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ABSTRACT III

ABSTRACT
Within a hospice environment, informal caregiving at the end of life can 
be a physically, psychologically, psychosocially and spiritually challenging 
experience, where the health and well-being of informal caregivers directly 
impacts the quality of end-of-life care of the resident. Inspired by a personal 
experience within palliative care, this practicum project focuses on how 
the design of an independent hospice facility can support the needs of 
informal caregivers in the delivery of palliative care. This holistic approach to 
palliative design integrates the overarching principles of healthy anticipatory 
grieving and patient-focused, family-centered end-of-life care, alongside 
the fundamental strategies of quality built environments and the tenets of 
biophilic design. Located on Waterfront Drive in the northeast corner of the 
Winnipeg Exchange District, the design of Exchange Hospice includes the 
adaptive reuse and partial new construction of an independent hospice facility. 
Exchange Hospice capitalizes on the healing potential of nature through 
direct, indirect, and symbolic connections to the natural environment.
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1.1 | RATIONALE
This practicum topic is a twofold response to the growing number of 
Canadians who provide informal care at the end of life to a family member 
or friend each year. It is both a response to caregivers themselves, as well 
as independent hospices as an emerging building typology. Firstly, it is a 
response to the adverse effects of informal caregiving at the end of life and 
the need for additional support; and secondly, it suggests the independent 
hospice facility as an alternative to dying in the home or dying in hospital. 

1.1.1	 WHY CAREGIVERS?

According to the Canadian Caregiver Coalition, it is currently estimated that 
there are between 4 and 5 million informal caregivers in Canada (as cited in 
Canadian Caregiver Coalition, 2013). This unpaid provision of care offers many 
social and economic benefits to the patient, healthcare providers, the healthcare 
system, and society as a whole. In addition to personal compassionate care 
for the patient, the annual contribution of unpaid caregivers to the Canadian 
economy is estimated at 25-26 billion dollars (Hollander, Liu, & Chappell, 2009).

Despite the associated social and economic benefits of informal caregiving, 
there are many adverse effects experienced by caregivers during end-of-life 
care. These adverse effects can influence all facets of life, and often include 
absenteeism from work, using personal savings to make ends meet, and negative 
effects on their physical and mental health (Health Care in Canada partnership, 
2006). Although caregiving for a loved one can often be a rewarding experience, 
the physical, emotional, and financial demands suggest an alternative 
approach to independent personal palliative care by informal caregivers.  

1.1.2	 WHY INDEPENDENT HOSPICE FACILITIES?

Most Canadians prefer to die at home (as cited in Canadian Institute for Health 
Information, 2007), yet over 65% of all deaths in Canada occur in hospital 
(Statistics Canada, 2009). There are many factors that influence this reality, 
including, but not limited to, the inability of end-of-life care treatments to 
be performed within the home, the shortage or unavailability of personal 
care home services in rural settings, and/or the physical, emotional, social, 
spiritual and financial strain on informal caregivers. These factors support the 
demand for alternative approaches to end-of-life care, and ultimately the need 

1     The terms caregiver, informal caregiver, primary caregiver, and family caregiver are utilized interchangeably.

When an individual is diagnosed with a terminal illness, the impact of this life-altering experience affects not only themselves, 
but extends throughout their family members and friends. Unreservedly accepting physically, emotionally, and financially 
demanding responsibilities, caregivers represent an integral part of this challenging experience. For the purposes of this practicum 
project, the term caregiver1  refers to a family member or friend – often one primary person – who provides unpaid physical, 
emotional, spiritual, and financial support for an individual suffering from a terminal illness within a hospice environment. 

Inspired by a personal experience within palliative care, this practicum project focuses on how the design of an 
independent hospice facility can support the needs of informal caregivers in the delivery of palliative care. The facility 
strives towards inclusivity, where caregivers and residents are considered equal in their importance within quality 
palliative care and hospice design. This holistic approach to palliation has been explored through a detailed literary and 
design investigation of the physical, psychological, psychosocial, and spiritual challenges of caregiving within hospice 
environments; the experience of anticipatory grief; the integration of patient-focused, family-centered care principles; 
two case studies of existing independent hospice facilities in Winnipeg; as well as three precedent analysis.
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for novel building typologies, particularly, the independent hospice facility.
Independent hospice facilities provide 24-hour medical and personal end-
of-life care, where the relief of suffering, reduction of pain, maintenance 
of symptoms, and improved “quality of living and dying” is paramount 
(Carstairs, 2010). As 70% of informal caregivers indicate that they require 
frequent or occasional breaks from their caregiving duties (Decima 
Research Inc, 2002), independent hospice facilities offer a balance between 
caregiver involvement and the relief of physically and financially demanding 
responsibilities. These facilities allow caregivers to focus on providing 
psychological, social, and spiritual support, as well as little or as much 

personal care as they desire. Figure 1 is a visual representation of the role of 
the informal caregiver within a residential hospice setting. As shown, the 
role of the informal caregiver typically focuses on the emotional care of the 
resident. Informal caregivers may also choose to participate in personal care; 
however, the personal and medical care of the resident is predominantly 
performed by professional caregivers (healthcare professionals).  

1.1.3	 CAREGIVERS, INDEPENDENT HOSPICE FACILITIES, AND INTERIOR DESIGN

Although many independent hospice facilities have implemented programmatic 
solutions for the support and integration of caregivers in the delivery of 
palliative care, there exists a gap in terms of interior and facility design. 
Often a result of financial constraints – as at least 50% of hospice palliative 
care programs are funded by charitable donations (Quality End-of-Life Care 
Coalition of Canada, 2010) – many facilities are incapable of spatially supporting 
the physical needs of caregivers. These physical needs can include access to short 
and long-term overnight accommodations, hygiene and nutritional amenities, 
as well as spaces of pause, reflection, and relaxation. Such amenities and spatial 
considerations are critical to the support of caregivers for many reasons. These 
reasons may include the travel distances caregivers must make from within or 
outside of the city, and/or the unpredictable duration of stay of the resident. 
Interior design can, therefore, be distinguished as an environmental reflection 
of the programmatic support offered by current independent hospice facilities.

