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hen I was a comprehensive family physician, I marveled at how some of my patients were able to find the resilience to cope with the desperate times in their lives. Thirteen years ago, my life looked a lot like yours. Now,
it has irrevocably changed as I have faced the personal tragedies of terminal illness with amyotrophic lateral
sclerosis (ALS), severe disability, and grief following the tragic and unexpected loss of my son and his girlfriend.
Despite these challenges, I have chosen to keep living. My current state of existence would have been seen by the
former physician in me as undesirable, but sometimes as a person gets used to his or her life experience, beliefs change.
This excerpt, from my memoir, Still Life,1 written entirely with eye-tracking technology, speaks to why I made the
choice to add a ventilator to my arsenal of life-sustaining devices.

Excerpt from Still Life

Tracheostomies and ventilators are hardly cures for ALS
but they do provide a dramatic example of how technology can prolong a life. That said, they should only be
considered after a quality-of-life review with the patient
and his or her family and primary caregivers. A decision
to live with a respirator is a decision to accept artificial
life support over the long term, and it may not be for
everyone. My decision did not come easily.
I went back and forth on the advisability of the procedure, worrying about the effect it would have on
my family. It was a difficult decision and there were
moments when I wished that I would die before having
to make choices about my continued existence. I was
concerned primarily about [my wife] Darlene. I felt that
the longer I lived, the harder it would be for her to find
a future partner with whom she could live in a world
without ALS. Choosing to live with a ventilator would
have less of a negative impact on my boys, who were
increasingly independent. I knew that my choosing to
live would not greatly decrease the quality of their lives
because they only occasionally had to help with my care
needs; Darlene performed most of my care and was the
person most limited by my disease. Concern for her was
my largest position against living.
In the other column were a number of considerations,
starting with the simple fact that my stubborn body
and mind refused to quit. I knew there would come a time
when they would just give up, and I believed that time was
near, but it had not yet arrived. I was relatively young for
someone with ALS. I was not suffering, I had no physical pain, and I was free of the mental disease that people
often associate with my level of disability. I had already
adapted to my change in physical abilities by using new
technologies that improved the quality and quantity of my
life. I had learned to accept help for all my daily activities,
and I was reconciled to living out the rest of my life dependent on others for everything except the environment that
I could control with my eyes and my screen. Some of the

“dying with dignity” advocates think that a person could
never live with dignity if he or she needs to rely on others to perform all care needs. I have learned that I can
maintain my dignity by caring for people in other ways.
Through being kind, appreciative, listening, and supportive,
I have found great self-worth.
Fortunately, I knew that my living would not cause
excessive financial hardship to my family, as is often the
case with ALS. It is an incredibly expensive illness. Forty
percent of people who are diagnosed with it live in poverty. We have paid close to $250 000 in ALS-related bills
to cover home modifications; accessible vans, wheelchairs, and scooters; communications devices; and miscellaneous health care costs not covered by insurance.
All this while living in a country with a public health system, supplemented by my private health insurance and
disability insurance coverage. Yet until I reach sixty-five,
I am able to support my family comfortably and save
money for retirement through a well-designed disabilityinsurance plan that brings in close to what I was making as a busy family physician. I have health insurance
that pays for my medication and for my nursing services
above my provincial home care support services. Finally,
when I do pass away, we will have a paid-off home,
retirement savings, and life insurance that will provide
the stability my wife and sons will need. Having this in
place alleviated my fear of living by artificial means and
becoming a financial burden on my family.
There was also the fact that I wanted to live. I am not
going to preach that attitude can help all diseases and
delay the inevitable but I have witnessed firsthand when
giving palliative care that some people can will themselves to one more birthday or holiday while others can
push themselves to a speedy death. Most importantly,
attitude does affect the quality of your remaining life
and that of your family.
Finally, and most important to me, was my family.
What really kept me here, and still does, is the feeling
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that I am loved by Darlene and my boys. Without them
in my life, there would be no reason to fight on. I enjoy
watching the boys grow and I want to be around for
their futures. My guilt about impinging on Darlene’s
future happiness has been assuaged as time has passed
through the help of external care providers. She is not
always required to put her life on hold to care for my
endless needs. She can concentrate on her own care at
least for a few hours and I feel like much less of a burden on her. I have also developed a trust in the divinity
of the universe that tells me I will physically die when
my life’s purposes have been fulfilled.
All those realities fed into my decision to keep living
with ALS—to adapt to the disease rather than wait to die.
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I would accept my limitations, rely upon assistive treatments and devices to improve my circumstances, and,
aided by the good graces of my family and caregivers,
make the best of things. Others with the same disease
but different circumstances have and will continue to
choose other ways that they think are best for them
or their family. Having sat on both sides of the desk, I
understand and support their personal decisions.
Dr Sutherland was a comprehensive family physician in Georgetown, Ont; currently he
is a loving husband, father, and ALS advocate and fundraiser.
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