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Abstract
To live fully in spite of the changes and losses that chronic illnesses bring, we must
learn to accept our new circumstances and find meaning in our experience. The
arts, whether through music, humor, movement, writing, painting, or other means,
help people with chronic illnesses develop acceptance and meaning.
Improvisation, the skill of top artists, can offer new ways to respond better to
change. In improvisation, we use our existing knowledge and skills to create
something new in an unplanned, innovative way.
Validated, evidence-based research has established that people experience Four
Phases in the process of adapting to live with chronic illness. These phases -- 1.
Crisis, 2. Stabilization, 3. Resolution and 4. Integration -- describe a predictable
passage that patients navigate on their way to defining a new self and a new life
after the onset of chronic illness.
It is in the third phase, Resolution, where individuals recognize deeply that their
old life will not return. They begin to find meaning in their experience, establish an
authentic new self and develop a supportive, meaningful philosophy. The tools of
improvisation offer a pathway toward establishing meaning in the chronic illness
experience.
There are five capacities of improvisation that are explored through the arts and
that people with chronic illnesses need to acquire to establish acceptance and
meaning in their changed circumstances. These capacities are 1) Tolerate
ambiguity, 2) Take risks, 3) Become curious, 4) Take action, and 5) Innovate. The
five capacities offer tools to help clinicians and their clients cull prior experiences
for better assessment of present circumstances and create innovative ways to
respond to change.
Key Words: Chronic illness, art, innovation, Fennell Four Phase Model,
innovation, coping, resolution, trauma, improvisation.
*****
1. A Paradigm Shift
Over the past several decades, medicine has undergone a paradigm shift from
an acute to a chronic model of illness. This transformation is due to several factors,
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including advances in medicine that have transformed once fatal illnesses into
long-term chronic conditions, and has resulted in an aging, and increasingly ill,
population. Many people are now living for decades with chronic illnesses that
would have been fatal to previous generations.
This is not a short-term trend. The World Health Organization reported in June
2011 that between 15.6% and 19.4% of people worldwide have a disability;
between 2.2% and 3.8% have disabilities considered “severe.” 1 These numbers
have increased since the 1970s, when 10% of the world’s population had a
disability, and are expected to continue rising due to factors including:
-- the aging of the world’s population (as living into old age increases the
likelihood of having a chronic illness),
-- public health advances, such as availability of cleaner water and
maternal/pediatric health care that have decreased childhood mortality,
-- changes in diet and lifestyle that have increased the prevalence of obesityassociated conditions such as diabetes and cardiovascular disease, and
-- improvements in medical care that have transformed previously fatal
illnesses, such as cancer, stroke, and HIV/AIDS, into chronic conditions.
More than acute illnesses, chronic conditions require coordination of care
among a multidisciplinary, interdisciplinary team of professionals, laypeople, and
community members. As a result, health care systems are struggling to develop
chronic comprehensive case management methods to supplant the acute clinical
treatment models that have worked for many generations, but largely fail today’s
long-term illness patients.
2. Chronic Illness & Trauma
The experience of living with a chronic illness, often defined by symptoms over
signs, individual perception rather than laboratory tests, can be highly traumatic to
the patient, as well as to his or her family and loved ones. Patients may suffer from
social stigma, economic losses, and lack of knowledge and understanding about
their condition. In addition, the unpredictability and chronicity of waxing and
waning symptoms, the patterns of relapse and remission can be extremely
frustrating to all parties.
Chronic illness-associated trauma can stem from several sources:
-- Disease/Syndrome Trauma: Realization that something is profoundly
wrong and that what was once considered ‘normal’ is no longer so. Lifestyle,
livelihood, function, and predictability are some of the losses that can result in
trauma.
-- Iatrogenic Trauma: Health care providers who question the veracity or
severity of a person’s symptoms, or suggest that the person is morally or mentally
weak, or somehow responsible for their illness (or inability to recover) can
precipitate trauma in patients.
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-- Cultural Trauma: Bias against the chronically ill is common in our culture
and may be fostered by sensational media accounts of unexpected recovery,
preliminary research findings, or ‘against the odds’ performance by athletes or
other luminaries. Friends, family members, colleagues, and general society can
show fear, misunderstanding, or bias toward the chronically ill and their
disabilities. As a result of these attitudes, many people find themselves without
jobs, housing, friends, or other support.
-- Vicarious Trauma: People who live with and care for the chronically ill can
also suffer trauma. Stigmas conveyed by health care providers, the media, and
general society against the chronically ill can result in traumas in family members
and friends who support them. The need to take time from work to accompany
their loved one to medical appointments can result in job loss or career stagnation.
-- Pre-Morbid / Co-Morbid Trauma: Serious trauma may exacerbate illness
symptoms. These might include a death in the family or natural disaster. In
addition, pre-morbid trauma, such as an auto accident, may decrease resilience and
therefore may make it more difficult to cope with additional traumas.
3. Four Phases of Chronic Illness
Validated, evidence-based research has established that people experience Four
Phases in the process of adapting to chronic illness. These phases describe a
predictable passage that patients navigate on their way to defining a new self and a
new life after the onset of chronic illness. Within each Phase, the Fennell FourPhase Model (FFPM) addresses three domains: the physical/behavioral, the
psychological, and the social/interactive.2,3,4,5,6
In Phase 1, Crisis, the individual moves from onset of illness, which may be
specifically detectable or may happen gradually, to an emergency period when the
patient knows that something is seriously wrong. The task of the individual,
caregivers, and clinicians during this Phase is to cope with and contain urgency and
trauma.