1.2 | METHODOLOGY AND ASSUMPTIONS 

1.2.1	 METHODOLOGY

An extensive literature review, two case studies, three precedent analyses, 
and the development of a comprehensive facility programme have all 
provided a foundation for the resulting design of an independent hospice 
facility that supports the needs of informal caregivers. As an overview of 
the critical role caregivers play within hospice and palliative care, Chapter 
2 outlines their place historically within end-of-life care, their physical and 
emotional responsibilities, and the current resources and organizations in 
place for caregiver advocacy. Chapter 3 focuses on the process of grief and 
bereavement – more specifically anticipatory grief – in order to emphasize 
the physical, psychological, psychosocial, and spiritual needs of caregivers 
and the patient-focused, family-centered model of end-of-life care. Case 

F1 | ROLES IN END-OF-LIFE CARE IN A HOSPICE SETTING
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studies of two independent hospices in Winnipeg were analyzed in Chapter 
4 in order to assess the ability of local facilities to support the needs of 
caregivers during end-of-life care. Chapter 5 explores indoor environmental 
quality, evidence-based healthcare design, and biophilic design principles. 
This chapter suggests the integration of fundamental and evidence-based 
healthcare design strategies, as well as biophilic design principles as a method 
of alleviating many of the adverse effects of caregiving at the end of life, 
identified in Chapters 2 and 3. Three precedent studies were investigated in 
Chapter 6, where projects were selected based on their programme, scale, and/
or relationship between design and occupant health. The proposed hospice’s 
programme is provided in Chapter 7 and includes client and user profiles, the 
facility’s spatial, functional and aesthetic requirements, as well as an adjacency 
matrix. As an extension of Chapter 7, Chapter 8 offers a site and building 
analysis of the proposed location of the facility. Lastly, Chapter 9 reveals the 
spatial concept and final design of the proposed independent hospice facility.

1.2.2	 ASSUMPTIONS

Despite the growing number of informal caregivers in palliative settings, 
research into their roles and challenges during end-of-life care is still in 
its adolescence. Predominantly focused on identifying the physical and 
psychological effects of informal caregiving, solutions for alleviating caregiver 
burdens remain largely programmatic (Bialon & Coke, 2012; Clayton, Butow, 
Arnold, & Tattersall, 2005; Johansson & Grimby, 2012; Waldrop, 2007; Waldrop, 
Kramer, Skretny, Milch, & Finn, 2005). As a result, assumptions regarding the 
environmental support of informal caregivers in palliative settings were made in 
order to create informed design decisions for this practicum project. As informal 
caregivers both receive and provide care during palliation, it was assumed that 
a comparable collection of design considerations for patient and staff support 
could be transferrable to that of the caregiver. The body of research surrounding 
the design of healthier, safer and more productive healthcare environments 
for patients and staff is extensive (Ulrich, 1984; Ulrich, Berry, Quan, & Parish, 
2010; Ulrich, et al., 2008; Ulrich, Zimring, Quan, Joseph, & Choudhary, 2004). 
Therefore, appropriate design considerations for those receiving and providing 
care were implemented as supports for the physical and psychological needs 
of informal caregivers within the proposed independent hospice facility.  

1.3 | PROJECT GOALS AND DESIGN OBJECTIVES 
The goals of this literary and design investigation are to address the 
delivery of quality palliative care through two principal themes:

1. To acknowledge caregivers as partners in the end-of-life care 
of an individual suffering from a terminal illness; and 

2. To support the physical, psychological, psychosocial, 
and spiritual challenges of caregivers within 

the design of an independent hospice facility.  

Similarly, the design objectives of this practicum project are intended 
to facilitate and promote the active incorporation of caregivers during 
end-of-life care in order to acknowledge and reinforce their importance 
within hospice design. The following four research questions have been 
developed as guidelines for achieving the identified project goals: 

1. What are the physical, psychological, psychosocial, and 
spiritual needs of caregivers, and how can they be addressed 

through the design of an independent hospice facility?;

2. How can the fundamental characteristics of the grieving process 
inform the design of a hospice facility that supports the physical, 

psychological, psychosocial, and spiritual needs of caregivers?;

3. How can the case studies of two existing independent 
hospice facilities in Winnipeg, Manitoba, and the 

analysis of three precedents address the physical, psychological, 
psychosocial, and spiritual needs of caregivers?; and

4. What design considerations and strategies can 
be derived from evidence-based healthcare 

design and the principles of biophilic design?
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Ultimately, the intention of this practicum document is to be used as 
a tool to raise awareness for the critical role of informal caregivers in 
the delivery of palliative care and hospice design. Furthermore, this 
document is also intended to positively influence both healthcare 
professionals and designers of palliative care environments who wish 
to consider the needs of caregivers in future facility designs.
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A caregiver’s role within a hospice environment is complex and often involves both the provision and reception of care (Monroe & 
Oliviere, 2009). This characterization of caregivers as both members of ‘staff’ and ‘patients’ suggests the importance of the identification 
of a caregiver’s specialized needs, and subsequently, an increase in caregiver support. In order to successfully support these complex 
caregiver roles through design, this chapter explores their role historically throughout palliative care, the diverse services and support 
they provide for the patient, and the current provincial and national resources and organizations available for caregiver advocacy.  

2.1 | THE EVOLUTION OF HOSPICE AND PALLIATIVE CARE
From the home care of the terminally ill to the earliest hospice facilities, the 
role of the caregiver within palliation has changed and evolved throughout 
history. Their incorporation within the design of such facilities extends from an 
intimate relationship, to non-existence. This dichotomy between intense familial 
support throughout the dying process versus the segregation of the terminally 
ill, has provided the foundation for a historical analysis of the multifaceted 
relationship between caregivers and the design of palliative care environments.  

