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Abstract

Comprehensive cancer care aims to treat both the underlying disease and the
experience of living with cancer. Patients suffer as whole persons; they have
relationships with others, a past, and an anticipated future. Suffering can be caused by
the cancer itself and/or by treatment. Suffering can also be the result of predicaments
imposed upon the patient and family by the disease process and therapy.

A comprehensive assessment is a critical step in providing quality cancer care and
enables the health care team to address the patient's suffering while managing the
underlying disease process. The initial comprehensive assessment identifies the fixed
characteristics of the patient and any physical, psychological, social, spiritual, practical,
end-of-life, or loss/grief issues that are a concern to the patient or family. The
assessment interview(s) addresses issues of information sharing, decision -making,
care planning, and delivery needs. In addition to monitoring changes in needs
addressed in previous sessions, subsequent assessments must also include
confirmation of the quality of care.

This very broad assessment is manageable if the functional inquiry starts with screening
guestions to highlight domains of issues. Then, based on the answers, the clinician can
perform a more in-depth evaluation of specific areas of concern. While it may initially
seem to be an overwhelming task, especially while attempting to keep within allotted
visit schedules, a full evaluation can be completed over the course of several routine
visits. Other members of the cancer care team can assist with multiple components of
the detailed assessment.

Comprehensive assessments initiate the therapeutic relationship and recur throughout
the course of the illness. The focus of the interview will shift as the needs of the patient
change. Even a physician who is familiar with a patient should periodically conduct
formal assessments of all domains of potential suffering from initial diagnosis until the
end of the therapeutic relationship.

Introduction

Assessment, the process of evaluating a specific issue to gather data, is a core skill of
all clinicians, particularly oncologists.

The patient's family includes those close in knowledge, care, and affection.

The public imagines that medical professionals study the issue of suffering in medical
school (Ref. 1). Indeed, they expect us to be experts at the relief of suffering. The public
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would be shocked to learn that this subject gets little attention in medical training,
including the training of oncologists. The goal of EPEC™-0 is to provide the
comprehensive cancer care team with the tools to integrate palliative care into
the cancer (health) care plan.

A comprehensive cancer assessment includes:

« Reviewing patient characteristics.

Taking a complete disease and treatment history:
o Reviewing the effect of medications
o Noting any adverse events or allergies.
« Exploring the multiple issues that cause patients and families to suffer.
e Conducting a physical exam.
e Ordering laboratory and radiological investigations that are appropriate for the
patient's situation and care goals.

The goal of comprehensive cancer care is to:

e Manage the underlying cancer and all of its associated comorbidities.
e Prevent and relieve suffering.

« Promote quality of living (and dying) for the patient and her/his family.

Using the information gathered in the comprehensive assessment, an individualized
care plan is developed by the oncology team. The oncologist is the leader of the team
and is responsible for the overall coordination and direction of the patient's care. It is
important that he or she knows how to organize a comprehensive assessment into a
framework to guide the evaluation of suffering and each step in the care process.

In a busy clinic, it is unlikely that an individual oncologist will perform complete
comprehensive assessments. Other members of the cancer care team, including
nurses, social workers, chaplains, and/or palliative care consultants, are the oncologist's
partners in conducting important components of the detailed assessment.

Team members must collaborate, investing their efforts to integrate and coordinate the
information collected by all for the benefit of the patient. Interdisciplinary team case
conferences (e.g., tumor boards) provide an opportunity to:

e Synthesize data that have been collected into a cohesive whole.

o Discuss possible therapies.
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When devising the plan of care, it is important to remember that the patient and family
need to be involved in decision making and the plan should facilitate their participation.

A comprehensive assessment can be a therapeutic tool. Each assessment offers an
opportunity for discussion with the patient and/or family about:

e The context of the patient's disease and prognosis.
e Issues that are causing suffering.
e The process of providing care.

e The need for advance planning and personal preparation, particularly when the
oncologist anticipates that the patient will deteriorate in the not-too-distant future.

A careful functional inquiry coupled with active listening, during which the clinician
reflects back his or her understanding of the conversation, can reassure the patient and
family that they have been heard. Active listening minimizes the risk of
misunderstanding between the patient and family and the care team. During the
interview, team members have the opportunity to offer information, provide practical
advice, and introduce sources of support. Paying attention to details and giving the
patient and family an opportunity to be heard during a comprehensive assessment will
give the patient and family a chance to build trust in the therapeutic relationship. When
conducted in a sensitive, caring manner, the interview will convey the care provider's
respect for the patient and family.

The subject of this module is the essential elements of assessment for each major
dimension of the patient's experience with his or her illness and the health care system.
Taking a complete disease and treatment history and conducting a full physical
examination are essential parts of the comprehensive assessment. However,
information about these skills is widely available elsewhere. This document, while
respecting the importance of the medical history and physical exam, will focus on other
factors necessary to provide patients with quality cancer care.

Module 1 - Video 1

Objectives

After studying this module, oncologists and other members of the cancer care team will
be able to:

o Explain conceptions of suffering.
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o Describe a framework to guide assessment of the multiple issues that frequently
cause patients and families to suffer. This framework will be used to develop the
patient's care plan.

e Use NEST, a validated screening tool, to facilitate an initial screening
assessment.

o Carry out a detailed assessment of active issues.

Conceptions of Suffering

What does it mean to suffer? Each of us has a personal sense of what brings meaning
and value to our lives. Causes of suffering are also personal. You cannot relieve your
patient's suffering unless you understand his or her perception of its cause.

As medical professionals, each of us must have a conceptual framework within which to
work, study, and teach if we are to achieve our goal of relieving suffering. The concept
of context is familiar in the world of medicine, where we have developed a conceptual
framework to investigate, understand, and intervene in each disease we seek to treat.

In an attempt to understand suffering in a way that would permit further study and
understanding and inform clinical care, Cassell outlined a conceptual framework for
suffering. (Ref. 1) He observed that "Bodies do not suffer; only persons do." Each
person is unique and experiences his or her disease in an individual way. Persons
suffer when their being, or personhood, is threatened; elements of what it means to be a
person include having a past, a present, an anticipated future, a private life, a role, and
a transcendent dimension.

Brody built on the concept that personhood requires a past, present, and future by
noting that human lives are, in a sense, stories. (Ref. 2) Our story is our sense of self.
As we face a diagnosis of cancer, our story takes an unexpected turn. If death occurs,
our story ends and becomes our legacy. Often, when a patient comes to a physician,
the emotional subtext of the patient's complaint can be understood as, "Doctor, my story
is broken. Can you fix it?" Much of our patients’ suffering can be understood in this
context. The future will be different than expected, and the present is consumed with
new physical concerns. The patient's private life is challenged by unanticipated and
unwelcome transitions.

Suffering challenges meaning. Often cancer patients develop new sources of meaning
while coping with changes in their expected life plan. (Ref. 3) Some find that the spiritual
or transcendent dimension of their lives changes. Children who have cancer experience
the same challenges in meaning. Parents and siblings suffer as they face the illness of
the child and adjust to the idea of a previously unanticipated future for the family. It is
helpful to consider what provides meaning and value in your own life and think about
how the prospect of cancer might affect this list.
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Although each person suffers in an individual way, the experience of illness and
suffering is not unique. In listening to patients with advanced cancer describe their
needs and expectations for care, Cicely Saunders, founder of the modern hospice
movement, conceptualized suffering as having four elements. (Ref. 4) She termed it
total pain and identified the elements as:

e Physical

e Psychological (emotional)

e Social (including practical)

e Spiritual
K.M. is a woman in her 50s with adenocarcinoma of unknown origin, initially found in
her lung and excised as a primary, and then presenting in her axillary nodes and
behaving more like breast cancer. She returns for a routine visit, after surgery and

chemotherapy, with an apparent remission. A medical student greets her and asks to
take a comprehensive assessment prior to the attending physician's arrival.

Module 1 - Video 2

The broad perspective

All of these conceptions view human existence from a broad perspective. Well-
intentioned efforts that are too narrow in scope will be ineffective.

e While pursuing a "cure" of the cancer, the health care team may fail to support
emotional well-being of the patient and family.

« Undue focus on a patient's social disconnection may distract a clinician from
attending to physical needs.

e A focus on physical pain can divert the health care team from recognizing that
the patient is depressed, or doesn't have sufficient money for the pain
medication, or is afraid that the pain means that he or she is going to die.

o Failure to address the spiritual dimension in a patient who is spiritually distressed
may exacerbate his or her perception of physical pain. A patient whose spiritual
foundation remains strong in the face of serious iliness is less likely to experience
physical symptoms.

« A patient who feels abandoned by family, community, or medical professionals
may express suffering by emphasizing a physical complaint, or by giving up
hope.

