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Living Poetically: Pensées on Literacy and Health 
 

   Carl Leggo Ph.D. 
   Department of Language and Literacy Education 

   University of British Columbia 
   Vancouver, British Columbia 

___________________________________________________ 
  
   We live in prose. A lifetime of reading it, the prose of daily life—street signs, newspapers, magazines, prices, 
memos, narratives—accustoms us to moving so quickly through language. (Patton 157) 
 
  Reading well is one of the great pleasures that solitude can afford you, because it is, at least in my experience, 
the most healing of pleasures. (Bloom 19) 
 
  What poetry knows, or what it strives to know, is the dancing at the heart of being. (Bringhurst 53) 
 
 

   
 
   

  S everal years ago, I spent a  
sabbatical year with my wife Lana  
in a cottage in York Harbour, a town 
 of three hundred people, in the Bay  

of Islands on the west coast of Newfound-
land.  In the spring a Loomis courier knocked on our 
door. “Are you Dr. Carl Leggo?” I nodded. He 
laughed, “You’re hard to find.  I have a parcel for 
you. I’ve been all over York Harbour, knocking on 
doors. I asked one elderly woman, ‘Do you know Dr. 
Carl Leggo?,’ and she said, ‘No, my b’y, we don’t 
have any doctors in York Harbour.’” I was reminded 
that my PhD is really not very useful for responding 
to physical aches and ailments and agonies.  Never-
theless, I spent most of that sabbatical year reading 
and writing poetry, seeking still moments in the 
rhythms of light and dark, snow and wind, ocean 
tides, and seasons that held tenaciously to the one 
that went before. The sabbatical year in York Har-
bour was a year of seeking health, a year of living 
with health as an integral and heartful commitment of 
each day. In poetry, reading and writing poetry, I 
learned to listen to my body, heart, mind, spirit, and 
imagination in a holistic honouring of health con-
sciousness. 
 

     Sabbatical in York Harbour 
 
in the solitude of sabbatical retreat  
in York Harbour on the Atlantic cusp, 
I learned to hear the heart’s light 
lyrically borne on titanium filaments, 
strong and resilient, beyond breaking 
 
I lived without a clock, in the heart’s time, 
no longer a crone’s gigolo beating 
to the incessant whine of chronos,  
measured precisely like cement blocks 
 
instead of rushing from task to task,  
without end or satisfaction, compelling 
my body to catch up when it can, 
I moved slowly, felt my feet,  
grounded, tasted the heart’s rhythms 
 
in the still silence of York Harbour 
like a monastery in moonlight on the edge 
of the snowlight sea, I dwelled in the heart’s space,  
in the quiet time of imagination’s bounty 
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 William Carlos Williams, the American poet, was 
also a medical doctor, and he understood how impor-
tant poetry is for our health. In “Asphodel, That Greeny 
Flower” he wrote: 
 

 “It is difficult to get the news from poems 
  yet men die miserably every day 
   for lack of what is found there.” 

 
 

I n the beginning, a long time ago, I stumbled on 
poetry while lost in a maelstrom of personal sto-
ries. In school I never liked poetry much. My 
grade eleven English teacher told me, “Carl, you 

will never be a writer,” and I believed her. For the dec-
ade after high school graduation, I wrote almost noth-
ing except academic essays for university credit. Then 
in my late twenties, as my personal life was blowing up 
like a series of dynamite explosions that included spiri-
tual, vocational, and emotional crises, I began to write 
in a journal about the intensely traumatic events I was 
living, and as I laid down words to make sense of the 
turmoil I knew daily, I learned that my grade eleven 
English teacher was wrong. I could be a writer. I had a 
passion for words. I had a voice that sang in my writ-
ing.  I had stories I wanted to share with others. And  
for the past three decades I have steadfastly pursued the 
poet’s work that I call the hard work of heart work. 
 
                             
 
 
 

I n There Is a Season: A Memoir, the Canadian 
poet Patrick Lane writes about recovering from a 
lifetime of alcohol and drug addiction: “I know 
the only thing that kept me going, the only thing 

that kept me alive, was poetry” (201).  Like Lane, “I 
found my place in the world with language” (169). In 
my poetry I am seeking the way, the wisdom needed 
for living well with myself and with others.  A while 
ago, a former Bachelor of Education student, now a 
teacher, visited me. When Mike studied with me, he 
was a prolific and creative poet.   When I asked about 

“In poetry, read-
ing and writing 
poetry, I learned 
to listen to my 

body, heart, 
mind, spirit  

and imagination 
in a holistic  

honouring of  
health  

consciousness.” 
 

Carl Leggo Ph.D. 
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his writing, he explained  that since completing 
the writing courses with me a few years ear-
lier, he had written nothing but e-mail mes-
sages and application letters and lesson plans. I 
felt a stab of disappointment until Mike added, 
"But though I haven’t written any poetry for 
months, I am living poetically." And with 
Mike's gift of words I began to understand 
poetry in new ways. Poetry (from poiesis = to 
make) is creating or making the world in 
words.  Like Barbara Kingsolver, “my way of 
finding a place in this world is to write one. 
This work is less about making a living, really, 
than about finding a way to be alive” (233).  
 
Poetry slows the reader down. Poetry invites 
us to listen. Poetry is a site for dwelling, for 
holding up, for stopping. The poet’s way is to 
attend to the specific moment, the particular 
texture, the singular sound, the tantalizing 
taste, the captivating scents that inscribe the 
local geography of our daily living. By paying 
such attention, the poet also acknowledges 
how the local is always universal, how particu-
larity is always ecologically connected to the 
expansive geography of the earth. As the Pol-
ish Nobel Laureate Wislawa Szymborska un-
derstands: 
 
Inexhaustible, unembraceable, 
But particular to the smallest fiber, 
Grain of sand, drop of water— 
Landscapes. (19) 
  
 
  
  

 

A s a poet I am often lonely, and I am almost 
always insecure. I want to share my words 
with others, but who will listen? Who will 
hear my words? Where does my sense of 

insecurity come from? Some years ago,  at the Univer-
sity of Alberta, one of my professors asked, "In what 
ways was your creativity nurtured in school?" I could 
think of no ways. My school experiences as a student in 
the latter fifties and the sixties were sometimes happy 
ones. And I know that my passion for words was  
 

 
 
 
 

                              Lonely Poets’ Society 
 
I sat in the circle of writers 
who meet weekly 
in the Minoru Seniors Centre 
 
and I confessed, 
I am a poet 
  and 
I am lonely 
  because 
 
I dance wildly 
on the rim of a volcano 
and weave my world 
a tapestry of words 
I want to show you 
the pictures afire  
in my head (no photos 
I can show guests 
on a Sunday afternoon): 
pictures of red brick 
walls, lines etched 
in black and white, 
purple-green trees 
rooted in the earth's 
molten heart, the sun 
faraway and faded 
as if buried in snow, 
the broken horizon torn 
from a larger canvas, 
the bare branches of alders 
like cracks in the air 
 
and I asked, 
Who will look? 
Who can see? 
 
and one man said, 
I like poems that rhyme 
 
and one woman said, 
You punctuate wrong 

and more said, 
What do you mean? 
 