2.1.1	 A CAREGIVER-DRIVEN PROCESS: EARLY PALLIATION

End-of-life care has been documented for an estimated 50,000 years, dating back 
to the earliest Neolithic settlements in Mesopotamia (Verderber & Refuerzo, 
2006). For the majority of its evolution, palliative care has historically been a 
caregiver-driven process, where the home or home-like environments have 
served as its backdrop. Prior to the eighteenth century, Christian traditions 
acknowledged the primary care of the terminally ill as the responsibility 
of immediate family members. Care was performed within the personal 
residence, where caregivers provided both the physical and emotional support 
for the dying (Verderber & Refuerzo, 2006). The industrialization of the 
nineteenth century also brought about many novel building typologies with 
strong familial linkages – including the first almshouses, funeral homes, 
and hospices. Early almshouses (Figure 2 and 3) and funeral homes (Figure 
4) became alternative spaces for families without means to accommodate 
the long-term care of the aging, as well as the death, dying, grieving, and 
reconciliation of the terminally ill. Both typologies were designed as a literal 
representation of the family residence and often made an attempt to recreate its 
intended atmosphere and incorporate similar communal spaces (Verderber & 

Refuerzo, 2006). The first hospices – from the Latin word ‘hospitum’ meaning 
guesthouse – were erected in Lyon, France in 1842 and Dublin, Ireland in 
1879 as an alternative to the end-of-life care traditionally performed within 
the home. These spaces were also founded in residential design, where their 
strong connection to the natural environment was in opposition to the sterile, 
institutional, and convoluted design of twentieth-century hospitals and 
personal care homes erected shortly thereafter (Verderber & Refuerzo, 2006). 

2.1.2	 REMOVAL OF FAMILIAL LINKAGES: EARLY HOSPITALS, MEGAHOSPITALS, AND PERSONAL 
CARE HOMES

Despite the attempts of early hospice environments to support both residents 
and caregivers throughout end-of-life care, the hospitals, megahospitals and 
personal care homes of the early to mid 1900s were in stark contrast. Principled 
in isolation, these institutions provided few amenities and minimal personal 
space for the terminally ill, who were segregated and concealed in their wards 
(Figure 5). Ultimately, these facilities served as basic units of space for the 
aged and terminally ill prior to their imminent death (Verderber & Refuerzo, 
2006). It was not until the modern hospice movement in the late 1900s that the 
fundamentals of family-centered end-of-life care were reevaluated and reborn.    
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F2 | 19TH CENTURY ALMSHOUSE F3 | 19TH CENTURY ALMSHOUSE F4 | 19TH CENTURY FUNERAL HOME

F5 | HOSPITALS OF THE EARLY TO MID 1900s (GIBRALTAR COLONIAL HOSPITAL WARD 1900S)
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2.1.3	 REVISITING FAMILY-CENTERED CARE: THE MODERN HOSPICE MOVEMENT 

Today, the modern hospice movement has revolutionized palliative care and 
current hospice environments. Brought about in 1967 with the inauguration 
of St Christopher’s Hospice in Sydenham, London (Figure 6, 7, & 8), these 
facilities are comprehensive in the management of symptoms and pain of 
the individual, as well as the support of their psychological health and well-
being (Worpole, 2009). In addition to providing specialized end-of-life care 
for the terminally ill, modern hospices have returned to a traditional model 
of palliation where family members have been reintegrated throughout the 
dying process. Short-term sleeping accommodations within resident rooms, 
social spaces, communal exterior gardens, spiritual and religious care, and 
bereavement counseling are a number of the common services currently offered 
by hospice environments to primary caregivers and their families (Jocelyn 
House Hospice, n.d.; St Christopher’s Hospice, 2013; Victoria Hospice, 2013). 

The historical significance of familial relationships within end-of-life 
care offers specific design implications for a modern-day independent 
hospice facility that supports the needs of primary caregivers. The 
creation of a home-like environment that incorporates spaces of 
socialization, the provision of basic residential amenities, connections 
to the natural environment, and the introduction of mental health 
and spiritual guidance programs are all design and programmatic 
strategies that should be considered in the final hospice intervention.

F7 | ST CHRISTOPHER’S HOSPICE | THE ANNIVERSARY CENTRE

F6 | ST CHRISTOPHER’S HOSPICE F8 | ST CHRISTOPHER’S HOSPICE | ROTARY GARDEN



INFORMAL CAREGIVING WITHIN A HOSPICE ENVIRONMENT 13

2.2 | THE ROLE OF THE CAREGIVER WITHIN HOSPICE ENVIRONMENTS 
Within hospice environments, caregivers provide extensive support 
for the resident during end-of-life care. The implications of these 
physically and psychologically demanding duties can often result in 
negative effects on the health and well-being of the caregiver. In order 
to circumvent such negative implications through design, it is critical to 
understand the types of services caregivers provide on a daily basis. 
The unpaid services provided by caregivers within a hospice facility are 
numerous and multifaceted. These types of support often include, but are 
not limited to, personal hygiene, nutrition, the communication of critical 
information, the provision of resident historical data, spiritual guidance, 
and an intimate knowledge of the resident’s preferences (Ferrell, Borneman, 
& Thai, 2009). Both individually and collectively, these tasks are often time 
consuming and physically demanding. When caregivers are not adequately 
supported while providing these services, caregiver burden is often the result. 
Caregiver burden refers to the physical, psychological, psychosocial, and 
financial issues that can arise when caregiving for the terminally ill (George & 
Gwyther, 1986). A study on caregiver burden conducted by Bialon and Coke 
(2012) found a decline in the overall physical and mental health of caregivers 

F9 | CAREGIVER BURDEN

while performing end-of-life care duties. Physical and mental health issues 
observed during the study included heightened stress levels, chronic lack 
of sleep, exacerbation of preexisting health conditions, significant weight 
gain or loss, and feelings of guilt, anger and sadness (Bialon & Coke, 2012). 
The negative implications associated with a decrease in the overall health 
and well-being of the caregiver can affect both their social and financial 
needs, and ultimately, the end-of-life care of the resident (Figure 9).