Patients benefit when caregivers avoid a disproportionate focus on a single aspect of
the patient's needs. Many factors influence the patient's experience of pain. To relieve
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suffering and enhance quality of life for our patients, we use a comprehensive
framework to ensure that we consider all of the dimensions of patients' needs.

Dimensions of lliness, Bereavement, and Cancer Care

Addressing the suffering of the patient and family is most effective when guided by a
framework that is based on the patient's experience of his or her illness and experience
with the health care delivery system, as well as the family's experience with
bereavement. The framework has three categories. Each is a part of the process of
providing care and associated outcomes: (Ref. 5)

o Fixed characteristics
« Modifiable dimensions

e Health care interventions

Similar frameworks have been developed independently by several investigators. Each
has based their framework on empirical findings from patients' perspectives, suggesting
that the overall construct is valid. (Ref. 6) (Ref. 7)

Fixed characteristics

Issues arise as patients and families progress through the process of facing cancer.
Goals of care and expectations about how therapeutic relationships are handled differ
depending on the patients' and families' background and life experiences. Age, gender,
race, ethnicity, culture, religion, and socioeconomic class are all factors in differing
goals and expectations. As the United States becomes more ethnically diverse,
physicians are increasingly likely to encounter patients whose world views and health
beliefs differ from their own. Failure of the health care team to recognize and respond to
these differences can impede communication and harm the therapeutic relationship. If
oncologists and cancer care teams are to provide care "in a manner that is respectful of
the patient's and family's personal, cultural, and religious values, beliefs, and
practices...," it will be important to know basic information about the patient and her or
his family from the outset. (Ref. 8)

Culture

Culture is a societal group's learned, repetitive, characteristic way of behaving, feeling,
thinking, and being. Culture is transmitted from one generation to another through
language, role modeling, and child enculturation.

Since the way in which people perceive palliative care can be significantly influenced by

their cultural values and beliefs, cultural competence among physicians is essential.
(Ref. 9) Cultural competence is viewed as a continuum, and many professional
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organizations have developed guidelines for cultural competency training and cross-
cultural caregiving practice. (Ref. 10) One of the most widely used conceptual schema
was first developed for mental health practice and has wide applicability. It focuses on
an organization's overall cultural competence. (Ref. 11)

Organizations may be perceived as progressing from negligence to inclusion, as
follows:

o Cultural destructiveness reflects behaviors that are harmful to certain cultural
groups.

« Cultural incapacity occurs when there is not sufficient capacity to help members
of diverse cultural groups.

e Cultural blindness assumes that what works for members of the dominant
culture will work for everyone.

o Cultural precompetence recognizes that limitations exist and seeks
improvement in working with diverse cultural groups.

« Cultural competence entails accepting and respecting cultural differences and
assessing and seeking to expand the knowledge base to ensure an inclusive
relationship centered on patients.

o Cultural proficiency entails promoting genuine cross-cultural initiatives in the
relationship.

Resources for promoting cultural competence and proficiency are included in the Health
Professional Resources section of this module.

Culture has been shown to be a strong determinant in attitudes toward health, illness,
and dying. However, it is important to remember that people are individuals with
attitudes arrayed along a continuum. Careful listening facilitates understanding.
Remember that an individual's values must be understood in the context of a particular
culture but not all members of a culture have identical beliefs and practices. Through
respectful inquiry, oncologists and members of the cancer care team can learn about
each patient's background and specific cultural issues.

It is a good practice to convey respect by conducting the interview using formal
conversational norms. For example, our current custom in the United States of
addressing people by first names is considered disrespectful in many cultures. Although
we must ask our patients questions, if they are respectfully posed, they will rarely be
offensive.

It is always best to use interpreters when language barriers exist; using family members

is fraught with difficulty. An interpreter or translator may also be able to supply
information about the relevant group's cultural context.
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Cultural considerations are explored further in several modules. Information, truth
telling, and involvement of translators are issues covered in EPEC™-O Module 7:
Communicating Effectively and EPEC™-O Module 8: Clarifying Diagnosis and
Prognosis. Maintaining reasonable hope is addressed in EPEC™-O Module 9:
Negotiating Goals of Care.

Modifiable dimensions

In addition to the cancer, there are often other aspects of a patient's experience of
illness and bereavement that can be modified. The following issues can all be changed
with time and effort, and if left untreated may have a negative impact on the modifiability
of the patient's cancer:

Physical symptoms

Practical and caregiving needs

Economic challenges

Psychological issues and social relationships
Spiritual and existential beliefs

Hopes and expectations

Preparedness for death and the grief that comes with real and anticipated losses

These issues have been divided into eight core domains that are used to guide a
functional inquiry. (See Figure 1 for an overview and Appendix 1 for a more detailed
listing of these issues.)
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Health system interventions

Figure 1: Domains of Issues During lliness and Bereavement

1. DISEASE
MANAGEMENT
diagnosis
date of diagnosis
prognosis
comorbidities

8. LOSS, GRIEF

actual
anticipated

7. END OF LIFE/
DEATH MANAGEMENT

life closure
legacy creation
death

2. PHYSICAL
ISSUES

pain, other symptoms

level of consciousness
function
wounds

PATIENT/FAMILY
CHARACTERISTICS

6. PRACTICAL ISSUES

personal care
household chores
transportation
caregiving

3. PSYCHOLOGICAL &
COGNITIVE ISSUES

anxiety

delirium
depression
emotions

4, SOCIAL ISSUES

family
relationships, roles
finances

5. SPIRITUAL ISSUES
meaning, purpose
existential beliefs

hopes, expectations
religion
rituals

Module 1 - Video 3

Technical interventions have been the main focus of much of cancer care. Viewed from
the perspective of comprehensive cancer care, it is clear that the delivery of technical
interventions is just one of six steps in the process of providing high-quality cancer care.
(See Figure 2 for an overview and Appendix 2 for a more detailed listing of steps that
can be used to guide a functional inquiry.)
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Figure 2: Essential Steps in the Process of Providing Care
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*understanding *patient/ family
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*satisfaction *jssues

*process of
5. Care Delivery h providing care
#specific therapy guidelines L
*adverse events

2. Info Sharing

4. Care Plannin T ? *what patient knows
*setting of care 9 3. DeC|S|0n'Mak|ng *what patient wants to know
*who are caregivers *goals of care «limits of confidentiality
*plan of care *treatment priorities stranslation
* capacity

*surrogate decision-makers
*advance directives

Efficient Assessment

The dimensions of iliness, bereavement, and cancer care provide a simple but complete
framework to guide assessment. Routine use of this framework will ensure that the
oncologist and other members of the cancer care team do not overlook issues of
concern to the patient and family.

During the initial portion of your first assessment of a new patient, find out some basic
facts about the person and how to relate to her or him in a respectful fashion. This can
be accomplished with a simple inquiry about how the patient would like to be addressed
or greeted. For some, a first name is comfortable or even comforting, but for others it is
disrespectful. In some cultures a handshake is affirming, in others touching the opposite
gender is forbidden.

To make the assessment process more efficient, divide it into two phases—an initial
screening to identify issues of concern followed by a detailed evaluation of all active
issues.

Initial screening

During the initial screening, start by asking open-ended questions about the patient,
including her or his overall health and understanding of the situation. Then ask a series
of validated screening questions that assess each of the major dimensions of the issues
that frequently cause suffering. One such validated screening tool is NEST. (Ref. 12)
Others, such as RAI-PC, are also available. (Ref. 13)
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Once a need is detected, more specific evaluation questions can follow. As
demonstrated in the trigger tape, a whole-person assessment can be completed
comfortably within the usual 15-minute office visit if the physician is practiced in its use.

Screening with NEST

NEST utilizes a series of questions selected for their sensitivity to detect needs that are
of concern to the patient. These have been grouped into four dimensions to generate
the pneumonic NEST:

e Needs in the social domain

« Existential matters

e Symptom management needs

o Therapeutic relationship matters
For a deft approach to sensitive concerns, ask the NEST questions in reverse order.
Start by orienting yourself to the patient's cultural context. Leave inquiry into financial

matters to the end. Memorize the screening questions from each area. With practice,
they will flow smoothly in a conversational manner.
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Table 1: NEST screening questions

NEST
groupings Screening questions Domains
(reversed)
To inquire
about 1. How much do you feel your doctors and nurses | Patient/family
Therapeutic | understand you and relate to you with respect? characteristics
relationships:
2. How clear is the information from the medical Information
team about what to expect regarding your illness? | sharing
3. How much do you feel that the medical care you | Decision-
are getting fits with your goals? making
To inquire 4. How much do you suffer from physical
about symptoms such as pain, shortness of breath, Physical
Symptoms: fatigue, bowel or urination problems?
5. In your mind, how often do you feel confused or :
\ Psychological
anxious or depressed?
To inquire
about 6. How much does religious belief or your spiritual Spiritual
Existential life contribute to your sense of well-being? b
matters:
7. How much does this illness seem distressingly .
: Spiritual
senseless and meaningless?
8. Do you have some matters you would like to .
: Spiritual
resolve with people close to you?
9. Since your illness, how much do you live life with .
. Spiritual
a special sense of purpose?
To inquire 10. How much trouble do you have getting access | Practical
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NEST

groupings Screening questions Domains
(reversed)

about to the medical care you need?

social Needs:

11. How much help do you need with caregiving—

things like getting meals or getting to the doctor? Practical

12. How often is there someone to confide in or :
Social

feel close to?

