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Abstract:



Contemporary society has grown seemingly detached from the realities of
growing old and subsequently, dying. A consequence, perhaps, of death
becoming increasingly over-medicalised, nearly one in two UK nationals die
institutional deaths. In this article we, two architectural scholars engaged in
teaching, research and practice and a nurse and healthcare scholar with a focus
on end of life care and peoples experiences, wish to draw attention to a
controversy resulting from a paucity in current literature on the terms of reference
of the dying ‘patient’ as we navigate the future implications of the COVID-19
pandemic. This contributes to a relative lack of touchstones for architects to refer
to when designing person-centred palliative care environments. Unlike common
building types, architects are extremely unlikely to have lived experience of
palliative care environments as patients; and therefore, require the help of
healthcare professionals to imagine and empathise with the requirements of a
person dying away from home. This paper includes a review of ageing and dying
literature to understand, and distil from an architectural perspective, who, design
professionals, are designing for and to remember the nuanced characteristics of
those we hold a duty of care toward. We ask readers to heed the importance of
accurate terms of reference, especially when commissioning and/or designing
environments of palliative care. Furthermore, we put forward an appeal for
interdisciplinary collaboration, to develop a framework for co-designing positive

experiences of person-centred care and environments at the end of life.

Introduction
The UK is facing a demographic shift; predictions suggest that by 2040 nearly
one in seven people will be aged 75 or over[1]. The ‘dying’ population is also
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facing a demonstrable change. Marked not only by 160,000 more people across
the UK requiring palliative care by 2040[2] but in the very way in which people
are dying. We are no longer dying from complications rooted in single diagnoses,
but instead suffering from the complications of complex co-morbidities[3]. This
shifting of ‘ageing’ and ‘dying’ populations has great implications on the way
communities, social services and healthcare institutions are organised to support
the well-being of these groups[4]. There is increasing reliance on third sector
organisations - specifically care homes and hospice’s - to provide care at end of
life[5] with 27.5% of deaths in 2016 occurring in such locations. Still, it can be
observed that deaths in hospices in the past decade have steadily reduced,
suggesting they are increasingly being regarded as a place for respite and

specialist care — rather than a place to die.

Biomedical advances are enabling us to live for longer and it appears to be doing
so at the expense of what many describe as the overmedicalisation of death and
dying[6]. Those dying, are stereotypically assumed to be at a similar stage in the
life-course as those within the ‘ageing’— or ‘fourth-age’ — population, i.e. having
arrived at the ‘final stage’ of an ageing person. Here the authors have identified
a potential controversy, inasmuch that the ‘dying’ may be falsely assumed to have
characteristics associated with being ‘elderly’ and posit that there is no universal
language on how to medically contextualise a person that is dying. This develops
upon a key point emphasised by Dr.Nitin Ahuja in his article ‘End Stages’; that
“there are no universally advantageous circumstances for death”[7]. The lack,
therefore, of a universal design language or context represents a significant
problem, highlighted by arguments that successful person-centred care is
composed of care-giving services and the associated built environment[8] that
are irrespective of the persons age, diagnosis, or other protected characteristics

such as race, covered by the Equalities Act 2010[9].

Furthermore, the impact of the COVID-19 pandemic on the charitable sector and
healthcare environments indicates further inevitable change. Significant
infrastructural adaptation will be required, including the built environment and
architecture, which have a responsibility to respond to the contextual
transformation of communities and collective aspirations “for a good life to the
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very end’[10]. A recent publication by the Architect’s Journal, a popular platform
in the UK for mainstream architectural journalism, gathered views from leading
professionals stating that it is extremely implausible that healthcare environments
will remain unchanged by the effects of the pandemic; advocating the vital role
architects play in assisting healthcare providers to see the broader impact of
design[11].