and only Ken said 
nothing 
and when I explained 
how I published my poems 
submission rejection 
submission sometimes 
acceptance poems sent 
like an SOS distress 
signal to the world 
Ken said, 
You're lonely 
the way 
I was lonely; 
all my life 
I've been a salesman 
knocking on doors; 
of course you're lonely, 
you're a salespoet 
 
so, look for me, folks, 
I am everywhere 
I am a salespoet 
knocking on your doors 
         and windows 
ringing your bells 
         and telephones 
echoing in your chimneys 
         and air vents 
with pitches and promises 
you can't ignore: 
   don't believe me 
   try my poems 
   they're good 
   satisfaction guaranteed 
   or your money back 
 

cont’d…. 
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encouraged by some of my teachers, but about 
literacy education I mostly remember that I 
memorized biographical sketches of poets, parsed 
sentences in intricate diagrams that sprawled over 
the page, learned to spell anthropomorphism and 
anaphora and onomatopoeia, and lost myself late 
at night in the labyrinth of confusing rules for 
comma usage. On those infrequent occasions 
when I was required or permitted to write, I wrote 
compositions and stories about wild stallions and 
grizzly bears and adventures in London. (I grew 
up in a mill-town in Newfoundland where there 
are no wild horses or grizzly bears, and what I 
knew about London I learned from television.) I 
never wrote about my one trip to the French island 
of St. Pierre, or about winter adventures of tobog-
ganing on Lynch’s Lane, or about my grand-
mother who could see her whole world from a 
bedroom window, or about my father’s fascination 
with concrete boats. Only in my thirties did I be-
gin to write poems about the ordinary people and 
the ordinary experiences I knew intimately as a 
boy. I have now published three books of poems 
with an abiding focus on the quintessential value 
of the quotidian, the stories of every day ordinari-
ness. I agree with Barbara Kingsolver’s lovely 
notion that “poems fall not from a tree, really, but 
from the richly pollinated boughs of an ordinary 
life, buzzing, as lives do, with clamor and glory. 
They are easy to miss but everywhere: poetry just 
is, whether we revere it or try to put it in prison. It 
is elementary grace, communicated from one soul 
to another” (231). I only wish when I was young I 
had been encouraged to write poems out of the 
stories of my daily lived experiences with all their 
extraordinary ordinariness. 
 

  
 

“I only wish 
when I was 
young I had 

been encouraged 
to write poems 

out of the stories 
of my daily 
lived experi-
ences with all 

their  
extraordinary  
ordinariness.” 
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Who’s Afraid of Jacques Cousteau? 
 
In the low summer sun my children 
are walking a yellow road across the cove 
plunging into the water away from me 
sitting on the gray beach writing 
a poem about long Sunday afternoons 
in July and August when my father drove  
my brother and me out of the city 
through Gillams 
                   and Summerside 
                                to Wild Cove 
so he could sit on the beach 
and whittle boats out of driftwood 
with jagged circles of tin for rudders 
rigged with cereal box sails 
   (Bobby Orr with strong knees 
   laughing over a bowl of Wheaties) 
launched without champagne 
three or four at a time, all the same 
while my brother and I swam 
like Johnny Weissmuller and wrestled 
crocodiles and buried one another 
like the Cherokee buried their enemies 
with just heads sticking out of the sand 
so ants could eat their brains 
   (my brother claimed ants would die 
   from malnutrition in my head) 
and my father baked in the sun 
and whittled an armada of sailing ships 
and for years Jacques Cousteau 
shoving the Calypso through garbage 
in the oceans of the world 
has been cursing my father's boats 
and now I write, the flotsam 
of memories whittled and shaped 
in words and set afloat. 
  What will Jacques Cousteau 
  say about my poems? 
 
  
 

  
 
 
 
 
 

I n the essay, "The Crack-up" (a moving  
and eloquent testimony of emotional breakdown),  
F. Scott Fitzgerald shares an observation about life 
 that is laced with the despair of his last few years,  

but which I think is poignantly true: "The test of a 
first-rate intelligence is the ability to hold two  
opposed ideas in the mind at the same time, and  
still retain the ability to function. One should, for  
example, be able to see that things are hopeless  
and yet be determined to make them otherwise" (74).  
Pessimism, cynicism, and hopelessness are all  
attitudes that can be supported with ample evidence 
from the experiences of our individual and corporate 
lives (listening to Peter Mansbridge and Lloyd Robertson 
every night can lead to despair). Nevertheless, we have 
all known those moments (like pausing during a hike and 
hearing a yellow sparrow sing from a branch only inches 
away) when we hear heaven's whisper and know that as 
dark as experience might sometimes be, the morning star 
is constant. Poetry reminds us to attend to the sparrow’s 
song. 
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A s a boy in school, I was frequently tested for a mastery of literacy skills. In grade seven 
my teacher informed me that my reading ability ranked at the bottom of the SRA Read-
ing Kit scale. As the year progressed I laboriously climbed the ladder to the more com-
petent levels. But I know now that I was not a deficient reader. I read slowly because I 

wanted to feel words on my tongue, and I wanted to watch words swirling about in the air around 
me, and I wanted to hear words resonating with whispers and cries and shouts and laughter. The 
only thing I didn't want to do with words was consume them quickly in order to answer five or six 
comprehension questions with factual statements that matched the answers in an answer key. Now, 
many years later, I understand Wendell Berry’s conviction that “a good poem reminds us of love 
because it cannot be written or read in distraction; it cannot be written or understood by anyone 
thinking of praise or publication or promotion” (90). 
 
 In Moby Dick Herman Melville describes an episode in which a rowboat is scudding across the 
ocean in pursuit of a whale. The oarsmen are passionately driven by their single-minded aim to cap-
ture the whale; they are groaning with their exertion. The episode is violent and turbulent. Melville 
observes that the success of the hunt requires that one person do nothing. That person is the har-
pooner who must sit quietly in the bow of the boat. Melville explains: "To insure the greatest effi-
ciency in the dart, the harpooners of this world must start to their feet from out of idleness, and not 
from out of toil" (297). Our world is a frantic world, frenetic and frenzied with false hopes and facile 
solutions. Such a world aches for harpooners who can rise out of stillness to engage in wise and 
worthwhile action. 
 
  
 
  
  

Between the Lines 
 
I was riding the bus. 
I was reading Three Guineas. 
The bus stopped. 
A man boarded. 
His eyes were wild. 
He sat beside me. 
He smelled drunk, 
seven in the morning. 
I felt his stare. 
I felt scared. 
I glanced at him. 
He said, Good book. 
I read it years ago. 
The book is all 
between the lines, 
that's where you 
must read it. 
He pulled the cord. 
He left the bus. 
He taught me 
how to read Woolf. 
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L ike Arthur Frank, “I believe in stories more than in principles” (231). Frank also reminds us that 
“our lives are what we craft, and that crafting is our responsibility” (236). In Already Home: A 
Topography of Spirit and Place, Barbara Gates narrates the personal story of how a breast cancer 
diagnosis motivated her to embark on an exploration of her home neighbourhood in Berkeley, 

California. Out of the place of illness, Gates began exploring “geography: inside and out” (9). She deter-
mined “to see the particular within the wide span, and from that big view, learn how to be more comfortable, 
to be at home, come what may” (11). In her writing, she learned “to see beneath the individual story to the 
ways of human beings—fallible, sometimes poignant, with our fears and our yearnings” (149). The two most 
used words in the English language are I and you. In my writing, I am seeking to know who I am, and might 
be, in the intimate and intricate possibilities of relationship with others. Wendell Berry writes: “To be crea-
tive is only to have health: to keep oneself fully alive in the Creation, to keep the Creation fully alive in one-
self, to see the Creation anew, to welcome one’s part in it anew” (8). I write poetry as a way of communing 
with others, with the whole of Creation. My voice is calling out to family and colleagues and readers, other 
human beings on hopeful journeys of humane becoming. 
 
