individually directed to the patient and 
family.

Care of the imminently dying patient is an intense interval for the patient, family and the health care team.  
Initiating discussion with the patient and family is the first step in establishing the individual plan of care 
for the dying patient (Ellershaw, 2003 [M]).   This allows for clarification of prognosis, identification of 
end-of-life goals, and identification of care preferences (Balaban, 2000 [R]; Ngo-Metzger, 2008 [R]).

The patient's transition to the dying phase should be consistently communicated by all members of the health 
care team.  Mixed messages should be avoided as they can lead to loss of trust, miscommunication and poor 
care management (National Quality Forum, 2006 [R]).  The National Consensus Project Clinical Practice 
Guidelines and the National Comprehensive Cancer Network Advance Care and Palliative Care Treatment 
Guidelines for Patients both endorse open communication with the patient, family, and care team regarding 
the dying phase and plan of care (Clinical Practice Guidelines, 2004 [R]; National Quality Forum, 2006 
[R]; National Comprehensive Cancer Network and American Cancer Society, 2005 [R]). 

Care of the imminently dying patient requires an intensive plan of care.  Essential to this plan is recognition 
of the dying patient.  Recognizing the dying patient requires a set of clinical skills.  There are key signs 
and symptoms that indicate that death will occur in hours to days.  Patients and family members need clear 
information about the physical and psychological aspects of the dying process.  Diagnosing dying is complex 
and at times uncertain.  Agreement between care team members that the patient is dying, and communicating 
this to the patient and family improve satisfaction and foster trust (Balaban, 2000 [R]).  

	 Palliative Care 
Algorithm Annotations Second Edition/May 2008



Institute for Clinical Systems Improvement  	
	 	 	
	 	 	

www.icsi.org

��

Establishing a treatment plan takes into account individual and family goals and preferences.  It is ideal to 
have this treatment plan available at the point of care, regardless of the site of care (inpatient, outpatient or 
ED).  The work group recognizes there are barriers to availability of the treatment plan due to limitations 
of communication within access and care systems (Solloway, 2005 [D]).

The treatment plan should include education for the patient and family.  This education should include the 
signs and symptoms of imminent death.  Attention to developmental, cultural and religious needs is critical.  
Patient and family wishes regarding the site of death should be discussed.  Studies show that from 70% to 
90% of people indicate that they prefer to die at home; despite this, about 75% of all deaths in the United 
States occur in hospitals or nursing homes (Brody, 1997 [R]; Clinical Practice Guidelines for Quality 
Palliative Care, 2004).  Referral to a hospice program may be appropriate. 

The comprehensive treatment plan must be medically sound and concordant with the patient's wishes and 
values (Brody, 1997 [R]).  Attention to adequate symptom management allays fears and allows comfort 
during the dying process.  The treatment plan includes physical, psychological, social and spiritual care 
(Ellershaw, 2003 [M]).  Ongoing communication remains central.  A comfort care order set may be beneficial 
for practitioners to use for imminently dying patients.  See ICSI Palliative Care Order Set.

12. Develop or Revise Palliative Care Plan
Use a "shared decision-making" model if appropriate.  This model promotes collaboration between the physi-
cian and patient in making treatment decisions, where the physician shares information and knowledge about 
the treatment options and the patient uses his or her values to weigh the risks and benefits of the different 
care options.  Note that this does not preclude the physician making a strong treatment recommendation 
based on clinical knowledge and experience.  However, level of interest in medical information tends to be 
stronger with younger age and increased educational attainment; older patients may prefer less information 
and want to rely more on the physician's expertise alone. More acutely ill patients may have limited ability 
to successfully weigh risks and benefits of the different options and thus may rely more on family members 
or on the physician's recommendation. This underscores the need to individualize care option discussions 
to patient preferences and illness status (Lee, 2002 [R]).  Discussions on treatment preferences should be 
periodically revisited to account for changes in patient preferences and course of illness, especially given that 
treatment strategies at one stage of the illness may be inappropriate for another stage (Dalal, 2006 [R]). 

Although patients and family members desire a say in treatment options, the physician should make a 
clear recommendation based on his or her expertise and experience (Curtis 2002 [D]; Lee, 2002 [R]).  It is 
important that the patient does not feel rushed into deciding between treatment options, as he or she may 
need to digest the initial bad news first (Back, 2005 [R]).

13. Does Patient Meet Hospice Criteria?
Key Points:

• Hospice care, now available in most communities in the United States, offers palliative 
medical care from a multidisciplinary team and serves patients and families as a unit 
with emotional, social and spiritual support. 