Professor Libby Burton, architect and founder of the Well-being In Sustainable
Environments research group at Warwick University stated that:
“unlike a piece of fine art hanging in a gallery, which people can choose to
go and see or not, people have to live and work in buildings. The built
environment does affect people, whether we like it or not, so we have a
responsibility to them.”[12]
Crucial to our experience of the world, besides social interactions with others, are
our perceptions of, and connections to the built environment. This has been
demonstrated by the lifetime work of Professor Roger Ulrich, author of the
renowned 1984 study that found surgical patients offered a view of trees
recovered more quickly and with less pain relief[13], but also his further work
investigating the positive impact of our immediate environment on stress, well-
being and overall healthcare quality[14]. As poet Wallace Stevens pens, “l am
what is around me”[15] and the phenomenological way in which we respond to
texture, material, and space, influences — for better or worse — our day to day
lives. Whilst this paper does not have the scope to consider specific aesthetic
details of palliative care environments, the authors recognise the urgency for this,

and encourage further research into the area.

Current terms of reference and ‘outsider’ professions

In current medical terminology, it can be observed that there are two terms of
reference commonly used when discussing death and dying; end of life care
(EoLC) and palliative care (PC). In this paper, EoLC is an identifying ‘catch-all’
used to refer to the care of people of any age with diagnoses of advanced,
incurable, cancer and/or end-stage lung, heart, renal, liver failure or other life-
threatening conditions and who are likely to die within the next 12 months[16]. It
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includes any kind of care provided in hospitals, hospices and other institutional
settings (such as care homes, prisons and hostels), care provided in the home
and via outreach to people who may be homeless. Early recognition of those
being in the last year of life ensures that “people receive better, coordinated end
of life care”[17] and may help those at EoL and their care teams to better identify
and prepare for appropriate and preferred place of death. What definitively
constitutes a ‘good’ death may be subjective to the individual, however Meier et
al. identified in 2016
“11 (agreed) core themes of good death: preferences for a specific dying
process, pain-free status, religiosity/spiritualty, emotional well-being, life
completion, treatment preferences, dignity, family, quality of life,
relationship with HCP, amongst others”.[18]
These are recognised as the requirements for ‘good' palliative/end of life care
practice as outlined in current WHO guidelines.

Palliative care advocates an approach to care which is person-centred and based
on neither diagnosis nor prognosis, but on patient and carer needs[19]. In
contemporary health care it is regarded as a holistic philosophy that supports
care practices[20]. The term, ‘palliative’ was coined in 1973 by Canadian
physician Balfour Mount following a visit to Dame Cicely Saunders newly built St.
Christopher’s Hospice in London. Upon Mount’s return to Canada, the term
‘hospice’ was shunned by his contemporaries due to negative cultural
connotations in the French language of low standards of dignity and care. In an
interview about his work Mount describes ‘palliative’ as meaning ‘improving the
quality of [21]. Yet the very word ‘palliative’ originally derives from the Latin root,
palliativus and later palliate, as meaning to ‘cloak’ or ‘hide’[22] instead supporting
the contemporary view of the hiding of death and dying. Murray et al’'s[23] earlier
view that it is a place of care that supports a more peaceful death, provides
appropriate medication and a holistic approach to care provided by experts - was
the historical essence of palliative care. This vision, however, is no longer
supported by the structural context of 21st century healthcare due to the influence
of strategic, organisational and operational factors on the provision and delivery
of EoLC and specialist palliative care. Strategic factors include both
organisational and United Kingdom (UK) national level policy. In considering the
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organisational level, local voluntary, statutory, professional and patient bodies
influence and plan for service delivery as well as those operational factors which

influence the day to day clinical care for the individual or groups of patients.

Despite these directives, there are still many groups that have minimal access to
these services, whether associated with their medical diagnosis or lifestyle
factors[24,25]. A recent unpublished NIHR evidence synthesis (personal
communication, Hannigan, 2020) confirms inequality of access and provision of
EoLC for people with severe mental iliness, including people who are structurally
disadvantaged, such as the homeless. In Wales, an estimated 24,000 of the
32,000 people dying would benefit from PC but over a quarter do not have access
to it[26]. Furthermore, access to PC services for people who die from cancer is
46% compared to 5% from those dying from other conditions, including end-stage
lung, heart, renal or liver failure[27] validating a National Audit Office survey that
confirmed inequities in PC provision for both cancer and non-cancer patient

populations.