In order to support the overall health and well-being of caregivers 
within a hospice environment, the final design must spatially respond 
to the activities and outcomes associated with the physical and 
emotional challenges of caregiving. These include spaces for accessible 
communication with healthcare providers, the constructive release 
of anger, obtaining a good night’s sleep, personal hygiene, personal 
nutrition, and exercise and outdoor activities. Ultimately, this practicum 
project suggests that providing programmatic and atmospheric support 
for caregivers ensures the quality end-of-life care of the resident. 

F7 | ST CHRISTOPHER’S HOSPICE | THE ANNIVERSARY CENTRE

Physical and psychological duties.

CAREGIVER BURDEN

Negative effects on caregiver health and well-being.

Decrease in quality of end-of-life care for the resident.
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2.3 | CAREGIVER ADVOCACY: RESOURCES AND ORGANIZATIONS
The recognition of caregivers as an integral aspect of palliative care has lead to 
the rise of many resources and organizations directly associated with caregiver 
support and advocacy. These resources and organizations offer programmatic 
support and initiatives for the physical, psychological, psychosocial, spiritual, 
and financial challenges of caregiving at the end of life. The continued 
support offered by such resources and organizations to caregivers is analyzed 
as a method of translation from programmatic goals to design strategies.

2.3.1	 CAREGIVER RESOURCES

A number of local and national resources exist for the assistance through 
the process of caregiving for the terminally ill. Hospice and Palliative Care 
Manitoba (HPCM), the Canadian Hospice Palliative Care Association 
(CHPCA), and the Canadian Virtual Hospice offer caregivers a number of 
resources related to the many facets of end-of-life care. In 1998, a partnership 
between The GlaxoSmithKline Foundation and the CHPCA initiated the Living 
Lessons® (2012) program. This program offers many educational resources for 
caregivers, including A Guide for Caregivers – a handbook created to provide 
caregivers with the tools necessary for quality care at the end of life (Living 
Lessons®, 2012). Further resources provided by these associations include 
extensive information regarding the provision of care, caregiver to healthcare 
provider and caregiver to patient communication, financial assistance, and 
bereavement counseling (Canadian Hospice Palliative Care Association 
[CHPCA], 2013; Canadian Virtual Hospice, 2013; Hospice and Palliative 
Care Manitoba [HPCM], n.d.). Together, they supply Canadian caregivers 
with a substantial amount of information to assist them with the physical and 
psychological challenges of the end-of-life care of a family member or friend. 

2.3.2	 CAREGIVER ORGANIZATIONS

In addition to a growing body of resources and information, caregiver 
advocacy initiatives have also been gaining awareness through emerging 
organizations and policy making. The founding of the Canadian Caregiver 
Coalition (CCC) in November 2000 and the Manitoba Caregiver Coalition 
(MCC) in the fall of 2010, as well as the recent passing of Bill 42: The Caregiver 
Recognition Act of Manitoba in June 2011, have all played an integral 
role in acknowledging Canadian caregiver’s valuable social and economic 
contribution to society (Canadian Caregiver Coalition [CCC], 2013; The 
Legislative Assembly of Manitoba, 2011). The CCC and MCC are national and 

provincial organizations who represent and promote “the voice, needs, and 
interests of family caregivers with all levels of government, and the community 
through: advocacy and leadership, research and education, and information, 
communication, and resource development” (CCC, 2013). The establishment of 
both organizations has brought vital awareness to the emotional, physical, and 
financial responsibilities accepted by Canadian caregivers each year. Recent 
triumphs for both organizations have come within the realm of provincial 
legislation in Manitoba, where a 25% increase to the annual primary caregiver 
tax credit was given in the 2011 Budget (Government of Manitoba, 2011), as 
well as the successful passing of Bill 42: The Caregiver Recognition Act on 
June 16, 2011 (The Legislative Assembly of Manitoba, 2011). The purpose of 
the Caregiver Recognition Act is to “increase recognition and awareness of 
caregivers; to acknowledge the valuable contribution they make to society; 
and to help guide the development of a framework for caregiver recognition 
and caregiver supports” (The Legislative Assembly of Manitoba, 2011). The 
following Eight General Principles Relating to Caregivers were also established:

1. The relationship between caregivers and the persons for whom 
they care should be recognized and respected;
2. The valuable social and economic contribution that caregivers 
make to society should be recognized and supported;
3. Caregivers should be acknowledged as individuals with their 
own needs within and beyond the caring role;
4. Caregivers should be supported to enjoy optimum health and social well-
being and to participate in family, social and community life;
5. Caregivers should be considered as important contributors with 
other care providers in the provision of care, support or assistance, 
acknowledging the unique knowledge and experience of caregivers;
6. Caregivers should be treated with dignity and respect;
7. Caregivers should be supported to achieve greater economic well-being and sustainability and, 
where appropriate, should have opportunities to participate in employment and education; and
8. Support for caregivers should be timely, responsive, appropriate and accessible. 
(The Legislative Assembly of Manitoba, 2011)

The intentions of this practicum project are a direct reflection of 
the resources and organizations established in Manitoba, and in 
Canada, for caregiver advocacy. Through the active incorporation 
of a caregiver’s physical and psychological needs in the design of an 
independent hospice facility in Winnipeg, the fundamental values, 
goals, and principles of these caregiver initiatives are reinforced.  
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2.4 | SUMMARY: PROJECT DESIGN GUIDELINES 
Palliative care is defined by Hospice and Palliative Care Manitoba (2001) 
as the “active, compassionate care of a person whose disease is no longer 
responsive to treatment aimed at a cure”, where “the relief of suffering – 
physical, emotional, and spiritual – is the primary goal” (HPCM, 2001). As 
these acts of compassionate care and the relief of suffering are often supported 
and facilitated by caregivers, it is essential that they are recognized and 
respected as an integral partner in palliation. Throughout this practicum 
project, this recognition and respect for caregivers extends beyond traditional 
programmatic solutions, where interior design is introduced as a method of 
improving caregiver support during end-of-life care. A summary of the key 
design considerations that foster a supportive relationship between caregiver 
and built environment established in this chapter is as follows (Table 1): 
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SECTION CONCEPTS FROM LITERATURE KEY DESIGN CONSIDERATIONS

HISTORICAL CAREGIVER ROLES
End-of-life care performed within home or home-like environments;
Connections to the natural environment; and
Physical amenities and programmatic services for caregivers during
end-of-life care.

