


National Library 
of Canada 

BibliotMque nationale 
du Canada 

Acquisitions and Acquisitions et 
Bibliographic Services services bibliographiques 

395 Wellington Street 395. me ~ e i l m g t m  
Ottawa ON K 1 A ON4 OnawaON K l A W  
Canada CaMda 

The author has granted a non- 
exclusive Licence allowing the 
National Library of Canada to 
reproduce, loan, distribute or sell 
copies of this thesis in microfom, 
paper or electronic formats. 

L'auteur a accorde une Licence non 
exclusive pennettant a la 
Bibliotheque nationale du Canada de 
reproduire, preter, distribuer ou 
vendre des copies de cette these sow 
la fome de microfiche/film, de 
reproduction sur papier ou sur format 

The author retains ownership of the L'auteur conserve la propriete du 
copyright in this thesis. Neither the droit d'auteur qui protege cette these. 
thesis nor substantial extracts fiom it Ni la these ni des extraits substantiels 
may be printed or othenvise de celle-ci ne doivent etre imprimes 
reproduced without the author's ou autrement reproduits sans son 
permission. autorisation. 



A B S T R A C T  

The project is the design of a fke standing community hospice in Victoria, British Columbia 
Hospice has been called the greatts citizen initiated change in health care QIivery in North American History.' 
Its popularity reflects a paradigm shift fiom that of 'expects' mating ill 'victims' to patientcentred care. In 1974, 
there was one hospice program in America and by 1985 there were 1500. The project is i n f d  by an 
understanding of the dichotomy of life-threatening illness as a time for intmpxion and reflection and the poamtial 
for renewal (if not recovery) and living until &ah. 

Initial investigations dealt with three main areas: 1. The historic roots of the hospice movement and tenets of 
hospice philosophy; 2. The experience of life-threatening iilness, and objectification of the ill, reducing them to 
objects of pathological investigations and treatment of disease. The sociological and cultural aspects of 
stigmatization and objectification arc araarincd; 3. A m e d e n t  study of k c  standing hospices, inchding the first 
North American facility in New Haven, Connecticut. 

The aim of the project is to mate a sanctuary within the vibrant urban core. The inner-city site was selected for its 
interface with nature as well as culture. It borders Beacon Hill Park (154 acres) to the south and the historic St. 
Ann's Academy site (6 acres) to the north- 

The sloping site is one means of layering the public and priMte realms of the project. The ground level on 
Academy Close houses an outdoor urban courtyard, a cafe, poetry and fiction reading room, resource room, confer- 
ence, staff and volunteer offices. This level also houses day and evening programs for ill people, caregivers and the 
bereaved. The upper (park) level houses the most private component of the hospice- the residence. It contains 
seven private studio apartments, common areas and a light box. 

Key design explorations are: The creation of a sanctuary within a vibrant urban area, the re-interpretation of the 
retaining wall as a spine grounding and anchoring the building, layering of space and architectural boundaries. 
The project aims to contri%ute to a better undemanding of the experience of life-threatening illness. engendering an 
architecture that translates this understanding sensitively and creatively. 

Hudson, 1988. The Hospice Response to Contemporary Western Attitudes on Dab and Dying 

K E Y W O R D S  
hospice, palliative care. sanaay,Victoria, community, isohtion, belonging, conunuum. duality 
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I N T R O D U C T I O N  

Modem medicine focuses on acute care, cure and recovay 
and in many areas it excels. In this context death may be 
perceived as a failure. While death is a failure to achieve the 
goal of saving lives and achieving recovery, it is also the 
inevitable conclusion to each and every life. 

The modem hospice movement has developed as a response 
to the need for care where recovery is unlikely. Its fmus is 
palliative care, namely the provision of services oriented 
toward comfort rather than cure. Palliative care usually 
begins where active treatment ends. 

The aim of hospice and palliative care is to attend to the 
whole person, rather than to treat a disease. Hospice is con- 
cerned with quality of Life rather than recovery, in the usual 
sense of the word. 

"If recovery is taken to be the ideal, how is it possible to find 
value in the experience of an illness that either lingers on as 
chronic or ends in death? The answer seems to be in focus- 
ing Less on recovery and more on renewal. Even continuing 
illness and dying contain opportunities for renewal".' 

Palliative 
i care refers to the 
/ provision of se-ces 
i oriented toward 

Hospice philosophy recognizes that the physical issues of 
li fe-threatening illness need to be addressed. These often 
revolve around pain control, symptom management and 
comfort. 

Yet in hospice philosophy, care goes beyond the physical or 
profane aspects, beyond ilhess to the experience of the per- 
son. Social, emotional and spiritual needs are respected, 
along with physical needs. 

, comfon rather than 
; cure-Palliative care 
' usually begins where 

active ueatment ends 



Hospice philosophy honours the joumey at the end of life as 
profound. The paradox t ! ~ t  sacredness may be found in the 
everyday is one well known to those in the field of palhative 
care.' 

In considering the design of a hospice facility, many factors 
should be considered. The design should address physical 
needs for comfort and security. Hospice seeks to treat death 
as a normal experience. This is appropriate in the sense that 
it is normal that people die. However, m the context of one's 
life, death is not an ordinary experience. For this reason, the 
design of a hospice should touch on deeper meaning, inspi- 
ration and ritual appropriate to the significance of the jour- 
ney at life's end. 

It is impossible to embark on a project that addresses illness 
and dying without engaging in contemplation and reflection. 

As I visited the hospices chosen for the precedent study, I 
found myself wondering what kind of place would I choose 
if given a prognosis of life-threatening illness - at my 
home, as most people choose. But what if that was not pos- 
sible at some time? This questioning and the stories of those 
I have spent time with at hospices, along with some of archi- 
tect Steven HoU's work, led me to the question: "What is 
this hospice place?" Is its essence poetic, physical, sacred 
or profane? Is it a place of stories, a gathering of lights, a 
residence, a cloister, a community, a guest house, a hospital, 
a place of living, a place of dying? 

One source of information is history -to know the roots of 
this movement. Another is to understand how medicine in 
this century has changed the face of death and led to a 
rebirth of hospices. 

Other sources of information are the stories and experiences 
of those facing life-threatening illness and loss. 

What is 
this hospice place? Is 
its essence poetic, phys- 
ical, sacred or profbe? 
Is it a place of stories. a 
gathering of lights, a 
residence, a cloister, a 
community, a guest 
house, a hospital, a 
place of living, a place of 
dying? 

In 1994, I completed a hospice volunteer training program 
and later took advanced spirituaI and emotional support 
courses. 



I have been privileged to spend time with many ill people, 
some of them in the final stages of dying. I have heard sad 
stories and t m i e  stories and b y  stories and angry sto- 
ries and healing stories. I have given reiki and foot-&. 
Together, we have gone for walks, watched N, shared 
home-made apple pie, jokes and stories and been silent. 

! 

I have spent time with fiiends and family members, both 
before and after their loved one's death. I have volunteered 
with walking groups for bereaved adults, support groups and 
a summer camp for bereaved children. I have received more 
than I have given, and all of this informs the project. 

Endnotes 

I. FrankArthur, 199 1. 
2. See Callanan. Maggie and Kelley, M c i a  ( 1  997). Remen, 
Rachel Naomi ( 1 996) and Kubler-Ross, Elisabeth ( 1 969) for 
stories about healing, reconciliation and spiriaral experiences 
during life-threatening illness and dose to death. It is not 
uncommon for anecdotal stories of this nature to be told by 
hospice staff members and volunteers. 



what if the soul is here for its own joy - for the pure sake of experience 

what if the soul doesn't care about efforts at immortality 
a b u t  laving legacies about cbe accumulation of wealth 
about laving propew. possessions and published works 

what if the soul is longing for the sound of fall leaves 
crunching k n a t h  your f e t  for sponraneous dances 
and poems 
and silly songs 

what if longing is the voice of the soul 
saying 
'what about me' ... 

what if the soul is here 
simply 
to love you 



C H A P T E R  O N E  4 
The Palliative Mode1:Affirming Life 

This chapter wilI explore hospice in its historic and modern 
context. It examines the philosophy of hospice care and 
provision of services. 

History 

Hospitality, hospital, hostel, hotel, host, and hostess share 
the same Latin roots. Hospes means both guest and host, 
perhaps implying a process of human interaction or m u d  
exchange. Hospitium r e f a  to hospitality, refkshment, 
fellowship and cherishing.' 

Ancient hospices and hospitals provided sanctuary for the 
sick and dying, women giving birth, orphans, the needy and 
religious pilgrims. 

Hospices developed in main towns along routes to Rome 
and the Holy Land. They accommodated travellers and also 
served the sick, the wounded and the dying. 

One of the earliest known western hospices was founded in 
390 AD in the port of Rome by Fabiola, a disciple of St. 
Jerome. Her intent was to care for pilgrims returning h m  
Africa. 

For many centuries, hospices and hospitals and hotel-Dieu 
were interchangeable, providing refuge to the traveller, the 
ill and the dying. This reflected a view of Life as a journey or 
sojourn toward some future state of rest and blessedness.' 

From the fifth century onward, hospices were! largely run by 
monastic orders. In the medieval wodd view, life and death 

Hospes 
means both guest and 
hen p m a p s  implying 
a process of hurrran 
inteaction or mutual 
exchange. 
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were seen as part of the same mortal process. Travellers 
were valued for their insights and news of the outside world 
The dying were regarded as individuals on the road to a 
higher plane of existence. 

By the 12th century, the church was establishing hospitals 
proper. While care of the dying was not the distinctive h c -  
tion of hospices, the dying were not turned away.' 

The Reformation saw the closure of monasteries in many 
countries. The influence of the church on medicine declined 
and religious hospices and hospitals gave way to civic hospi- 
tals, workhouses and charity wards.' 

Mer  the Reformation, the spirit of hospice was continued in 
the work of socid reformers such as St. Vincent de Pad. He 
founded the Sisters of Charity in 17th century France to care 
for orphans, the poor, the sick and the dying. 

In the 18th century, a Pnrssian baron visited the Sisters' 
houses in France and encouraged the establishment of a 
Protestant hospice upon his return. The French and German 
sisters provided training for Irish and English visitors. 

In the 1 850s, Mary Aikenhead founded the Irish Sisters of 
Charity and opened St- Vicent's Hospital in Dublin. The 
Lrish sisters established Our Lady's Hospice at Harold's 
Cross near Dublin in 1879. 

Sisters of Charity opened St. Joseph's Hospice in London in 
1905. Its emphasis on comfort rather than cure inspired Dr. 
Cicely Saunders. In the 1950s and 1960s, she refined her 
understanding of terminal cancer pain control at St. 
Joseph's. She later became famous for her pioneering work 
in the hospice movement. 

Western Medicine and Acute Care 

The current western medical system is oriented toward 
investigation, diagnosis and cure. Healing is defined as 
recovery and the goal is curative. 

The current 
western medical system 
is oriented toward 
investigation. diagnosis 
and cure. Healing is 
defined as recovery and 
the goal is curative. 
The 15th century view 
of western medical cane 
was broader in defini- 
tion: it was to cure 
sometimes, to relieve 
often and to comfort 
always. 

The 15th century view of western medical care was broader 
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in definition: it was to cure sometimes, to relieve o h  and 
to comfort always. 

In modem times, the field of medical ethics has emerged in 
response to the complexities surrounding physicians' 
responsibilities. Acute care has been criticized for focusing 
on the disease rather than the person. Michel Fouault 
mces the shift fiom emphasis on the patient to emphasis on 
the affliction to the birth of the modem clinic in 18th 
century EuropeS5 The acute care hospital is seen as a descen- 
dent of the late 18th century European medical clinic, haw 
ing the primary hction of delivering technology as effec- 
tively and efficiently as possible. 

Sociologist Arthur Frank argues for the need to shift the 
focus of care away @om the illness to the experience of the 
person. He explores the negative and dehumanizhg effects 
of isolating the affliction from the experience of the human 
being with the illness.6 

One of the effects of separating the illness h m  the person is 
that the complex emotional and thinking being is reduced to 
an abnormal affliction. It is not only medicai staffwho may 
view the ill person this way; family, fiends and the ill per- 
son may begin to focus primarily on the status of the illness. 
This can create tremendous feelings of isolation. 