Whilst the two terms above are established within healthcare, this paper suggests
that these are liable to potential misinterpretation by ‘outsider’ professions.
William M. Lamers posits that the multiple and overlapping terms used by
healthcare professionals to describe care for the dying “is confusing and, in the
absence of clear definitions, has contributed to needless controversy’[28].
Architects, as ‘outsiders’ to this specialised knowledge require the help of
healthcare professionals in order to understand the specific building and
environmental needs of those that are dying set apart from traditional typologies
of care environments for the ‘ageing’, historically, the ‘elderly’ and ‘infirm’.
Architect Professor Niall McLaughlin reflects on designing a multi award-winning
respite centre for Alzheimer’s sufferers as being “a one-way journey and [that]
no one can report on the passage”’[29]. Commonplace buildings encountered in
day to day life, such as houses or schools, afford architects and designers
opportunities to gather lived experience and tacit knowledge of their
requirements. Medical environments contrastingly, are problematic, as architects
and designers may not have ‘access’ to first-hand lived experiences of these

spaces in a similar way.



Here then is the greatest implication for our controversy; not only are the
requirements of dying people misunderstood, but few convincing definitions exist
within literature by which architects can absorb appropriate knowledge to serve
their design practice. This paper poses that there is a relative paucity in
architectural understanding of palliative care environments in comparison to other
healthcare environments, that coupled with societal reluctance, therefore,
negatively impact best practice for commissioning and designing environments
of palliative care. David Clark’s concern regarding the perspicuity of
definitions[30] themselves is supported by Boyd et al. who assert that:

‘use of language matters, and getting it right or wrong can promote or

prevent an ethos of shared endeavour across multidisciplinary teams.”[31]
We must ask how a contextual architectural understanding of the identity of the
‘ageing’ and ‘dying’ populations can co-produce positive person-centred
experiences of care services and spatio-material environments. The following is
intended as an opening conversation in the broader dialogue of needing to

understand, who, we are designing for.

Nearing end of life

In many respects authors within the field of gerontology can be credited with
demystifying the identity of its subject, with much emphasis placed on moving
away from the stereotypical image of physical characteristics once associated
with ‘growing old’. American academic Bernice Neugarten first introduced the
idea of “Young-OIld’ (broadly those aged 55 to 75) and ‘Old-Old’ (those aged 75
and over) to acknowledge the breadth of circumstances presented by older
persons in the 1980s, and to challenge the stereotypes of “older persons as sick,
poor, enfeebled, isolated”[32]. Then in 1989 British social historian Peter Laslett
sought to recognise what he regarded a societal shift from three traditional life
phases — childhood, adulthood and old age — towards a four-phase schema in
which old age covers two life phases with distinct attributes. His seminal work, A
Fresh Map for Life, outlined a quadripartite division:
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“First comes an era of dependence, socialisation, immaturity and
education; second an era of independence, maturity and responsibility, of
earning and of saving; third an era of personal fulfilment; and fourth an era
of final dependence, decrepitude and death.”[33]
Laslett helped to import the University of the Third Age from America to Britain
in the early 1980s and is credited with writing the objects and principles of the
organisation[34]. Curiously ‘third age’ has not been adopted into common
parlance, despite U3A’s relative success and continued expansion in the UK and
overseas. Only in recent years has the concept been brought to an architectural
audience through RIBA publication, ‘Silver Linings’, which presented an urban
‘Active Third Age’. Members of this ‘increased cohort’ were described as,
“60-74 years old, and still very much engaged in leisure and cultural
pursuits. They can expect a significant period — maybe a decade or more
— between the end of their formal working lives and old age (the point at
which they may require assistance or care.”[35]
This report has become a significant touchstone for the UK architectural
profession when thinking about, and designing, for ‘active agers’ — as yet no such
document represents dying people. The ‘Silver Linings’ report forms part of a
comprehensive literature base available for the design of residential care homes
and similar such buildings; a contrast to the paucity for palliative care

environments as identified by this paper.