  
  
 
 
 
 
                                     

               Search-a-Word 
 
my mother-in-law is old 
and her memory is a claw 
that cannot hold the slippery edge 
of any fact, name, event, or story 
that has dropped into the past 
 
she tells you the story she told you 
minutes ago, is unhappy when you 
remind her she just told the story 
 
she can’t remember she just drank 
a cup of tea, can’t remember, but 
remembers she can’t remember 
 
she analyzes the nutritional facts 
on food, reports the sugar content 
with alarm, but craves dessert, 
loves chocolate chip cookies 
from Dominion Superstore 
 
bent over Search-a-Word 
she scrutinizes her puzzle book, 
circles and scratches words 
amidst a maze of letters 
like a monastic scribe intent 
on transcribing sacred words 
 
she can make no sense of my poems 
as I can make no sense of hers 
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O ne of my ongoing concerns with contemporary literacy is that we are reading too fast, reading for 
consumption, reading for information as if information will feed and fuel us. I agree with Jeanette 
Winterson who writes: “Learning to read is more than learning to group the letters on a page. 
Learning to read is a skill that marshals the entire resources of body and mind. I do not mean the 

endless dross-skimming that passes for literacy, I mean the ability to engage with a text as you would another 
human being” (111). Winterson is mainly concerned with reading literary texts: “It is just not possible to read 
literature quickly. Neither poetry nor poetic fiction will respond to being rushed” (89). But I think that a case 
can be made for reading almost all texts slowly. The kind of quick, easy consumption that passes for reading 
in contemporary culture only reduces reading to information-gathering. 
 
 Reading is not only a skill that children learn when they are young and then hone with use as they grow 
older. Reading is a way of living in the world. There is a commercial on TV which offers a sure-fire way for 
learning to read very quickly. A man is shown reading a book. He reads almost as quickly as he can turn the 
pages. He then demonstrates his clear comprehension of the text that he has read so rapidly by answering sev-
eral questions. But that is not reading as I understand reading. The TV commercial offers up the notion of 
reading as the consumption of texts, not unlike a commercial for McDonald's burgers. But I promote an un-
derstanding of reading as a way of growing and being and living in the world. 
 
 John Steffler, Canada’s Poet Laureate, asks: “What, ideally, can poetry offer that other types of writing can-
not offer, or at least not so directly or purely? It seems to me that at its best—and this is what we search for in 
poems all the time—poetry approximates, through the powerful use of language, our fundamental, original 
sense of life’s miraculousness, its profound and mysterious meaning” (47). This is the kind of literate engage-
ment with words and with the world that I am always seeking. To live well, and to foster well-being, and to 
nurture meaningful living, I locate myself in poetry and poetic awareness and poetic knowing. Above all, I 
seek to live poetically. 
 
 
 
                                    

(Carl Leggo is a poet and professor in the Department of Language and Literacy Education 
at the University of British Columbia. His research focuses on the experiences of educators, 
especially how to promote heartful and hopeful relationships in educational communities. His 
poetry, fiction, and scholarly essays have been published in many journals in North America 
and around the world. He has written three collections of poems: Growing Up Perpendicular 
on the Side of a Hill (Killick Press, 1994); View from My Mother's House (Killick Press, 
1999); Come-By-Chance (Breakwater Books, 2006). He has also written a book about reading 
and teaching poetry, titled Teaching to Wonder: Responding to Poetry in the Secondary 
Classroom (Pacific Educational Press, 1997). Carl Leggo grew up in Newfoundland, and 
completed degrees at Memorial University of Newfoundland (BA, BEd), Tyndale Seminary 
(Certificate in Biblical Studies), University of New Brunswick (MA, MEd), and University of 
Alberta (PhD). He taught in high schools in Newfoundland for nine years before joining UBC 
in 1990. He now lives joyfully with his wife Lana in Richmond near the Fraser River. ) 
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        The Poet’s Craft 
 
I planned to write a poem, 
but the morning seduced me 
with a trace of autumn sun, 
so I spent all day with Lana, 
cleared a deserted fire pit 
in the backyard, gathered 
driftwood from the beach 
for a bonfire one night soon 
under a full moon and stars, 
some alive and some dead, 
and all day swat at the ache 
that always nags at the edges 
of stolen pleasures, when 
at day’s end, a poem 
found me anyway, and 
I remembered how 
Alexander Solzhenitsyn, 
for decades after his release 
from the Gulag, still wouldn’t 
budge, not even for a minute, 
from his regimented work 
schedule, convinced the world 
needed every single word 
he’d ever sentenced in prison 
to memory, and thought if 
only Solzhenitsyn had let 
the words find him like 
I need to learn, now, at last, 
the poet’s craft, and write 
poems while I run the slow 
arc of York Harbour, hike 
in the hills behind the cottage, 
talk long with Anna and Aaron, 
five time zones away, and sit 
on the patio with a journal 
or no journal, bike the hills 
and trails to Lark Harbour, 
and learn to let poetry breathe 
cool spring, expectant summer, 
and frigid winter on long treks 
across the blizzard-blown bog 
to see Cedar Cove in all seasons, 
stirred by an easterly wind 
while the sea rattles beachstones, 
jams with the lyrical lunacy 
of gulls and crows and the wind 
tangled in alders, scratched 
in cracks, splinters, and echoes 
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 “Quality  of Life and Mental Health Outcomes in Workman Arts Members." 

 
Nicole Koziel H.B.Sc, M.D. (in progress) University of Toronto 

 
______________________________________________________ 

      
 
Nicole Koziel is a fourth year medical student at the University of Toronto. She completed an undergraduate Re-
search Specialist Degree in Psychology wherein she focused on quantitative research in behavioural neuroscience. 
Her more current research interests relate to enhancing mental health service delivery and health care environ-
ments.  Nicole plans to pursue a career in Psychiatry. 

 
Workman Arts (WA) Company provides artistic opportunities to individuals who have received treatment 

for mental illness or addiction and attempts to combat social exclusion through the arts. This study explored quality 
of life and mental health outcomes amongst WA members in two parts. In part I, retrospective outcomes from WA 
members (N=39), their family and their health care providers (N=14) were collected and analyzed. In part II, pro-
spective changes in quality of life and mental health (N=16) associated with participation in a six-week art training 
program were assessed. In both parts I and II, the World Health Organization Quality of Life Assessment, brief ver-
sion (WHOQOL-Bref) was utilized. Results: WA members report great enhancement in overall quality of life, self-
esteem, and confidence and an appreciation for artistic and social opportunities. Members also report improved hous-
ing stability and productivity, and fewer hospitalizations since joining WA. However, standardized Likert-scale 
questionnaires including the WHOQOL-Bref failed to detect prospective changes in quality of life.  