In recent decades, the modem western medical model has 
come under attack quite specifically for its lack of concern 
and compassion for the dying. With its focus on &Ilktion, 
investigation and cure, it has been criticized for abandoning 
those with tenninal diagnoses. 

The death with dignity movement, fostered by Elisabeth I 

Kubler-Ross and proponents of palliative care, directed I 

strong criticism at acute medicine. They questioned the I 
I 

focus on affliction rather than people and the view of healing ! 

based on recovery of physical hctioning versus concem 
I 

for quality of life. 

Sociologist 
Arthur Fmk argues 
for the need to shift 
the focus of care away 
from the illness to the 
experience of the per- 
son. He explores che 
negative and d e h u m  
izing effects of isolating 
the affliction from the 
experience of the 
human being with the 
illness. 
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The 1969 publication On Death ond Dying by Kubler-Roa 
was one of the early popular books to question the treatment 
of the terminally ill in hospitals. It addressed the need to 
"refocus on the patient as a human being, to include him in 
dialogues, to learn f?om him the strengths and weaknesses 
of our hospital management of the patient'" 

In a more recent bestseller, surgeon She- Nuland writes: 
"Even with all its art and philosophy, the modem profession 
of medicine has become, to a great extenf an exercise in 
applied science, with the goal of conquest in mind. The ulti- 
mate aim of the scientist is ... the aim of overcoming that in 
our environment which he views as hostile. None of the acts 
of nature is more hostile than death. Every time a patient 
dies, his doctor is reminded that his own and mankind's con- 
trol over natural forces is limited and will always remain so 
... Medicine's humility in the face of nature's power has 
been lost ..." Along with others, Nuland questions whether 
medical technology is being used to deny impending death 
at the con of delivering humane care at the end of We. 

By focusing on technology, doctors are able to distance 
themselves from the suffering faces of other human beings? 
This is not only true of doctors, but of ill people and their 
loved ones. The focus of attention can easily shift to the dis- 
ease. We risk losing the voice of the living person, reducing 
the story of their experience to a medical one. 

Western culture is often labelled as deathdenying, express- 
ing the view that reluctance to deal with death is culturally 
pemsive.'O 

"In our society death is viewed as a failure, a catastrophe, or 
an unnatural or imrnoral act &om which we should be I 

shielded. This attitude is an expected response to our med- 
I 

ical technological 'progress.' The dying process can now be i 
extended; it is increasingly mechanical and fearfully dehu- 
manizing. But instead of working to combat fears through 

I 

education, most physicians tend to reinforce and promote them 
by refusing to accept the fsct that there is a time to die."Ii i I 

None of 
the acts of nature is 
more hostile than 
death. Every time a 
patient dies, his doctor 
is reminded that his 
own and mankind's 
control over natural 
forces is limited and 
will always remain so ... 
Medicine's humility in 
the lice of nature's 
power has been Ion ... 

S h d n  N u l d ,  
surgeon 
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A 1997 survey by American Health Decisions, a coalition of 
citizen groups concerned about ethical issues in dying, 
found that Americans were more ahid  of dying tban of 
death. They conducted a survey of 385 people, inteniewed 
in 36 focus p u p s .  They found that many Americans fear 
dying alone, hooked up to machines.I2 

Contempoary Palliative Care 

In the 1960s, Kubler-Ross drew attention to the problems 
caused by a medical system unprepared to deal with the 
dying. She offered a view of dying as a f%al stage of 
growth, rather than as a failure to be cured, 

Cicely Saunders also brought attention to the need for care 
of the dying. She is considered the founder of the modern 
hospice movement, having established St. Christopher's hos- 
pice in London, England in 1967. 

The increased interest in quality of life for those faced with 
life-threatening illness and their loved ones has led to the 
development of care that is oriented toward comfort rather 
than cure. This type of care addresses more than physical 
care. Commonly known as palliative care, it is primarily 
concerned with enhancing quality of life for people facing 
life-threatening illness. Palliative care includes not only 
symptom management, but everything that is done to assist 
the ill person with living. 

In Canada, palliative care began largely as an institutional 
phenomenon. Pailiative care units were set up within exist- 
ing acute or chronic care hospitals. Some of the reasons for 
this were to avoid the expense of creating new buildings and 
to access hospital staff and facilities." 

In Canada the term 'palliative care' is often used instead of 
the term 'hospice', although both are common. This is 
because of an association of the word 'hospice' with an alms 
house, or poor house in French Canada. 
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The Latin palliaw means dressed in a cloak Cloaking the 
discomforting symptoms of dying is not solely the focus of 
palliative care. "It is a philosophy in which the patient is 
treated as a person, not a mere vessel for disease."" 

Hospice Philosophy 

Early hospice literature sings the praises of a much needed 
reform movement, emphasizing the need for compassionate, 
humanistic and respectftl care for the dying. Hospice is 
considered first and foremost a philosophy of care. "Hos- 
pice is an attitude toward life and toward death; it is an atti- 
tude of caring, of personal treatment that values the human 
spirit and sees each human being as worthy of love and care, 
regardless of age or physical condition. Hospice sees the 
patient as both giver and receiver. Hospice is more than a 
building, although buildings help facilitate hospice services. 
Hospice is a philosophy and practise of care."'5 

This notion of patient as giver and receiver is reminiscent of 
the root word hospes, meaning both host and guest. 

Hospice 
affirms life. Hospice 
exists to provide sup- 
port and care k r  per- 
sons in the last phases 
of incuable disease so 
that they might live as 
fulty and comfombly as 
possible. 

Hospice philosophy is concerned with quality of life for as 
long as life lasts. It seeks to create opportunities for com- 
passion and choice so that people with life threatening-ill- 
ness can live as Mly as possible and die as peacewy as 
possible. 

The American National Hospice Association defines hospice I : 
philosophy: 
"Hospice affirms life. Hospice exists to provide support and 
care for persons in the last phases of incurable disease so 
that they might live as Mly and comfortably as 
possible. Hospice recognizes dying as a normal process I I 

whether or not resulting h m  disease. Hospice exists in the i 
hope and belief that, through appropriate care and 1 
promotion of a caring community sensitive to their needs, 

i 
patients and family may be fke to attain the degree of men- I 

tal and spiritual preparation for death that is I 

satisfactory to them."'6 1 I 
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Hospice care seeks to eliminate suffiering in the dying 
process. I have heard patients recount stories of doctors who 
refused to believe they were in pain. One woman descn'bed 
how she had been accused of fabricating pain in order to be 
given dmgs. Her reply was 'there are lots of easier ways to 
get drugs if I wanted them". She felt tremendously relieved 
that hospice s M  took her accounts of pain seriously. 

The current debate on the legal use of marijuana for cancer 
symptom is based on the desire for better pain manage- 
ment. 

One of the principles of hospice is that carp is patient- 
centred and considm the experience of ill persons and their 
loved ones as integral to all aspects of decision making- 

"Historically - since the i n d W  revolution - dying has 
been a coming-apart experience for most families. Hospice 
care concentrates on rnaking the process of dying a corning 
together experience for patient and family. Hospice is not a 
place or an institution but a philosophy of care in which the 
person is considered of primary importance and the disease 
is ~econdixy."'~ 

Hospice care 

The John D. Thompson Hospice Institute offers the fokw-  
ing definition of hospice care: 
"... a specialized health care program focusing o n  symptom 
control, pain management, psycho-social support and spiri- 
Nal care for patients and families living between the onset of 
a life-threatening condition and the end of life. Hospice care 
is interdisciplinary in nature and promotes patient and f h -  
ly participation in choosing options that will provide the 
most dignity, hope and cornfo~' ' '~  

In order to support the philosophy that hospice care should 
allow people facing life-threatening illness to live as fully as 
possible until death, a variety of services is provided. 

Historically 
- since the industrial 
revolution - dying has 
been a coming-apan 
experience fbr most 
hi l ies.  Hospice care 
concenmtes on 
making the process of 
dying a coming togetb 
er experience fbr 
patient and family. 
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The basic concepts of hospice care are: 
O patient-centred care 
O multidisciphary team approach 
P pain control and symptom management of physical, 
emotional, mental and spiritual discomfort 
O medical accessibility 
Ll home care 
Cl training of loved ones as care givers 
O utilization of volunteers 
C3 bereavement program 

Patient-centred care refers to a kmewotk of asking what is 
best for the patient and their loved ones, considering the 
individual's physical, emotional and spiritual needs. The 
patient is not only the object of these discussions, but includ- 
ed in them. Where there are conflicts, the patient's choice 
takes precedence. The convenience of the staff providing 
services is secondary. For example, if a patient wishes to 
refbe pain medication for the sake of alertness, this is 
respected even if it is harder on the staff and loved ones. 

The multidisciplinary team approach refers to both the team 
concept and to the composition of the team. In order to 
meet the mandate of ministering to physical, emotional and 
spiritual comfort, the team usually includes doctor, nurse, 
counsellor and spiritual care coordinator. Other types of 
therapies, such as music therapy, art therapy, physiotherapy 
and reiki are commonly amilable. Volunteers are almost 
always part of the hospice team and their duties vary widely, 
for example fiom office work to emotional support. Most 
hospices have extensive volunteer training and upgrading 
programs- 

MedicaI accessibility refers to availability of hospice care. 
The majority of hospices are not-for-profit and do not re& 
people on the basis of financial need. 

Home care refers to the provision of services to assist people 
in their own homes. A range of hospice senices may be 
available for those remaining at home. 
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Again, the multi-disciplky team approach is used and hos- 
pice services are coordinated with other agencies. 

The following example fhm the area of pain control illus- 
trates how the hospice philosophy influences care. The com- 
mon method of dealing medidy with chronic pain is to use 
medication PRN, pm w natea, 'Whenever necessary" at the 
onset of pain. In hospice care, attempts are made to mitigate 
pain by providing medications prior to its onset. This 
reduces mental and physical anguish experienced by those 
who are repeatedly in pain while awaiting medication or . . waiting for it to take effect once it is adrmrustered. 

Eliminating the debilitating effets of anticipation of pain, 
with death as the only promise of relief, is a goal of hospice 
care. One man told me that prior to his wife's successfbl 
pain management she was on a four-hour cycle of medica- 
tion. She was in discomfort for an hour before her medica- 
tion, drowsy for two hours after her medication and alert and 
comfortable for the fourth hour. Yet the comfort of the 
fourth hour was offset by anticipation of the discomfoa to 
follow. With a change in the method of delivery of medica- 
tion, a state of comfortable dertness was maintained on a 
continuous level. This is a practical illustration of the hos- 
pice philosophy of improving the quality of living until you 
die. 

"The hospice community makes every effort to provide 
appropriate care and to promote a caring community which 
is sensitive to the needs of the patients and families. It is 
hoped this will help them attain a degree of mental and spiri- 
tual preparedness for death."I9 

Provision of Hospice Services 

The delivery of palliative and hospice care takes place in the 
following ways: 
O The provision of home care services 
O Provision of care within a hospital 
O Provision of care at a free-standing faciIity, meaning one 
that is m independently of a hospital 
O Day programs 

Eliminating 
the debilitating efkcts 
of anticipation of pain, 
withdeaehastheonly 
promise of relief, is a 
goal of hospice care. 



Most hospice services are variations on these types. For 
example, some hospices are located within hospitals or on 
hospital grounds, yet are independently funded andlor oper- 
ated. Many people consider that in order to provide for 
choice - the foundation of hospice care - the option of 
care at home is essential. It is common to find hospice pro- 
grams that offer a large home care component with inpatient 
backup for crises andlor imminent death, 

The organization of hospice services varies according to the 
vision of its founders, the avaiIabIe resources and the needs 
of the community. Attempts are rnade to avoid duplication 
of s e ~ c e s .  In locations where home we community nurs- 
ing services are in place, hospice home services are designed 
to complement rather than replace the existing services. 