Create a home-like environment;
Offer spaces for socialization;
Provide basic residential amenities; 
Provide visual and physical connections to the natural environment; and 
Introduce mental health and spiritual guidance programs.

CAREGIVER ROLES WITHIN HOSPICE ENVIRONMENTS
The provision of personal hygiene, nutrition, the communication of critical information, the provision 
of patient historical data, spiritual guidance, and an intimate knowledge of the patient’s preferences 
by informal caregivers; and 
Caregiver burden.

Provide spaces for accessible communication with healthcare providers, the constructive release of 
anger, obtaining a good night’s sleep, personal hygiene, personal nutrition, and exercise and outdoor 
activities.

CAREGIVER RESOURCES AND ORGANIZATIONS

Resources offered by Hospice Palliative Care Manitoba (HPCM), the Canadian Hospice and Palliative 
Care Association (CHPCA), and the Canadian Virtual Hospice; and
Emerging organizations, policymakers, and caregiver advocates including the Canadian Caregiver 
Coalition (CCC), the Manitoba Caregiver Coalition (MCC), and Bill 42: The Caregiver Recognition Act 
of Manitoba.

Reinforce the fundamental values, goals, and principles of Canadian caregiver resources and 
organizations by supporting the needs of caregivers through environmental design.

T1 | PROJECT DESIGN GUIDELINES DERIVED FROM THE ROLES OF INFORMAL CAREGIVERS IN HOSPICE ENVIRONMENTS
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The death of a family member or close friend as a result of a terminal illness can be an extremely challenging emotional and 
physical experience, where the primary experience is that of grief. As each person manages the grieving process in a unique 
and individual manor, we as designers must be fully aware of the physical, psychological, psychosocial, and spiritual needs of 
grieving caregivers when designing hospice environments. Viewed as a natural human response and defined as an individual’s 
personal reaction to loss (Archer, 1999), the progression of grief and bereavement is not easily defined. This chapter provides 
an overview of the ideas and themes concerning the evolution of grief and bereavement, with particular emphasis on two 
fundamental themes of inclusive palliation – anticipatory grief and patient-focused, family-centered end-of-life care. 

3.1 | THE EVOLUTION OF GRIEF AND BEREAVEMENT

3.1.1	 WHAT IS GRIEF AND BEREAVEMENT?

Often used interchangeably, grief refers to the personal, multifaceted 
reaction to loss (Archer, 1999), while bereavement is defined as the state of 
loss (Living Lessons®, 2012). As a “universal feature of human existence” 
(Archer, 1999), the effects of grief and bereavement do not discriminate. 
They can affect anyone of any age, gender, culture, race, or religion. Thus, 
when focusing on the hospice environment, caregivers are no exception.

3.1.2	 THE EVOLUTION OF GRIEF AND BEREAVEMENT

The evolution of grief and bereavement research has been analyzed and defined 
in a multitude of ways. Published in 1917, Sigmund Freud’s seminal text, 
Mourning and Melancholia, was the first thorough study of grief, bereavement, 
and loss. He categorized the psychological characteristics of mourning 
to include a painful dejection, cessation of interest in one’s surrounding 
environment, the inability to form the same emotional connection of love with 
another, and the rejection of any activity that does not involve thoughts of the 
deceased (Freud, 1917). In order to overcome these psychological effects of 
mourning and subsequent melancholia, Freud argued that one must first analyze 
and absorb the emotional energy, thoughts, and memories of the late – cathexis 
and hypercathexis – followed by the emotional detachment between the bereaved 
and the deceased – decathexis (Freud, 1917). This preliminary analysis of the 
physical and psychological processes of mourning provided the foundation 
for further discussions regarding the stages of loss, grief, and bereavement.  
In 1970, psychoanalyst John Bowlby and psychiatrist Colin Murray Parkes 

expanded on Freud’s early characterizations of mourning (1917) through 
the distinction of four main phases of grief. These four phases included: 

1. Phase of numbness that usually lasts from a few hours to a week and may be 
interrupted by outbursts of extremely intense distress and/or anger;
2. Phase of yearning and searching for the lost figure, lasting some months and often for years;
3. Phase of disorganization and despair; and
4. Phase of greater or less degree of reorganization.
(Bowlby & Parkes, 1970)

During the same time period, Swiss psychiatrist Elizabeth Kübler-Ross (1969)
published On Death and Dying, where she outlined the Five Stages of Grief 
– known as the Kübler-Ross Model. These Five Stages of Grief included:

1. Denial and Isolation;	
2. Anger;
3. Bargaining;
4. Depression; and
5. Acceptance.
(Kübler-Ross, 1969)

Analogous to Freud’s study of mourning (1917) and the phases presented 
by Bowlby and Parkes (1970), the Kübler-Ross Model is an expression of 
the defense and coping mechanisms individuals employ when faced with 
a tragic loss. These defense and coping mechanisms occur in a non-linear, 
transformative path, where each experience of grief and bereavement varies 
in duration and intensity. Despite the inconsistencies between individual 
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experiences of grief, this practicum project suggests that it is possible to 
create spaces that respond to the Five Stages of Grief identified by Kübler-
Ross (1969) in order to physically and psychologically support caregiver 
needs within hospice environments. More specifically – Denial and 
Isolation: create spaces that promote the active communication of critical 
information regarding the trajectory of a life-limiting illness, as well as the 
personal support from healthcare providers, volunteers, family members, 
friends, and fellow caregivers; Anger: create spaces that allow for the healthy 
expression and release of anger; Bargaining: create spaces that facilitate open 
conversations between healthcare provider, resident, and caregiver regarding 
the progression of a terminal illness and end-of-life care; Depression: create 
spaces that offer confidentiality and privacy for those seeking additional 
support and guidance through grief and bereavement; and Acceptance: 
create spaces that foster a sense of closure through the celebration of life.   