 
 Introduction: 
 

‘Art in health’ broadly describes activities that aim to improve individual and community health, promote 
health and healthcare delivery, and enhance healthcare environments through the arts (White & Angus, 2003).   A 
body of research evaluating art in health programs is accumulating around the world. This research consistently re-
ports enhanced confidence, self-esteem, sociability and mental health in participants of community art in health pro-
grams (White & Angus, 2003; Health Department Agency, 1998; Thompson & Blair, 1998, Matarasso, 1997).  Stud-
ies of in-hospital art projects demonstrate reduced stress and medication needs, elevated mood, and accelerated re-
covery for participants of these projects, particularly for those with mental health problems and special needs 
(Cooley, 2003; Scottish Executive, 2005).   

 
Mental health is an area of medicine which stands to benefit enormously from the arts. Individuals diag-

nosed with mental illness are a disadvantaged and socially excluded population in society, experiencing stigmatiza-
tion, poor housing opportunities, and low employment rates (Sayce, 2000; Mentality Report, 2002; Wilkinson & 
Marmot, 2003; Hudson, 2005). Social programs are required to assist individuals overcome these barriers and live 
effectively with mental illness (Lehman et al., 1982; Sayce & Perkins, 2000; Nelson et al., 2001; Faulkner & 
Layzell, 2003). Art in mental health organizations address social exclusion by providing accepting and supportive 
environments (Health Development Agency, 1999; Artspeak, 2004), opportunities to connect with local communi-
ties, and means of confronting stigma through artistic media (Mentality Report, 2002). Within psychiatric institu-
tions, art programs engage patients and develop artistic identity in contrast to patient identity. As far back as 1951, 
psychiatric art programs have embodied “vitality, purposefulness, and pride” amongst psychiatric inpatients and as-
sisted in their recovery (Kivnik & Erikson, 1983).  

 
Art therapy research similarly has been reporting beneficial outcomes for more than half a century. Art ther-

apy historically focuses on client’s artwork as a channel to explore personal issues and thereby promote psychologi-
cal healing. However, more recent research highlights the value of art therapy as a leisure activity that facilitates 
enhanced self-esteem and self-efficacy through skill development, accomplishment, and absorption in a goal-
directed activity (Heenan, 2006; Thompson & Blair, 1998). A recent initiative to build the evidence base for art in 
mental health applied the General Health Survey (GHS) prior to and toward the end of three short term (mainly 10-
week) art therapy interventions and conducted in-depth interviews with participants. GHS results were improved in 
all trials, and highly significantly in one trial, and interviews revealed overwhelmingly positive feedback from re-
spondents (Wilson & Goldie, 2005).  
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These studies, as with other studies in this area, are limited by lack of control groups, inadequate sample 

sizes, and at times, inadequate scientific rigour in data collection and analysis. This was the conclusion of a litera-
ture reviews on adult participation in art in mental health programs (White & Angus, 2003). The reviewers found 
that practitioners recognize the importance of evaluating their activity and are attempting to do so, but “are strug-
gling to find appropriate methods, and the evaluation they carry out is frequently inadequate.” This may be the 
result of inconsistent funding, limited staff resources, and uncertainty about what outcomes should be measured 
(Hacking et al., 2006). Whereas psychiatric questionnaires that assess mental health often focus on the disease 
process (Ware & Sherman, 1992; Ware et al., 1995), art in mental health programs aim to promote global wellbe-
ing. Based upon the review, White (2004) suggests that these programs improve quality of life, as defined by the 
WHOQOL questionnaire. Nevertheless, no studies published to date have used the WHOQOL to investigate art in 
mental health program outcomes.  

 
Workman Arts (WA) Company provides artistic opportunities to individuals who have received treatment for 

mental illness or addiction and attempts to combat social exclusion through the arts. Since its inception, WA has 
produced sixteen original plays, toured over thirty theatres, and played to more than 125,000 people. The organiza-
tion hosts an annual film festival and art exhibit, supports an in-residence visual art studio, and was founder and 
host of the first ever Madness and Arts World Festival.  

This study set out to investigate outcomes associated with participation in Workman Arts and to apply and 
investigate the appropriateness of the WHOQOL-Bref.  Part I was retrospective in design. WA members were 
asked to first identify the five most important areas of their lives and rank their satisfaction with each area. They 
then completed the WHOQOL-Bref and questions regarding the impact of WA on their mental, social and overall 
well being, and their daily functioning and living conditions. A small sample of family and health care providers 
were contacted and asked how membership in the Workman Arts had impacted their family member or client.  

Responses to part I of the study provide a wealth of exploratory data as to (1) the degree to which members 
feel that the company has impacted their lives, and (2) the areas in which members report the company has had the 
most impact. However, retrospective reporting of change is limited by subjective bias and tends to be correlated 
with present state (Norman et al., 1997). Thus, in part II of the study, prospective data was collected to determine 
if quality of life scores change following completion of a six- week art training program. 

 
 Methods: 
 
Both phases of this study were approved through the Centre for Addiction and Mental Health Research 

Ethics Board.  Funding for the salary of the researcher in Part I came from the Medical School Alumni Summer 
Research Scholarship Program at  the University of Toronto.  Part II was completed as part of an academic class. 
Reimbursements to participants were provided by the Workman Arts Company 

 
Phase I  
 
Study recruitment fliers were distributed by staff during member focus groups. A total of 39 individuals 

returned fliers and completed the study. Questionnaires took approximately one hour to complete. Participants 
were reimbursed $5 for their travel costs.  

 
Quality of life outcomes were measured using 4 instruments. The Quality of Life Graph asked partici-

pants to select 5 areas of life most important to their wellbeing, rank these areas from most to least important, and 
indicate their current satisfaction with each area on a scale of 0 to 100 (see Figure 1). This assessment was admin-
istered for comparison with the WHOQOL-Bref to determine the extent to which the WHOQOL-Bref is partici-
pant-centered.  Next, the 26-item WHOQOL-Bref asked participants to indicate their satisfaction with four do-
mains of life: mental health, physical health, social and environment in the last two weeks according to 5-point 
Likert-scales.  The WA-QOL Questionnaires 3 and 4 were then sequentially administered to measure changes in 
quality of life that have occurred as a result of belonging to WA, using a combination of 5-point Likert-scales, 
yes/no, and numerical response questions. The last question was open-ended and stated, “Please write a few sen-
tences indicating how you feel the Workman Theatre has impacted your quality of life.”  
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"Please choose the five areas that you feel are most important in your life....  
Now, indicate your level of satisfaction with each area by shading in the bar graph 
 to the appropriate height." 
 