In 1974, there was one hospice program in the U.S. By 
1985, there were 1,500.'0 Hospice has been called a comm- 
institution, a counter-culture, a social reform movemw a 
human rights movement and "the greatest citizen initiated 
change in health care delivery in North American history".*' 

In 1985, U.S. hospices were categorized as approximately 
30% hospital-based and 60% based in community 
pro*ms of one kind or another, either broader home health 
agencies or single purpose hospice units." 

Hospice Development and Trends 

The hospice movement is undoubtedly growing and receiv- 
ing increased acceptance and respect from health profes- 
sionals and the public. 

In the hospice movement there is general consensus that 
hospice programs must have a degree of autonomy in order 
to facilitate the quality and holistic view of care, the flexibil- 
ity and choice inherent in its philosophy. In the attempt to 
find financial support for palliative care, there is a risk of 
hospice philosophy being co-opted by the established health 
care system which necessitated it in the first place. 

Hospice 
has been called a 
counter-institution, a 
counter-culture, a social 
refarm movement, a 
human rights move- 
ment and "the greatest 
citizen initiated change 
in health care delivery 
in North American 
history". 
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Beyond the scope of this thesis, but of growing concern, is 
the risk that hospice will be valued because it is cheaper tban 
acute hospital care, rather than because of the humanistic 
d u e s  it espouses. 

There is a growing sentiment that hospices will need to fur- 
ther develop autonomy if they are to avoid the negative 
aspects of institutionalization and be fiithfid to the philoso- 
p hy of hospice care. There is also concern that hospices 
should develop standards for seLf4uation. The Canadian 
Palliative Care Association is active in the creation of stan- 
dards in the field? 

Hospices within hospitals usually do not have as much flexi- 
bility as fie-standing (autonomous) hospices. The absence 
of facilities for loved ones to stay over, lack of cooking facil- 
ities, difficulty of access to the outdoors and restrictions on 
visiting by children and pets are examples of limitations that 
may effect hospital-based palliative care programs. 

Public concerns about hospice have included its historical 
religious affiliations with Christianity and focus on spiritual 
aspects of death. Many hospices avoid specific religious 
associations, while acknowledging that for most people 
death has profound spiritual meaning. It is common for hos- 
pices to have a 'Spiritual Care Coordinator' on staff. 

We live in an increasingly secular society, in which medicine 
has largely been isolated from its earlier religious associa- 
tions. Concerns that the religious background of hospice 
should not be imposed upon the participants in hospice pro- 
grams are legitimate. 

"It is no secret that the values and moral beliefs of palliative 
care have been strongly rooted in the Christian faith. The 
palliative care movement in its beginnings was a Christian 
protest against insensitive hospital treatment of the dying. 
Most palliative care programs are open to all denominations 
or those with no religious beliefs at all. Most palliative care 
providers do not attempt to proselytize ... Sometimes the 
religious penchant of some of those who are drawn to work 
with the dying slips 
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Fundamental to the view of hospice as a social reform 
movement is its concern with a shift h m  poor care for the 
dying to a more h d c  approach that resjxcts a person's 
right to make choices and live I l l y  until death. 

The question of how far hospice should go in respecting 
people's choices is not an easy one. At times requests are 
inconvenient. For example, how do we allow the burning of 
sweetgrass at the bedside of a native pemn and not set off 
the fire alarm? At other times ethical and legal questions 
arise, such as whether to let HIV drug users 'shoot-up' in a 
hospice setting." 

Who Does Hospice S e w ?  

Mandates for the provision of palliative care vary widely. 
Most hospices provide care once active curative treatment 
has stopped, or at least stopped being the primary focus. 
However, there is quite a continuum of palliative care, h m  
pain control, companionship and counselling to the provi- 
sion of oxygen, N's and "palliative radiation'' to shrink 
tumors for pain control where hope of cure is unforeseen. 

Some hospices specialize in care for certain groups, such as 
children, persons with AIDS, or adults diagnosed with can- 
cer and expected to die within six months. Other hospices 
are open to anyone with a limited prognosis. 

Summary 

It is important to understand the historical context of the 
hospice movement and the hospice philosophy of care.26 
Seeing the ill person as both host and guest respects each 
individual as unique and entitled to Live out his or her life on 
their own terms. It also recognizes that relationships 
between staff, volunteers, family members and ill people are 
reciprocal, shifting the emphasis away h m  passivity and 
focus on disease. 

Reflecting on hospice philosophy means continually think- 
ing of how much quality of living is being enhanced by the 
program, site and design decisions. 



The philosophy of care may akct  the site selection in sig- 
nificant ways. An example is that selecting a site that is dS 
ficult to access by public transit might disempower, rather 
than empower, ill people and their loved ones. 
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Programming and design decisions may enhance or deter 
opportunities for privacyy c o b  and control; examples 
are: 
Q residential rooms sized to accommodate fiends and 
MY 
0 alternatives to the conventional nurses station 
CI accessibility for beds as well as wheelchairs 
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I decisions. 
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five year's of loss 
five years of longing 
five years of never belonging 

deep in my heart 
we sit together 
at the secret cave 
drinking of life's fountain 
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The Experience of Life-threatening Illness 

This chapter will examine the changing tsce of dying in the 
20th centuy. Aspects that may be relevant to the siting, pro- 
gram and design approach are considered, such as loss of 
control, stigmatization and isolation. 

The Changing Face of Death 

The face of death has dramatically changed in this century. 
Many illnesses that previously threatened people at various 
stages of life have been largely eradicated. 

Although a host of diseases unknown or un-named at the 
turn of the century now exist, a higher percentage of people 
reach old age today than ever before.' Since the turn of the 
century, life expectancy in both men and women has been 
extended by two decades. This is the largest increase in life 
expectancy in the history of the human race. 

This change has come about for a number of reasons. In the 
first half of the 20th century, i n d  life expeztancy was 
due primarily to improved nutrition, sanitation, i m m k -  
tion and antibiotics. The major life threatening illnesses of 
the first half of the century such as polio, tuberculosis, 
tetanus, rheumatic fever, pneumonia, syphilis and meningitis 
were brought under a signficant degree of control by mid- 
century, although there has beeu a recent resurgence in 
some. 

In the second half of the 20th cmtury, the introduction and 
development of 'rescue medicine' resulted in increased 
longevity. In the 195Os, machines that could do the work of 
the heart, lungs and kidneys were improved. These tech- 
nologies rescued people h m  the edge of death, temporarily 
functioning in place of organs. 

The face 
of death has dmticaf-  
ly changed in the 20th 
cenarv. Many illnesses 
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In the mid- 1950s, the respirator replaced the iron lung of the 
late 1920s. Ventricular defibrillaron were perfeaod and suc- 
cessllly employed in cases of cardiac arrest, while heart- 
lung bypass machines allowed the development of cardiac 
surgery. By the 1960s, refinements in dialysis enabled the 
rescue of people suffering h m  kidney fidure. 

Hospitals created intensive care units to operate and monitor 
increasingly sophisticated rescue equipment and to provide 
treatment to people on the brink of death. With the success 
of these life-saving measures, optimism about the potential 
of modern medicine soared. 

It was not until the late 1960s that some people began to 
openly question the use of technology to fight death. In his 
1969 book Medical Power and Medical Ethics, Dutch physi- 
cian Jan Henrik van den Berg wrote critically about moral 
consumerism that accepts the application of technology 
without reflection. He questioned whether or not technolo- 
gy actually improved lives and argued that often, it did not. 

Ks book was translated to English in 1978. It is a chilling 
account of case histories illustrating medical interventions 
to extend life, without apparent concern for the quality of 
Iife or prolongation of suffering such interventions may 
engender. 

In 196 1, the Journal of the Amen'can Medical Association 
reported on a study finding that 80% of doctors polled pre- 
ferred not to tell patients they had cancer. At the same time, 
a number of studies revealed that the majority of people pre- 
ferred to be informed if they had a serious illness. 

Books and studies such as these fbeled debate about 
patients' rights, medical decision-making and informed con- 
sent. The field of bioethics emerged out of the awareness 
that new rnedicaI technologies pose moral dilemmas. 
The concern with patients' rights and questioning of the 
application of technology happened in tandem with studies 
that showed that hospitalized terminally ill people were 
often ignored by doctors. It was as if saving lives had 

theJoudofdrcAmcrC 
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become the focus of medical care and death was the enemy 
rather than the conclusion of every life. 

The question of what constitutes a 'good death' is increas- 
ingly raised as large numbas of people live long enough to 
face the possibility of chronic degenerative diseases, long ill- 
nesses and old age. 

In 1994, it was reported that 80% of Americans died in hos- 
pitals. In 1949, the figure was 50%, in 1958 it reached 61% 
and in 1977, it was 70%. Canadian figures are similar.2 

The increasing popularimion of the right-to-die debate 
and the growing use of living wills reflect social concern for 
quality of life and an increasing demand for control. Advo- 
cacy for partnership between patients and care givers in 
medical decision-making is growing and 'medical paternal- 
ism' is being challenged. 

As discussed in chapter one, the hospice movement and phi- 
losophy of care was Iargely a reaction to the treatment of the 
terminally ill in hospitals. According to hospice phiIosophy, 
the needs of ill persons and their loved ones should inform 
decision-making, including medical decisions. 

Choice 

"A desire to be in control of our lives and the environment 
around us is born in each one of us ... the need for individu- 
als to attempt to control their personal environment is an 
intrinsic necessity of life itseIf '? 

The concept that individuals need to feel a sense of control 
over their environment has been tested and aflfirmed in 
numerous studies. 

In one such study, two psychologists fiom H a r d  and Yale 
universities, Langer and Rodin, tested the hypothesis that 
many elderly people become senile, debilitated and helpless 
when living in an environment that removes their personal 
control and decision-making.' The psychologists found that 
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people who feel a sense of control over their environment 
fare better than those who do not. 

The study was conducted at a New England nursing home. 
Residents of similar age and with similar infirmities were 
selected, and divided into two groups. 

With staff cooperation, Langer and Rodin set about to give 
the two groups different messages about the amount of con- 
trol and responsibility they could exercise. 

One group of residents was told that staff would make deci- 
sions for them and look after them. They were encouraged 
not to worry. They were given plants and told staff would 
tend them. They were told they could see a movie, yet staff 
selected the movies to be viewed and the times for viewing. 

In contrast, those in a second group were encouraged to 
make their own choices and to lodge complaints and make 
suggestions about their living arrangements. Personal 
responsibility was stressed in decisions such as the furniture 
arrangements in their rooms and selecting their activities. 
They were asked to choose a plant they liked and encour- 
aged to look afier it. They were asked to make movie selec- 
tions and decide when they wanted to view them. 

Three weeks after the onset of the study, residents were 
questioned. The residents with more choices were found to 
be happier, more active and more sociable than those 
encouraged to feel more dependent. Eighteen months later, 
residents with more control still proved to be more active 
and happier. Their doctors rated them as being healthier and 
more of them were still alive. Thirty per cent of the resi- 
dents whose dependence had been encouraged had died 
compared with 15 per cent of the group encouraged to exer- 
cise more control. These findings are consistent with other 
studies showing that personai control is important to health. 

Personal control may &it\ during life-threatening illness 
from activity oriented control to psychological control. 
Examples might be the control of deciding how one's room 
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is laid out or the decision to be looked after and be pam- 
pered versus doing everything one possibly can, regardless 
of the physical and emotional effort required. 

"Psychological studies show that when individuals apeti- 
ence feeling a loss of control one of two things happen, 
either they rebel or they give up and adopt positions of help 
lessness. . . . When people experience a sudden loss of con- 
trol in their personal life, one of the most common results is 
a feeling of depression.'- 

Loss in Illness 

Those with life-threatening illness are faced with multiple 
losses. Confronting loss of existence is impossible to imag- 
ine, yet that is what people with life-threatening illness must 
try to cope with. Anticipated losses may include losing all 
of one's relationships, one's work, the activities that bring 
pleasure and loss of physical abdities. Usuiilly these losses 
are progressive and cumdative. 

Depression, grief and strong emotions may be normal reac- 
tions to the prospect of ineversible loss. Loss of control is 
one of many losses an ill person may experience. 