Regarding the fourth age, Gilleard and Higgs have questioned its ‘rough
formulation’ as a “social space marking the end or collapse of the ‘third-age
project’ where power, status, and citizenship can no longer be enacted”,
highlighting that its structural boundaries are cast “through a process of
antagonistic reciprocity” with those that define the third age[36]. Furthermore,
Gilleard and Higgs refer to the fourth age as a ‘social imaginary’ (a largely
unstructured and inarticulate understanding of a social situation) and liken it to a
metaphorical ‘black hole’. They suggest,
“The fear of the fourth age is a fear of passing beyond any possibility of
agency, human intimacy, or social exchange, of becoming impacted within
the death of the social, a hyper-reality from which there is no reality to
return.”[37]



Gerontologists are calling time on stereotypical conceptions of the fourth age,
suggesting that there is a lack of criticality around ‘stage-based’ thinking; the idea
that the third age represents a ‘successful’ lifestyle, while the fourth age is a social
position marked by decline. For instance, those studying dementia suggest we
“‘develop new cultural narratives of deep old age,” which might “involve a
willingness to normalise late life and frailties that occur over time, and recognition
that communication and agency may look different in later life,”[38] Dementia,
they argue, defies chronological ageing and blurs the boundaries of third and

fourth ages. Death is similarly age-defying, affecting the young as well as the old.

Lastly, from gerontology, there is awareness that demographic ageing and the
expanding cultures of the third age have “undermined the [historic] homogeneity
of retirement”[39] and that corporality — the fithess of our bodies, rather than
wealth — now constitutes a major social division in later life. Gilleard and Higgs
suggest that,

“...constrained by their lack of health or physical capital, are exposed to

the limitations of their body that not only confine and constrain but also

potentially render the person ‘alien’ to his- or herself.”[40]
They posit that this division “prefigures a return to the nineteenth century
categorisation” of those deemed ‘impotent through age’, suggesting that today’s
care home has “replaced the workhouse as the institutional representation” of
age associated fears and “health, rather than income, provides the main
protection from its realisation”[41]. For them, the care home has become a new
space, “a new void’[42] to be feared within society. This fear has been intensified
as a result of the COVID-19 pandemic -with it being reported that residential care
homes across North America and Europe “struggling to cope”[43] having borne
the brunt of outbreaks, engendering negative connotations of care homes as
‘unsafe environments’. Unlike the workhouses and infirmaries of the past, these
contemporary institutions represent a universal risk (determined by corporeal
luck) and entering them marks the beginning of an irreversible process. Unless
significant change occurs, this may predict a similar societal fate for the hospice,

as they shift from places of death to costly environments of specialised care.

Dying



Unlike ageing, our perception is that dying remains an aspect of life that is still
very much taboo — one that is expected to be exacerbated by the impact of the
COVID-19 pandemic[44]. Prior to COVID, EoLC was supported by effective
communication, symptom control, comfort and the presence of those important
to the dying person; supporting the established cultural rituals associated with
loss and grief. In the UK, deaths have been impacted on during the pandemic by
social distancing and PPE requirements negatively impacting on family
experiences and grieving. As Yardley and Rolph note “hospitals have closed their
doors to visitors, separating patients from family and friends”[45] with profound
changes to the way we understand and cope with this event. Holistic and
community care during the pandemic is also at risk, as discussed by Etkind et al.
who state that this type of care “can be compromised by extreme pressure on
[healthcare] services”[46] potentially adversely influencing lived experiences of
dying at home.

The COVID-19 pandemic has brought about a reframing of contemporary
society’s approach and attitude toward death and dying. Where this may have
been considered pre-pandemic[47], the current events highlight exacerbations to
the previously doubted experience of dying, providing an opportune moment to
promote meaningful decision making at end of life[48]. Dying, is uncertain and
unpredictable, but elements that are valuable are related as much to holistic and
family care, compassion, communication and teamworking as to the formal
management of pain and other physical symptoms. Though it is a process that
can occur at any stage in the life course, including, during childhood, adolescence
and young adulthood, social anthropologist Julia Lawton writes of the now
“deodorised West’[49] that has very limited exposure or tolerance to the often

dirty bodily realities of dying.