More recently, empirical studies have been conducted that directly analyze 
the experience and impact of grief and bereavement on caregivers in 
palliative care settings (Bialon & Coke, 2012; Clayton, Butow, Arnold, 
& Tattersall, 2005; Johansson & Grimby, 2012; Waldrop, 2007; Waldrop, 
Kramer, Skretny, Milch, & Finn, 2005). Multiple independent studies 
have highlighted the effects of the grieving process on caregivers in two 
separate stages: prior to the death of the patient – defined as anticipatory 
grief, and following the death of the patient – termed bereavement. Each 
study also emphasized the importance of caregiver support throughout the 
process of palliation, where anticipatory grief and patient-focused, family-
centered end-of-life care emerged as two critical and noteworthy themes.

3.2 | ANTICIPATORY GRIEF

3.2.1	 WHAT IS ANTICIPATORY GRIEF?

Caregiver losses extend beyond the conventional experience of grief and 
bereavement, where the grieving process begins prior to the death of 
the patient. This form of grief is known as anticipatory grief. Frequently 
experienced within palliative care environments, anticipatory grief is 
defined as the premature physical and psychological reactions of grief 
that occur prior to the imminent loss of a terminally ill family member or 
friend (Aldrich, 1974). As the experience of anticipatory grief can affect 

the bereavement process, emphasizing healthy anticipatory grief within 
hospice environments is critical (Ziberfein, 1999). In order to facilitate 
healthy anticipatory grieving, its characteristics must first be understood.   

3.2.2	 DIFFERENTIATION BETWEEN ANTICIPATORY GRIEF AND CONVENTIONAL GRIEF

Despite parallels between the dynamics and symptoms of anticipatory 
grief and conventional grief, there are distinct differences between the two 
processes. Anticipatory Grief, an anthology edited by Bernard Schoenberg 
et al. in 1974, was the first comprehensive collection of literature written 
specifically with regards to anticipatory grief (Aldrich, 1974). Detailed 
in Part 1, Section 1 of this anthology, C. Knight Aldrich (1974) outlined 
four critical differences that help to define conventional grief from 
anticipatory grief – endpoints, acceleration, ambivalence, and hope.

1. Endpoints. Anticipatory grief ceases immediately following 
the anticipated loss (Aldrich, 1974), where for caregivers, 

this anticipated loss is represented by the physical death of their 
loved one. Conventional grief, however, can potentially continue 
for an indefinite period of time after the passing (Aldrich, 1974). 

2. Acceleration. The progression of anticipatory grief will 
typically accelerate as the anticipated loss becomes 

evident (Aldrich, 1974). Within a palliative environment this can 
perhaps be seen as a heightened dependency on the caregiver, 
the visible progression of symptoms, or a rapid decline in the 
patient’s health (Waldrop, 2007). Conversely, conventional 
grief typically decelerates over time (Aldrich, 1974). 

3. Ambivalent or Contradictory Feelings. As the patient is still 
alive throughout the experience of anticipatory grief, conflicting 

caregiver emotions or thoughts are perhaps more easily avoided, 
denied, and repressed (Aldrich, 1974). This ambivalence by caregivers 
within palliation can be represented by the wish that their loved 
one would pass. Similar feelings of hostility towards the deceased 
are often intensified throughout bereavement and have the ability to 
delay or disguise the conventional grieving process (Aldrich, 1974). 
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Both studies also reported comparable symptoms affecting a caregiver’s 
physical health. These symptoms included: sleep interruptions, exacerbation 
of existing health conditions, fatigue, physical strain, and significant weight 
gain or loss (Bialon & Coke, 2012; Waldrop, 2007). Other research recorded 
a decrease in outdoor physical activities and the neglect of prior healthy 
habits (Johansson & Grimby, 2012). The implications that healthy grieving 
within a hospice environment has on the physical health of caregivers can be 
manifested into specific design criteria for the proposed facility. These design 
criteria include: a facility that accommodates for the uninterrupted sleep of 
caregivers; a facility that is accessible for caregivers with physical challenges; 
a facility that offers healthy nutritional choices for caregivers; and lastly, a 
facility that promotes indoor and outdoor physical activity for caregivers. 

3.2.3.2	 Psychological Responses. 

The psychological effects of anticipatory grief on caregivers within a hospice 
environment can be both unpredictable and intense. Dispersed throughout 
four separate empirical studies, when over 100 caregivers were interviewed, 
many common emotional reactions to the end-of-life care of a family member 
or friend were established. Found in each of the four studies, the two most 
common of these emotional reactions were of sadness and anger (Bialon 
& Coke, 2012; Johansson & Grimby, 2012; Waldrop, 2007; Waldrop et al., 
2005). Feelings of stress, guilt, inadequacy, anxiety, irritability, depression, 
and frustration were also noted throughout the studies (Bialon & Coke, 2012; 
Johansson & Grimby, 2012; Waldrop, 2007; Waldrop et al., 2005). This research 
has also informed the design of the proposed hospice through the identification 
of specific design guidelines that support the psychological needs of grieving 
caregivers. These design guidelines include: a facility that provides caregivers 
with spaces for the productive release of anger and frustration; a facility that 
reduces caregiver stress, guilt, inadequacy, anxiety, irritability, depression, and 
frustration; a facility with spaces of confidentiality and privacy for a caregiver’s 
personal emotional and spiritual counseling; and a facility with accessible, 
effective communication between caregiver, healthcare provider, and resident.

