The Model to Guide Hospice
Palliative Care

An Overview of the Model

The model is built on an understanding of health, the illness and bereavement experiences, and
the role hospice palliative care plays in relieving suffering and improving quality of life. It was
developed to guide both:

e the process of providing care to patients and families through both the illness and
bereavement experiences

e the development and function of hospice palliative care organizations.

The guide to the model is divided into five parts:
I. The underlying understanding of health and illness (see page 12)

II. The definition of hospice palliative care and the values, principles and foundational
concepts that underlie all aspects of hospice palliative care (see page 17)

III. A guide to the delivery of hospice palliative care to patients and families, including a
conceptual framework - the “Square of Care” - which (see page 25):
e identifies the issues commonly faced by patients and families during an illness
¢ identifies the essential and basic steps in the process of providing care
e presents the principles and norms of practice related to each element of the
process of providing care during a clinical encounter
IV. A guide to organizational development and function, including a conceptual
framework - the “Square of Organization” - which (see page 41):
e identifies the resources required to operate a hospice palliative care organization
e identifies the principal functions of an organization
e presents the principles and norms of practice related to each aspect of

organizational function

V. A guide to applying the model to all aspects of hospice palliative care (see page 53).
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l. The Understanding of Health
and lliness Underlying the

Model

The model for delivering quality hospice
palliative care is based on a broad understanding
of how people experience health and illness, and
how the healthcare system responds to them.

The lliness Experience

When people become ill, their lives change
dramatically. They experience a disease,
condition, or aging, and a wide range of issues
that are frequently part of their illness experience,
including the manifestations of the disease
process (e.g., symptoms, functional and
psychological changes), and the predicament of
how to adjust and continue living under these
new circumstances. An illness often leads to
changes in roles and relationships. It can result in
a number of losses: of opportunity, income, and
financial security."'? It can interfere with people
participating in experiences that bring meaning
and value and add quality to their lives. It can
cause suffering and lead everyone to question
what the future holds in life and in death.

Most people do not want the changes that come
with illness. They perceive these changes to be a
threat to their capacity for meaningful and
valuable experiences, and to their future. For
many, it is the first time they face the fact that they
will die at some time in the future.

Health and Quality of Life

The World Health Organization defines
Health as "a state of complete physical, mental,
and social well-being and not merely the absence of
disease or infirmity. &
a perception on the part of each individual. In
the presence of health, people live their lives
in ways that bring them meaning and value.
Based on the issues, challenges and
opportunities they face, they decide what they
like to do, how they will live and run their
lives. They decide what will bring them most
meaning and value.

The state of healthiness is

David Roy, at the Montréal Research Institute
has suggested that Quality of Life is:
“meaningful and valuable experiences” and
“the capacity to have such experiences.”2 The
choices that each person makes and his/her
experiences lead to a very personal sense of
the quality in life. Quality of life is closely tied
to autonomy, and the capacity and right to
determine our own future.

' World Health Organization (WHO) Definition of
Health,
http:/fwww.who.int/aboutwho/en/definition.hitml.

2 Ferris FD, Flannery |S, McNeal HB, Morissette MR,
Cameron R, Bally G. A Comprehensive Guide for the
Care of Persons with HIV Disease. Module 4: Palliative
Care. Mount Sinai Hospital & Casey House Hospice,
Toronto, Ontario 1995.

"For simplicity, the term “disease” will be used to represent disease, conditions, or aging throughout the
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Figure #4: Divergence from the Path of Life
Normal path of life with an anticipated future

lliness path
with an uncertain future
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Who is Affected by the lliness?

While a disease affects an individual (the patient), the resulting illness also affects the patient’s
family (i.e., everyone close in knowledge, care and affection - see page 92), and anyone who lives
or works with the patient, or provides care. During the process of an illness, family roles,
leadership and group dynamics will be challenged, and even changed. As an advanced life-
threatening illness evolves and the patient dies, the existing family group adjourns and a new
group forms that will have different membership, roles, leadership and group dynamics. While
the patient is no longer present in person, her/his memories and legacies live on and affect
everyone.

Figure #5: Patient and Family

P

Family
TRANSITION

lliness

\ Bereavement

If the family group can deal with the multiple losses and changes associated with a death, and
make the transition through their bereavement experience safely, the survivors will rebuild their
lives successfully and reintegrate into society. If the transition is not successful, surviving family
members may themselves become patients in the healthcare system, burdens on society, or
ineffective employees.