• Medicare patients certified by their physician as terminally ill with a life expectancy of 
six months or less if the disease runs its expected course may elect to receive hospice 
care.  Most private insurances now have hospice benefits, although coverage may 
vary. 
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• Discharge from hospice occurs if prognosis improves or if the patient wishes to seek 
curative treatment.

• A patient may be readmitted at any time, as long as the criteria for hospice are met.

See Appendix A, "Comparison Between Palliative Care and Hospice," for a table outlying symptoms and 
conditions relative to palliative and hospice care settings.  

Medicare	Hospice	Benefit:	Eligibility	and	Treatment	Plan	
In the United States, the Medicare Hospice Benefit (MHB) pays for the vast majority of all hospice care.  
Established in 1983, the MHB pays for medical, nursing, counseling and bereavement services for terminally 
ill patients and their families.  The original goal of the MHB was to support families caring for their dying 
relative at home.  Hospice services are not site specific; they can be provided in an acute care hospital, at 
home or in a long-term care facility.  Referral for hospice care is appropriate when the overall plan of care 
is directed toward comfort rather than reversing the underlying disease process. 

• Hospice services include medical equipment and supplies, medication for pain and symptom control, 
chemotherapy and radiation (if for palliation), grief counseling and bereavement support. 

• Hospice benefits cover hospital services for short-term symptom control and temporary respite 
care to relieve family caregivers.  They do not cover curative treatments or extensive evaluations 
inconsistent with the hospice approach. 

• Patients, initially certified for two 90-day periods, may be recertified for an unlimited number of 
60-day periods if the condition is still terminal with a life expectancy of less than six months if the 
disease runs its expected course. 

• If a patient qualifies for MHB, Medicare and hospice benefits can be coordinated to cover the 
appropriate aspects of care.

• Under Medicare, DNR status cannot be used as a requirement for admission.

Plan of care (POC) 

The hospice team and the patient's physician work together with the patient and family to maximize quality 
of life by jointly developing the Plan of Care. The POC is based on the patient's diagnosis, symptoms and 
goals of care.  The hospice program and the patient's physician must together approve any proposed tests, 
treatments and services.  In general, only those treatments that are necessary for palliation and/or manage-
ment of the terminal illness will be approved. 

Physician role

At the time of enrollment, the patient indicates the primary physician who will direct care; the patient may 
select a hospice physician for this role or may select his/her usual primary doctor.  The primary physician 
is responsible for working with the hospice team to determine appropriate care. 

Places of care 

Home.  The majority (95%) of hospice care takes place in the home.  Hospice team members visit the patient 
and family on an intermittent basis, determined by the Plan of Care.  Medicare rules do not require a primary 
caregiver in the home, but as death nears, it becomes increasingly difficult to provide care for a patient who 
does not have someone (family, friends, hired caregivers) who can be present 24 hours a day in the home. 

Long-term	care	facility.  25% of patients in the U.S. die in nursing homes.  Medicare recognizes that this 
can be the resident's home and that the patient's family frequently includes the nursing home staff.  Hospice 
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care under the MHB can be provided to residents in addition to usual care provided by the facility.  Individual 
hospice programs must establish a contract with the facility to provide hospice care.  The MHB does not 
pay for nursing home room and board charges. 

Hospice inpatient unit.  Dedicated units, either freestanding or within other facilities, such as nursing 
homes or hospitals, are available in some areas.  Permitted length of stay varies with the facility and its 
specific admission policies. 

General inpatient facility.  When pain or other symptoms related to the terminal illness cannot be managed 
at home, the patient may be admitted to a hospital or inpatient facility for more intensive management, still 
under the MHB.  The inpatient facility must have a contract with the hospice program for acute care.

Emergency department/urgent care

Patients may seek medical care at EDs or urgent care centers when unable to manage their care independently 
at home.  It is essential that any testing or treatment be coordinated with the hospice team.

(Turner, 2006 [R])

For specific Medicare Hospice Benefit information, see http://www.cms.hhs.gov/center/hospice.asp.

15. Hospice Care Team Coordinates Care with Primary Provider
At the time of enrollment, the patient indicates the primary physician who will direct care.  The patient 
usually selects the primary specialty care physician who is currently directing his/her care but may elect to 
have the hospice medical director as the primary physician in certain cases.  The hospice team works with 
the primary physician and patient and family to determine appropriate care.  (See Annotation #13, "Does 
Patient Meet Hospice Criteria?")