3.2.3.3	 Psychosocial Responses. 

Social changes in the lives of caregivers while caring for the terminally ill are 
also a common experience. These psychosocial caregiver responses can have an 
affect on the personal dynamics between themselves and other family members, 
friends, and coworkers (Bialon & Coke, 2012). These personal dynamics have 

4. Hope. Hope is unique to anticipatory grief. Unlike 
conventional grief, the notion of hope that the caregiver 

could feasibly delay or prevent the loss altogether will often 
accompany the process of anticipatory grieving during end-
of-life care (Aldrich, 1974). Alternatively, caregivers can also 
represent hope in their desire for patient to have a ‘good death’. 
This representation of hope can be characterized by the control 
of physical symptoms, emotional support, quality end-of-life 
care practices, and maintaining dignity (Clayton et al., 2005).

The anticipatory grief experienced by caregivers during the end-of-life care of a 
terminally ill loved one has been defined as a “trauma that is often overlooked” 
(Ziberfein, 1999). By analyzing these four distinct differences between 
conventional grief and anticipatory grief, it is possible to further understand 
the complex emotional responses of grieving caregivers, and ultimately, the 
establishment of informed design decisions for the proposed hospice facility. 

3.2.3	 THE CHARACTERISTICS OF ANTICIPATORY GRIEF

In addition to the differentiation between anticipatory grief and conventional 
grief, the specific responses and symptoms associated with anticipatory 
grief are important to examine within the context of end-of-life care. These 
caregiver responses and symptoms have been analyzed and detailed within 
a multitude of current empirical studies (Bialon & Coke, 2012; Cagle & 
Kovacs, 2010; Clayton et al., 2005; Johansson & Grimby, 2012; Waldrop, 2007; 
Waldrop et al., 2005). A comparison of several independent studies, which 
specifically focused on caregiver anticipatory grief and its associated symptoms, 
yielded four common themes. These four common themes included: the 
physical, psychological, psychosocial, and spiritual responses of caregivers.

3.2.3.1	 Physical Responses. 

During the end-of-life care of a family member or friend with a life-
limiting illness, the physical health of caregivers is often compromised. An 
independent study of caregiver burden, conducted by Bailon and Coke in 
2012, described a “decline in overall health of the caregiver” which directly 
corresponded with the decline in overall health of the patient (Bialon & Coke, 
2012). Waldrop (2007) discovered similar outcomes following her mixed-
methods study on caregiver grief, where “the features of caregiver grief are 
directly linked to the nature of an advancing illness…” (Waldrop, 2007). 
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been investigated through multiple caregiver interviews, over four separate 
studies. Despite the observation of negative social side effects of caregiving – 
including increased interpersonal conflicts, difficulty maintaining personal 
commitments, and even the loss of employment (Bialon & Coke, 2012) – positive 
outcomes were also apparent (Waldrop, 2007; Waldrop et al., 2005). Within 
all four caregiver analyses, a strength and cohesiveness between caregiver 
support networks was observed as a coping mechanism for stress management 
(Bialon & Coke, 2012; Johansson & Grimby, 2012; Waldrop, 2007; Waldrop et 
al., 2005). Both the negative and positive psychosocial outcomes of caregiving 
have been considered in the proposed hospice through key programmatic 
and design considerations. These programmatic and design considerations 
include: a facility that offers 24-hour personal end-of-life care; a facility that 
promotes, yet does not impose, caregiver participation in the physical aspects 
of end-of-life care – including, but not limited to, cooking, feeding, and 
personal hygiene; and a facility that initiates caregiver support networks. 

3.2.3.4	 Spiritual Responses. 

An individual’s spirituality can be defined as “a deep sense of meaning and 
purpose in life…” (Mallon, 2008). Often used interchangeably with the terms 
faith and religion, a strong sense of spirituality can have a positive affect on 
the coping mechanisms exhibited by caregivers, both during and following 
the end-of life care of a loved one. Two independent empirical studies related 
to caregiver support in palliative settings observed “spiritual and religious 
beliefs as a strong source of personal support” (Cagle & Kovacs, 2010), 
and identified faith and religious practices as an “alleviating factor” of the 
emotional and physical demands of caregiving (Bialon & Coke, 2012; Cagle 
& Kovacs, 2010). Both studies also noted the benefits of faith and spirituality 
during bereavement (Bialon & Coke, 2012; Cagle & Kovacs, 2010). In addition 
to the physical, psychological and psychosocial caregiver responses, the 
spiritual needs of caregivers have also influenced the final programmatic and 
design decisions of the proposed hospice facility. The following key design 
guidelines have been identified: a facility that provides nondenominational 
spaces for faith based practices; and a facility that offers spiritual and 
religious guidance both prior to and following the resident’s death.  

The multifaceted responses of caregivers during the delivery of end-of-life 
care within a hospice environment can both promote and inhibit the process 
of healthy grieving. Thus, hospice design must provide the appropriate 

programme and facilities aimed at supporting caregivers in the experience 
of the physical, psychological, psychosocial, and spiritual aspects of grief 
and bereavement. The specific design considerations outlined in this section 
have been incorporated into both the programmatic and atmospheric design 
strategies for the proposed independent hospice, in order to actively support 
the physical, psychological, psychosocial, and spiritual needs of caregivers. 

3.3 | PATIENT-FOCUSED, FAMILY-CENTERED END-OF-LIFE CARE 

3.3.1	 QUALITY END-OF-LIFE CARE

In order for caregivers to provide quality end-of-life care for their loved one, 
the values of both caregiver and patient must be viewed as one, singular unit 
(Waldrop et al., 2005). Defined by Teno, Casey, Welch, and Edgman-Levitan 
(2001), quality end-of-life care must “consider both the patient and family 
perspectives on what constitutes good care” (Teno et al., 2001). Following their 
qualitative analysis of information provided by six focus groups of family 
caregivers, Teno et al.’s (2001) study yielded five major themes related to quality 
end-of-life care. These five major themes stated that quality end-of-life care:

1. Provides dying persons with desired physical comfort;
2. Helps the dying person take control of decisions about medical treatment and daily routines;
3. Relieves family members of the burden of feeling that they must be 
present at all times to advocate for the best care of their loved ones;
4. Educates the family members so they feel confident in caring for their loved ones at home; and
5. Provides family members with emotional support both prior to and after the patient’s death. 
(Teno et al., 2001)