"As a society, we have come to expect the sick and dying to 
accept a loss of control as being a hc t ion  of the dying 
process. Even the words we use to describe serious illness 
reflect this traditional expectation of powerlessness. Some- 
one who is sick is called an invalid, meaning without force, 
not valid. Often we speak of people with illness as being 
victims of their disease, such as 'cancer victims' and ' A D S  
victims'. ... We seem to expect them to acquiesce choices 
to the care and expertise of others. ... Even the word 
'patient' as applied to individuals under medical care has 
traditionally implied that once entering into the medical 
mode1 they are expected to bear their pain or trials without 
c~rnplaint.'~ 

Resistance to giving up one's rights and choices during ill- 
ness is increasing. An illustration is the insistence of AIDS 
activists on the use of the phrase 'persons with AIDS' or 
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PWAs. This is an attempt to eiimioate the stigma of the pas- 
sive connotation of the word 'victim'. 

The opportunity to exercise choice, even as options m y  be 
diminishing, is important. Life-threatening illness is a time 
of mounting losses and shifting hopes and having the oppor- 
tunity to exercise choice is vital to maintaining some sense 
of control. This does not mean every individual welcomes 
choice, but the opportunities should be present.' 

Isolation and Stigma 

Other factors contributing to powerlessness, discourage- 
ment and depression among the ill are isolation and the dis- 
turbing sense of being treated as an affliction rather than as a 
person. In the words of sociologist Arthur Frank: 
"The more critical my diagnosis became, the more reluctant 
physicians were to talk to me. I had trouble getting them to 
make eye contact; most came only to see my disease. This 
'it' within the body was their field of investigation; 'I' 
seemed to exist beyond the horizon of their interest? 

Many authors have written about cultural attitudes toward 
the ill as contributing to, if not creating, increased pain and 
isolation for those faced with life-threatening illness.' 

Susan Sontag argues eloquently that in an era in which med- 
icine's central concern is with diseases that can be cured, 
life-threatening illness is not understood and therefore mys- 
terious. She writes of the charge of stigmatization of untreat- 
able diseases: 
"It seems societies need to have one illness which becomes 
identified with evil, and attaches blame to its victims..."10 
"... nothing is more punitive than to give a disease a meaning 
- that meaning invariably a moralistic one. Any important 
disease whose causality is murky, and for which treatment is 
ineffectual, tends to be awash in significance. First, the sub- 
jects of deepest dread (corruption, decay, pollution, anomie, 
wealmess) are identified with the disease. The disease itself 
becomes a metaphot."ll 
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In Daybreak, Nietzsche writes: 

"llidchg about illness! - To calm the imagination of the 
invalid, so that at least he should not, as hitherto, have to suf- 
fer more fiom thinking a b u t  his illness than h m  the illness 
itself - that, I think, would be something!"" 

Sontag argues that blaming the ilI for their illness, self blame 
among the ill, and isolation result fbm the stigmatization of 
disease. According to Sontag, once the mysterious nature 
of a disease is resolved and it is understood and treatable, the 
stigma is transferred to another disease. In this manner the 
stigma has shifted through the years, h r n  tuberculosis to 
cancer and is again shifting, this rime fiom cancer to AIDS. 

It is not uncommon for the ill and bereaved to find them- 
selves feeling abandoned or distanced from colleagues, 
fiiends and loved ones. Over and over I have heard people 
facing life-threatening illness, and bereaved people, tell stow 
ries of feeling isolated. 

Sontag, herself a cancer survivor, notes: 
"... a surprisingly large number of people with cancer find 
themselves being shunned by relatives and fiends ..."" 

All too often the ill are treated as victims, recipients or 
dependents with littie left to give. Some people find friends 
and loved ones rally, at least at first, while others may find 
people avoiding them or pitying them. But what they may 
desire is respect and human presence, an ability to be with 
them, to treat them as living rather than as the 'Living dead', 
to companion them on a journey as far as we can, and then 
to let them go. 

A Sense of Belonging 

argues that blaming the 
ill for their illness, self 
blame among the ill. 
and isolation mult 
from the stigmatization 
of disease. 

A sense of belonging is important to human well-being. An 
important aspect of belonging is the opportunity for genuine 
human exchange. Exchange, by definition, means giving 
and receiving. In the face of multiple loss and uncertainty, 
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people facing Life-threatening illness may long for compan- 
ionship that is genuine, mutual and a!Erming. 

There are many ways for people to co~ec t :  in silence, in 
words, through touch and by sharing activities. As illness 
progresses, it diminishes the range of activities a person can 
undertake. Opportunities to go to movies, for walks or to 
play sports are examples, as are reading, listening and eat- 
ing. 

Other deeply rewarding aspects of relationships may not be 
lost. The need for privacy, intimacy and companionship for 
bath ill persons and their loved ones shoutd be accommodat- 
ed in the building program and design. 

Hope and Renewal I 
Sociologist Arthur Frank writes about opportunities for 
renewal if not recovery in illness.14 

We may easily forget that those facing life-threatening ill- 
ness are still alive and have hopes and dreams too, although 
they may be changing. Throughout life-threatening illness 
people may hope for recovery. If their condition worsens, 
they may hope to be comfortable (pain and nausea fke). 
One may hope not to become a burden- One may hope to 
remain at home or to return home. One may hope for more 
time, or for less time, or for reconciliation with estranged 
loved ones. One may hope for a miracle or for a peacefbl 
and pain-f?ee death. 

I use this example to illustrate that ill people and their loved 
ones don't give up hope, although what we hope for may 
change dramatically h m  moment to moment in life-threat- 
ening illness. 

Author Sherwin Nuland offers this perspective on hope for 
the dying: 
"... the restoration of certainty that when the end is near, 
there will be at least this source of hope - that our last 
moments will be guided not by the bioengineers but by 
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those who know who we are. This hope, the assumuce that 
there will be no unreasonable efforts, is an a f b d o n  that 
the dignity to be sought in death is the appreciation of others 
of what one has been in life. It is a dignity that proceeds 
&om a life well lived and h m  the acceptance of one's own 
death as  a necessary process of nature that permits our 
species to continue ... It is also the recognition that the real 
event taking place at the end of Life is our death, not the 
attempts to prevent it. ... In ages past, the hour of death was, 
insofar as circumstances permitted, seen as a time of spiritu- 
al sanctity, and of a last communion with those being left 
behind The dying expected this to be so ... It was their con- 
so lation and the consolation of their loved ones for the part- 
ing and especially for the miseries that very likely preceded 
it-"l5 

I 
In a conversation with Arthur Frank, a sociologist who has 

I i 
twice faced life-threatening illness, he spoke of a "gestalt i 
shift' fiom a well person being ill to being an ill person. He I 
described that people close to life-threatening illness and 
death can take on a very Zen-like quality of living in the pre- 
sent moment. As the future is no longer taken for granted 
the present becomes increasingly valued. 

With less focus on doing and on the future, the importance 
of being and a sense of the present as precious may emerge. 
People in a highly aware state of being in the present may be i 
very sensitive to, and aware of, their surroundings. For this j 
reason, Frank thinks a hospice should be visually interest- 1 
ing. l6 I 
In Wounded Healers, a book of poetry written by those 
touched by cancer, many of the selections speak to the expe- 
rience of aliveness in life-threatening illness. 
One excerpt reads: 

'There is peril 
But it turns in surprising ways 
it brings you close up to the face of things 
right up near as can be 
where all life begs to enter."" 
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Storytelling 

In the years I have been volunteering with ill and bereaved 
people, I have come to notice how often people relate their 
experiences and how powerfid and moving their stories are. 

In her book on the healing power of stories, doctor and ther- 
apist Naomi Rachel Remen notes: 
"Real stories take time. We stopped telling stories when we 
started to lose that sort of time, pausing time, reflecting time, 
wondering time."" In stories, people tell about their human 
experience of illness: of facing the unknown, of facing loss, 
perhaps even of facing more intense emotion than ever 
before. 

I11 people and their loved ones may be overwhelmed or da: 
astated by the losses they face and may experience a 'test of 
faith" or questioning of previously held understandings of 
how the world works. The time of facing death is often a 
time for reflecti~n.'~ In listening to ill and bereaved people 
tell their stories, I have noticed how they often trace the 
account of the diagnosis and progression of illness, or of 
their lives, or of the death of their loved one. In this process 
of storytelling, they seem to bring themselves back to the 
present, perhaps with new insight about the state of their cur- 
rent understanding and their hopes and dreams. 

Psychotherapist Jean Bolen writes about the value of 
'witnessing': 
" h y  significant, soul-shaping event becomes more integrat- 
ed into our consciousness, and more universal, when we can 
express the essence of the experience and have it received by 
another. I am convinced that any human being who can 
serve as witness for another at a soul level heals the separate- 
ness and isolation that we might othenvise feel. W~tnessing 
is not a one-way experience; the witness is also affected by 
the encounter. To comprehend the truth of another person's 
experience, we must truIy take it in and be affected. ' ~ 0  

Real stories 
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No matter how many stories exist, no two are the same, for 
the individual and their uniqueness shines through. Com- 
mon themes may emerge, such as the ability to find grace 
and humor in difficult circumstances, or facing unbearable 
pain or despair or of the kindness of others - or al l  of these! 

An interesting thing happens in the telling of stories. When 
two people are sharing stories about their lives, the barriers 
and roles are broken down. The listener becomes the receiv- 
er, the teller the giver. For the ill person, it is an opportunity 
to experience exchange, rather than feeling passive. 

In the words of Dr. Dean Omish: 
"Telling stories can be healing. We all have within us access 
to a greater wisdom, and we may not even know that until 
we speak out loud. ... Listening to stories can also be heal- 
ing. A deep trust of life often emerges when you listen to 
other people's stories. You realize you are not alone; you're 
travelling in wonderfid company. Ordinary people living 
ordinary Lives often are heroes.'?' 

In storytelling one may find connection, reflection and gen- 
uine companioning. Storytelling is personal, intimate. It 
creates a bond between teller and listener. In being very pre- 
sent as  a listener, one is able to receive another's experience. 

In Bolen's words: i 
"I am convinced of the importance of having a si@cant I 

I 
person bear witness to our lives. I often think that this is 
what I do as a psychiatrist: I witness my patients' lives and 
thus know what it is like in their particular circumstances I 

and what it means to be them. ... By listening with compas- I 

sion, we validate each other's lives, make suffering meaning- i 
I 

hl,  and help the process of forgiving and healing to take I 

1 
place. And our acceptance may make it possible for a per- 
son who feels outside the human community to gain a sense 

i 
i 

of belonging once more.'"- 1 
1 

Serniotician Umberto Eco calls storytelling "essential. .e 
child asks, 'what is a tree?' If the mother points at one, she's 
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pemn, it is an oppor- 
tunity to experience 
exchange, rather than 
feling passive. 
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not giving him any meaning. If she tells him the story of the 
seed and the soil and the water and growth and leaves and 
sunlight and wood, then it means something. We make 
meaning.'= 

Summary 

This chapter has raised some of the complexities and contra- 
dictions of the experience of life-threatening illness. For 
example, the poignant phrase 'l'm not dead yet" reveals a 
desire for genuine co~ection, not to be abandoned to a M- 
nal zone of the living dead, 

The concerns raised in this chapter will inform the building 
site selection, program and design. Respect for individual 
autonomy is reflected in the project by the decisoa to make 
the residential component completely private. 

The need to convey that those king life-threatening illness 
are not being shunned by society informs the project in 
terms of location and program. To maximize o p p o ~ t i e s  
for connection with others, this project advocates a series of 
small scale, community or neighbourfiood based facilities 
with community outreach programs rather than larger 
regionalized ser~ices.~ 

By listening 
with compassion, we 
validate each ocher's 
lives, make sulking 
meaningful, and help rhe 
process of forgiving and 
healing to take @ace. 
And our acceptance 
may make it possible 
for a person who ieek 
outside the hurrran 
communiy to gu'n a 

1 sense of belonging once 
I more. 
I J-n- 
I psycho- 
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are you there 
in the sound of snow drops melting 
h r n  the tall trees 
on an early october evening? 

are you there 
in the tean of loss 
rolling down my hce, 
great rivers of grief 
carving deep pools in my heart? 

are you there 
in the yellow stand of aspen, 
quivering in the mist 
on the hilltop 
at the edge of my dreams 
as I bless you this night? 
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Precedent Review 

Five fie-standing hospices were visited for the precedent 
study. Free-standing hospices were chosen because this 
project is also the design of an independent hospice. This is 
due to the conviction that hospices should not be co-opted 
back into the system to which they are intended to provide 
an alternative, mnely institutions such as hospitds. 