Palliative Care

Hospice

"All hospice is palliative care, but not all palliative care is hospice" (http://www.wisconsin-
hospice.org/images/EOL%20knowing%20Time%20is%Right%20Powerpoint.pdf).

• Although the palliative care model encompasses hospice care (see diagram above), it is beyond the 
scope of this guideline to include all aspects of care once the patient is admitted to hospice.
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• Discharge from hospice may occur for several reasons.  These may include: 

- an improved prognosis, 

- the patient wishes to seek curative treatment, or 

- an unrelated problem forces the patient to disenroll in hospice. 

Patient may be readmitted to hospice at any time, as long as the criteria for admission are still met.  (See 
Annotation #13, "Does Patient Meet Hospice Criteria?")

To determine whether a Medicare-approved hospice program is available in your area, contact the nearest 
Social Security Administration office, your state or local health department, or your state hospice organiza-
tion (in Minnesota, Hospice Minnesota 800-214-9597), or call the National Hospice Organization Hospice 
Help Line (800) 658-8898.

16. Make Palliative and/or Specialty Care Referrals and/or Consults as 
Needed
Key Points:

• Advanced care needs assessment and care planning place great demands on a busy 
practitioner.

• Specialist referral may be useful or counterproductive.

• Community-based palliative care service promotes consistent communication and 
delivery of care.

When available in the community, it may be appropriate to refer to a palliative care service.  In other commu-
nities, local hospice care team members may provide palliative care.  The evidence-based medicine support 
for the value of palliative care referral has been only marginally positive, in great measure due to ethical 
and logistical problems with recruitment of research subjects. What research does exist includes improved 
symptom control and quality of life (Finley, 2002 [M]; Franke, 2000 [M]; Jack, 2003 [C]); improved utili-
zation of limited resources including decreased ICU/ER use; decreased LOS; increased acute care capacity 
(Bruera, 2000 [C]; Cowan, 2004 [C]; Davis, 2001 [D]; Elsayem, 2004 [D]; Meier, 2005 [R]); and improved 
satisfaction of patients, families and health care providers (Meier, 2005 [R]; Teno, 2002 [B]).

Often the busy practitioner wants to "be there" for the patient but cannot "do it all."  Referral to specialists 
for consultation may be quite helpful but – in the absence of a thorough understanding of the patient's overall 
condition, needs and values – may result in recommendations for diagnostic/therapeutic interventions that 
the patient finds more burdensome than beneficial (Morrison, 2004 [R]).  It is important to educate staff in 
all settings (i.e., ED, outpatient clinic and inpatient) regarding appropriateness of palliative care referrals.

The services of a community-based palliative care and/or hospice service may be particularly valuable 
with assistance in assessment of needs, advance care planning, evaluation of hospice appropriateness, and 
multidisciplinary collaborative development of a palliative care plan.  According to the primary and specialty 
physicians participating in the ICSI Palliative Care Team focus groups, this collaborative assistance with the 
patient's primary practitioner directing care is of particular value.  To this end, a community-based palliative 
care group may be useful in delivering efficient, consistent assessment and communication of palliative care 
needs.  Smaller communities may find combining hospice and palliative care to be the most efficient use of 
limited resources.  Each community determines how responsibility for care is determined and communicated, 
but models generally employ collaboration of the primary clinician directing the care plan with palliative 
care support.  This support may well include grief counseling and bereavement for family and loved ones 
after the death of a patient.
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20. Remission or Resolution of Disease?
While palliative care is delivered across care settings and throughout the full course of illness, a patient may 
no longer require focused palliative care when:

• There is a remission of symptoms and the illness is no longer progressing

• The disease process is resolved (cured)

• Death occurs

If symptoms recur or the patient's condition deteriorates, a new evaluation of the patient's palliative care 
needs should be done; therefore, they would reenter the care process at box #4 of the algorithm.  

22. Death and Bereavement
Key Points:

• Health care providers play an important role in facilitating healthy grief and bereave-
ment processes.

• Various factors may predispose an individual to complicated grieving.

• Many community services are available to the bereaved.
Grief is the normal, expected emotional suffering caused by a significant loss, such as the death of a loved one, 
that includes both physiologic and psychological reactions (McQuay, 1995 [D]).  Grief can be anticipatory, 
such as that experienced by the patient or a loved one prior to the expected death of the patient (Hallenbeck, 
2005 [R]).  Grief can also be complicated, leading to maladaptive behaviors associated with a distorted 
or prolonged grief period (Ellifrit, 2003 [D]). Grief following a death is called bereavement.  However, 
bereavement interventions can begin prior to and in anticipation of the actual loss (Chochinov, 1989 [R]).