In Phase 2, Stabilization, the individual discovers that he or she fails,
sometimes repeatedly, to return to normal regardless of interventions or behavior.
The task in this Phase is to initiate stabilization and life restructuring.
In Phase 3, Resolution, the individual recognizes deeply that his or her old life
will never return. Early in this Phase, many experience significant grief and loss.
The task of this Phase is to begin establishing an authentic new self and start
developing a supportive, meaningful philosophy.
In Phase 4, Integration, the individual defines a new self in which illness may
be an important factor, but it is not the only or even the primary one in his or her
life. Integration of the illness into a meaningful life is the goal the individual seeks.
4. Finding Meaning in Suffering
It is in the third phase, Resolution, where individuals recognize deeply that
their old life will not return. They begin to find meaning in their experience,
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establish an authentic new self and develop a supportive, meaningful philosophy.
The tools of improvisation offer a pathway toward establishing meaning in the
chronic illness experience.
To live fully in spite of the changes and losses that chronic illnesses bring,
individuals must learn to accept their new circumstances and find meaning in their
experience. The arts, whether through music, humor, movement, writing, painting,
or other methods, help people with chronic illnesses develop acceptance and
meaning.
Improvisation, the skill of top artists, can offer new ways to respond better to
change. In improvisation, we use our existing knowledge and skills to create
something new in an unplanned, innovative way. Authenticity is the bedrock, the
guiding principle of finding meaning. While authenticity can be very difficult to
define, it is instantly recognizable as honest, truthful, and genuine.
5. Improvisation, Creation, and Innovation
The ‘Five Capacities of Improvisation’ model states that Improvisation leads to
Creation, and Creation leads to Innovation. It recognizes that change can be either
good or bad and also that it is inevitable. It also presupposes that improvisation,
creation, and innovation help us respond more effectively to that inevitable change.
Creation requires active reflection, action, and authenticity and, therefore, it, in
itself, is a powerful stance against the helplessness which results from trauma,
illness, and ambiguity.
6. Five Capacities of Improvisation
We have identified five capacities of improvisation that are explored through
the arts and which help people with chronic illnesses establish acceptance and
meaning in their changed circumstances. 7,8
A. Tolerate Ambiguity: This capacity recognizes that ambiguity is
unavoidable and it’s possible to survive in spite of not knowing what lies ahead.
Here, people take the time and allow themselves to feel uncomfortable in order to
get where they need to be. They find the patience to wait for the right answer,
rather than the quick answer, even if it is difficult. People learn how to do the
‘emotional heavy lifting’ that leads to the wisdom of appreciating the value of the
unknown and the understanding that something good can come of even the worst
of circumstances.
B. Become Curious: This capacity understands that change is an opportunity
and that curiosity leads to innovation and change. Unfortunately, our culture
sometimes squelches children’s curiosity, wonder, and risk-taking, often pushing
people into conformity. A culture’s toleration of questioning common knowledge,
customs, and expectations is influenced by gender, race and social class. For
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example, someone from the upper, educated and/or wealthy class might be praised
for ingenuity in asking why something is done a certain way, while someone from
the lower, uneducated, poorer class might be accused of insubordination. Curiosity
may have positive (‘childlike wonder’), negative (nosy, ‘killed the cat’), and
ambiguous (questioning authority) connotations; context and culture are
determining factors on how curiosity is perceived.
C. Take risks: Risk taking can be very difficult for many people. The very act
of ‘sticking your neck out,’ intentionally engaging in activities without a certain
outcome, is uncomfortable. But without risk, there is no reward. To be successful,
risk taking should be conscious or planned, versus unconscious or impulsive.
Calculated risk taking is informed by a person’s understanding of his or her
physical, mental, financial, etc. limits and abilities. It also is engaged in a manner
that minimizes shame, embarrassment, or fear of failure, and has a pre-planned
‘exit strategy’ in case things don’t go as planned. An important consideration in the
evaluation of what risk to take is a thorough evaluation of the traditional forms,
interventions, or strategies that would be, or already have been, typically utilized.
Can they be utilized or referenced in your current situation? Can
options/possibilities be reengineered within the traditional frameworks and
approaches? Or is it time to stretch these forms/constructs to the point of
innovation?
D. Take action: To improvise -- to respond in the moment to present
circumstances -- requires making a choice to take action. This statement or choice
results in an action. This action then produces a reaction, to which you must then
react, and the cycle continues. The painter chooses to pick up a paintbrush. Then
he decides what color to use. Some people wait for that ‘light bulb,’ the ‘a-ha
moment’ before making a choice to act; waiting for certainty may mean missed
opportunities and stagnation.
E. Innovate: Once a person been curious, taken risks, made choices, and taken
action, innovation is the result. It’s important to recognize that the result – an idea,
a paragraph, a picture, a song – whether small or large, is a victory. People should
consider tapping into their community to get outside help, such as training,
instruction, or assistance, to further or improve their creative expression. In all
cases, the chronically ill need to accommodate their limits and abilities throughout
the capacities.
6. Using The Five Capacities To Respond To Change
Using the five capacities to respond to uncertainty, crisis, or change requires
first defining the present situation, problem, or crisis. By understanding which
capacities are strengths, and which are weaknesses, you can ask for help where
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needed. Through artistic expression -- music, visual art, writing, drama, etc. -- you
can apply the capacities to the crisis or trauma you are experiencing.
An attitude of persistence and fortitude is a key element of the five capacities.
This willingness to fail is crucial in developing the self-reliance and resilience in
the face of change, trauma, and crisis that are integral with the chronic illness
experience. The five capacities also recognize the importance of community, and
the ability to borrow from the strength of others when you don't feel you can
persevere.
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