In the words of Dame Cicely Sauuders 
"We need spaces for patients to look out on trees and for vis- 
itors to fee1 welcome. A good building can make a differ- 
ence to the backs and feet of the staff and to the patient's 
spirits. It makes patients see that the creation to which they 
also belong is good - it can be trusted."' 

The five hospices visited were 'purpose-built', meaning built 
for this function, rather than operating fiom renovated facili- 
ties. This chapter introduces the hospices selected for the 
precedent study. The sites visited were in: 
Ll Worcester, Massachusetts 
O Williston, Vermont 
O Ithica, New York 
O New Haven, Connecticut 
O Concord, New Hampshire 

At each facility, I met with personnel and toured the build- 
ing. In some cases, photographs were taken and interviews 
were taped. 

In the following section, each facility is presented. Ideas 
culled fkom staff as well as personal thoughts and responses 
are noted. 

We need 
spaces for patients to 
look out on trees and 
for visitors to feel 
welcome. A good 
building can make a dii- 
ference to the backs 
and feet of the staff and 
to the patient's spirits. 
It makes patients see 
that the creation to 
which they also belong 
is good - it can be 
trusted. 

CK* h n d c f l  
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The Connecticut Hospice 
New Haven 

This inpatient facility opened in 1980. Its home care pro- 
gram began in 1974. It was the first pupme-built American 
hospice and was strongly influenced by St. Christopher's in 
London. 

OrigmalIy housing 44 beds, it now accommodates 52 beds, 
3 private and 48 in wards offour. It is located on a level site. . . 
The care area is on a single level, while the admmtrative 
and service t'unctions are housed in a two-storey block. 

Architectural Ideas 

Architect Lo-Yi Chan gives his views on the design intent: 
"We thought of the hospice building as a cloister ... a pro- 
tected place. It is a community of people. And it is con- 
cerned both with body and spirit. Those are the feelings we 
want to engender.'"- 

The New Haven hospice group wanted to create a therapeu- 
tic environment designed from the patient's point of view. 
They sought an at- home feeling and a place for families. 

The building is designed as two V-shaped patient wings and 
a long service spine at the apex of the V's. Each of the V's 
embraces an exterior south-facing terrace. These patios are 
adjacent to the patient areas and are bed accessible. The 
service spine houses support spaces such as administration, 
pharmacy, laboratory and kitchen. 

In order to minimize the anxiety and uneasiness for visitors 
and new patients, the building concept is to provide a series 
of anterooms or layers. Chan thought the anterooms would 
allow visitors to prepare themselves before seeing very ill 
people. He sees the anterooms as providing time to adjust 
and as an escape valve: " ... we've created anterooms and 
layers that Iet you enter that space first and get in touch with 
your feelings and go on into the other space when you feel 
you're ready'*.3 

We thought 
of the hospice building 
as a cloister ... a 
p r o d  place. It is a 
community of people. 
And it is concerned 
both with body and 
spirit Those are the 
fdings w want to 
engender. 

a r c k a t  



The Connecticut 
Hospice 
New Haven 
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The long driveway is considered the first of the layers. With 
the goal of giving people time to adjust, the driveway 
enables those approaching to see the outdoor patios a d  peo- 
ple inside the building. The patient wings are approached 
through skjlit family rooms with seating groups and k- 
places. 

The majority of rooms are four-bed wards. These were 
selected over private or semi-private rooms in order to "me- 
ate a sense of community." The designer wanted to avoid 
the sense of isolation that is often characteristic of those fix- 
ing life-threatening illness and to create a "sense of Light, life 
and growing things": 

The wards are laid out on a double corridor plan -on one 
side there is a 'private' corridor housing bathrooms and ser- 
vices while the second corridor is conceived of as a 'social' 
comdor. It consists of greenhouse-style windows overlook- 
ing the outdwr patios. The ward room is separated fiom the 
social corridor only by a low partition wall. 

The greenhouse wall and use of skylights were employed as 
a result of studies showing patients recover faster in natural 

The architect also thought the skylights accentuate the 
passage of time. He perceived the movement of the sun, 
shadows, rain and snow as: 
"...palpable. It gives a patient a point of reference to the 
outside world. The building won't be insulated fiom We. 
It's been established there are rhythms in day and night, and 
to deny that is wrong.'" 

0 bservations 

As noted, this hospice was inspired by St. Christopher's in 
London. Its founder, Cicely Saunders, views the hospice as 
a blend of hospital and residence,' The New Haven hospice 
reflected this perspective. The New Haven hospice seemed 
similar to a hospital due to the large scale of the project (52 
beds), the ward-style bedrooms and the absence of a kitchen 
and dining area accessible to residents and visitors. 

/ The building 
r o n ' t b e i n w l a t e d h  
life. It's been estab- 
lished there are 

1 rhythmsindayand 
/ nighr and to deny cht 
I i is W n g .  
I 

i Lorn Qpn 
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Yet the hospice fwls less sterile than many hospitals, due to 
the greenhouse corridors and patios adjacent to the bedroom 
wards, and the natural lighting and views to outdoors from 
these areas. The nurses stations were inkgrated into the 
lounge areas as work stations on the periphery. This created 
a more casual ambience than the traditional counter-style 
nurses station. 

According to planners and the architect for the New Haven 
project, the predominantly ward design at New Haven was 
created with the intent of promoting community. However, 
the ward layout does not provide adequately for privacy. 
The privacy provided by screens drawn around a bed in a 
four-bed ward is minimal. 

The concept of layers of enhy and spaces for psychological 
adaptation is interesting. Yet some of the adaptive spaces 
worked better conceptually than physically. The lounges 
adjacent the ward had little natural Lighting. The entry lobby 
proportions were rather narrow and long, creating a sense 
that one was to move through i& rather than pause or rest or 
relax beside the fireplace. 

Vermont Respite House 
Williston,Vermont 

Vemont Respite House in Williston opened in March, 199 1. . . 
It houses 14 private rooms, common areas and anmlnlstra- 
tive and service fimctions. 

Architectural Ideas 

Architect Timothy Duff noted that he had not visited any 
hospices prior to design. However, one of the key peopIe in 
making Respite House a reality visited hospice programs in 
San Francisco, Hardbrd, Connecticut and Concord, New 
Hampshire, and found &em: 
"very medical - cold, sterile and uninviting. The god was 
to make Vermont Respite House the opposite ... a warm 
home-like environment, keeping things on a smaller scale - 
user friendly.'* 



Vermont 
Respite House 
Willinon,Vermont 
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The architect stated that the goals were to create a residential 
quality to the building, give individual climate control to the 
rooms, have easy access to the outdoors and to deliver the 
project on budget. 

The building is laid out on one floor on a level site. It is a T- 
shape, with the e n t ~ ~  and porch at the top of the T. Two cor- 
ridors house patient rooms, while the third houses adminis- 
trative bctions and a chapel. The front entxy leads directly 
to the living room. 

0 bservations 

It appeared that the building hctioned well in tenns of 
accessibility to the outdoor areas and porches, having wide 
corridors and doors. 

The low sloped front porch roof minimized the penetration 
of natural daylight into the living, dining and kitchen areas. 
As a result these m m s  were rather dimly lit, unless aug- 
mented by electric Lighting. 

There was a cluttered feeling throughout the building, with 
the exception of the hallways and patient rooms. The dining 
area was so fbll of furniture it was hard to imagine being 
able to manoeuvre a bed or a wheelchair in the space. Such 
difficulty of access might contribute to social isolation. 
Staff noted that storage space was lacking, and this no doubt 
resulted in the impression of clutter in some areas. Special 
equipment and chairs filled the volunteer office, the tub 
room and any other possible spot. 

Because the offices for the homecare nurses are in a separate 
facility, I wondered if the need for staff areas and storage 
was underestimated in the planning stage.The building was 
rather plain in spite of the 'special features' such as a fire- 
place and porches. This was due to minimal detailing and 
poor use of natural light in the common areas. 

The goal 
was to makeVermont 
Respite House a wann 
home-like environment, 
keeping things on a 
smaller scale - user 
friendly. 
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Hospice House 
Concord, New Hampshire 

Hospice House is sited adjacent to a hospital, located there 
due to a land donation. As one approaches on the drive, a 
day care play area is adjacent to the fiont parking area, pro- 
viding visual interest and animation. 

The building houses ten private rooms, office areas, a porch, 
library, ample storage, tamdry and two family rooms for 
visitors who wish to sleep at the house. It is on two levels, 
sited on a sloping lot and has elevator service. 

Architectural Ideas 

The building features a central hub on the main floor flanked 
by two wings of five private rooms. The hub houses the 
entry, fiont porch, lobby, office, conference room, elevator, 
stairs, kitchen, dining and living areas and adjacent deck. 
Each wing has a shared shower and bath area. Stepping the 
plan slightly allows for windows on two walls in eight of the 
ten rooms. 

The lower level houses large storage areas, laundry and 
mechanical rooms, a quiet room and two guest rooms with 
ensuite bathrooms for loved ones to stay over or nap 
between visits. According to staff, these rooms are used by 
visitors who wish to be close at hand, yet feel the need for a 
rest or a break. Due to the slope of the site, the family 
rooms and quiet room have windows. 

0 bservations 

This building was well laid out on the main level. The lobby 
was large enough to allow people to pause for a time before 
entering the house proper. The office was well sited adja- 
cent to the parking lot and lobby, so that staffcould easily 
connect with people coming and going. A donor wall and 
table with information were also located in the lobby. 

i A day care 
I 

! play area is adjacent m 

I the front parking arm 
providing visual intern 
and animation. i 

I 



Hospice House 
Concord, New Hampshire 
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The location of the conference room near the h u t  entry 
made it ideal to serve as a quiet room for fhi iy  wishing to 
meet in private or make telephone calls. The flow from the 
entry to the dining and living room area was spacious. Visu- 
al interest was provided by cabinew detailing at the dining 
room entry, chauges in ceiling volume and a view of the 
deck and trees beyond. 

Moveable cabinetry partitions could be used as a dividers 
within the large dining and living area, and staff noted they 
were used quite often to create different sized groupings. 

Unfortunately, natural lighting in the living and dining areas 
did not penetrate the room, resulting in dim lighting, unless 
supplemented by electric lights. The lower level, while 
above grade, suffered &om the same lack of natural Light 
penetration in the rooms. 

This building was well situated to take advantage of the 
adjacent play area to provide some interest for those using 
the kont porch. The rear porch provided a more quiet, treed 
exposure. 

Hospicare Center 
Ithica, New York 

This facility opened in 1995. It houses 6 bedrooms, a 
chapel, a sitting area, kitchen, large dining and Living area 
plus administrative offices for the entire home w e  and hos- 
pice staff. It is sited on two levels on a sloping site with a 
pond at the back of the propeq. 

Architectural Ideas 

The main entry and a large living and dining area are located 
at the juncture where the six-bedroom residential wing 
meets a separate administrative wing. The interior wall at the 
juncture is gently cwyed. Structural roof trusses supporting 
the cathedral ceiling span the juncture area and parts of the 
administrative wing and the cwed wall are penetrated by 
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openings. These features creak an interesting visual Link 
between the fbnctionally discreet areas. 

The street side of the residential wing houses one bedmom, 
a chapel, nurses area, bathing facilities and a small sitting 
and dining area. The remaining tive bedmoms face the rear 
yard and pond. A deck along the back and side of the resi- 
dential wing provides outdoor access fkom each room. 

Built on a sloping site, the lower level has ample storage, a 
second kitchen and a large multi-purpose room for staff 
meetings or special workshops. Separate fiom the main 
building on the lower level is a private suite. It was built as a 
live-in manager's suite but proved to be too isolated from the 
residential wing for this to work It is currently used as a 
rental property. 