Health care providers play an important role in facilitating healthy grief and bereavement processes. Honesty 
at the end of life is essential (see Annotation #3, "Initiate Palliative Care Discussion").  By avoiding mixed 
messages, patients may review their lives and assist loved ones in future plans.  At this time it may be 
possible to identify bereavement needs of patients and their loved ones.  By assessing the grief response 
prior to death, it is possible to identify risk of complicated grieving and to provide early intervention (Elli-
fritt, 2003 [D]). 

Following the death of the patient, it is essential to allow the patient's loved ones to perform any customs 
or rituals that are important to them, within the policy guidelines of the facility. Failure to do so may lead 
to complicated grieving (Lebrocq, 2003 [M]).  Providers should be available to answer questions and offer 
support. This may be done informally or through a formal debriefing.

Provider contact after the death of a patient can be comforting for the patient's loved ones (Griffin, 2007 [M]). 
Providers may wish to offer emotional support by sending a card expressing their condolences.  Providers 
should also offer practical support by completing death certificates in a timely manner, filling out necessary 
forms or writing letters for the family as needed.

Several models defining grief are available, yet it is important to note that progress through grief is not 
predictable.  Movement through grief varies from person to person, and the bereaved may vacillate between 
stages, or elements of stages may appear concurrently.  Grief is not on a linear continuum and does not 
follow	a	specific	time	frame.  In complicated grieving, the person may fail to progress through grief or 
may be "stuck" in one stage of the grief process.
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Several factors may predispose an individual to complicated grief.  These include:

• Dependent or ambivalent relationship

• Multiple previous bereavements

• Previous psychiatric history, especially depression

• Sudden and unexpected death

• Death of a young person

• Stigmatized deaths such as suicide or AIDS

• Culpable deaths

• Inability to carry out valued religious rituals

• Lack of social support

• Survivor under age 45 whose partner died suddenly, or over 65 whose partner had illness of five 
years or more

• Multiple life crises

• Gender of bereaved person – e.g., elderly male widower

(Chochinov, 1989 [R]; Sheldon, 1998 [Not Assignable])

Others who are vulnerable to complicated grief include children, confused elders and those with learning 
disabilities.  Many resources are available for children, including storybooks, workbooks and a regional 
camp for grieving children. For confused elders or survivors with learning disabilities, repeated explanations 
and participation in important events, such as the funeral, may decrease the repetitious questions about the 
deceased (Sheldon, 1998 [Not Assignable]).

In order to provide support through the first anniversary of the death, it is suggested that the length of 
follow-up with the bereaved is a minimum of thirteen months (Buchanan, 1996 [D]; Moseley, 1989 [D]; 
National Quality Forum, 2006 [R]; Nesbit, 1997 [D]).  Bereavement counseling is required by Medicare for 
hospice programs, yet two-thirds of patients die out of hospice services (Centers for Medicare & Medicaid 
Services 418.88 [Not Assignable]; National Quality Forum, 2006 [R]).  Although it is not realistic for health 
care providers to personally provide bereavement services for the grieving loved ones of a patient, it is 
imperative that each provider be aware of the needs of the bereaved, potential risk factors for complicated 
grieving and the services available within their area so that appropriate referrals can be made to promote 
healthy grieving.  Possible community services include pastoral care, support groups, counseling services, 
grief groups, bereavement follow-up programs and communities of faith.  A referral to social services or 
contacting a local hospice program may be appropriate for assistance in bereavement interventions.
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Appendix A – Comparison Between Palliative Care and 
Hospice

	 Palliative Care 
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Palliative Care Hospice*
Debility/Failure to Thrive • Greater than three chronic conditions

in patient over 75 years old
• Functional decline
• Weight loss
• Patient/family desire for low-yield

therapy
• Patient with poor social support
• Increasing frequency of outpatient

visits, emergency department visits,
hospitalizations

• Assisted living/long-term care

• Documentation of clinical
progression of disease

• ECOG three or more
• No desire for aggressive treatment
• Not a candidate for aggressive

treatment
• Frequent emergency room

visits/frequent hospitalizations

Cancer • Uncontrolled signs and symptoms
due to cancer or treatment

• Introduced at time of diagnosis – if
disease terminal

• Introduced when disease progresses
despite chemotherapy

• Any patient with metastatic or
inoperable cancer

Heart Disease • Stage III or IV heart failure despite
optimal medical management

• Angina refractory to medical or
interventional management

• Frequent emergency department
visits or hospital admissions

• Frequent discharges from implanted
defibrillators despite optimal device
and antiarrhythmic management

