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Abstract

The World Health Organisation suggests that younger onset
dementia (YOD) requires specific consideration as it often affects
people who are physically fit, socially more active, employed
with dependent children and whose behaviour may be more
challenging for care givers. Currently, there are no specialised
services for people with YOD in New Zealand and people with
more advanced YOD requiring care outside their home are placed
in aged care facilities. The paper explores the design ideas that
provide therapeutic resources or remove barriers to quality of life
and wellbeing. Themes of memory, autonomy and therapy were
found to have most relevance to well-being. Design can provide
sensory stimulation and opportunity for greater physical, social
and community engagement and contain, accumulate and project
memories in a way which stimulate and inspire reminiscing and
imagining. Institutional aged care facilities do not provide these
cues for those with YOD. The quality of life of people with YOD and
their family care givers can be seriously compromised due to a lack
of specialised facilities and services. The default to services designed
for the frail and elderly is inappropriate and unsatisfactory.
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Introduction

Most people are familiar with dementia, but few realise that it is
not just an old persons’ disease. Younger onset dementia (YOD) is
defined as the onset of dementia before age 65, some afflicted are
as young as 30. People with YOD often have children at home, were
recently employed, are physically fit and have active social lives.
There are currently no facilities in New Zealand for people with
YOD, resulting in their institutionalisation in aged-care facilities
withdrawn from the local community and environment. The loss
of physical and social stimulation often results in confusion, high
anxiety and a faster progression of symptoms.

“For one third of New Zealanders, dementia is one of the things
feared most about ageing” (Alzheimer’s New Zealand, 2012).
When someone who is young gets dementia, loved ones will
often try to hide it. This fear combined with the general opinion
that dementia is an old person’s disease often has negative
consequences. These can include; late or misdiagnosis, a lack
of understanding amongst family, friends and co-workers, and a
faster progression of symptoms. With the inevitable progression
of their condition, those with YOD lose their jobs and are often
locked away in their own homes for safety. When the family
members can no longer cope, the person is institutionalised in an
aged-care facility designed for the frail elderly.

People with YOD spend their final years surrounded by frail
residents old enough to be their parents (Heather, 2014). Their
challenges and needs differ enormously from those suffering

from dementia in their elder years. International studies (Haase,
2005; Bakker et al, 2010) have identified a strong need for day-
care, respite and long term homes designed to cater specifically
for this younger generation. Qualitative research with those with
YOD and their carers in the Wellington region supports these
findings within the context of New Zealand (Rimkeit, Mclntosh
and Lambert, 2014).

Aged-care facilities impose a change in social context and physical
activity for those with YOD. In this environment, they are faced
with locked doors and docile, unstimulating games rather than
the physical or mental activity that they are accustomed to. There
is a clear need for age appropriate care which can reduce the loss
of memory, autonomy and control those with YOD.

Literature Review
Memory

Architectural researchers and practitioners have suggested that
architecture can contain, accumulate, and project memory in a
way which stimulates and inspires reminiscing and imagination
(Oter-Pailos 2008; Pallasmaa, 1985; Treib, 2013). Pallasmaa
maintains that architecture becomes more memorable and
meaningful when it “sensitises our whole physical and mental
receptivity”. Similar ideas have been expressed in the medical
literature. “People with dementia depend upon a familiar
setting that provides cues to enable independent functioning”
(Van Hoof, 2010 p9). The shift from home to an institution can
therefore mean a loss of all familiar mechanisms associated with
‘dwelling” and place.

Ola Nylander, identified seven fields of architectural attributes
which enable our perception of these qualitative aspects of home,
which make it familiar. These include; materials and detailing,
enclosure, movement, spatial figure, daylight, and organisation
of spaces (2002). A design which considers these aspects enables
the process of appropriation and creation of meaning ensuring
an environment which feels like home to its occupants.

Inthis regard, research supports the use of smaller scale home-like
settings for YOD facilities, developing “more interaction between
residents, less depression and a lower rate of general decline,
than for people living in conventional residential settings” (Lewis,
2002 p27). By recreating an environment akin to the experience
of home those with YOD are armed with familiar mechanisms to
enable spatial recall.

Within urban theory, Lynch argues that the image of a place is built
up of three components; identity, structure and meaning (1960).
This concept offers the designer a functional framework with the
ability to place an object (identity) within a layout (structure) in
order to conjure meaning. Architects who relate their design to
knowledge of cognitive psychology may find themselves involved
in a universal linguistic system not founded on historic styles or
geometric combinations, but on human experience with, and
understanding of, architecture (Burnette, 1974). Such a method
promotes a design which is based on the first principles governing
an individual’s understanding of space rather than being solely
reliant on past associations.