13. How much of a financial hardship is your illness ,
Social

for you or your family?

Detailed assessment

If the response to any of these questions suggests that there is a concern, use more
specific questions to explore the details. Depending on the extent, severity, urgency,
and priority of needs, evaluation may proceed directly or be postponed for another visit.

Detailed strategies for assessing issues that patients and families living with cancer
confront are included in numerous EPEC™-0O modules. Issues that arise as a result of
the care process are also integrated into the Modules. Whenever possible, use one of
the scales shown in Figure 3 to quantify the severity of the symptom.
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Figure 3: Severity Assessment Scales
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The Faces scale is adapted from the Wong-Baker FACES Pain Rating Scale. (Ref. 14)
Additional nonvalidated questions that may be useful to assess content areas not
included in other EPEC™-0O modules are included in Appendix 3.

If there seems to be no issue within a given dimension, that area can probably be
considered free of need and not evaluated further.

As part of the detailed assessment, don't forget to ask about past experiences with
medications, adverse events, and allergies.

Careful documentation of your findings is an important part of the functional inquiry.

Physical Examination and Tests

After your functional inquiry, conduct a physical examination. Depending on whether the
encounter is for an initial comprehensive assessment or a focused evaluation, delay the
physical exam until the full verbal portion of the comprehensive assessment has been
completed. A physical examination not only adds to the history and provides baseline
clinical information but also establishes a relationship that includes therapeutic touch.

Occasionally, laboratory and radiological investigations are helpful. Before ordering any

tests, decide with the patient and family how the result will change the plan of care, or if
the results will not influence the care plan. In a few instances, it will be valuable to know
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if there is disease stability or progression even when no therapeutic intervention is
planned.

Summary

Patients and families have a multidimensional experience of their illness and the
process used to provide them with care. To effectively manage all of the issues that
cause patients and families suffering, oncologists and other members of the cancer care
team must first be able to identify these issues.

A framework to guide functional inquiry can be used to efficiently conduct a
comprehensive assessment (see Figures 1 and Figure 2 and Appendix 1 and Appendix
2). To ascertain whether frequently occurring dimensions of the cancer experience are
concerns, start by asking 13 screening questions from NEST. Then conduct a more
comprehensive inquiry for each of the issues where concerns or needs are identified.
Detailed assessment strategies, including sample questions to ask, findings to look for
on physical examination, and possible laboratory and radiological investigations, are
available in each of the EPEC™-O modules. Additional nonvalidated questions that may
be helpful for topics not included elsewhere in EPEC™-O are in Appendix 3.

A whole-patient assessment sets the stage for the comprehensive cancer care team to
address all of the patient's and family's sources of suffering. Use it periodically to screen
for issues that require a detailed reassessment. Based on your findings and the
patient's goals of care, revise the care plan appropriately.

By comparing serial assessments, members of the cancer care team will be able to
determine the outcomes of their therapeutic interventions.

Key Take-Home Points

1. Patients' suffering has a context; consider patients and families together.

2. Bodies do not suffer; only persons do. Personhood means having a past,
present, and future. Suffering is a challenge to meaning, and loss of meaning is a
form of suffering.

3. Elements in the broad conceptualization of comprehensive cancer care can be
thought of in three categories:

o Fixed elements
o Modifiable elements

o Health care interventions and their associated outcomes
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4. The greatest need in changing the system of care is timely application of
knowledge that is already available.

5. Conceptual frameworks, approaches for investigating and understanding
suffering, and approaches for interventions to relieve suffering have been
neglected in the training of physicians.

6. Whenever possible, quantify the severity of an issue.

7. Minimize the burden of laboratory and radiological investigations; order tests only
when the results will have a specific use.

Pearls

1. Make a partnership with your patient and the family caregiver; draw them into the
interdisciplinary team and foster their active participation in the plan of care.
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Appendix 1: Domains and Issues of lliness and Bereavement

Patients and families face multiple issues during illness and bereavement that cause
suffering. These issues can be grouped into eight domains. The most common issues

are listed below.

Figure 4: Domains and Issues of lliness and Bereavement

1. Disease 2. Physical
Management Pain and other symptoms®
Primary diagnosis, Levels of consclousness, cognition

prognosis, evidence
Function, safety, aids:
Motor, eg. mobility
swallowing, secret
Senses, eg, hearing. sight
smell, taste, touch
Adverse E\«'Etl'lfs._ eg.' side effects, Physiologic, eg. breathing,
i

Secondary diagnosis, eg,
dementia, psychiatric diagnosis,
substance use, trauma

oxic dirculation
Sexual
Allergies
Fluids, nutrition

Wounds

. Habits, eg, alcohol, smoking
8. Loss, Grief

I
Loss -

Grrief, egi_acut?. chronic, Pail::ent.la nd
anticapatory amily
Bereavement Planning \ Characteristics
Mourning
7. End of Life
Care/Death
Management

Life closure, eg, completing
business, closing relationships,
saying good!

Gift Giving, eg, things, money,
organs, thoughts

Legacy creation
Preparation for expected death
Anticipation and management of

physiclogical changes in the last
urs of%ife

6. Practical

Activities of daily living, i.e.. for personal care=

ambulation, bathing, toileting, feeding, dressing

and transfers: for household activities= cooking.
cleaning, laundry, banking, shopping

Rites, rituals
Pronouncement certifications

Peri-death care of family, sy
handling of the body Caregiving
Funeral memorial services, Dependents, pets

celebrations Telephone access, transportation

Oral conditions: dry mouth, mucositis
Skin conditions: dry skin, nodules, pruritus, rashes

Cardio-respiratory: breathlessness, cough, edema, hiccups, apnea, agonal breathi
Gastrointestinal: nausea, vomiting, constipation, obstipation, bowel obstruction,

3. Psychological
Personality, strengths,
behavior, motivation

Depression, anxiety

Emotions, eg, anger, distress,

hopelessness, loneliness

Fears, eg. abandonment,
burden, death

Control, dignity, independence

Conflict, guilt, stress, coping
responses

Self-lmage, self-esteem

4, Social

Cultural values, beliefs, practices

Relationships, roles with family,
friends, community

Isolation, abandonment, reconciliation
Safe, comforting environment
Privacy, intimacy
Routines, rituals, recreation, vocation
Financial resources, expenses
R
directives, last will/testament,

ciaries
Family caregiver protection

Guardianship, custody issues

5. Spiritual

Meaning, value
Existential, transcendental
Values, beliefs, practices, affiliations
Spiritual advisors, rites, rituals

Symbols, icons

* Other common symptoms include, but are not limited to:

n,E patterns
diarrhea, bloating, dysphagia, dyspepsia

General: agitation, anorexia, cachexia, fatigue, weakness, bleeding, drowsiness, effusions (pleural, peritoneal),
fever/chills, incontinence, insomnia, lymphoedema. myoclonus, odor, prolapse, sweats, syncope, vertigo
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Appendix 2: Process of Providing Care

During each therapeutic encounter, the process for providing care involves six essential
steps that guide the interaction between caregivers and the patient and family. While
these steps do not need to occur in any specific order, each must be completed during

each encounter. The most common steps are listed below.

Figure 5: Process of Providing Care

6. Confirmation
Understanding
Satisfaction

Complexity

Stress

Cancerns, other issues,
questions

Ability to participate in
the plan of care

5. Care Delivery
Caretearn
*Composition
* Leadership,
coordination,
facilitation
* Education. training
*Support
Consultation
Setting of care

Essential services

Patient. family, extended
network support

Therapy delivery
* Process

*Storage, handling,
disposal

* Infection contral

Errors

A—, >
)\ <

Confirmation

5

Care Delivery

4

Care Planning

4. Care Planning
Setting the care
Process to negotiate
and develop plan of care
that:
Addresses Tssues and
opportunities, dellvers
chosen therapies
Includes plan for:

* Dependents
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Appendix 3: Additional Detailed Assessment Questions

In addition to the detailed assessments included in each of the modules of EPEC™-0O,
cancer care teams may find the following nonvalidated questions useful during a
detailed assessment.