• Heart failure symptoms at rest
• Ejection fraction less than 20%
• New dysrhythmia
• Cardiac arrest or syncope
• Frequent emergency room visits for

symptoms

Pulmonary Disease • Oxygen-dependent, O2 sats less than
88% on room air

• Unintentional weight loss
• Dyspnea with minimal to moderate

exertion
• Other pulmonary diagnoses, e.g.,

pulmonary fibrosis, pulmonary
hypertension

• Dyspnea at rest
• Signs or symptoms of right heart

failure
• O2 sat or O2 of less than 88%
• PCO2 greater than 50
• Unintentional weight loss

Dementia • Behavioral problems
• Feeding problems – weight loss
• Caregiver stress
• Frequency of ED visits
• Increased safety concerns

• Unable to walk, bathe or dress self
without assistance

• Incontinence
• Less than six intelligible words
• Frequent ER visits

Liver Disease • Increased need for paracentesis for
removal of ascitic fluid

• Increased confusion (hepatic
encephalopathy)

• Increased safety concerns
• Symptomatic disease

• INR greater than 5
• Albumin less than 2.5
• Refractory ascities
• SBP
• Jaundice
• Malnutrition and muscle wasting

Renal Disease • Dialysis
• Stage IV or Stage V chronic kidney

disease

• Not a candidate for dialysis
• Creatinine clearance of less than 15

mL/minute
• Serum creatinine greater than 6.0

Neurologic • Stroke
• Parkinson’s
• ALS – amyotrophic lateral sclerosis
• MS – multiple sclerosis

• Frequent emergency room visits
• Albumin less than 2.5
• Unintentional weight loss
• Decubitus ulcers
• Homebound/bed confined

Compiled from:  National Hospice and Palliative Care Organization, www.nhpco.org; Bailey, Amos, The Palliative Response,
www.hospice.va.gov.
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Appendix B – Myths About Palliative Care

	 Palliative Care 
Second Edition/May 2008

MYTH:  Palliative care teams take the patient away from the physician in charge.

FACT:  Palliative care teams work with the attending physician to provide management of a patient's diffi-
cult physical and psychosocial symptoms.  They can help coordinate challenging and time-consuming tasks 
such as arranging family conferences.  By improving patient and family satisfaction, they can enhance the 
quality of the physician-patient relationship. 

MYTH:  Palliative care teams try to convince the patients to stop treatment.

FACT:  Palliative care teams work with patients and families to clarify goals of treatment, so that patients 
can make informed decisions about continuing treatments.  Evidence shows that oncology patients served 
by a palliative care team have a higher likelihood of completing chemotherapy. 

MYTH:	 When patients are referred to palliative care, he/she thinks his/her doctor is giving up on them.

FACT:  Patients referred to palliative care teams actually have more satisfaction with their overall care, as well 
as with their primary physician.  Patients want the treatment that palliative care provides: pain and symptom 
relief, communication about their plan of care and coordinated care over the course of their illness.

MYTH:  Palliative care is only for actively/imminently dying patients.

FACT:  Palliative care is the aggressive management of symptoms in patients with complex or serious 
medical illness, at any stage of the illness. 

MYTH:  Palliative care is doing nothing – "nothing more can be done."

FACT:  Palliative care is never futile. Even when the underlying condition cannot be cured, sophisticated 
medical technology can be used to control symptoms and improve a patient's quality of life. Palliative care 
is a very active approach to symptom management and family support.

MYTH:  Palliative care starts when curative treatment stops.

FACT:  Palliative care can be offered simultaneously with curative treatment, along the continuum of 
health care.  Elements of palliative care and curative treatment can be combined. Specialized hospice care 
is implemented at the end of life and when curative treatment is no longer wanted or has become futile.

MYTH:	 Physicians can suffer regulatory and legal consequences from prescribing opioids and sedation 
in the doses sometimes needed for palliative and end-of-life care.

FACT:  Regulatory bodies at all levels recognize the importance of good pain control.  Undertreatment 
of pain is considered to be as equally inappropriate as overtreatment, and successful actions have been 
brought against physicians for failing to provide adequate relief of pain.  The Minnesota Board of Medical 
Practice has adopted the Model Policy for the Use of Controlled Substances for the Treatment of Pain, 
initially adopted by the Federation of State Medical Boards of the United States in 2004.  This document 
states, "Physicians should not fear disciplinary action from the Board for ordering, prescribing, dispensing 
or administering controlled substances, including opioid analgesics, for a legitimate medical purpose in the 
course of professional practice."  Documentation of patient evaluation, objectives of treatment, periodic 
review, and consent serve to provide justification for appropriate use of analgesics.
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MYTH:  Palliative sedation is considered euthanasia.