Observations 

The building has ample natural lighting, provided by large 
windows as well as skylights and dormers. The play of 
natural light on exposed wood txuss supports in the main liv- 
ingdining area is dramatic. This large space lacked defini- 
tion. When two or three people sat at one end for a conver- 
sation, the space seemed too big for intimacy. This area 
needed a focus, such as a -lace or groupings of fhiture, 
to avoid that 'lost in space' feeling. 

A small-scale sitting and dining area within the residential 
unit is provided. The nurses area was a sky-lit space witbin 
a wide corridor. It had the quality of a casual office or 
library nook, created by a grouping of fhiture, rather than a 
room behind a counter. It was within sight of the residential 
comrnon area, making staff easily accessible. 

Staff reported that it was difficult to move beds onto the 
deck adjacent to the bedrooms, as there was a one-inch 
ledge at the threshold. 



Hospicare 
Centre 
Ithica. New York 
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The grounds were fairly undeveloped, although there is a 
landscape garden plan in place that identifies four garden 
areas to be created: a south terrace spiral garden adjacent to 
the fiont entry, a chapel garden also facing south at the h u t  
of the building and two rear gardens, one for retreat and a 
shaded strolling walk 

Hospice Residence of the 
Visiting Nurses Association 
Worcester, Massachusetts 

This facility was the newest of the five purpose-built hos- 
pices I visited. In fact, it was still under construction when I 
was given a tour by the project architect David Kron of 
Lamoureuu, Pagano and Associates. 

The building has ten private rooms and is located on a s lop 
ing site at the end of a residential cul de sac. It is designed 
on two levels to be compact enough to take advantage of the 
heavily need lakeside site, while leaving space for a garden 
and patios to be developed on the lake side. 

Architectural Ideas 

In this building, the fiont or entry side is actually the back. 
The street side at the upper level is at grade with the parkmg 
lot, which is primarily hard landscaping. Services are 
housed on this side and the facade is penetrated by few win- 
dow openings. At the lower level this side of the building is 
below grade, and service areas are housed adjacent to the 
underground wall. 

The building opens to the rear to face the lake and woods. 
The 'rear' then becomes the tiont. It is the focus of each of 
the 'people' rooms. The building is stepped in order to 
achieve residential massing and take advantage of the views 
fiom the site. Each of the ten bedrooms has a private 
balcony (upper level) or access to the garden at grade (lower 
level). 
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On each level there are h e  bedrooms. The entry hub 
houses an entry vestiie, fkplace, living, dining and 
kitchen area with a semicircular porch overlooking the lake 
and stairway to the lower level. 

On one side of the hub there are three bedrooms king the 
lake, with an office and storage on the street side. On the 
other side of the hub there are two bedrooms on the lake side 
and a coat room, elevator, tub room and janitor's room on 
the street side. 

The bedrooms on the lower level are beneath those on the 
upper level. The hub at the lower level houses a second liv- 
ing room, a small kitchen and a muIti-purpose / meditation 
area that can be separated by folding wood doors. 

Observations 

The woodsy location, mail scale, fireplaces and natuxal fin- 
ishes created the ambience of a private guest house or retreat 
centre. When I shared this observation with the architect, he 
told me that in order to secure the mortgage funding, the 
bank requested that the building be designed to fimction as a 
small private hotel or guest house. 

As at the other facilities I visited, the nursing area is de- 
emphasized. In fact, here it is eliminated, although there is a 
locked room for medication storage and preparation. 

The bedrooms are spread over two levels and both ends of 
the building. I wondered if the layout would create a feeling 
of isolation in the two end basement bedrooms. While this 
might be a plus in a small  private hotel or guest lodge, I 
don't think it will be in a hospice. It may be on the edge 
between privacy and isolation. In addition, one of the bed- 
rooms on the lower level looks out at a concrete retaining 
wall extending 22 feet beyond the edge of the building - an 
unattractive thing to look at. 

The other hospices on two levels organkd patient bed- 
rooms on the same level. In this case, one wing of five bed- 
rooms per floor would have made it easier for staff to be in 



Hospice Residence of the Visiting 
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Worcester, Massachusetts 
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close proximity to the people they are caring for. 
There are no separate rooms for family or guests to stay 
over, but the bedrooms are large enough to accommodate 
sofa-beds. There is no reception area in the building, and the 
office does not open onto the entry lobby, as it did at the hos- 
pice in Concord. This could easily have been done, as the 
office is adjacent to the main entry. The office windows 
overlook the parking lot, allowing office staE to see people 
approaching. 

Programming 

Two of the five hospices visited housed administrative 
offices for the staff of the entire hospice program as well as 
for those working at the hospice unit. 

All five of the faciIities operate bereavement programs h r n  
the hospice building rather than off-site. 

Four of the five hospices had non-institutional kitchens, 
available to building users. All five facilities visited de- 
emphasized or eliminated the conventional nurses station. 

One of the hospices visited had a guest suite for visitors. 
Three hospices had hide-a-bed couches in the bedrooms. 
The New Haven hospice could accommodate guests in a 
separate room, although it lacked bathroom facilities. 
One of the hospices had a separate apartment, origmally 
designed for staff, and later used for revenue. 

In addition to these hospices, I toured several others. They 
are: Hospice Calgary, Canuck Place -a children's hospice 
in Vancouver, and two hospices in the Boston area located in 
renovated houses. 

Hospice Calgary has facilities for a day-program for ill peo- 
ple and for children's programs, although these are not in the 
same building as the hospice unit. 

At Victoria Hospice, a number of programs are offered 
outside the unit. These include a children's program, kids' 
summer camp, staff and volunteer retreats and bereavement 
dropin programs. This is due to inadequate on-site space, 
rather than by design. 
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Siting 

The setting of the five hospices visited is mewhat pastoral. 
The siting seems to reflect a desire for a protective, quiet 
location. Upon reflection of the issues of the stigmatization 
of the ill and resultant isolation raised in Chapter Two, it 
seems important to question whether isolated settings are 
appropriate. If the hospice is serving an urban community a 
remote setting may contribute to the sense that the ill should 
be 'removed' or sheltered h m  the mainstream of life. 

SUMMARY 

It is interesting to consider the five hospices visited for the 
precedent study from the perspective of the question "What 
is a hospice?" 
O The view of hospice as a blend of hospital and residence, 
as espoused by Cicely Saunders and evident in the New 
Haven hospice. 
O Architect Lo-YL Chan introduces the concept of cloister, 
and a layering of spaces. 
O Residential models, aiming to normalize death by 
making hospices look like homes. The risk here is that not 
enough depth of thought has been applied to the considera- 
tion of what is being sought in this process. I believe the 
residential model is appropriate in some ways, such as for 
normalizing the range of activities and autonomy available 
to people, while it is unsuitable in other ways. This point is 
explored in Chapter Four. 
O The model of hospice as a guest house or retreat. 
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oh desire 
toes long for cool grass 
nis long for earth 
eyes long for luminous clouds 
skin longs for brazes 
singing caresses 
with each sweet breath 
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Conceptual Models 

In this chapter, the nature of the proposed hospice building 
will be considered Research and stories from pmvious 
chapters are reviewed and new material is introduced. 

Conceptual models: What is this hospice place? 

In Chapter 3 several concepts of hospice were explored 
They ranged fiom a view of the hospice building as a cross 
between hospital and residence, (Flew Haven), to the view of 
hospice as a residence (Vermont Respite House) to the hos- 
pice as a guest house or retreat, (Worcester). 

The following section considers other models that might be 
usefid fiom a conceptual viewpoint, namely: residential, 
hotel and cohousing. The residential model is reconsidered 
in terms of its potential for afiiming life. The models of a 
small private hotel and of a unique residential innovation 
called cohousing will also be considered. 

The residential concept for hospice has both value and limi- 
tations. Some of the beneficial characteristics are autonomy, 
variety of activities, comfort and exposure to nature. These 
will be reviewed in more detail later in the chapter, as activi- 
ties of life and living are presented. 

However one might choose to use the concept of 'home' to 
iterate positive characteristics, it is impotant not to extend 
this metaphor to social ties. 

Commonly one's home is shared with fiiends or relatives. 
Yet people at a hospice may have little in common other 
than life-threatening illness. They often have a family of 
origin or a family of friends forming their social support 
network. 

However 
one might choose to 
use the concept of 
'home' to itemte 
positive characteristb, 
it is important not to 
extend this metaphor 
to social ties. 
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While these systems and networks will be stressed during 
li fe-threatening ihess, the individuals involved have estab- 
lished ways of coping. It is important that hospice support 
existing networks, rather than replace them. 

Victoria Hospice counsellor Elizabeth Causton compares 
the social support network to a group of dancers. The 
change to the dance during life-threatening illness may be 
the equivalent of the choreographer (or a minor dancer), sit- 
ting down on the dance floor. All of the other dancers are 
faced with adjusting. 

Causton sees the hospice role as one of staying off the 
dance floor and offering observations and support to 
empower the dancers rather than attempt to teach everyone 
new choreography.' 

In recognition of the existing social support network of the 
ill person, it is helpfid to look beyond the concept of 'home' 
for a model that offers autonomy and community, rather 
than family. 

The 'hotel' type is considered for the autonomy and hospi- 
tality it provides. The concept of cohousing is examined for 
its feature of blending autonomy and community. 

Imagine the difference between visiting family or fiiends 
and staying in their home compared with staying in a guest 
house or hotel. In a hoteI or guest house, the stay is tempo- 
rary. One rents the space. A degree of autonomy is under- 
stood to exist in this arrangement. Services are available to 
guests, yzt guests do not feel that requesting services is bur- 
densome, as one might while staying in someone's home. 

There are benefits to considering a hospice in this way: the 
'guest' or ill person and their family have a degree of priva- 
cy and autonomy afforded by a private room and bathroom. 
Like a hotel, many services may be provided, incIuding 
room service or dining room service, lamdry and house- 
keeping. In this model, medical care would be seen as one 
of the services provided. 

While the hotel concept provides a degree of autonomy, it 
offers limited opportunity for connection or community. It 

In recognition of dre 
existing social support 
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offers such a high degra of privacy and autonomy that it 
could engender isolation, something noted in Chapter 2 as a 
very difticult aspect of life-threatening illness. 

The concept of cohousing is of interest for the blend of pri- 
vacy and community it offks. It is a model of resident- 
developed communities initiated in Scandinavia that has 
gained popularity in Europe and North America in recent 
decades.' 

Units or homes are usually resident-owned and cluster 
around a common house with shared fhcilities. Each house- 
hold is self-sufficient and its occupants choose how much 
they want to participate in community activities. Although 
the idea of private ownership is not relevant to a hospice, 
control is. (see Chapter 2). 

The interplay of privacy/autonomy with community facili- 
ties and communal activities is a useful model. In cohous- 
ing the use of communal facilities and participation in com- 
munity activities is completely at the discretion of the user. 
This complements the hospice philosophy of respect for the 
individual. 

The models of hotel, guest house and cohousing are secular. 
One might also consider a monastic model, as the experi- 
ence of life-threatening illness may be a time for deep reflec- 
tion. All of the hospices studied had programmed space 
specifically for quiet reflection or meditation. The inclusion 
of such space reveals an awareness that individuals con- 
fronting loss need time for thinking, for prayer and reflection 
andlor to simply be quiet. 

It is a paradox that in facing Life-threatening illness, empha- 
sis on close ties with M y  and fiends and on living mtil 
one dies implies connection and interaction, while at the 
same time there is oRen a deep need for quiet and being 
rather than doing. 

A fiuther aspect of the paradox is that ill people and their 

I purdoxchrt in k ing I life-threatening illness, 
emphasis on connecting 
with family and Mends 
and on living until one 
dies does not imply a 

I cloistered 
while at h same time 
there is often a deep 
need for quiet and 
being nther ttw doing. 
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loved ones may feel ovenwhelmed by changes in physical 
condition, by the sometimes complex regime of symptom 
management options, by the numbers of people involved in 
the multidisciplmry team approach and by the sense that 
there are things to be completed or taken care of in prepara- 
tion for death. The experience may be like that of a roller- 
coaster, with externaI information and internal responses 
changing &om moment to moments3 

The previous discussion of conceptual models for hospice 
higfiligh ts issues of hospitality, privacy, autonomy, commu- 
nity, comfort and protection. These inform the program and 
selection of the site, as does hospice philosophy. 