This lack of exposure is both, reflected and controlled, by the spatial approach to
activities relating to the management of death in hospices and care homes.
Mortuaries in hospices typically reflect hospital arrangements, ‘hiding’ these
activities and associated spaces at a ‘back entrance’ (commonly alongside a
service area) or perimeter of the building, separating it from more public or
communal areas. Anecdotal reports from observation of hospices have
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evidenced social rituals that have emerged to reinforce this ‘hiding’ in conjunction
with the spatial layout. For instance, the prevalence of mortuaries in hospice’s
being given ‘code-names’ such as ‘the Bluebell Room’ to disguise mention of a
death from patients and visitors. This quite powerfully demonstrates an attitude
of the institutionalisation of death, that can be recognised as occurring in both
medical and architectural contexts. This is not the case in countries such as
Denmark - design guidance from the ‘Programme for the Good Hospice in
Denmark’ actively promotes “one communal entrance”[50] reflecting a more
visibly accepting culture toward death and dying. In order to “make public what
had previously been hidden in or delegated to the private sphere’[51] the
discussion of language related to the practice of care is a growing area of interest
to anthropologists and sociologists, and thus, we argue must be extended to

include practitioners.

The term ‘dying’ covers an extensive spectrum of people with complex physical,
psychological, and emotional needs. When dealing with chronic illnesses Price
and Cheek write of the “health professional and the health consumer as a
convenient ‘package’ for a management strategy’[52]; the tension between
patient and consumer being a key theme of 20™ century history of medicine. The
language here is reminiscent of a commercial product, the term ‘consumer’
offering the impression that ‘care’ is a commodity product that can be bought at
varying degrees depending on wealth, or something that can be ‘shopped around’
for on an open market. Tomes describes the cultural transferral of habits
developed for choosing products such as cars and appliances now being used to
inform “our choice of doctors and medical treatments”[53]. Further to this Adams
notes that architecturally, the hospitals of the 1980’s evolved to reflect this with
“multistory atria and retail establishments, looking more like shopping malls than
homes”[54]. The term ‘consumer’ presents a misnomer for those at the end of
their life as care “... is not bought, but actually done by the patient
themselves”[55]. However, due to the often-serious effects of terminal illnesses
this is not an act that is generally physically possible by the individual. For
example, a lack of strength to swallow tablets, or the loss of appetite to follow
specific diets. The term ‘patient’ therefore may be still be relevant as an
alternative to ‘consumer’.
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Yet, ‘patient’ is a term synonymous with modern medicine. In particular it has
connotations of acute hospital care, of admission, treatment and then a return
home; though a return to home is not potentially viable for a person at the end of
life. Similarly, it insinuates a degree of corporeality and control over the physical
body unlike Lawton’s descriptions of the ‘un-bounded body’, a person suffering
the effects of terminal illness that may be “falling apart at the seams”[56]. The
above, supports what Harris described thirty years earlier as the “disadvantaged
dying’[57] suggesting that the process of “death is being tamed so strongly by
health services that it is now indistinguishable from emergency, acute and
community care of the sick”’[58]. The inability to provide appropriate care for
people at the end of life raises questions about society’s seemingly distant

attitudes to growing older and mortality.

There is no universal language on how to medically contextualise a person that
is dying; and subsequently no universal design language in which architects and
designers can contextualise this person either. Mol, Moser and Pols write that
“words without problematic histories just don’t exist...”[59] and it is unlikely that
one term will be found suitable for both the public and private realm without some
negative connotations. This too, is evident in the architectural profession — ‘user’
is the most commonly used term to refer to the people expected to use a building
or place. However, Professor Adrian Forty explains that the term has
“...connotations of the disadvantaged or disenfranchised...and does not tolerate
attempts to be given particularity’[60]. The term abstracts the people inhabiting a
building to a generalised group with a set criterion of requirements that the
architect may respond to. In its place architects may consider ‘inhabitants’ or
‘occupiers’ to refer to those using the building as it implies a diversity in activities
and the potential requirements. Words and language, both medical and
architectural in nature, must also become adaptable. Whilst these terms may not
suggest direct architectural outputs, it is only with this critical prior understanding
of the dying patient that architects may begin to design places of death that are

supportive of patient-centred care.