FACT:  Palliative sedation is administered with the intent of relieving suffering from refractory physical 
symptoms.  The intent is neither to hasten nor prolong death.  Its use as a medical therapy has been noted 
by the United States Supreme Court.  Euthanasia is the act of delivering medical treatments with the intent 
of causing death.  Careful documentation of prior unsuccessful treatments, the goal of relieving suffering, 
discussion of risks and benefits with the patient and/or surrogate decision-makers, and careful dosing and 
monitoring of pharmacologic agents are important points to document.

MYTH:  Once artificially administered nutrition and hydration therapy is initiated, it is illegal and/or 
immoral to discontinue it.

FACT:  There is no legal or ethical distinction between withholding a treatment and withdrawing it.  In most 
states, artificial nutrition and hydration are considered medical therapy and no distinction is made between 
withdrawal of artificial nutrition and hydration and any other medical therapy that is either not providing 
the desired effect or is increasing the distress of the patient.

MYTH:  A formal legal opinion, or permission from a court of law, is required to withdraw treatment.

FACT:  When medical providers and patients and/or families are in agreement about the goals of care and 
plan for withdrawal of treatment, there is no legal risk and no need for involvement of the courts.

(Meisel, 2000 [R])
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Brief Description of Evidence Grading
Individual research reports are assigned a letter indicating the class of report based on design type:  A, B, 
C, D, M, R, X.

A full explanation of these designators is found in the Foreword of the guideline.
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Priority Aims and Suggested Measures

1. Increase the identification of patients who are in the early stages of a progressive, debilitating disease 
who would benefit from palliative care services.   (Annotations #1, 3)

Possible measure for accomplishing this aim:

a. Percentage of adult patients with a progressive, debilitating disease with documentation in the 
medical record of a palliative care discussion.

b. Percentage of adult patients with a progressive, debilitating disease who have a completed Palliative 
Care Screening Tool documented in the medical record.

2. Improve the effectiveness and comfort level of the primary care provider in communicating the necessity 
and benefits of palliative care with those patients with a progressive, debilitating illness.  (Annotation 
#3)

Possible measures for accomplishing this aim:

a. Percentage of providers who have had education and training regarding palliative care concepts.

b. Percentage of providers who have training in the use of scripting for palliative care discussions.

c. Percentage of patients with a score ranging from 85-190 points on the Quality of Communication 
Survey tool.  (Refer to http://depts.washington.edu/~eolcare/instruments/index.html or http://depts.
washington.edu/eolcare/instruments/qoc%20online%20version-rev.pdf)

3. Improve the assessment of the identified patient's palliative care needs utilizing the seven domains of 
palliative care.  (Annotations #4, 5-11)

Possible measures for accomplishing this aim:

a. Percentage of adult patients with a progressive, debilitating disease who have a documented assess-
ment that addresses the seven domains of care. 

b. Percentage of adult patients with a progressive, debilitating disease who have a completed Edmonton 
Symptom Assessment System (ESAS) assessment documented in the medical record.

4. Increase palliative care planning with patients who have been identified in the early stages of a progres-
sive debilitating disease.  (Annotation #4)

Possible measures for accomplishing this aim:

a. Percentage of adult patients with a progressive, debilitating disease who have a palliative care plan 
documented in the medical record.

b. Percentage of adult patients with a progressive, debilitating disease with documentation in the 
medical record of a referral to palliative care consultation, as available in the community.

c. Percentage of adult patients with a progressive, debilitating disease with documented referral to 
home care/public health nursing consultation.
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5.   Improve the continual reassessment and adjustment of the patient's palliative care plan as the condition 
warrants, utilizing the seven domains of care. (Annotations #4, 5-11)

Possible measures for accomplishing this aim:

a. Percentage of adult patients with a progressive, debilitating disease who have a revised, documented 
care plan that addresses the seven domains of care. 

b. Percentage of adult patients with a progressive, debilitating disease who have a revised Edmonton 
System Assessment System (ESAS) assessment in the medical record.