Physical issues
Assess both motor and sensory functions.

« What is the patient's performance status?
e Can the patient move around?

e Can the patient see or hear well enough?
e Is he or she safe?

e How are the physical aspects of relationships, including sexual function?

Psychological issues

e How is the patient responding to the fact of being ill?

Consider naming some common responses, such as anger, grief, instability, and
tranquility.

Social issues

Ask about family and what arrangements have been made to accommodate changes
necessitated or caused by the cancer.

Spiritual issues
Individual form of spirituality

How does the patient's spirituality offer a sense of well-being and coping resources to
him or her?

"When you are looking for spiritual comfort, what do you do?"
If the patient seems hesitant, you can add:

"Some people listen to music; others pray or do something else. What helps
you?"
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To find out if there is a community component to the patient's spiritual life, simply ask:

"Do you have a community with which you share your spiritual side?" Or "What
role does religion play in your life?"

Existential distress

To what extent does the cancer seem senseless and meaningless? Does the patient
accept his or her diagnosis, prognosis, and the impact of that on personally important
relationships? Be alert to the possibility of a spiritual crisis.

To gain insight into a patient's spiritual orientation, a preamble can be helpful: "This
illness seems to be especially distressing now." Then go on to ask a direct question
such as:

e "Do you sometimes feel abandoned or judged?”
e "How do you understand the meaning of your illness?"
e "How much distress is it causing?"

e "Is it impacting any of your important relationships?"

Purpose

Does the patient have a sense of purpose in life that is fitting with his or her prognosis
and limitations imposed by the illness?

e "How have you made sense of what is happening to you?"

"Do you feel that you have a sense of purpose in life that you can pursue, even
with [having had] cancer?"

A key question, whether for survivors or the terminally ill, may be:
« "Do you feel settled in regards to your diagnosis and prognosis?"

Unresolved issues
e "Is there something that you would like to do before you get too sick?"

e "Asyou look back, what has given your life the most meaning?"

For those who are aware they have a poor prognosis, examples might be:

"Many people have old differences they would like to settle before they die. Is
there anyone you want to be able to communicate with before you die?"

e "Many people have places or people they would like to visit. Do you?"
e "Some have a piece of work they would like to finish. Do you?"

e "In what ways has this illness affected you emotionally?"
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e "Are you doing things that you enjoy?"

e "How has your mood been lately?"

e "How have you been coping with all of this?"
e "How have you handled stress in your life?"

e "Are you concerned about being a burden to others? Do you feel in control of
your life right now?"

e "Have you thought about taking a family vacation while you are still able?"

e "If you were to die suddenly, are there important things you feel would be left
undone?"

What helps?
e "Do you have a community that can help?"

"Would it be helpful to bring in a team member with a suitable pastoral
counseling background?"

Practical issues
Ask about the patient's ability to complete his or her activities that support daily living.

"Are you able to complete all your own ambulating, bathing, toileting, feeding,
dressing, and transfers?"

e "Are you able to complete all your own cooking, cleaning, laundry, banking, and
shopping?"

« "Do you have any need for assistance with transportation?"

Loss, grief

"How well do you feel you have adjusted to this [illness/loss/prospect]?"

Information sharing

"How do you want to handle important health information?"

o "What will allow for clear understanding and the best decisions?"

Decision making
e "What are the goals for your care that brought you here today?"

"What are the things you most want to accomplish?"
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Appendix 4: Reprinted Documents

Brief Pain Inventory (Short Form), reprinted by permission of the Pain Research Group.
Copyright 1997. Available at http://www.mdanderson.org/pdf/bpisf.pdf. Accessed April
11, 2005.

Memorial Symptom Assessment Scale, reprinted by permission of the Memorial Sloan
Kettering Cancer Center, New York, NY, USA. Available at
http://www.mywhatever.com/cifwriter/content/41/pel262.html. Accessed April 11, 2005.

Edmonton Symptom Assessment System (ESAS). Available at
http://www.palliative.org/PC/Clinicallnfo/AssessmentTools/AssessmentToolsIDX.html.
Accessed April 11, 2005.
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Self-Assessment

Module 1: Comprehensive Assessment

1. Mr. Bennett is a 43-year-old man status post resection of a kidney for
hypernephroma that extended through Gerota’s fascia. He has a postoperative pain
syndrome that suggests the formation of a neuroma with neuropathic pain.
Although he is an airline pilot, he has been unable to work for the past year. He
might be expected to be suffering in which sphere?

[7 a). emotional

b). practical

C). spiritual

d). all of the above

Oo0onan

e). none of the above

2. Mr. Wright is seen in the office for follow-up of his Stage IlIA nonsmall-cell lung
cancer and diabetes mellitus. During the interview, which comment most suggests
psychological distress?

[Z a).“My leg hurts right here.”
b). “I'm so worried about my wife.”
c). “I don’t know how I'll get to my appointment.”

d). “Why did | get this disease?”

000

3. Mrs. DeGuilio is an 84-year-old woman with neuropathic pain affecting hands, feet,
and knees after combination chemotherapy for Stage Ill ovarian cancer. Today she
notes increased swelling and pain in her knees. An important question in pain
assessment is:

[T a). Have you noticed a fever?

[Z b). How does it affect your life?
[Z c). Have you lost weight?
L

d). How are you feeling overall?
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4. Mrs. Patton is a 54-year-old woman with advanced myelodysplastic syndrome and
is bedbound with increasing fatigue. What question by Mrs. Patton most suggests
spiritual suffering?

[ a). “Why is this happening to me?”
[z D). “How will | pay for my care?”

[ c¢). “What s likely to happen next?”
[> d). “Will | suffocate?”
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Self-Assessment Answers
Question 1. The correct answer is: d)

This question is aimed at understanding the conceptual framework for suffering. He is
likely to be suffering not just in the physical sphere (pain), but in emotional, social
(practical), and spiritual spheres.

Question 2. The correct answer is: b)

This question is aimed at understanding the meaning of patients’ questions in the
context of assessing suffering. Worry falls in the psychological distress dimension.
Although there is overlap, the other possible answers are focused on the physical
(pain), practical (transportation), and spiritual (questions beginning with “Why”).

Question 3. The correct answer is: b)

This question is concerned with pain assessment. The effect of pain on a patient’s life is
an important component. The other questions may be part of the overall assessment of
the patient, but don’t relate to the pain assessment.

Question 4. The correct answer is: a)

Assessing spiritual suffering is important. Questions that begin with “Why” are often
related to the spiritual dimension. They need to be recognized for what they are—simple
answers or biologically based answers (e.g., your muscles are weak) will miss the mark.
The other possible answers relate to social (financial and practical) and physical
(prognosis and symptom management) issues.
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 Abstract





Comprehensive cancer care aims to treat both the underlying disease and the experience of living with cancer. Patients suffer as whole persons; they have relationships with others, a past, and an anticipated future. Suffering can be caused by the cancer itself and/or by treatment. Suffering can also be the result of predicaments imposed upon the patient and family by the disease process and therapy. 


A comprehensive assessment is a critical step in providing quality cancer care and enables the health care team to address the patient's suffering while managing the underlying disease process. The initial comprehensive assessment identifies the fixed characteristics of the patient and any physical, psychological, social, spiritual, practical, end-of-life, or loss/grief issues that are a concern to the patient or family. The assessment interview(s) addresses issues of information sharing, decision -making, care planning, and delivery needs. In addition to monitoring changes in needs addressed in previous sessions, subsequent assessments must also include confirmation of the quality of care. 


This very broad assessment is manageable if the functional inquiry starts with screening questions to highlight domains of issues. Then, based on the answers, the clinician can perform a more in-depth evaluation of specific areas of concern. While it may initially seem to be an overwhelming task, especially while attempting to keep within allotted visit schedules, a full evaluation can be completed over the course of several routine visits. Other members of the cancer care team can assist with multiple components of the detailed assessment. 


Comprehensive assessments initiate the therapeutic relationship and recur throughout the course of the illness. The focus of the interview will shift as the needs of the patient change. Even a physician who is familiar with a patient should periodically conduct formal assessments of all domains of potential suffering from initial diagnosis until the end of the therapeutic relationship.


Introduction





Assessment, the process of evaluating a specific issue to gather data, is a core skill of all clinicians, particularly oncologists. 


The patient's family includes those close in knowledge, care, and affection.


The public imagines that medical professionals study the issue of suffering in medical school (Ref. 1). Indeed, they expect us to be experts at the relief of suffering. The public would be shocked to learn that this subject gets little attention in medical training, including the training of oncologists. The goal of EPEC™-O is to provide the comprehensive cancer care team with the tools to integrate palliative care into the cancer (health) care plan.


A comprehensive cancer assessment includes: 


· Reviewing patient characteristics. 