Further Considerations for Site and Program 

Usually people coming to a hospice in-patient unit are 
admitted for assessment because of an unwelcome change in 
their condition such as increased pain, or because care- 
giving at home is no longer a viable option. At a time when 
people are facing this unwanted change (illness), the impor- 
tance of having choice is particularly significant. 

The residential model for hospice suggests a degree of con- 
trol over environment and activities. In our homes, our pref- 
erences are expressed. These preferences are multiple, 
ranging from control over room temperature to choosing 
what activities we will do and when, to our choice of food, 
music and decor. 

Access to the outdoors, both visualIy and physically, is usu- 
ally easy from one's home. At home, we have a relatively 
high degree of control, albeit over a small sphere. We get to 
be "a big fish in a small pond". 

Program 

One of the ways the program can increase the control or 
choice of the w n  is by providing opportunities for the 
types of activities and ways of relating that people feel most 
comfortable with. 
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Thought has been given to the range of activities people are 
accustomed to. Some of the obvious activities of daily Life 
and of home are eating, sleeping and bathing as well as 
recreational activities such as  reading, listening to music or 
watching TV and spending time outdoors. The building 
should allow for as many typical activities as possible. 

Unlike most hospices associated with hospitals, four of the 
five hospices visited for the precedent study had full kitchen 
and dining facilities. Such kilities are an important aspect 
of the program. Food and 'the breaking of bread' together 
have a long history of communion, as does storytelling. 

Food is so much more than physical nourishment - it is rit- 
ual, it is sharing. It may be used punitively "eat this - you 
have to eat this it's good for you" or with great empathy and 
caring, such as in preparing a special broth or food for some- 
one with a poor appetite. 

If 111 kitchen facilities are available, both ill people and their 
loved ones can choose not only what to eat or cook, but 
when and with whom. One can imagine the smell of fieshly 
baked bread wafting through the building. A sense of 
belonging may be engendered by family, staff, volunteers 
and residents sining together for a bowl of soup at lunch 
time. 

Even a person too ill to eat may wish to be present to share a 
special meal with loved ones - an opportunity that is 
missed if they are not up to travelling and no kitchen and 
dining facilities are available on site, or if the dining area is 
inaccessible. 

Kitchen and dining facilities also provide an opportunity for 
staff and family and volunteers to share time together in a 
casual and reciprocal way, perhaps momentarily shedding 
their roles. Having these facilities may also increase the 
likelihood that devoted loved ones will remember to eat. It 
is not uncommon for family and fiends to negIect them- 
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selves in their desire to companion an ill fiend or family 
member. 

The building program for a hospice that aims to a 5 m  Life 
should allow opportunities for a diversity of individual 
approaches for ill people and their loved ones. One person's 
view of relaxing may be having a beer while watching soap 
operas, another person's may be meditation.' 

Over the years I have often asked people what they do to 
nurture themselves. Common replies are: spending time in 
nature, spending time with loved ones, and spending quiet 
time alone. Following these are self-expressive and creative 
activities such as gardening, cooking, playing music, 
singing, dancing, writing and painting. 

The building program and design should include opportuni- 
ties for intimacy and allow space for quiet reflection. Visi- 
tors should be accommodated and patient rooms should 
include space for loved ones to stay over. 

Opportunities to meet with people idomally to gain support 
and share stories are important. To facilitate this, the design 
should afford opportunities for informal interactions. 

Ease of access to the building and outdoor areas requires that 
live-in rooms are best located on grade or have balconies 
accessible to hospital beds. 

The entire building should be wheelchair accessible, if not 
bed accessible, with the exception of service areas. 
Attention should be given to the play of light, views and 
access to the outdoors h m  the hospice. The qualities of 
natural 1 ight invoke a sense of the everchanging rhythms of 
nature. The natural wodd is constantly changing and renew- 
ing itself. It is a beautiful metaphor for change as well as 
providing real time, real place interest. 

1 The building 
I prognmand design 
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Nature is 
constantly changing and 
renewing itself. It is a 
beautiful metaphor 
for change as well as 
providing real time, real 
place interest 



Endnotes 

I .This metaphor was presented by Binkch Guston during a 
series of training sessions for emotional support voiunteerr in 
the spring of 1997. 
2 See McCamant and Our- 1988. Cdmshg A htmpomry 
Approach to Housing Oundves. 
3. During a volunteer shift at Victoria Hospice in janwy 1998, 
one ill woman referred to this consant sea of faces as'a 
parade'. 
4.This was the response of one terninally ill man's wife when 
asked what she did to cope whh the stress she was encounter- 

ing. The point here is that coping styfes am very individual. 

Conceptual Models 5 1 



what is beyond sorrow 

is it a place where pain 
becomes Friend. embraced 

rather than the secret 
stalker who haunts me 
the terror and despair 

is it a place 
where WHY stops shoutins 
and working in the garden 
and watching the seasons 
and the mall bugs 
I see ... 
myster); 
life begets death 
endlessly 

is it a place where 

I become you and you become me 
touchins eternity ? 



C H A P T E R  F I V E  
Design Philosophy, Concepts, Sire and Program 

The project proposes a community hospice. It is seen as one 
of a series of mall, individual kibties offering services 
reIated to life-threatening illness and bereavemen5 open to 
everyone in the neighbowing community. 

Location is one of the most overt means of conveying the 
message that those using the fkility are not being cast into a 
zone removed fiom society. As a community hospice, the 
facility must balance community involvement with privacy- 

Site 

The site is in Victoria, B.C. It borders the 154 acre Beacon 
Hill Park to the south, St. Ann 's Academy, a 6 6 heritage 
property to the north, two residential neighbourhoods, Fair- 
Jield and James Bay, and the s i d c a n t  downtown precinct 
containing Victoria's scenic Inner Harbour, Provincial Leg- 
islative Buildings and Provincial Museum. 

This community hospice would serve the neighbouthoods of 
James Bay and Fairfield. The area houses an eclectic mix- 
ture of low and high-rise densities, historic and modern 
architecture and a multitude of uses: residential, commer- 
cial, institutional, office and recreational, including the Inner 
Harbour and parkland. 

In considering a site two major factors came into ptay: 
accessibility of the site to extended M y  and fiends and 
the context of the site in relation to nature. A site was locat- 
ed that has good access to city transit and open public green 
space. This affords a degree of convenience for family and 
friends to access the site. V i l y  every hospice visited and 
every person interviewed mentioned exposure to nature by 

Neighbourhood adjacent to site 
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Aerial view of site environs 
Victoria, B.C. 
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way of views or access to a garden as important for the heal- 
ing, interesting and a5ming @ties of nature. 

This site was chosen for its park-like setting and strong tie to 
vibrant urban life. This seems a fitting expression of the 
paradox of living until death and at the same time the gestalt 
shift Arthur Frank speaks of, in which one focuses more on 
being and Iess on doing. 

The proposed site formerly housed St. AM'S High School 
Annex and the Victoria Conservatory of Music. There are 
no definite plans for re-use of the site, although BCBC 
(British Columbia Buildings Corporation) predicts the exist- 
ing building will be demolished and returned to parkland. 

Terrain Vague 

In his essay in Present and Futum, Axhitecture in Cities 
ignasi de Sola-MoraIes notes 'The cultural experience of the 
city is made up of human fabric in which the survival 
through time of the signification of places should not be 
underestimated."' 

de Sola-Morales describes terrain vague sites as responsible 
for much of the city's voids and porosity. Typically, the term 
terrain vague refers to areas abandoned by industry, rail- 
ways, ports or as a result of the withdrawal of commercial or 
residential activity. Also included are residual spaces such 
as along the banks of rivers and areas cut-off by highways. 

Although it does not fit this typical description, in significant I 

ways the selected site fits the French description of terrain ! 
I 

vague. In the words of de Sola-Modes: i 

"...both the notion of remain and that of vague contain an 
ambiguity and multiplicity of meanings that make this an 
especially usell term to designate the urban and architec- 
tonic category with which to approach the places, territories 
or buildings that share a certain double condition. On the 
one hand, vague has the sense of vacant, void, devoid of 

The site 
was chosen for its 
park-like setting and 
strong tie to vibrant 
uban I&. 
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activity, unproductive, in many cases obsolete; on the other 
hand vague has the sense of imprecise, undefined, vague, 
without fixed limits, with no clear future in sight ... These 
areas of terrain vague are ... the privileged sites of identity, 
of encounter between present and past..'" 

The selected site is characterized by the double conditions 
Sola-Modes is referring to. It is located in a w i t  and 
eclectic area of the city, yet it is within a quiet precinct that 
appears to have been forgotten or tiozen in time as the city 
developed. 

In his essay on terrain vape, de Sola-Morales argues that it 
is the sense of vacancy and absence of such sites that needs 
to be presemed. "Only by according equal attention to the 
values of memory and absence a d  the values of innovation 
will we be able to maintain confidence in a complex and 
plural urban life.'q . 

In many ways the physical description of terrain wgue 
could be used as a metaphor for the psychic terrain death 
and bereavement occupy in our consumptive and productivi- 
ty oriented post-modem culture. It is an area we signifjl by 
our vagueness and ambiguity toward death. This has been 
discussed in earlier chapters examining the context of pallia- 
tive versus curative approaches to life-threatening illness. 

In the words of de Sola-Morales " ... our post-industd cul- 
ture calls for spaces of freedom, of indefinition and mpro- 
ductivity.'" I agree with Morales that in our increasingly 
financially driven post-modem culture, we need spaces of 
' freedom, indefinition and unproductivity ' .' I am not 
referring to unproductivity as sloth, but define it for these 
purposes as referring to a different realm than the consump- 
tive. I refer to the r e a h  of poetics, of the soul, and to 
exploration and fieedom of expression untied to conditions 
of sponsorship. 

View of site bordering park 

Views of S t  Ann's Academy grounds 

The hospice view of dying and bereavement offers a chal- 
lenge to our consumptive, commodifying cultural motivation 
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by proposing that death and bereavement may be rich, 
evocative and hdamental aspects of life's journey, 
openings, not merely ghtches in the path of progress and 
productivity. 

hother  characteristic of temin vague sites is they exist as 
"a consequence of hi~tory".~ In a city largely defined by its 
connection to nature (the sea and coastline), Beacon Elill 
Park fhrther claims green space within the urban context. 
Established in trust for parkland in 1882, this 154 acre park 
borders the south edge of the project site. St. Ann's precinct, 
immediately north of the project site, has remained virtually 
undeveloped since 1 9 1 0. The grounds are complete with an 
apple orchard - a notably distinct and delightw anomaly in 
the larger urban context. 

History of St Ann's Precinct 

The six-acre site known as St. AM'S was owned by the 
Catholic Church fiom 1858 until the 1990s. The site housed be p o d  of SrAnn's Academy 
a school and convent. The first wing of St. Ann's was con- 
structed in 1871. In 1886 an east wing was added, tripling 
the size of the Academy. Also in 1886 the Chapel (built in 
1858) was relocated to the Academy site. In 19 10, a west 
wing was added, named the Hooper wing after its designer 
and builder. 

By the 1920's, an annex was built to the south of St. Ann's ! 

to accommodate additional school space. It was added onto I 
in the 1950's and again at a later date. The Academy and 
annex were vacated by the Sisters of St. Ann in 1973. The 

I 

Academy was used for various purposes h m  1973 until I 
1993, when restoration began under the terms of an agree- ! 

ment known as the Victoria Accord. I 

The Academy was converted to public use as offices for the 
British Columbia Ministry of Education in 1997. The 
restored chapel and auditorium and grounds are open to the 
public, and available for rent for individual and group h c -  
tions, such as weddings, concerts, ktures and meetings. 
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Design Concepts 

The neo-modernist language of the building developed from 
a phenomenological approach to design. Clarity of form 
(for user orientation) and space (for bed accessibility) and 
layering of space (for privacy) were achieved through a 
division of 'servant/Senice' areas from 'served' space and 
the design of the structural system. 