6. Increase the completion, documentation and ongoing utilization of advance directives for patients with 
a progressive, debilitating illness.  (Annotations #4, 10)

Possible measures for accomplishing this aim:

a. Percentage of adult patients with a progressive, debilitating disease who have documentation in the 
medical record of a completed advance directive. 

b. Percentage of adult patients with an identified proxy decision-maker documented in the medical 
record.

c. Percentage of adult patients with a progressive, debilitating disease who have documentation in the 
medical record of a revised advance directive.

d. Percentage of adult patients who have a completed POLST form in the medical record.
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Possible Success Measurement #4a
Percentage of adult patients with a progressive, debilitating disease who have a palliative care plan docu-
mented in the medical record. 

Population Definition
Adult patients with a diagnosis of a progressive, debilitating disease. 

Data of Interest
# of adult patients with the specified progressive, debilitating disease who have a palliative care plan in 

chart

Total # of adult patients with the specified progressive, debilitating disease 

Numerator/Denominator Definitions
Numerator: A completed palliative care plan addresses all seven domains of care: physical aspects, cultural 

  aspects, psychological aspects, social aspects, spiritual/religious/existential aspects, ethical/ 
  legal aspects, and care of the imminently dying patient.

Denominator: "Specified progressive, debilitating disease" needs to be predetermined by the medical group 
   prior to data collection.

Method/Source of Data Collection
A random sampling of at least 10 adult patients with a specified progressive, debilitating disease seen each 
month.

Medical records are reviewed to determine whether there is any evidence of a palliative care plan in 
place.

Time Frame Pertaining to Data Collection
Data can be collected monthly.

Notes
It is important to note that this measure is applicable to any and all progressive, debilitating disease.  These 
include, but are not limited to:

• Pulmonary disease 
• Cancer/neoplasm
• Liver disease 
• Renal disease
• Neurological disorders:

- Stroke
- Parkinson's
- Amyotrophic lateral sclerosis
- Multiple sclerosis
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Key Implementation Recommendations

The following system changes were identified by the guideline work group as key strategies for health care 
systems to incorporate in support of the implementation of this guideline.

1. Develop a process to provide education to clinicians, patients and families regarding the elements and 
appropriateness of palliative care. It is important to address the difference between palliative care and 
hospice.

2. Develop a process that will allow providers to identify and assess patients who would benefit from 
palliative care services. This process should include the use of a screening tool that utilizes the seven 
domains. 

3. Develop scripts for health care providers that will assist them in initiating and discussing palliative care 
services.

4. Develop a process for timely referral to palliative care consultation for patients with a progressive, 
debilitating disease.

Knowledge Products and Resources

Criteria for Selecting Resources
The following resources were selected by the Palliative Care guideline work group as additional resources 
for providers and/or patients.  The following criteria were considered in selecting these resources.

• The site contains information specific to the topic of the guideline.

• The content is supported by evidence-based research.

• The content includes the source/author and contact information.

• The content clearly states revision dates or the date the information was published.

• The content is clear about potential biases, noting conflict of interest and/or disclaimers as 
appropriate.

Resources Available to ICSI Members Only
ICSI has a wide variety of knowledge resources that are only available to ICSI members (these are indicated 
with an asterisk in far left-hand column of the Resources Available table).  In addition to the resources listed 
in the table, ICSI members have access to a broad range of materials including tool kits on CQI processes 
and Rapid Cycling that can be helpful.  To obtain copies of these or other Knowledge Resources, go to 
http://www.icsi.org/knowledge.  To access these materials on the Web site, you must be logged in as an 
ICSI member.

The resources in the table on the next page that are not reserved for ICSI members are available to the 
public free-of-charge.
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* Author/Organization Title/Description Audience Web Sites/Order Information
Aging with Dignity "5 Wishes" and "My Wishes."

The documents address medical, personal, 
emotional, and spiritual needs that should 
be addressed when an adult or child 
is seriously ill and unable to speak for 
themselves.

Patients and 
Families

http://www.agingwithdignity.org

Center to Advance 
Palliative Care (CAPC)
CAPC provides health 
care professionals with 
the tools and training 
necessary to start and 
sustain successful pal-
liative care programs.

"Talking Points."  These talking points 
have the messages you need to get the 
attention of administrators, clinicians, 
patients, families and potential donors.

Health Care 
Provider

http://www.capc.org/tools-for-
palliative-care-programs/ 
marketing-tools/talking-points

Center to Advance 
Palliative Care (CAPC)

Tools for Palliative Care Programs
A collection of tools assembled by 
CAPC to assist in designing, strength-
ening, maintaining and defending 
Palliative Care programs.