· Taking a complete disease and treatment history: 


· Reviewing the effect of medications 


· Noting any adverse events or allergies. 


· Exploring the multiple issues that cause patients and families to suffer. 


· Conducting a physical exam. 


· Ordering laboratory and radiological investigations that are appropriate for the patient's situation and care goals. 


The goal of comprehensive cancer care is to: 


· Manage the underlying cancer and all of its associated comorbidities. 


· Prevent and relieve suffering. 


· Promote quality of living (and dying) for the patient and her/his family. 


Using the information gathered in the comprehensive assessment, an individualized care plan is developed by the oncology team. The oncologist is the leader of the team and is responsible for the overall coordination and direction of the patient's care. It is important that he or she knows how to organize a comprehensive assessment into a framework to guide the evaluation of suffering and each step in the care process. 


In a busy clinic, it is unlikely that an individual oncologist will perform complete comprehensive assessments. Other members of the cancer care team, including nurses, social workers, chaplains, and/or palliative care consultants, are the oncologist's partners in conducting important components of the detailed assessment. 


Team members must collaborate, investing their efforts to integrate and coordinate the information collected by all for the benefit of the patient. Interdisciplinary team case conferences (e.g., tumor boards) provide an opportunity to: 


· Synthesize data that have been collected into a cohesive whole. 


· Discuss possible therapies. 


When devising the plan of care, it is important to remember that the patient and family need to be involved in decision making and the plan should facilitate their participation. 


A comprehensive assessment can be a therapeutic tool. Each assessment offers an opportunity for discussion with the patient and/or family about: 


· The context of the patient's disease and prognosis. 


· Issues that are causing suffering. 


· The process of providing care. 


· The need for advance planning and personal preparation, particularly when the oncologist anticipates that the patient will deteriorate in the not-too-distant future. 


A careful functional inquiry coupled with active listening, during which the clinician reflects back his or her understanding of the conversation, can reassure the patient and family that they have been heard. Active listening minimizes the risk of misunderstanding between the patient and family and the care team. During the interview, team members have the opportunity to offer information, provide practical advice, and introduce sources of support. Paying attention to details and giving the patient and family an opportunity to be heard during a comprehensive assessment will give the patient and family a chance to build trust in the therapeutic relationship. When conducted in a sensitive, caring manner, the interview will convey the care provider's respect for the patient and family. 


The subject of this module is the essential elements of assessment for each major dimension of the patient's experience with his or her illness and the health care system. Taking a complete disease and treatment history and conducting a full physical examination are essential parts of the comprehensive assessment. However, information about these skills is widely available elsewhere. This document, while respecting the importance of the medical history and physical exam, will focus on other factors necessary to provide patients with quality cancer care.



[image: image1]

Objectives





After studying this module, oncologists and other members of the cancer care team will be able to: 


· Explain conceptions of suffering. 


· Describe a framework to guide assessment of the multiple issues that frequently cause patients and families to suffer. This framework will be used to develop the patient's care plan. 


· Use NEST, a validated screening tool, to facilitate an initial screening assessment. 


· Carry out a detailed assessment of active issues. 


Conceptions of Suffering


What does it mean to suffer? Each of us has a personal sense of what brings meaning and value to our lives. Causes of suffering are also personal. You cannot relieve your patient's suffering unless you understand his or her perception of its cause.


As medical professionals, each of us must have a conceptual framework within which to work, study, and teach if we are to achieve our goal of relieving suffering. The concept of context is familiar in the world of medicine, where we have developed a conceptual framework to investigate, understand, and intervene in each disease we seek to treat.


In an attempt to understand suffering in a way that would permit further study and understanding and inform clinical care, Cassell outlined a conceptual framework for suffering. (Ref. 1) He observed that "Bodies do not suffer; only persons do." Each person is unique and experiences his or her disease in an individual way. Persons suffer when their being, or personhood, is threatened; elements of what it means to be a person include having a past, a present, an anticipated future, a private life, a role, and a transcendent dimension.


Brody built on the concept that personhood requires a past, present, and future by noting that human lives are, in a sense, stories. (Ref. 2) Our story is our sense of self. As we face a diagnosis of cancer, our story takes an unexpected turn. If death occurs, our story ends and becomes our legacy. Often, when a patient comes to a physician, the emotional subtext of the patient's complaint can be understood as, "Doctor, my story is broken. Can you fix it?" Much of our patients' suffering can be understood in this context. The future will be different than expected, and the present is consumed with new physical concerns. The patient's private life is challenged by unanticipated and unwelcome transitions. 


Suffering challenges meaning. Often cancer patients develop new sources of meaning while coping with changes in their expected life plan. (Ref. 3) Some find that the spiritual or transcendent dimension of their lives changes. Children who have cancer experience the same challenges in meaning. Parents and siblings suffer as they face the illness of the child and adjust to the idea of a previously unanticipated future for the family. It is helpful to consider what provides meaning and value in your own life and think about how the prospect of cancer might affect this list.


Although each person suffers in an individual way, the experience of illness and suffering is not unique. In listening to patients with advanced cancer describe their needs and expectations for care, Cicely Saunders, founder of the modern hospice movement, conceptualized suffering as having four elements. (Ref. 4) She termed it total pain and identified the elements as: 


· Physical 


· Psychological (emotional) 


· Social (including practical) 


· Spiritual 


K.M. is a woman in her 50s with adenocarcinoma of unknown origin, initially found in her lung and excised as a primary, and then presenting in her axillary nodes and behaving more like breast cancer. She returns for a routine visit, after surgery and chemotherapy, with an apparent remission. A medical student greets her and asks to take a comprehensive assessment prior to the attending physician's arrival. 
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The broad perspective


All of these conceptions view human existence from a broad perspective. Well-intentioned efforts that are too narrow in scope will be ineffective.


· While pursuing a "cure" of the cancer, the health care team may fail to support emotional well-being of the patient and family. 


· Undue focus on a patient's social disconnection may distract a clinician from attending to physical needs. 


· A focus on physical pain can divert the health care team from recognizing that the patient is depressed, or doesn't have sufficient money for the pain medication, or is afraid that the pain means that he or she is going to die. 


· Failure to address the spiritual dimension in a patient who is spiritually distressed may exacerbate his or her perception of physical pain. A patient whose spiritual foundation remains strong in the face of serious illness is less likely to experience physical symptoms. 


· A patient who feels abandoned by family, community, or medical professionals may express suffering by emphasizing a physical complaint, or by giving up hope. 


Patients benefit when caregivers avoid a disproportionate focus on a single aspect of the patient's needs. Many factors influence the patient's experience of pain. To relieve suffering and enhance quality of life for our patients, we use a comprehensive framework to ensure that we consider all of the dimensions of patients' needs. 


Dimensions of Illness, Bereavement, and Cancer Care


Addressing the suffering of the patient and family is most effective when guided by a framework that is based on the patient's experience of his or her illness and experience with the health care delivery system, as well as the family's experience with bereavement. The framework has three categories. Each is a part of the process of providing care and associated outcomes: (Ref. 5) 


· Fixed characteristics 


· Modifiable dimensions 


· Health care interventions 


Similar frameworks have been developed independently by several investigators. Each has based their framework on empirical findings from patients' perspectives, suggesting that the overall construct is valid. (Ref. 6) (Ref. 7) 


Fixed characteristics


Issues arise as patients and families progress through the process of facing cancer. Goals of care and expectations about how therapeutic relationships are handled differ depending on the patients' and families' background and life experiences. Age, gender, race, ethnicity, culture, religion, and socioeconomic class are all factors in differing goals and expectations. As the United States becomes more ethnically diverse, physicians are increasingly likely to encounter patients whose world views and health beliefs differ from their own. Failure of the health care team to recognize and respond to these differences can impede communication and harm the therapeutic relationship. If oncologists and cancer care teams are to provide care "in a manner that is respectful of the patient's and family's personal, cultural, and religious values, beliefs, and practices...," it will be important to know basic information about the patient and her or his family from the outset. (Ref. 8)


Culture


Culture is a societal group's learned, repetitive, characteristic way of behaving, feeling, thinking, and being. Culture is transmitted from one generation to another through language, role modeling, and child enculturation. 


Since the way in which people perceive palliative care can be significantly influenced by their cultural values and beliefs, cultural competence among physicians is essential. (Ref. 9) Cultural competence is viewed as a continuum, and many professional organizations have developed guidelines for cultural competency training and cross-cultural caregiving practice. (Ref. 10) One of the most widely used conceptual schema was first developed for mental health practice and has wide applicability. It focuses on an organization's overall cultural competence. (Ref. 11)


Organizations may be perceived as progressing from negligence to inclusion, as follows: 


· Cultural destructiveness reflects behaviors that are harmful to certain cultural groups. 