Place of Death
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‘Place’ is synonymous with philosophies of geography and psycho-geography,
often used in the exploration of dwelling or associated activities. However, ‘place’
as we define here for this paper, uses an architectural context, relating instead to
the location, physical features and fundamental elements of the built
environment. Dying, historically had occurred within the family home, with the
living room traditionally becoming “a final domestic resting place”[61]. With the
formation of the NHS and modern family structures relying less on inter-
generational care, death is often no longer appropriate for the domestic setting.
Much like the contemporary professional debate regarding the medicalisation of
birth - which led to the development and normalisation of mid-wife led units and
home births[62] — environments for palliative and EoLC evolved as a result of
medicalisation of death. In 1962, Dame Cicely Saunders developed the ‘hospice’,
as a unique building type providing solely care for the dying. Hospices aim to
provide a physical environment that offer a person at the end of their life - “...an
environment which maximise[s] the likelihood of a good end of Ilife
experience’[63] - yet they are still principally organised around the treatment of
cancer as a singular diagnosis. Whilst many existing hospices are independently
located, there is a growing desire for hospices to instead be within the grounds
of larger hospitals to support the provision of more intensive medical procedures
or treatments. This is similar to the relationship of palliative care environments
within hospitals. As Adams highlights, palliative care wards are often immediately
adjacent to, or subsumed within oncology departments with rooms that “often
look identical to those for cancer patients”[64]. It could be seen that this
architectural homogenization has contributed to further misunderstanding of the
complexity of how we die, and how we may die ‘well’. As highlighted previously,
there is a disproportionate concentration of care on those suffering from cancer,
due to its common association as a ‘tragic’ or ‘untimely’ death[65]. Such focus on
cancer related illnesses may play a role in the ‘glamorisation’ of dying, thus
confusing the physical and architectural requirements of what a hospice building

should provide.

This focus on a popular singularity — ‘the big C’ — can also be perceived
architecturally when considering Maggie’s Centre’s. The UK charity co-founded
by architectural critic Charles Jencks, and subsequent author of “The Architecture
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of Hope”[66], supports those that are terminally ill or affected by cancer, with over
25 buildings across the UK and Japan individually designed by architects of
status or ‘starchitects’. Anecdotally, Maggie’s Centre’s within the architectural
field have steadily become the ‘go-to’ reference for designers involved with places
for death and dying. Maggie’s Centre’s do not however provide medical care but
concentrate on social and community led care. This focus on cancer related
illness has created what Harris suggests is an “underclass of dying people”[67].
Maggie’s Centre’s are celebrated as architecturally ‘exciting’ projects with often
generous budgets, and an architectural brief encouraging playful exploration of
spatial and material concepts of the ‘home’ as well as expressive building forms
relating to the local built environment. This is in stark contrast to the historical role
of architects and designers within healthcare settings that have been diminished
in part due to institutional procurement schemes such as PFI (private finance
initiatives) and design and build contracts where it has been observed that the
“quality of the design has been lacking”[68]. Crucially however, Maggie’s
Centre’s afford a generosity or ‘creative licence’ for architects that hospices are
less able to provide, due to a greater multitude of medical and care parameters
that make for a more intensive design process. The CEO of Maggie’s states that:

‘it is down to the architects to challenge the client, and from that ‘an

uplifting and surprising building’ will unfailingly emerge”[69]
Whilst it may be argued that Maggie’s Centre’s are not a functional or clinical
comparison, the relationship between architecture, medicine and well-being
fostered by their approach remains an inspiration for the potential outcomes of
meaningful collaboration for palliative care environments. As earlier outlined, the
hospice building no longer solely focuses on death and dying, meaning that these
buildings may need to provide an environment for hope, well-being and support
during the trajectory associated with end of life, with Maggie’s Centre’s offering a

viable and aspirational framework for such an environment.