Health Care 
Provider

http://www.capc.org/tools-for-
palliative-care-programs/

Center to Advance 
Palliative Care (CAPC)

CAPCconnect Forum: A free resource 
for health care professionals who want 
to share information, exchange ideas, 
and get advice from their colleagues on 
operational issues affecting their pallia-
tive care programs.

Health Care 
Provider

http://www.capc.org/forums/

GetPalliativeCare.org 
The site is provided by 
the Center to Advance 
Palliative Care (CAPC)

The Web site provides clear, compre-
hensive palliative care information for 
people coping with serious, complex 
illness. Information includes: descrip-
tion of what palliative care is, how it is 
different from hospice care, and infor-
mation on advanced directives.

Patients and
Families

http//www.getpalliativecare.org

Hank Dunn
Hard Choices

Hard Choices for Loving People: CPR, 
Artificial Feeding, Comfort Care, and 
the Patient with a Life-Threatening Ill-
ness, Fourth Edition.
Book: (ISBN 1-928560-30-2)

Patients and
Families

To order: http://www.hardchoic-
es.com
To download or read online:
http://hardchoices.com/about_
hc.html

EPERC End of Life/
Palliative Education 
Resource Center and 
the Medical College of 
Wisconsin

This Web site contains educational 
resource material for health care educa-
tors and providers. Materials include 
Fast Facts.

Health Care 
Provider 

http://www.eperc.mcw.edu

Resources Available
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* Author/Organization Title/Description Audience Web Sites/Order Information
Hospice Patients 
Alliance

Signs & Symptoms of Approaching 
Death 
The article describes the signs and 
symptoms of approaching death.

Health Care
Professionals; 
Patients and
Families

http://www.hospicepatients.org/
hospic60.html

* ICSI Summary Report: Palliative Care 
Patient Focus Group Report 
A summary of patient and caregiver 
focus groups.

Health Care 
Provider

http://www.icsi.org/improve-
ment_resources/knowledge_re-
sources/summary_reports/ 
patient_focus_group_reports/

* ICSI Members Toolkit: Palliative Care

The toolkit includes:

•  Palliative care screening tools
•  Palliative performance status  
    scale
•  Palliative care overview 
    handout
•  Scripting for conversations 
    between primary care providers 
    and patients about Fairview 
    Palliative Care Clinic
•  Dictation template

Health Care 
Provider

http://www.icsi.org

Information Links for 
Brain Tumor

Preparing for Approaching Death 
The article discusses the dying process.

Patients and 
Families

http://www.virtualtrials.com/
btlinks/death.cfm

Barbara Karnes Gone from My Sight; The Dying 
Experience

Patients and 
Families

Bookstores

National Palliative 
Care Research Center 
(NPCRC)

Web site provides Measurement and 
Evaluation Tools for assessing:
Pain and Symptom Management (i.e., 
Edmonton Symptom Assessment 
Scale [ESAS], Brief Pain Inventory), 
Functional Status (e.g., Karnofsky 
Performance Scale), Psychosocial Care, 
Caregiver Assessment, and Quality of 
Life.

Health Care 
Provider

http://www.npcrc.org/resources/
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* Author/Organization Title/Description Audience Web Sites/Order Information
Palliative.org 
(Regional Palliative 
Care Program in 
Edmonton Alberta)

Palliative.org
The Web site provides clinical informa-
tion to health care professionals regard-
ing palliative care. The assessment tools 
include including various tools such as 
the Edmonton Symptom Assessment 
System (ESAS).  The site also includes 
a link to the American Academy of 
Hospice and Palliative Medicine Fast 
Facts.

Health Care 
Provider

http://www.palliative.org/PC/
ClinicalInfo/ClinicalIdx.html

POLST.org is spon-
sored by the Center for 
Ethics in Health Care 
and Oregon Health & 
Science University

POLST (Physician Orders for Life-
Sustaining Treatment Paradigm) Para-
digm assessment tool. POLST is designed 
to help health care professionals honor 
the end-of-life treatment desires of their 
patients. The form includes physician 
orders that follow patient wishes and 
treatment intentions, and enhances the 
appropriateness and quality of patient 
care.

Health Care
Providers;
Patients and
Families

http://www.ohsu.edu/ethics/polst/

Put It In Writing, 
American Hospital 
Association

Put It In Writing 
The Web site provides information 
about advanced directives as well as 
provides educational resources to raise 
awareness regarding this issue.

Resources include: 
Put It In Writing Brochure, Wallet ID, 
advertisements and links. 

Patients and 
Families; 
Health Care 
Providers

http://www.putitinwriting.org
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