· Cultural incapacity occurs when there is not sufficient capacity to help members of diverse cultural groups. 


· Cultural blindness assumes that what works for members of the dominant culture will work for everyone. 


· Cultural precompetence recognizes that limitations exist and seeks improvement in working with diverse cultural groups. 


· Cultural competence entails accepting and respecting cultural differences and assessing and seeking to expand the knowledge base to ensure an inclusive relationship centered on patients. 


· Cultural proficiency entails promoting genuine cross-cultural initiatives in the relationship. 


Resources for promoting cultural competence and proficiency are included in the Health Professional Resources section of this module.


Culture has been shown to be a strong determinant in attitudes toward health, illness, and dying. However, it is important to remember that people are individuals with attitudes arrayed along a continuum. Careful listening facilitates understanding. Remember that an individual's values must be understood in the context of a particular culture but not all members of a culture have identical beliefs and practices. Through respectful inquiry, oncologists and members of the cancer care team can learn about each patient's background and specific cultural issues.


It is a good practice to convey respect by conducting the interview using formal conversational norms. For example, our current custom in the United States of addressing people by first names is considered disrespectful in many cultures. Although we must ask our patients questions, if they are respectfully posed, they will rarely be offensive.


It is always best to use interpreters when language barriers exist; using family members is fraught with difficulty. An interpreter or translator may also be able to supply information about the relevant group's cultural context. 


Cultural considerations are explored further in several modules. Information, truth telling, and involvement of translators are issues covered in EPEC™-O Module 7: Communicating Effectively and EPEC™-O Module 8: Clarifying Diagnosis and Prognosis. Maintaining reasonable hope is addressed in EPEC™-O Module 9: Negotiating Goals of Care.


Modifiable dimensions


In addition to the cancer, there are often other aspects of a patient's experience of illness and bereavement that can be modified. The following issues can all be changed with time and effort, and if left untreated may have a negative impact on the modifiability of the patient's cancer: 


· Physical symptoms 


· Practical and caregiving needs 


· Economic challenges 


· Psychological issues and social relationships 


· Spiritual and existential beliefs 


· Hopes and expectations 


· Preparedness for death and the grief that comes with real and anticipated losses 


These issues have been divided into eight core domains that are used to guide a functional inquiry. (See Figure 1 for an overview and Appendix 1 for a more detailed listing of these issues.)


Figure 1: Domains of Issues During Illness and Bereavement
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Health system interventions


Technical interventions have been the main focus of much of cancer care. Viewed from the perspective of comprehensive cancer care, it is clear that the delivery of technical interventions is just one of six steps in the process of providing high-quality cancer care. (See Figure 2 for an overview and Appendix 2 for a more detailed listing of steps that can be used to guide a functional inquiry.)


Figure 2: Essential Steps in the Process of Providing Care
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Efficient Assessment


The dimensions of illness, bereavement, and cancer care provide a simple but complete framework to guide assessment. Routine use of this framework will ensure that the oncologist and other members of the cancer care team do not overlook issues of concern to the patient and family.


During the initial portion of your first assessment of a new patient, find out some basic facts about the person and how to relate to her or him in a respectful fashion. This can be accomplished with a simple inquiry about how the patient would like to be addressed or greeted. For some, a first name is comfortable or even comforting, but for others it is disrespectful. In some cultures a handshake is affirming, in others touching the opposite gender is forbidden. 


To make the assessment process more efficient, divide it into two phases—an initial screening to identify issues of concern followed by a detailed evaluation of all active issues. 


Initial screening


During the initial screening, start by asking open-ended questions about the patient, including her or his overall health and understanding of the situation. Then ask a series of validated screening questions that assess each of the major dimensions of the issues that frequently cause suffering. One such validated screening tool is NEST. (Ref. 12) Others, such as RAI-PC, are also available. (Ref. 13) 


Once a need is detected, more specific evaluation questions can follow. As demonstrated in the trigger tape, a whole-person assessment can be completed comfortably within the usual 15-minute office visit if the physician is practiced in its use.


Screening with NEST


NEST utilizes a series of questions selected for their sensitivity to detect needs that are of concern to the patient. These have been grouped into four dimensions to generate the pneumonic NEST: 


· Needs in the social domain 


· Existential matters 


· Symptom management needs 


· Therapeutic relationship matters 


For a deft approach to sensitive concerns, ask the NEST questions in reverse order. Start by orienting yourself to the patient's cultural context. Leave inquiry into financial matters to the end. Memorize the screening questions from each area. With practice, they will flow smoothly in a conversational manner.


Table 1: NEST screening questions

		NEST groupings
(reversed)

		Screening questions

		Domains



		To inquire about
Therapeutic relationships:

		1. How much do you feel your doctors and nurses understand you and relate to you with respect?

		Patient/family characteristics



		 

		2. How clear is the information from the medical team about what to expect regarding your illness? 

		Information sharing



		 

		3. How much do you feel that the medical care you are getting fits with your goals?

		Decision-making



		To inquire about
Symptoms:

		4. How much do you suffer from physical symptoms such as pain, shortness of breath, fatigue, bowel or urination problems?

		Physical



		 

		5. In your mind, how often do you feel confused or anxious or depressed?

		Psychological



		To inquire about
Existential matters:

		6. How much does religious belief or your spiritual life contribute to your sense of well-being?

		Spiritual



		 

		7. How much does this illness seem distressingly senseless and meaningless?

		Spiritual



		 

		8. Do you have some matters you would like to resolve with people close to you?

		Spiritual



		 

		9. Since your illness, how much do you live life with a special sense of purpose?

		Spiritual



		To inquire about
social Needs:

		10. How much trouble do you have getting access to the medical care you need?

		Practical



		 

		11. How much help do you need with caregiving—things like getting meals or getting to the doctor?

		Practical



		 

		12. How often is there someone to confide in or feel close to?

		Social



		 

		13. How much of a financial hardship is your illness for you or your family?

		Social





Detailed assessment


If the response to any of these questions suggests that there is a concern, use more specific questions to explore the details. Depending on the extent, severity, urgency, and priority of needs, evaluation may proceed directly or be postponed for another visit.


Detailed strategies for assessing issues that patients and families living with cancer confront are included in numerous EPEC™-O modules. Issues that arise as a result of the care process are also integrated into the Modules. Whenever possible, use one of the scales shown in Figure 3 to quantify the severity of the symptom.


Figure 3: Severity Assessment Scales
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The Faces scale is adapted from the Wong-Baker FACES Pain Rating Scale. (Ref. 14) Additional nonvalidated questions that may be useful to assess content areas not included in other EPEC™-O modules are included in Appendix 3.


If there seems to be no issue within a given dimension, that area can probably be considered free of need and not evaluated further. 


As part of the detailed assessment, don't forget to ask about past experiences with medications, adverse events, and allergies.


Careful documentation of your findings is an important part of the functional inquiry.


Physical Examination and Tests


After your functional inquiry, conduct a physical examination. Depending on whether the encounter is for an initial comprehensive assessment or a focused evaluation, delay the physical exam until the full verbal portion of the comprehensive assessment has been completed. A physical examination not only adds to the history and provides baseline clinical information but also establishes a relationship that includes therapeutic touch. 


Occasionally, laboratory and radiological investigations are helpful. Before ordering any tests, decide with the patient and family how the result will change the plan of care, or if the results will not influence the care plan. In a few instances, it will be valuable to know if there is disease stability or progression even when no therapeutic intervention is planned.


Summary





Patients and families have a multidimensional experience of their illness and the process used to provide them with care. To effectively manage all of the issues that cause patients and families suffering, oncologists and other members of the cancer care team must first be able to identify these issues.


A framework to guide functional inquiry can be used to efficiently conduct a comprehensive assessment (see Figures 1 and Figure 2 and Appendix 1 and Appendix 2). To ascertain whether frequently occurring dimensions of the cancer experience are concerns, start by asking 13 screening questions from NEST. Then conduct a more comprehensive inquiry for each of the issues where concerns or needs are identified. Detailed assessment strategies, including sample questions to ask, findings to look for on physical examination, and possible laboratory and radiological investigations, are available in each of the EPEC™-O modules. Additional nonvalidated questions that may be helpful for topics not included elsewhere in EPEC™-O are in Appendix 3.


A whole-patient assessment sets the stage for the comprehensive cancer care team to address all of the patient's and family's sources of suffering. Use it periodically to screen for issues that require a detailed reassessment. Based on your findings and the patient's goals of care, revise the care plan appropriately.


By comparing serial assessments, members of the cancer care team will be able to determine the outcomes of their therapeutic interventions.


Key Take-Home Points





1. Patients' suffering has a context; consider patients and families together. 


2. Bodies do not suffer; only persons do. Personhood means having a past, present, and future. Suffering is a challenge to meaning, and loss of meaning is a form of suffering. 