 Figure 1. Quality of Life Graph 
 
             
Phase II 
 
Individuals who signed up for various art training programs for the winter of 2006 were informed 

of the study by the membership coordinator. The study researcher was onsite for either the audition or the 
first class of each program to review the consent form and administer the WHOQOL-Bref and WAQOL-
Rev to interested individuals. Both of these instruments are comprised of Likert-scale response questions. 
The WAQOL-Rev was designed to capture satisfaction with the following domains of life: Mental Health, 
Social Relationships, and Positive Regard for Self (self esteem, self confidence). Six weeks later, the study 
researcher attended each of the last classes and individuals involved in the study completed the same ques-
tionnaires, and responded to the additional open-ended request, “Please write a sentence or two describing 
your experience in the training program.”  Individuals not present on that day were contacted by phone and 
came in within a week of finishing the program to complete the study. Questionnaires took 10 minutes to 
complete each time. All participants were reimbursed $5 for their travel costs. 
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             Data Analysis: 
 
                 Phase I 
 
                Analysis of the WHOQOL-Bref  

 
 Total quality of life scores were calculated from the QoL Graph using the following calculation: 
 
  [(%Satisfied #1)*5 + (%Sat. #2)*4 + (%Sat #3)*3 + (%Sat. #4)*2 + (%Sat.#5)] *100/15 
 
 Scores in each WHOQOL-Bref domain were determined according to formulas provided by the 

questionnaire manual. Total quality of life was measured as the equally-weighted average of the four do-
main scores. Correlation statistics were used to compare participants’ WHOQOL-Bref scores with their 
QoL Graph scores.  

 
  

 Change in QoL and Mental Health  
 
 A qualitative analysis of changes in quality of life was conducted based on an analysis of the dis-

tribution of Likert responses reported by members, their family, and their care providers. Differences in 
ratings were considered between long-time and new members.  Responses to the open-ended request were 
analyzed for recurrent responses.  

 
 WHOQOL-Bref Scores in Long-time vs New WA Members 
 
 A one-way analysis of variance (ANOVA) compared total WHOQOL-Bref scores for new and 

long-term members.  
 
  
 Phase II 
 
Pre- and post-intervention total QoL scores and Psychological and Social domain scores reported 

on the WHOQOL-Bref were compared using paired T-tests.  Mental Health, Social Relationships, and Posi-
tive Regard for Self scores reported on the WAQOL-Rev were also compared using paired T-tests. Re-
sponses to the open-ended request were analyzed for recurrent responses. 

 
Outcomes  
  
Demographics 
 
A total of 29 females and 26 males participated in the study. The majority (75%) of participants 

have obtained some post-secondary education, and 49% received post-secondary art training prior to joining 
WA. Thus, this population is unique relative to the general mental health population, in that individuals 
with mental illness tend to be less well-educated (Hudson, 2005; Wilkinson & Marmot, 2003) and are 
unlikely to have received formal art training. Nevertheless, participants in this study have received mental 
health services for an average of 16.2 years of their lives, and the distribution of mental health diagnoses 
reported demonstrates that this group experience very serious and chronic mental health problems. 
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Part I 
 
Analysis of the WHOQOL-Bref  
 

QoL Graph scores correlated with WHOQOL-Bref total quality of life scores (P=0.001). Sub-analyses 
revealed that this correlation was significant only for the WHO domains of Psychological and Social (p=0.005 
and 0.001, respectively). The domains of physical and environmental did not correlate significantly with graphi-
cal QoL scores (p = 0.09, p = 0.08, respectively).  

 
 Change in Quality of Life  
 
 WA members reported that belonging to the organization has improved their quality of life “a lot” and 

rated their enjoyment of life, meaning in life, and satisfaction with self between “a little better” and “much bet-
ter” (maximum score). Ratings of change in social dimensions (ie., comfort meeting new people), in functional 
capacity (ie., capacity for work), and in frequency of experiencing positive feelings (happiness) rather than nega-
tive feelings (anxiety, suicidal ideation) demonstrated a mean improvement corresponded to “a little improve-
ment”. Three individuals reported spending time in hospital last year compared to 9 individuals who reporting 
time spent in hospital in the year prior to joining WA. 

 
No change in living environment (ie., conditions of living place) were noted. However, a notable effect 

in housing stability was reported, with 4 individuals moving 2 or more times last year compared to 12 individu-
als moving 2 or more times in the year prior to joining the Workman. One individual explicitly stated that Work-
man helped him/her acquire the stability to remain living in one place. WA members also report feeling produc-
tive significantly more days of the week now compared to prior to belonging to the WTP (2.9 d/week prior to 
Workman vs. 4.5d/week in past four weeks). 

 
In response to the request, “Please write a few sentences about how Workman Arts has impacted your 

quality of life,” analysis identified the following recurrent themes: increased confidence and self esteem, social 
inclusion and friendship, skill and knowledge development, improved motivation and energy, creation of hope, 
and a way to combat stigma. Many members went to great lengths to describe the benefits they have experi-
enced, writing up to a page rather than just a few sentences. 

 
 Importance of Art 
 
69% of participants chose art as one of five most important aspects of their life in the QoL Graph. All 

except one participant indicated that art is either “very important (4)” or “extremely important (5)” (on a scale of 
1 to 5) to their overall wellbeing. The importance of creative expression to members’ overall wellbeing has in-
creased between “a little” and “a lot” since joining the Workman.  

 
 Mental Health Care Providers and Family 
 
The combined results from family and care providers are summarized in Table 1. A total of 16 members 

agreed to have a family member contacted for the study, and 22 individuals agreed to have a mental health care 
providers contacted. 12 family members and 3 care providers offered responses. Both family and care providers 
stated that mental wellness and overall wellness are the areas that have most improved in individuals participat-
ing in the WTP. 
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Table 1. Perceived changes in various aspects of life since becoming a Workman Arts member as reported by family 
and mental health care providers 

Variable Number of 
Respondents 

Mean* Standard 
Deviation 

Daily Living Activities 10 3.8 0.79 
Relationship with Family 11 3.8 0.87 
Mental Wellness 14 4.3 0.54 
Symptom Frequency 14 3.6 0.74 
Symptom Severity 12 3.9 0.79 
Safety of Living Environment 13 3.5 0.88 
Frequency of Social Engagements 10 3.6 0.70 

Ability to Function Independently 14 3.5 0.76 

Ability to Support Self Independently 13 3.3 0.55 

Days Spent in Hospital   n/a n/a 
Overall Wellness 14 4.3 0.46 

• Ratings made on a scale of 1 to 5 (3 = no change, 4 = a little better, 5 = 
much better) 

 
• WHOQOL-Bref Scores in Long-time vs New WA Members 
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 Individuals involved with WA for more than one year reported a significantly greater improvement in qual-
ity of life compared to members who joined within the past year (Figure 2). However, there was no difference be-
tween these groups on WHOQOL-Bref quality of life scores (Figure 3).  

 

 
Figure 2. Changes in Quality of Life in New and Long Term Members 
 

 

"How much has the Workman Theatre Project 
improved your quality of life?"
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Part II 
 
There was no change in WHOQOL-Bref Total, Psychological, or Social scores (Figure 4) or in 

WAQoL-Rev Mental Health, Social Relationships, or Positive Regard for Self scores (Figure 5) pre- and post-
intervention. 