The ‘mis-match’ between the appropriate precedents for architects and designers
may in part be due, as Verderber states, to the relatively small literature base on
the best practice of the planning and design of hospice buildings[70] in
comparison to broader or less specialist healthcare settings. There are three
books that focus specifically on the hospice as a building typology for palliative
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care: “Innovations in Hospice Architecture”[71] by Stephen Verderber and Ben
Refuerzo, “Modern Hospice Design: the architecture of palliative care”[72] by Ken
Warpole and more recently “The Production of Hospice Space: conceptualising
the space of caring and dying”[73] by Dr Sarah McGann. This is not however, in
spite of a lack of a thriving research community for palliative care that includes
architects, for example, the international European Network Architecture for
Health annual conference, the European Healthcare Design annual conference
run by Architects for Health, and more recently the inaugural Palliative Care,
Architecture and Design symposium in 2018 exploring interdisciplinary practice.
Yet, despite this, the literature has unfortunately seemed to remain very much in
the realm of academia - and has done little to influence broader architectural
practice and attention in the way that the Silver Linings report was able to do for
the (active) third age and emphasising architectural responsibility for residential
care homes. The design advice in the literature is typically presented as a set of
‘principles’; though Professor Ann Heylighen suggests that this mode of guidance
“reduce[s] the human body to a source of an abstracted system of
proportions”[74] often removed from the emotional human experience of places.
It is vital that architectural responses to palliative care moves away from rigid
literary proposals of ‘design principles’ and actively collaborates with the wider
care team, constantly asking questions of how we may successfully implement

person centred care.

Conclusion

As we witness the older population grow, the dying population change, and
conversations about how we choose to die unfold, architects have a responsibility
to work alongside healthcare professionals, co-producing environments that can
positively contribute to holistic experiences of dying. We have identified a paucity
of terms of reference for dying persons who should not be considered a subset
of ‘agers’ or assumed cancer patients. Mol, Moser & Pol write that “...perhaps
care practices can be strengthened if we find the right terms for talking about
them”[75]. We should remember that before buildings and drawings, come words.
Those involved in the research of this topic need to listen together to develop a
set of words and a robust language in which, design practitioners, care
professionals, and the consumers of the services can inform and/or co-design
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briefs used to commission the positive person-centred environments in which we
hope to die. A multi-disciplinary approach of this kind would champion the current
requirements of good health care to be co-produced in partnerships[76,77]. The
value of the architect’s role in care practices must be able to contribute and
respond to the needs and well-being of the ageing and dying communities. As
Niall McLaughlin Architects re-iterate, the key challenge for architects working in
healthcare today is how,

“...with limited resources, to develop a caring environment that recognises

the special sensitivities of people...and how to contribute useful spatial

understandings to the development of [these] medical fields.”[78]
Architects, as ‘carers’ of the built environment, have a duty to remain sensitive to
and informed about the changing needs and characteristics of the intended
occupants of their buildings. Yet this can only happen alongside health
professionals acknowledging the added value of good design and the impact of
the built environment within broader designs of care giving. As we navigate the
pandemic, the desire for change must not be neglected, resisting an impulse to
deliver architectural environments from a historic template though it may be
easier or quicker[79]. By bringing in architects as members of the wider care
team, a dialogue can be instigated that challenges the opinion that “architecture

is mute”[80] in the context of care.

We can observe that the approach championed by Maggie’s Centre’s is one such
aspiration for what an architecture for the support of a ‘good death’ could look
like; one that promotes a ‘home’ like environment. Yet ‘home’ or ‘home-like’ as
an architectural concept and outcome are subjective to the individual and may be
problematic, as Ahuja outlines:
The rooms that soothe one person may alienate another. As such, | submit
that hospice design and practice are necessarily and perpetually
unstable.”[81]
Whilst this paper did not set out to review the aesthetics or specific design of the
palliative care environment, we consider that perhaps this instability may not
necessarily be a negative outcome for the hospice building — but rather a catalyst
for a participatory design process that is appropriate to each setting, context and
community. Architects and designers sensitive to local context and needs could
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work to involve and learn from the experiences and knowledge of staff,
volunteers, community members and patients, in conjunction with health boards
to manage and positively shape future developments and aspirations for care in
the area, defined by the very people who will inhabit it. The hospice building will
likely remain a clinically led environment, but that does not mean it cannot
incorporate aspects of architectural empathy needed to counteract negative
connotations of a typical healthcare institution. Further research into the themes
of architectural empathy is required, but we call for collaboration and
opportunities for co-production to facilitate and promote this; for action from a
multi-disciplinary care team that recognises the strengths of each profession in
support of the progress of positive experiences for the dying patient away from

home.
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