3. Elements in the broad conceptualization of comprehensive cancer care can be thought of in three categories: 


· Fixed elements 


· Modifiable elements 


· Health care interventions and their associated outcomes 


4. The greatest need in changing the system of care is timely application of knowledge that is already available. 


5. Conceptual frameworks, approaches for investigating and understanding suffering, and approaches for interventions to relieve suffering have been neglected in the training of physicians. 


6. Whenever possible, quantify the severity of an issue. 


7. Minimize the burden of laboratory and radiological investigations; order tests only when the results will have a specific use. 


Pearls


1. Make a partnership with your patient and the family caregiver; draw them into the interdisciplinary team and foster their active participation in the plan of care. 


Health Professional Resources





A Family Physician’s Practical Guide to Culturally Competent Care, available at http://cccm.thinkculturalhealth.org.


American Board of Internal Medicine. Caring for the Dying: Identification and Promotion of Physician Competency. Philadelphia: American Board of Internal Medicine; 1996:12-18.


Cultural Competence in Cancer Care:  A Health Professional’s Passport by Pat Matthews-Juarez PhD. And Armin D. Weinberg PhD., Office of Minority Health, Health Resources and Services Administration. 2002. HRSA Contract #6U78HP 00015-02-02. (copies may be obtained by contacting: Baylor College of Medicine Intercultural Cancer Council, tel.713-798-4617,  http://www.iccnetwork.org.

Emanuel LL, Alpert HR, Emanuel EE. Concise screening questions for clinical assessments of terminal care: The Needs Near the End-of-Life care screening tool. J Palliat Med. 2001;4(4):465-474.


Field MJ, Cassel CK, eds. Approaching Death: Improving Care at the End-of-Life. Washington, DC: National Academy Press; 1997:73-81.


Indian Health Service, http://www.ihs.gov.


Ingham J, Portenoy RK. The measurement of pain and other symptoms. In: Doyle D, Hanks GWC, MacDonald N, eds. Oxford Textbook of Palliative Medicine. 2nd ed. Oxford, England: Oxford University Press; 1998:203-219. 


Intercultural Cancer Council http://www.iccnetwork.org.


Jacox A, Carr DB, Payne R, et al. Management of Cancer Pain. Rockville, MD: Agency for Health Care Policy and Research; 1994:24-28. Clinical practice guideline No. 9. AHCPR Publication No. 94-0592.


Lo B, Ruston D, Kates LW, Arnold RM, et al. Discussing religious and spiritual issues at the end-of-life: A practical guide for physicians. JAMA. 2002 Feb 13;287(6):749-754.


Office of Minority Health Resources, http://www.omhrc.gov.

Portenoy RK. Contemporary Diagnosis and Management of Pain in Oncologic and AIDS Patients. Newton, PA: Handbooks in Health Care Co.; 1997:14-43.


Storey P, Knight CF. Unipac 2: Alleviating Psychological and Spiritual Pain in the Terminally Ill. Reston, VA: American Academy of Hospice and Palliative Medicine; 1997:23-28.


Storey P, Knight CF. Unipac 3: Assessment and Treatment of Pain in the Terminally Ill. Reston, VA: American Academy of Hospice and Palliative Medicine; 1997:7-18.


Vachon MLS. The emotional problems of the patient. In: Doyle D, Hanks GWC, MacDonald N, eds. Oxford Textbook of Palliative Medicine. 2nd ed. Oxford, England: Oxford University Press; 1998:882-907. 


Weissman A. Coping With Cancer. New York: McGraw-Hill; 1979. 


Weissman DE. Consultation in palliative medicine. Arch Intern Med. 1997;157:733-737.


Wolfe J, Grier HE, Klar N, et al. Symptoms and suffering at the end-of-life in children with cancer. N Engl J Med. 2000; 342:326-333.


Appendix 1: Domains and Issues of Illness and Bereavement


Patients and families face multiple issues during illness and bereavement that cause suffering. These issues can be grouped into eight domains. The most common issues are listed below.


Figure 4: Domains and Issues of Illness and Bereavement
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Appendix 2: Process of Providing Care


During each therapeutic encounter, the process for providing care involves six essential steps that guide the interaction between caregivers and the patient and family. While these steps do not need to occur in any specific order, each must be completed during each encounter. The most common steps are listed below.


Figure 5: Process of Providing Care
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Appendix 3: Additional Detailed Assessment Questions


In addition to the detailed assessments included in each of the modules of EPEC™-O, cancer care teams may find the following nonvalidated questions useful during a detailed assessment.


Physical issues


Assess both motor and sensory functions. 


· What is the patient's performance status? 


· Can the patient move around? 


· Can the patient see or hear well enough? 


· Is he or she safe? 


· How are the physical aspects of relationships, including sexual function? 


Psychological issues


· How is the patient responding to the fact of being ill? 


Consider naming some common responses, such as anger, grief, instability, and tranquility. 


Social issues


Ask about family and what arrangements have been made to accommodate changes necessitated or caused by the cancer. 


Spiritual issues


Individual form of spirituality


How does the patient's spirituality offer a sense of well-being and coping resources to him or her? 


· "When you are looking for spiritual comfort, what do you do?" 


If the patient seems hesitant, you can add: 


· "Some people listen to music; others pray or do something else. What helps you?" 


To find out if there is a community component to the patient's spiritual life, simply ask: 


· "Do you have a community with which you share your spiritual side?" Or "What role does religion play in your life?" 


Existential distress


To what extent does the cancer seem senseless and meaningless? Does the patient accept his or her diagnosis, prognosis, and the impact of that on personally important relationships? Be alert to the possibility of a spiritual crisis. 


To gain insight into a patient's spiritual orientation, a preamble can be helpful: "This illness seems to be especially distressing now." Then go on to ask a direct question such as: 


· "Do you sometimes feel abandoned or judged?" 


· "How do you understand the meaning of your illness?" 


· "How much distress is it causing?" 


· "Is it impacting any of your important relationships?" 


Purpose


Does the patient have a sense of purpose in life that is fitting with his or her prognosis and limitations imposed by the illness? 


· "How have you made sense of what is happening to you?" 


· "Do you feel that you have a sense of purpose in life that you can pursue, even with [having had] cancer?" 


A key question, whether for survivors or the terminally ill, may be: 


· "Do you feel settled in regards to your diagnosis and prognosis?" 


Unresolved issues


· "Is there something that you would like to do before you get too sick?" 


· "As you look back, what has given your life the most meaning?" 


For those who are aware they have a poor prognosis, examples might be: 


· "Many people have old differences they would like to settle before they die. Is there anyone you want to be able to communicate with before you die?" 


· "Many people have places or people they would like to visit. Do you?" 


· "Some have a piece of work they would like to finish. Do you?" 


· "In what ways has this illness affected you emotionally?" 


· "Are you doing things that you enjoy?" 


· "How has your mood been lately?" 


· "How have you been coping with all of this?" 


· "How have you handled stress in your life?" 


· "Are you concerned about being a burden to others? Do you feel in control of your life right now?" 


· "Have you thought about taking a family vacation while you are still able?" 


· "If you were to die suddenly, are there important things you feel would be left undone?" 


What helps? 


· "Do you have a community that can help?" 


· "Would it be helpful to bring in a team member with a suitable pastoral counseling background?" 


Practical issues


Ask about the patient's ability to complete his or her activities that support daily living. 


· "Are you able to complete all your own ambulating, bathing, toileting, feeding, dressing, and transfers?" 


· "Are you able to complete all your own cooking, cleaning, laundry, banking, and shopping?" 


· "Do you have any need for assistance with transportation?" 


Loss, grief


· "How well do you feel you have adjusted to this [illness/loss/prospect]?" 


Information sharing


· "How do you want to handle important health information?" 


· "What will allow for clear understanding and the best decisions?" 


Decision making


· "What are the goals for your care that brought you here today?" 


· "What are the things you most want to accomplish?" 


Appendix 4: Reprinted Documents


Brief Pain Inventory (Short Form), reprinted by permission of the Pain Research Group. Copyright 1997. Available at http://www.mdanderson.org/pdf/bpisf.pdf. Accessed April 11, 2005.


Memorial Symptom Assessment Scale, reprinted by permission of the Memorial Sloan Kettering Cancer Center, New York, NY, USA. Available at http://www.mywhatever.com/cifwriter/content/41/pe1262.html. Accessed April 11, 2005.


Edmonton Symptom Assessment System (ESAS). Available at http://www.palliative.org/PC/ClinicalInfo/AssessmentTools/AssessmentToolsIDX.html. Accessed April 11, 2005.
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Self-Assessment





Module 1: Comprehensive Assessment

		1.