 
Figure 3        WHOQOL-Bref Total QoL Scores in New and Long Term Members 

Figure 4.  Pre- and Post-Training Program Scores on the WHOQOL-Bref in Workman Arts Members 
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Figure 5. Changes in Pre- and Post-Program Scores on the WAQoL-Rev in Workman Arts Members 

 
  
Responses to the Open Ended Question 

 
14 individuals wrote comments about their experience of the training program. Recurrent themes 

identified were: improved skill development, enjoyment of the classes, social benefits, improved health, 
enhanced positive self regard, and improved motivation (Table 2). Two individuals expressed their frustra-
tion with the measurement instruments used, suggesting that they were overly simplified and unable to 
capture the complexity and wealth of personal benefit derived from WA programs.  

 
 

 

Table 2. Participants’ Experiences of the Training Programs 
 

  

Themes (N=14) N 

Skill development 7 

Enjoyment 5 

Social Benefits 4 

Improved health 4 

Positive Self Regard 3 

Enhanced Motivation 2 
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        Discussion 
 

Workman members clearly value their membership in Workman Arts and feel that belonging to 
the organization has improved their quality of life. Family and mental health care providers also report 
that the mental health and overall wellbeing of the individuals whom they know has improved since 
these individuals joined Workman Arts.   Members report improvements in the number of productive 
days they have per week and in housing stability and fewer individuals have experienced hospitaliza-
tion now compared to the year prior to joining WA.  Artistic expression has become increasingly im-
portant for the wellbeing of individuals who join WA, and is identified as one of the most important 
areas of life for these individuals.  

The WHOQOL-Bref appears to accurately assess quality of life in the study population, particu-
larly the domains of Psychological and Social.  However, WHOQOL-Bref scores of long-term mem-
bers (more than one year) were not greater than that of new members (one year or less), despite larger 
reported gains in quality of life by long term members. Changes in quality of life measured by Likert 
responses also failed to change following a 6-week art training program.  In contrast, members consis-
tently reported that WA has improved their quality of life “a lot”, and that their sense of meaning and 
enjoyment in life and satisfaction with themselves has improved since joining the company. Re-
sponses to open-end questions substantiate this claim.  Increased confidence and self esteem, social 
wellbeing, skill and knowledge developments, motivation and energy, creation of hope, and fighting 
stigma are themes that reflect how members feel Workman Arts has impacted their quality of life. 
Participants felt that involvement in the 6-week programs assisted them with skill development, im-
proved their health and positive regard for self and expressed appreciation and enjoyment of the artis-
tic and social opportunities provided by the classes. Statements made by WA members were compel-
ling, such as the following: 

 
 “In the past three weeks, I have experienced quite a bit of personal problems unre-

lated to Workman. The improv class helped me to get out of the blues when I was in the 
class. It was the only bright spot during the period.” 

 
 “The voice class provided a safe environment for self expression and growth…. I 

felt support of group.” 
 
 “I’ve had experiences with other people and become more comfortable. In classes, 

I found myself more charged and motivated in a way I have seldom been before.” 
 

  
 Based on statements like these in combination with the researcher’s personal experience with 

the agency, WA programs do seem to greatly enhance the quality of life of its members. The challenge 
remains of finding appropriate measurement instruments to measure effects. Two study participants 
expressed their frustration with the questionnaires utilized in the study. One member wrote:  

 
“It (the questionnaire) is way too superficial – you need to get down to the gritty stuff like  
how Creative Writing got my poems on display at…This assessment sucks because 
 you’re measuring a mouse by 1950’s standards while in fact my life has become an 
 elephant, largely due to Workman.”  

 
 “Please note there are many variables in one’s life and one course may have a very 

positive impact that may go unnoticed in this study due to the way it evaluates… Why 
not just ask people right out how the courses affect their lives?” 

 
        These comments suggest that the questionnaires are unable to capture the complexity and  
 richness of outcomes derived from WA programs.  
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The WHOQOL-Bref questionnaire was used in this study because it has proven validity and reliability 
(Skevington et al, 2004). Though limited by a small sample size, the conclusion of this study is that the 
WHOQOL-Bref and other Likert-scale questionnaire are not appropriate measurement instruments to evalu-
ate outcomes in this field. More appropriate means may require collecting responses to focused questions, 
formulated with the assistance of art in mental health program members, along with responses to traditional 
psychiatric measurements of mental health. According to this exploratory data, members report greater hous-
ing stability and fewer members report spending time in hospital now compared to before they belonged to 
WA. Prospective collection of this data in new members is very feasible. New members could be inter-
viewed upon joining the organization and at one and two years of membership. Individuals in the study who 
leave the program could be contacted for quality of life comparisons and to determine reasons for leaving. 
With participant permission, a group collection of medical records could be made which would protect indi-
vidual identities and allow for an external assessment of changes in hospitalization frequency, emergency 
visit frequency, and improvement in mental health as assessed by a psychiatrist or social worker. This possi-
bility for future study is being considered.  
 
 In conclusion, the following expressions from Workman members are included to provide what 
numerical outcomes are unable to describe: 
  

“It (Workman Theatre) gives me structure when I am going through a crisis.” 
 

 “It has given me hope where there was none that I might be able to do something more with my life.” 
 

 I feel “in the middle of things instead of at the fringe” 
 
 “If the art shows or classes are not offered, I may lose my incentive to continue to do art on a regular basis. 

. Art gives me joy and sense of self.”  

 
  
 Special Thanks to Dr. Michael Bagby, Director of Clinical Research at CAMH and Professor of Psy-

chiatry, University of Toronto for providing supervision of this project.  
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M y husband David died of terminal 
cancer when he was 33 years old and I was 
only 29. The same husband whose 
thoughts I pictured before he spoke them. 
Who proposed to me in the balcony of the 
Stratford festival on my birthday with 
Colm Feore’s Cyrano de Bergerac as his 
inspiration. The same husband who prom-
ised we would never spend living days 
apart and each day would be more joyous 
than the last.  
 
 My husband had promised children and 
riches and travel and instead our  
journey was to the inside of a hospital as I 
watched him deteriorate cell by cell until 
his emaciated flesh could no longer contain 
him and his breath came in choking irregu-
lar gasps. And then it stopped completely.  
 

 “The Death of My Young Husband From Cancer:  A Love Story” 
A Personal Story and Autobiographical Narrative 

 by Jadranka Novosel 



10/2/200710/2/200710/2/20072727272727 

 

 CCAHTE Canadian Creative Arts in Health, Training and Education Journal   Vol.  6    September, 2007  
         CCAHTE Journal website http://www.cmclean.com    BLOG  http://www.ccahtecrossingborders.blogspot.com          Page 27                                                

 
  

 
. 
  
 
 The Death of My Young Husband from Cancer: A Love Story 
 
Jadranka Novosel (M.A. in progress) 
The University of British Columbia 
 
______________________________________________________________________________________ 
 
Jadranka Novosel was born in Croatia and raised in Ontario.  She completed undergraduate degrees from the University of Western Ontario 
and Trent University respectively.  She is currently pursuing her MA in Education at the University of British Columbia. 
 
 
This article recounts my experiences as a graduate student and as the partner of a terminally ill cancer patient.  
It spans a five-year period from my husband’s first major hospitalization to the time of his passing and is the 
story of my ephemeral search for healing amid the profound, poetic, and humbling circumstances of one man’s 
passing.   
  