The structural design employs the solidity of the concrete 
spine retaining wall as an anchor. The wood post and beam 
structure is designed as a series of n%s projecting tangential- 
ly f h m  the concrete spine. This allows the walls parallel to 
the length of the spine to be structuraily k, or non load- Nonh-sowh site section 

bearing. This achieves the freedom expressed in the 
conceptual model, namely of providing for t m q a m q ,  
mlucency or solidity along the length of the east-west 
walls parallel to the spine. 

The concern with experiential qualities of light and sound, North-south section 

along with connection to nature were generating forces in 
the design. The building design is closely tied to the topog- I 

raphy of the site and to the program. I 

The building is conceived of as a series of layers. The lower 1 
level is the public layer. It faces directly onto the street I 

I 
(Academy Close) and nestles against the retaking wall of 1 
the sloping site at this level. The service level is primarily i 

9 

below grade. I 

I 

The lower level of the facility, on grade with Academy 
Close, is filly dedicated to community use. It houses a cafe, 
reception, poetry and fiction reading room, staff and volun- 
teer offices, areas for day programs and bereavement ser- 
vices which include expressive therapies such as music, 
dance, art and exercise classes as well as support groups and 
physical therapies such as massage, reiki and acuprmchlre. 
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Having community-oriented programming at stre!et level 
gives the hospice the opportunity to fidfill one of its man- 
dates: exposure and accessibility to the community. This 
may contribute to reducing the stigma associated with death 
and with hospice as a place for dying rather than for living 
until death. 

A community-oriented public face to the building fhce has 
potential benefits and spin-off's, such as: 

increased community involvement aad support 
O potential for better undemanding of hospice 
Q better awareness of hospice services 
Q increased public profile 
Q opportunities for public education 

The role of the cafe is multi-tsceted: 
0 to create animation and vitality 
0 to diffuse rigid cultural M e r s  that isolate lifeersthaten- 
ing illness from "everyday life" 
Q to offer a facility and neighbourfrood amenity to con- 
tribute financially to the project. 

The upper level is a private layer. It faces directly onto 
Beacon Hill park at grade. The sloping site allows rooms 
at the park elevation along the south side to open directly to 
the outdoors. This level of the building houses the residen- 
tial component of the hospice: bedrooms, kitchen, dining 
and bathing facilities for those living at the hospice or stay- 
ing for respite care. 

The patient rooms are conceived of as a M e r  layer of pri- 
vate spaces within the private residential level. This is to 
provide a cloistered sense for the most private areas, the 
residential bedrooms. 
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Boundaries 

The project works with the following descriptions of 
boundaries: 

Diffuse: visually and physically penetrable 

Clear: visually penetrable, physically impenetrable 
or visually impenetrable. physically penetrable 

Rigid: physicdly impenetrable 

Within the building, these boundaries work with layering to 
provide opportunities for privacy, interaction and control. 

Site: Disjuncture and Connection 

As previousiy outlined. the site currently houses a building 
identified as 'the St, AM'S annex'. re-used as a conservatory 
of music and now abandoned. As it exists, the building, site 
and fencing act as a barrier or rigid boundary between the 
St. Ann's precinct and Beacon Hill Park. 

On the south side of St Ann's precinct. adjacent to the pro- 
ject site. there are 3 boundaries: One is a row of tall trees. 
These t refer to as a clear boundary, being visually bound- 
aries yet physically penetrable: the second boundary is a 
chain link fence which is a rigid boundary meaning it does 
not allow physical access. Fortunately, the fence does not 
extend the full border of the site. allowing access between 
the orchard. grounds and street at the eastern end of the site. 
The third boundary is also rigid. It is a retaining w d I  on the 
St. Ann's site. 

On both the project site and the St. AM'S site to the north, 
the retaining walls act as significant boundaries that 
disconnect the historic precinct fiom the park and fmm the 
street. One of the aims of the project is to mend, bridge or 
re-connect these disjunctures. 

I 

Site, existing 

1 

Paper sketches 
exploring connections 
to park 
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The project provides an urban courtyard entry to the 
facility from Academy Close at the westem (down- 
town) edge of the site. This provides a sanctuary at the 
urban level and a comection between the street and the 
PA 

At the eastern edge of the site a public pathway links 
the park and St. Ann's grounds (where the St. AM'S 
edge is a diffuse boundary, allowing physical access to 
the site). These connections transform the experience 
of the site from rigidly bounded and inaccessible to that 
of an accessible sanctuary for those in the downtown 
core to find a quiet space for reflection or simply to 
enjoy the unique setting. 

Grid and Boundary 

Another aspect of the site, most obvious in plan, is its 
distinct edge conditions. At Academy Close, the north 
edge of the site is 'on grid', aligned with the linear city 
grid pattern. To the south, the site is cunently bound by 
a retaining wall, also 'on grid'. The land and road to 
the south of the site (now incorporated into the site) and 
the park are distinctly 'off grid'. 

In addition to identifjing the tenns 'on grid' and 'off 
grid' to identifL physical characteristics, a 
theoreticdexperiential fkmework was developed 
regarding 'on the grid' and 'off the grid'. These are 
characterized on the following page. 



ON THE GRlD 

ego based / self based / self as  centre 

activity oriented - doing 

multi-tas kin_e/diffuse 

future oriented 1 planning. scheming 

thinking realm / mental 

taking things for granted, familiar 

personal control 

WHO WHAT WHERE WHEN questions 

busy mind 
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OFFTHE GRlD 

contextual I holistic I cyctes / big picture 

being / quiet / reflective 

real time I present orientation 
f moment by moment.-) 

experiential realm I feeling 

uncertainty / opportunity I serendipity 

big picture focus - reflective. philosophical 

WHY questions 

contemplative mind 
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As I worked with conceptual design and design develop 
ment, I began to see these less and less as separate realms 
(a dichotomy) and more and more as a continuum. We are 
all capable of moving along this continuum during our lives, 
perhaps even within a given day or hour. 

Being p ~ h ~ e d  at one end or another of this framework can 
be very isolating. There is value to be found in a holistic 
view in which experience is seen as connected to, or part of, 
a continuum of life and experience. 

The 'gestalt shift '  Arthur Frank talks about (see Chapter 2) is 
an experiential movement toward the 'off grid' realm of 
experience, fiom the 'on grid' realm that is predominant in 
our culture. 

The treatment of an ill person h r n  an 'on grid' perspective - 
namely fiom a bio-mechanical, thinking (analytical, diag- 
nostic) model may be usell, but it is not sufficient. 
The recognition that a person experiencing an illness is 
experiencing in the realms of physical sensation, emotions 
and mental and spiritual perceptions is the raison d'etre that 1 

i 
led to the creation of the hospice movement. The hospice 
movement reflects a paradigm shift fiom a dualistic 
approach to a holistic view incorporating both 'on grid' and 
'off grid' experiences -a place of belonging, of a f h n h g  1 
life in its diversity and richness along the continuum of 

I 

I 

experience. I 
The design seeks to honour the need for a sense of belong- 
ing, the need for reflection and the need for reconciliation. 
These needs parallel Henry Nouwen's conception of 'the 
three movements of a spiritual life'? 

the movement fiom loneliness to solitude 
one's relationship to oneself 

the movement from hostility to isolation 
one's relationship to others 

the movement from illusion to prayer 
one's relationship to the bigger picture (Nowen calls 
it relationship to God) 
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Spine I Continuum 

As the project aims to create a place of *on rather 
than isolation, so too it aims to re-in-t the relationship 
of building to exterior that speaks of comection versus dis- 
juncture. Tbis is a response to the particular precinct, where 
the current condition of the existing buiIding and  om of 
the south edge of St. Ann's are seen as rigid boundaries 
rvalling O J  or preventing connection between street, park 
and historic precinct. 

The starting point for the spine is the reinterpmtation of the 
wail. The retaining wall is viewed as being of the a d  - 
as an extension of temafim, strength. This is d e s t  in 
the solidity of the wall forming a spine that supports the 
programmatic layers of the project and in the configuration 
of the spine as of the earth: non angular, non-hear. 
Metaphorically the spine speaks of experience as a 
continuum, no longer viewed as a dichotomy or dualism of 
linear versus non linear. 

At the upper level, the spine serves as a circulation corridor. 
It is re-interpreted i tr-ansformed along its length and verti- 
cally by experience of solidity versus openness. It is primar- 
ily viewed on this residential level as cioister, providing 
quiemess through the play of tight penetrating a solid and 
acoustical separation b m  the ground level. The exception 
to this is where the spine is penetrated at the entries. 

Contrast 

At the ground level the spine reads primarily as a solid. 
Here it houses the service core, storage and other similar 
functions. Adjacent to the solidity of the retaining wall 
spine on the main level of the building is the circulation cor- 
ridor. In contrast to the solidity of the spine it is chatter- 
ized by light. As one moves to the residential level of the 
facility fiom the main level, one passes from the light flood- 
ed interior street to the cloistered circulation zone contained 
within the spine at this level. 
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The circulation core at the ground level is predominantly a 
space of potentiality. It may t'unction as a 'back lane' or 
semi-private space, as users of adjacent ground level rooms 
have the option of experiencing the walls between the moms 
and light comdor as a diffuse boundary and moving out into 
this area The main level rooms have varying degrees of 
flexibility to di- boundaries at the publidprivate edges. 

Conceptual Model 

The conceptual model illustrates these key points: 

P The solidity of the retaining wall / spine / core 
D The changing response or transformation of this line: 

- dampening as it moves toward the 
day use / everyday / street grid 

- amplifying as it moves toward the residential 
use / park grid 

O The nature of the boundary / boundaries between the 
spaces, as illustrated by the transparency, translucency and 
solidity of the materials. 

Boundaries may be rigid, clear or diffuse boundaries, or 
variable, meaning the user controls the nature of the trans- 
parency of the wall. 

Gathering of Lights 

While death is normal, in the sense that it happens to every- 
one, it is certainly not ordinary. Dying is an experience each 
person encounters once in a Lifetime and is a journey into the 
realm of the unknown. The task of reconciliation to this 
journey touches all of those facing Life threatening illness 
and / or loss of a loved one. 

The 'Light Box' / 'Gathering of Lights' is not titemfly a box. 
It is a space defined by the translucency of cast glass, the 
light of memorial candles and the presence of water. An 
inverted roof allows rain to enter and collect in a pool. In 
h e  weather, the pool will be still. During periods of rain 
(characteristic of the geographical coastal location) rain will 
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be m e l e d  into the pool. This element of the project 
provides both shelter and exposure to nature- It is a refer- 
ence to the paradox of our existence - the recoaciliation of 
h e  will and being a part o f b t y ,  a larger mystery over 
which we have not attained mastery. 

The pool within the 'tight box' feeds a pool in the urban 
court at the level of the building entry. This pool, in htm, 
feeds small irrigation channels that m e 1  water to the gar- 
dens of the courtyard - the trees and seeds of life. 

The upper level of the 'Light box' is physically impenetrable 
to the public. The public is denied direct access to this inti- 
mate reaim which addresses the movement of reconciliation 
with life / nature I the greater realm beyond personal control. 
Yet the public is able to 'read' the experience in an implied 
way through the translucency of the walls / seeing the light 
above, the pool below, through hearing the water and via 
access at the courtyard level. 

In honour of the cycles of birth and death, the f ie  elements 
of nature are expressed in the project in the following way: 

Q Fire, in fireplace and candles 
CI Water, in the meditation pool and irrigation channels 
Q Earth, in the concrete solidity of the spine 
P Air, in the opening windows and visual and physical 
access to outdoors 
Q Space, in the openness to allow for accessibility for 
wheelchairs and beds 
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Endnotes 
I. de Sola- Modes, Ignasi. 1996. p. 2 1. 
2. Ibid. p. 22 23. 
3 . 2  Ibid. 
4. lbid. 
5. Fmm Present and F u a r m s , M ~ t e  in Citier. €ssay author 
unknown. p. 273 
6. Nouwen, 1 975. 
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