		Mr. Bennett is a 43-year-old man status post resection of a kidney for hypernephroma that extended through Gerota’s fascia. He has a postoperative pain syndrome that suggests the formation of a neuroma with neuropathic pain. Although he is an airline pilot, he has been unable to work for the past year. He might be expected to be suffering in which sphere?


Top of Form
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a). emotional
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b). practical
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c). spiritual
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d). all of the above
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e). none of the above


Bottom of Form


Bottom of Form





		2.

		Mr. Wright is seen in the office for follow-up of his Stage IIIA nonsmall-cell lung cancer and diabetes mellitus. During the interview, which comment most suggests psychological distress?


Top of Form
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a). “My leg hurts right here.”
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b). “I’m so worried about my wife.”


[image: image16.wmf]

c). “I don’t know how I’ll get to my appointment.”
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d). “Why did I get this disease?”


Bottom of Form


Bottom of Form





		3.

		Mrs. DeGuilio is an 84-year-old woman with neuropathic pain affecting hands, feet, and knees after combination chemotherapy for Stage III ovarian cancer. Today she notes increased swelling and pain in her knees. An important question in pain assessment is:


Top of Form
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a). Have you noticed a fever?
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b). How does it affect your life?
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c). Have you lost weight?
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d). How are you feeling overall?


Bottom of Form


Bottom of Form





		4.

		Mrs. Patton is a 54-year-old woman with advanced myelodysplastic syndrome and is bedbound with increasing fatigue. What question by Mrs. Patton most suggests spiritual suffering?


Top of Form
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a). “Why is this happening to me?”
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b). “How will I pay for my care?”
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c). “What is likely to happen next?”
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d). “Will I suffocate?”


Bottom of Form


Bottom of Form





Self-Assessment Answers

Question 1.  The correct answer is: d)

This question is aimed at understanding the conceptual framework for suffering. He is likely to be suffering not just in the physical sphere (pain), but in emotional, social (practical), and spiritual spheres. 


Question 2.  The correct answer is: b) 

This question is aimed at understanding the meaning of patients’ questions in the context of assessing suffering. Worry falls in the psychological distress dimension. Although there is overlap, the other possible answers are focused on the physical (pain), practical (transportation), and spiritual (questions beginning with “Why”).  


Question 3.  The correct answer is: b)

This question is concerned with pain assessment. The effect of pain on a patient’s life is an important component. The other questions may be part of the overall assessment of the patient, but don’t relate to the pain assessment. 


Question 4.  The correct answer is: a)

Assessing spiritual suffering is important. Questions that begin with “Why” are often related to the spiritual dimension. They need to be recognized for what they are—simple answers or biologically based answers (e.g., your muscles are weak) will miss the mark. The other possible answers relate to social (financial and practical) and physical (prognosis and symptom management) issues.

Video Transcript


		Patient:  


Status:  


Event: 


Situation: 

		Kit M., 55


Breast cancer


Assess overall status


EPEC seminar role-play, with Dr. Emanuel as medical student with Kit M, cancer patient



		Module 1 Video 1



		MED STUDENT: So, it’s good to see you. 



		KIT: Thanks.



		MED STUDENT: How have you been?



		KIT: It’s been an interesting 10 months.



		MED STUDENT: Yeah?



		KIT:  When we first met I was just finishing the fourth cycle of chemotherapy for metastatic breast cancer. And in general I came through that very well, worked every day, and kept my life as normal as possible.



		MED STUDENT: Wonderful! Because that could have gone a very different way.



		KIT:  Right. I was feeling good and I agreed with doing radiation and in fact radiation was perfect, to the extent, as you know, the node had been almost undetectable. It’s still hard to find. And so, in meeting with the doctor, the surgeon, she was very pleased. She just asked me to have scans done to be sure nothing else was going on. 

Radiation concluded at the end of October and I had scans. And, shockingly, we found that I had progression of the lymph node disease and found another small lesion in my left breast.



		MED STUDENT: And that’s recently.



		KIT:  That’s just the first of November.



		MED STUDENT: Well, there’s a management challenge.  Other than a small thing that you can feel, are you in any other discomfort in any way? 



		KIT: No.



		MED STUDENT: You feel just fine? Wonderful?



		KIT: [Nodding] The team and I met. My wonderful oncologist pulled together the oncology nurse and the social worker and a pain management specialist and we talked about what the next steps would be. And I agreed to a cycle, four cycles, of CMF, and the idea is that if after two cycles the axilla node did not grow, and that means I am responding to the CMF, then things aren’t going to be as catastrophic as they might be. And if I don’t respond to CMF, and Dr. Von Roenn has another trick in her pocket.
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		MED STUDENT: Good.  So you are feeling well and you have a good medical game plan and you have layers of options. So how are you feeling?  Is this causing you anxiety? Are you withdrawing? Are you feeling sad? How are you doing with this in your mind?



		KIT: There is sadness. There was really more shock, because I thought I had been fooling this disease all this time.



		MED STUDENT: It sounds to me like you did.



		KIT:  And now I have to gain new energy to keep fooling it.



		MED STUDENT: Right.



		KIT: And Dr. Von Roenn had suggested to myself and my husband that this had been such a shock that perhaps we should be talking to other people on the team, and that was very helpful. My husband is now seeing a psychologist that’s connected to the palliative care team, and I’ve begun sessions with my rabbi. Mike has different issues that I do, so we’re going down two different paths, but we come together and we share what’s going on.



		MED STUDENT: Now, how are you feeling in terms of support and closeness and . . . ?



		KIT:  Well, I think 10 months ago I told you that my husband is my hero. And in terms of support, I mean I couldn’t ask for a better person to support me. But my children do live, one within walking distance and one within half an hour, and we’re together quite a lot, and they are very supportive, although they are reacting to this each individually, differently.



		MED STUDENT: Right. Are you beginning to make plans, when your daughter might be able to come back and visit, or . . . 



		KIT: Well, what I’m waiting for is the end of the second cycle of CMF, and then if I’m doing good, then I’m not going to panic. Really, I’ve been reluctant to ask Dr. Von Roenn the question of prognosis. I want to wait until the end of the second cycle to ask that question. 



		MED STUDENT: Right, that’s a big question.



		KIT: That’s a big question and it sits right about here [pats stomach].



		MED STUDENT: I can definitely see that.

So at this point, then, you are looking at a different set of needs for your medical care, as well. Have you been planning for how you’re going to cope with that? This costs some. The therapy costs some. Do you have worries about that? That’s not your greatest fear.



		KIT: The financial worries are not there.



		MED STUDENT: And are there other things that you have in mind as a major purpose for whatever time, that you are planning for, that you’ve got under way, that you’re working hard on? How is your sense of purpose going?



		KIT: I work full time and perhaps I need to work with my team, my boss, and figure out how to maybe reduce my time so there is more time to spend with . . . and I want to say it’s my family, my friends, but it’s more than that, but I don’t know quite what that is. It feels as though if a person were to die within a shorter period of time than she wishes, then maybe working hard might not be . . . 



		MED STUDENT: Where it’s at . . . 



		KIT: . . . where it’s at . . . though what I do is so important to me. So I guess it might depend on my physical ability and my ability to do the things that emerge that I feel that I want to do. 



		Module 1 Video 3



		MED STUDENT: How are we doing, your professional care team? Are we doing for you what you need us to do? Do you feel that we collectively treat you as the whole person that you obviously are? 



		KIT: Yeah, I think probably the single most important thing to me is that I remain a person, an identity, and that I not be viewed as a cancer patient. I don’t ever want to feel that way. And the team treats me as a whole person and is very good at understanding that when I want information, I want it directly and I want it honestly. I invite that. And when I don’t want information that’s okay, too. They really are very good, I think, at reading me. Sometimes when I leave Jamie’s office, I’ll think I was too chicken to talk about that and she knew it, but I know she would have been ready.



		MED STUDENT: So it sounds to me that she must have talked with you about your goals to care, so that we’ve got the right combination of treating symptoms and trying to win over this disease still, and mixing that in the right way. Is that fair?



		KIT: Right. And there is still that intertwining of we’re not stopping cure, because we don’t know that that’s the appropriate thing yet. We really want to see if this will work. And if it doesn’t work, we’ll try plan B and we’ll try plan C. It is fatiguing. There is no doubt about it. And you are just confronted with decisions every day, and that is fatiguing. 



		MED STUDENT: But it does sound, though, that Dr. Von Roenn is hoping for the best for you, and working for the best, and planning for the worst in just the right way.



		KIT: Right. And she talks in terms of changing goals. Every step of the last year with her has been about goals and where we are at this point, and I think that’s been very helpful.



		MED STUDENT: That’s so good. I want to tell you what a pleasure it’s been to be with you. Thank you so much.
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