Carola Conle from University of Toronto, argues that the experience of the researcher is based on life and that 
the ways of being in the world hinder or advance research (1999, 7).   She also states that the true goal of re-
search is linked closely to personal experience and the interpretation of data is based on the researcher’s life 
experience (1999, 7).  According to this process, Conle believes this search follows the German poet Goethe’s  
notion of using research to define one’s own heart (1999, 9); a binary set-up between researcher and study, 
which is really a personal search for definition through the scientific search for data defining the other as a 
means to know the self.  The case study attempts to analyze the “other” by providing consistent data for synthe-
sis with the aid of the researcher, while narrative inquiry removes the researcher and has greater potential to 
define and examine one’s heart immediately. 
 
For narrative inquiry to be effective, it must address personal and social crises, temporal issues, and issues of 
location (Ackroyd 112). Although, narrative inquiry is considered essential to retrieving memory (Ackroyd 
121) and forms a basis for how we perceive the world, with each story having a beginning a middle and an end, 
(Conle 1999,14) it presents challenges to research because it is difficult to synthesize data with such a poten-
tially wide variation. The effectiveness of each narrative may also depend on the memory of the subject, their 
inclusions and omissions. A potential lack of consistency in the work of each subject creates challenges to at-
taining a designated goal (Conle 1999,19).  
  
Joe Winston, Associate Professor at the Warwick Institute of Education, argues that the power of case study in 
drama is its ability to generate new knowledge (Ackroyd 44). As well, the role of the researcher in a case study 
allows for consistency in questioning in order that specific areas of interest may receive greater focus and offer 
ease of analysis; however, the case study only captures a moment in history and does not have an awareness of 
process or how the subject evolves (Ackroyd 43); therefore, the case study and the resultant drama are unable 
to replicate the experience. In this particular case, the lack of awareness of physical and emotional pain re-
quired to produce effective and truly accurate results in the case study and any further dramatic interpretation 
could present challenges, however, this autobiographical narrative clearly demonstrates the efficacy and dra-
matic value of case study as a learning tool and as a means to acknowledge personal experience and  provide 
useful data for others. 
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A personal story and autobiographical narrative………………………... 
  
 
  
 

I   have been part of a case study. I am not certain who initiated the study, whether it was at the request 
of the nurses or our doctor, but we were asked by our nurse-practitioner if we would be willing to par-
ticipate. As a graduate student and researcher it was a reversal for me being the observed rather than 
the observer. I thought my contribution to medical science would be to show how we inspired medical 

staff to accept new perspectives and practices by rejecting Western approaches to cancer treatment and es-
chewing the determination to live at whatever cost.  I was, therefore, very willing to contribute my journals, 
which I began as a form of personal therapy, to the case study discussions. My contribution would be watch-
ing my husband die and writing about it in my journal. The discussions with hospital staff were valuable for 
my survival, but carried no expectation of further friendship (Ackroyd 89). It surprised me when I found out 
the study was not to aid the staff to help other families in the future who wished to make alternate choices, 
but to help the current staff deal with the anger and loss of my husband.  We had only been in the hospital 
for a few weeks. I thought people died all the time. 
 
My husband David died of terminal cancer when he was 33 years old and I was only 29. The same husband 
whose thoughts I pictured before he spoke them. Who proposed to me in the balcony of the Stratford festival 
on my birthday with Colm Feore’s Cyrano de Bergerac as his inspiration. The same husband who promised 
we would never spend living days apart and each day would be more joyous than the last.  My husband had 
promised children and riches and travel and instead our journey was to the inside of a hospital as I watched 
him deteriorate cell by cell until his emaciated flesh could no longer contain him and his breath came in 
choking irregular gasps. And then it stopped completely.   With that last breath, my husband was gone and 
the purpose and meaning which had defined my life faded like David’s last exhale.  My entire identity as 
“the wife of terminal cancer patient” was gone.  My other “selves” as student and employee I had let slip 
long before.   I was an empty shell, without the luxury of being dead. 
 
It was with a mix of irony, compassion, and resentment that I came to know that David’s passing was also 
very traumatizing for our hospital staff.  The group of nurses and clinicians could not comprehend why a 
young man, so joyful once his pain was extinguished, would opt for death when treatment could offer an-
other possible six months of living.  I could not understand how they felt themselves worthy to mourn my 
husband.  He had only been in their hospital for a month. They would never ache to feel his flesh through the 
long hours of empty, sleepless nights.  They would never have to set foot in the kitchen where he had taken  
me into his arms to dance on the smooth, hard tile.   After he was gone, I prayed the scent on his neatly hung 
shirts would never fade. 
  
I assumed there had to be a certain amount of knowledge of who my husband was before one could claim 
any rights to suffering his loss. The hospital believed my husband had to have a desire to live before they 
would acknowledge we had any understanding of what was best for us. I assumed I knew my husband best, 
so I would be “the administrator of mourning”  and everyone else would have to apply for permission to 
grieve his loss. I assumed the case study we were asked to be a part of was to help staff with the mourning I 
had allowed them.  In reality, the greater purpose of the case study was to deal not only with their sorrow, 
but with their anger at having to watch someone so relatively young reject help and refuse to live.  This upset 
me as I was only allowing them to be sorrowful.  I had not given them permission to be angry with us. 
 
I did find it touching that the staff would mourn his loss because it seemed proof of how special he was in an 
environment where most don’t stay long enough to make a lasting impression. We had spent a month in the 
staff’s mainly tender care. In other hospitals, after a mere two weeks,  I remember signing the “Do Not Re-
suscitate” order and being told that if my very aware husband so much as choked on his next meal, no hospi-
tal worker could take any steps to revive him.  The majority of that hospital staff I did not care to remember 
and I was not concerned if they ever found comfort after my husband left their hospital hardly able to walk 
and mainly bedridden.  
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I had seen David misdiagnosed to the point that he was either convulsing and losing consciousness or awake 
and vomiting feces.   I became a broken and angry primary caregiver with two undergraduate degrees and a 
faltering will.  In the end, the stress of watching my husband deteriorate and trying to write essays and moni-
tor medication from my hospital cot became too much to bear. I eventually left school without graduating, 
one credit shy of my degree,  I no longer devoted myself to achieving greater understanding of Medieval 
mystic saints, texts and tongues, but to folding sweaters at the Gap. I told myself the freedom of shift work 
and our customer satisfaction was justified if it meant my husband’s slow recovery; however, I believe not 
just the brain, but  every cell in the body has memory. David’s body would still carry the damage of the can-
cer and the hospital, and my every cell would hold the fear of watching him die.   
 
I imagined the setting of our case study to be very different from the scenarios of hospital TV dramas.  No 
helicopter crashing on the roof. No hostage takings or shootings.  Orderlies with rubber-wheeled gurneys 
transporting patients for tests and delivering them to their new accommodation. Families stifling their weep-
ing.  Feet shuffling down shiny hallways.  Nurses in quiet shoes performing regular checks and blood-tests. 
Patients drugged beyond moaning.  For the most part, emergency wards seem relatively quiet.  Mainly a lot 
of coughing.    The real emergencies usually come through a different entrance, but unconscious people 
don’t make a lot of noise. 
 