Dr. Harvey M. Chochinov’s (2006) research on dying with dignity 
also outlines a framework for what signifies a “good death”. He 
defines a “meaningful dying process” as one in which “the patient is 
physically, psychologically, spiritually, and emotionally supported by 
his or her family, friends, and caregivers” (Chochinov, 2006). 
The translation of these themes into a tangible means of caregiver involvement 
in quality end-of-life care has been emphasized by additional literature 
related to an increase in educational, physical, and emotional support for 
caregivers in palliative care settings (Bialon & Coke, 2012). Additionally, 
a variety of strategies for caregiver support has also been encouraged. 
These strategies include: best practices for end-of-life care; the provision of 
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additional information regarding the trajectory of a life-limiting illness; active 
communication between healthcare provider, caregiver and patient; and the 
appropriate guidance through bereavement (Waldrop, Milch, & Skretny, 2005). 

3.3.2	 PATENT-FOCUSED, FAMILY-CENTERED CARE

Each of the above strategies related to the delivery of quality end-of-
life care is exemplified by the patent-focused, family-centered model 
of palliative care. This model proposes that palliative care must focus 
and acknowledge both the needs of the patient and the role of the 
caregiver (Teno et al., 2001). The five central elements of patient-
focused, family-centered care state that end-of-life healthcare: 

1. Provides patients with desired physical comfort and emotional support;
2. Promotes shared medical decision-making;
3. Provides health care and related services that are focused 
on the needs and values of the dying person;
4. Attends to the needs and values of those who care for and love the dying person; and
5. Coordinates health care and related services to smooth patient 
and family transitions among sites and types of service. 
(Teno et al., 2001)

Patient-focused, family-centered palliative care is physically and 
emotionally beneficial to both the patient, as well as the caregiver. 
By actively supporting caregivers throughout the end-of-life care of 
their terminally ill loved one, the optimization of their own personal 
health and well-being will positively influence the provision of 
better care for the patient (Figure 10) (Bialon & Coke, 2012). 

F10 | THE PATIENT-FOCUSED, FAMILY-CENTERED MODEL OF PALLIATIVE CARE
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F10 | THE PATIENT-FOCUSED, FAMILY-CENTERED MODEL OF PALLIATIVE CARE

Increase in caregiver support.

PATIENT-FOCUSED 
FAMILY-CENTERED END-OF-LIFE CARE

Increase in caregiver health and well-being.

Increase in quality of end-of-life care for the resident.
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3.4 | SUMMARY: PROJECT DESIGN GUIDELINES 
Patient-focused, family-centered care principles provide a holistic 
perspective of end-of-life care, where the needs of patients and caregivers 
are mutually exclusive. These principles emphasize the importance 
of both quality end-of-life care of the patient, as well as the physical, 
psychological, psychosocial, and spiritual support for grieving caregivers. 
Through the analysis of these fundamental challenges associated with 
caregiving while grieving, appropriate design decisions have been 
applied to the design of an independent hospice facility. The following 
table (Table 2) summarizes the specific design considerations derived 
from the review of literature on caregiver grief and bereavement:
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SECTION CONCEPTS FROM LITERATURE KEY DESIGN CONSIDERATIONS

THE EVOLUTION OF GRIEF 
AND BEREAVEMENT

The Kübler-Ross Model and the Five Stages of Grief:

1. Denial and Isolation;	
2. Anger;
3. Bargaining;
4. Depression; and
5. Acceptance.

Create spaces that respond to the Kübler-Ross Model: 

1. Denial and Isolation: Create spaces that promote the active communication of critical information regarding the trajectory 
of a life-limiting illness, as well as the personal support from healthcare providers, volunteers, family members, friends, and 
fellow caregivers; 
2. Anger: Create spaces that allow for the healthy expression and release of anger; 
3. Bargaining: Create spaces that facilitate open conversations between healthcare provider, patient, and caregiver regarding 
the process of a terminal illness and end-of-life care; 
4. Depression: Create spaces that offer confidentiality and privacy for those seeking additional support and guidance through 
grief and bereavement; and 
5. Acceptance: Create spaces that foster a sense of closure through the celebration of life. 

ANTICIPATORY 
GRIEF

The physical, psychological, psychosocial, and spiritual responses of grieving caregivers during the 
end-of-life care of a loved one.

Design an independent hospice facility that promotes the process of healthy grieving by supporting the physical, psychological, 
psychosocial, and spiritual impacts of palliative caregiving:

- A facility that accommodates for uninterrupted sleep;
- A facility that is accessible for those with physical challenges; 
- A facility that offers healthy nutritional choices;
- A facility that promotes indoor and outdoor physical activity; 
- A facility that provides a productive means of releasing anger and frustration; 
- A facility that reduces stress, guilt, inadequacy, anxiety, irritability, depression, and frustration through interior design;
- A facility with spaces of confidentiality and privacy for personal emotional and spiritual counseling;
- A facility with accessible, effective communication between caregiver, healthcare provider, and resident;
- A facility that offers 24-hour personal end-of-life care;
- A facility that promotes, yet does not impose, caregiver participation in the physical aspects of end-of-life care – including, 
but not limited to, cooking, feeding, and personal hygiene;
- A facility that initiates caregiver support networks;
- A facility that provides nondenominational spaces for faith based practices; and 
- A facility that offers spiritual and religious guidance both prior to and following the resident’s death.  

PATIENT-FOCUSED, FAMILY-CENTERED 
END-OF-LIFE CARE

The patient-focused, family-centered model of palliative care.
Design a hospice environment that equally values and acknowledges the physical and emotional needs of caregivers and 
patients through programmatic and atmospheric design considerations.

T2 | PROJECT DESIGN GUIDELINES DERIVED FROM THE EXPERIENCE OF GRIEF AND BEREAVEMENT 






































































































































































































































































