For society, a family’s suffering and the quality of their lives is a public health issue. By focusing
on relieving suffering and improving quality of life, hospice palliative care aims to promote
health - physical, psychological, social and spiritual well-being in everyone who is affected by
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illness and bereavement, including those who provide care. Our success will be a “determinant”
of the health of our society in the 21t century."®

Multiple Complex Issues

To be effective at relieving suffering and improving quality of life, caregivers must be able to
identify and respond to all the complex/multiple issues that patients and families may

14,15,16,17,18,19,20

face. If one or more issues are missed, they can compound one on another. This can

lead to increased distress and further complications.

The issues commonly faced by patients and families can be categorized into 8 domains, each of
which is of equal importance (see figure #7 on the next page; Note: the issues in each domain are
examples and not an exhaustive list).

Associated Expectations

Each issue identified by the patient and family also comes with expectations, needs, hopes and
fears. For example: how will the illness affect my relationships with others? What can be done to
change the experience and the way it will evolve? How can I restore or maintain my capacity for
meaningful and valuable relationships with others for as long as possible?

While each of these issues and its associated expectations, needs, hopes and fears can be
challenging and stressful, they can also present opportunities for growth. #' People may face
personal issues they had not recognized before. They may find new approaches to activities of
daily living and their roles and relationships. They may develop a new understanding of life, the
future, death and dying. They may discover new experiences that are meaningful and valuable in
their lives.

The Health Care System’s Response

As illness disrupts people’s anticipation of the future, they seek help from the healthcare system
to assist them to restore their capacity to live to as close to “normal” as possible. Ultimately, with
a combination of appropriate therapeutic interventions aimed at fighting their disease, relieving
their suffering and improving the quality of their lives, a patient’s and family’s experience of
illness and bereavement may be very different, and their future may be closer to what they
anticipated.

Figure #6: Changing the Experience of lliness

Normal path of life with an anticipated future

ﬁ
~

lliness path .
. P . Desired change
with an uncertain future
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Figure #7: Domains of Issues Associated with lliness and Bereavement

DISEASE
MANAGEMENT

Primary diagnosis, prognosis,
evidence

Secondary diagnoses (e.g.,
dementia, psychiatric
diagnoses, substance use,
trauma)

Co-morbidities (e.g., delirium,
seizures, organ failure)

Adverse events (e.g., side
effects, toxicity)

Allergies

Loss, GRIEF

Loss

Grief (e.g., acute,
chronic, anticipatory)

Bereavement planning

PHYSICAL

. *
Pain and other symptoms
Level of consciousness, cognition

Function, safety, aids:

e Motor (e.g., mobility,
swallowing, excretion)

e Senses (e.g., hearing, sight,
smell, taste, touch)

e Physiologic (e.g., breathing,
circulation)

e Sexual

Fluids, nutrition
Wounds
Habits (e.g., alcohol, smoking)

PSYCHOLOGICAL

Personality, strengths, behaviour,
motivation

Depression, anxiety

Emotions (e.g., anger, distress,
hopelessness, loneliness)

Fears (e.g., abandonment, burden,
death)

Control, dignity, independence

Conflict, guilt, stress, coping
responses

Self-image, self-esteem

Mourning

END OF LIFE CARE/
DEATH
MANAGEMENT

Life closure (e.g., completing
business, closing relationships,
saying goodbye)

Gift giving (e.g., things, money,
organs, thoughts)

Legacy creation
Preparation for expected death

Anticipation and management of
physiological changes in the last
hours of life

Rites, rituals
Pronouncement, certification

Perideath care of family,
handling of the body

Funerals, memorial services,
celebrations
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SocCIAL

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

Legal (e.g., powers of attorney for
business, for healthcare, advance
directives, last will/ testament,
beneficiaries)

Family caregiver protection

Guardianship, custody issues

PRACTICAL

Activities of daily living (e.g.,
personal care, household
activities, see detailed listing
on page 91)

Dependents, pets

Telephone access,
transportation

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

SPIRITUAL

Meaning, value

Existential, transcendental

Values, beliefs, practices, affiliations
Spiritual advisors, rites, rituals

Symbols, icons

Cardio-respiratory: breathlessness, cough, edema, hiccups, apnea, agonal breathing patterns
Gastrointestinal: nausea, vomiting, constipation, obstipation, bowel obstruction, diarrhea, bloating, dysphagia, dyspepsia

Oral conditions: dry mouth, mucositis

Skin conditions: dry skin, nodules, pruritus, rashes

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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