What I find most lacking in all these scenarios on screen and in performance is pain. When I shut my eyes 
and think of the patients in the hospital I see other things. The agony of morphine that hasn’t yet taken effect 
or the search for bugs that crawl on the walls.  The bags of fluid that drip into people and the body fluids that 
leak or pulse out.    
 
Not having known pain, its choking grip and transformative power makes any false replication of its effects 
hollow to anyone who has never felt real agony. I see people die on television in full make-up, cheeks flush 
and fat. They shut their eyes and they are done for the day, not for every day following.  
 
I think the only time I ever saw or felt any resemblance to television or film was standing at a nurse’s station 
at 6:00 am yelling, frazzled and frustrated because my husband had to wait for the doctor to prescribe the 
medication that would help keep him stay conscious and comfortable.  But the resident, and the only one 
with the power to prescribe the medication, was late again. As the words, “All Dave has to do is make it to 6 
a.m.…” were falling from my mouth onto concrete flooring, I felt like Shirley MacLaine in “Terms of En-
dearment” (1983) begging for some acknowledgement, my pleas met with pity, embarrassment, and frustra-
tion. 
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After our previous hospital visits, I did want our newer, better hospital staff to find ease with David’s passing, 
even if I did believe my pain was the greatest by far and everyone else’s mourning was subject to my discre-
tion. As they met for the case study, I imagine the hospital staff sought answers to the great “why” seated in 
circle drinking tepid institutional coffee balanced on lavender Formica tables sharing their experiences and 
perceptions, and some of their judgments.  This case study was supposed to help them find the answer.  Many 
could not comprehend that my husband, who had only months before taught classes, played soccer, and lived 
free of hospitals, needles, and oxygen tanks would opt not to choose the  painful procedures that would limit 
his freedom and extend his life by only a few months.  
 
The next time my husband was not so quick to be readmitted, so this admission crept up more slowly. The 
pain would start, then stop, then not stop even after a hundred Tylenol 4 over 72 hours.  I thought my husband 
would die in his sleep in our apartment on Valentine’s Day because he refused to go the hospital. The doctor 
was incensed when we came into the office the next morning. This made the hospital staff upset.   I listened to 
him wheeze and writhe for endless hours begging him to go to the doctor, his left lung so full of fluid every 
breath was anguish.   And the doctor was upset with me.  She seemed unfamiliar with the concept of 
“punishment enough.” 
 
The second major visit to the hospital began immediately after this doctor visit. The second hospital was bet-
ter with more attention and compassion, but for one pivotal incident.  
 
My husband was to be sent home for part of his remaining months, but he would need an oxygen tank and a 
morphine pump. We both had great trepidation around the success of these two essential, yet precarious, im-
plements having had to cope without both and realizing the difference they made. In the day or so prior to his 
temporary release, I returned to his room one afternoon and could not hear the usual flood of oxygen.  The 
sound had been reduced to a faint trickle.  

“Many could not comprehend that my 
husband, who had only months before 
taught classes, played soccer and lived 
free of hospitals, needles and oxygen 
tanks would opt not to choose the  
painful procedures that would limit his 
freedom and extend his life by only a 
few months.” 
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David complained he couldn’t breathe. I tried adjusting the valve. Other nurses and staff tried adjusting the 
oxygen level to no avail. Only the Head Nurse could call the technician and she refused, claiming there was 
no problem. I pleaded for the next 10 hours, until at 2 am she relented and called the emergency technician. 
Within a minute and with a quick adjustment, the oxygen began to pour out again. This was too much like 
the other hospital. 
 
Our counselor marked this as a turning point. If the hospital couldn’t or wouldn’t help him when we were in 
the building, what would I do on my own? David would never return home after this. His decline became 
rapid and there were no further suggestions of an oxygen tank or leaving the hospital. His nose started to 
bleed constantly and just touching him his skin bruised. He was disintegrating. He died within three days. He 
obviously did not return home with me. I would instead go home to my hollow apartment and jog by his 
vacant hospital room window every day for two years.    
 
A number of the hospital staff came to the funeral and told me about the care with which they all said good-
bye to my husband in the hours after we had all left the hospital.  I was surprised when I was told that we 
would be a case-study and that  I was not welcome to attend the meeting because the staff might wish to ex-
press their anger.  
 
Anger? Because they had to watch him die? Anger because he died?  Anger because we wouldn’t do every-
thing they said? If there was reason to be angry, I was at the front of that line and it wasn’t at the hospital 
staff.  If they didn’t have the answers to death after working in a hospital, I certainly couldn’t find answers 
after searching for seven years of being with David and facing death for the first time.  
 
I read books on every faith and their perception of death. There were times I could grasp a “spiritual logic” 
to it, but nothing removed the pain. I remember hearing the writer from “Six Feet Under,” an HBO series on 
a family-run funeral home who experienced the death of his own sister, say that after someone dies, the re-
maining friends and family “go crazy.” Anything to take away the agony, the inexplicability, the guilt, the 
doubt, the fear. Temporary insanity is a short and welcoming distance from pain. 
My family would attest to my insanity, although they wouldn’t attribute it to my husband’s death. I found 
more comfort in another faith, took up yoga, and went to teach English in India. I suppose I needed some-
thing completely distracting or even more jarring to erase my husband’s passing. My family determined that 
I had joined a cult and temporarily disowned me. I credit this to their personal grief. They did take me back 
without my asking. 
 
 My world had imploded innumerable times over. On the day I was accepted to do my first Master’s degree, 
I found out my soon-to-be husband was terminally ill. When he promised me things would be fine, he nearly 
died by the middle of the first semester and required my full time care due to the hospital’s bungling. I 
walked to school feeling like my skin was being pulled off my flesh.  Although he managed some miracu-
lous remissions (unmedicated and thought impossible), I did not. I couldn’t complete my degree and worked 
three retail jobs telling myself that everyone’s life had hardship. I blamed myself every minute for being the 
kind of person that deserved this type of treatment from God. The only two responsible parties could be God 
or me. Everyone else in the world had ceased to exist. No one else’s life looked this hard, so I sought my 
answers searching through the expanse of the heavens, in the depth of being, and and in every corner of the 
physical planet.   
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These seven years later, I still wake up panicked and gasping after nightmares about my current partner be-
ing told to spend a night in hospital for “observation.” I expect that, if he is able to return to me at all, he will 
return crippled and mangled and broken and I am choked in my sleep. The hospital staff will never know 
this. And I will never have the opportunity to tell them. 
 
I thought one day when I felt better I would write the story of Dave’s life as his legacy and a testament of my 
love for him. I knew his exuberance and the way he rushed at living, like he always knew how quickly it was 
all ending, would surely inspire other cancer patients. I felt I was destined to fulfill this secondary role in a 
terminal cancer patient’s life. I believed it was my duty to share all that he was by offering hope to others, 
but for years I tried and could never get beyond the first page. I slowly came to realize I could not find the 
words because the first story to be told is mine.  In the end, the joy, hope, and exuberance I credited to my 
husband remains alive in me.  That I choose to remain is my legacy and the greatest love story of all. 
 
Jadranka Novosel 
The University of British Columbia 
janovosel@gmail.com 
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