According to psychiatrist Sivadon, the mentally ill encounter
their environment as “a world which derives its meaning from
essentially spatial relationships rather than cultural layers” (1970
p410). Consequently there is a need to consider the role of
architecture when recollection can no longer occur. By utilising
Burnette’s ideas the gradual loss of past experiences can be
compensated by the individual’s basic understanding of spatial
relationships.
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Autonomy

People with YOD are often still physically active and frequently
mention the desire for a sense of normalcy (Beattie et al.
2004). However, the progression of their symptoms leads to
a gradual erosion of this ability and a loss of autonomy. It has
been widely acknowledged that understandable and orienting
design, accessibility, privacy and safety are all physical features
which lead to a higher level of independence and consequently a
reduction in agitation, aggression, and overall psychotic problems
(Chafetz and Namazi, 2003; Smith, Mathews and Gresham 2010;
Zeisel et al.,2003).

Architectural design can reduce the stigma of dementia care
facilities and promote social inclusion. Recent Danish architects
have focused on “domestic spaces that remind the users of, and
feel like, their own homes, breaking down preconceptions of the
nursing home stereotype” and integrating nature and landscape
“not as decorative or passive elements, but as key programmatic
aspects for healing and health” (Peters, 2014 p49). Robinson and
Thompson support these concepts and suggest that residents
within a homelike setting have more independently generated
behaviours and significantly less stereotypic repetitive behaviours
(1999).

Dr Gesine Marquardt, an expert in architectural design for
dementia, states that “the design of the physical environment
plays a major role in supporting the wayfinding abilities of people
with dementia” leading to “autonomy and independence and
thereby promoting self-sufficiency and self-esteem”(2011).
According to Marquardt, a design which encourages wayfinding
can operate on two levels, through floor plan typology and
through environmental cues such as signage, furnishings, lighting,
colour, etc. (2011).

A medical study conducted in 1997 by Elmstahl, Annerstedt &
Alhund analysing the spatial orientation in living facilities for
dementia patients with regard to L-shaped, H-shaped, square-
shaped, and double-loaded straight corridor floor plans. The
L-shaped design exhibited the least amount of disorientation
whereas the corridor design identified more dyspraxia, lack of
vitality and disorientation of identity. Another medical study in
1989 by Netten compared cluster facilities with traditional large
scale communal facilities. The cluster design achieved a higher
level of orientation due to shortened corridors, and simple
decision points (1989).

In addition to the overall layout, internal configuration is
important to improve wayfinding for those with YOD. Passini et al.
identified these as; clear reference points and places, articulated
and distinct architectural environments, direct visual access
to common areas, simple circulation with wide hallways, and
small scale settings (2000). Architectural features to be avoided
in order to improve wayfinding include; routes with many exit
points, repetitive elements, and elevators (Marquardt 2011).

Environmental cues such as signage, objects, colour, and
lighting can also aid in promoting autonomy. Namazi, Rosner,
and Rechlin have identified that: signs and pictograms help
with locating services such as bathrooms and allowing for
personalisation through memorabilia displayed outside rooms
helps identification. Vivid colour coding helps enhance short
term memory and improve functional ability (1991). Heavily
contrasted floors are to be avoided as these are often perceived
by people with dementia as a change in depth (Passini et al.
2000). Issues with perception are frequent for those with YOD,
therefore, providing sufficient lighting, both natural and artificial
can significantly improve wayfinding abilities (Netten, 1989).
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These aids enhance controllability over situations or events,
which is linked to lower appraisals of stress amongst YOD.

Safety is also important for those with dementia. Wandering
residents who try to ‘escape’ are frequently mentioned, however,
constant surveillance is an intrusion on the individual’s privacy
and independence. Effective safety measures often exploit
residents cognitive deficits, through; the use of mirrors on exit
doors causing the resident to assume a stranger is approaching
(Mayer and Darby 1991), grids of black tape on the floor in front
of doors causing avoidance related to confusion with depth
(Hewawasam 1996), or hiding the door knob behind blinds or
a piece of cloth (Dickinson, Mclain-Kark and Marshall-Baker
1995). Such methods prevent the agitation and frustration
usually associated with continually locked doors and feelings of
imprisonment (Fleming, Crookes and Sum 2008). Fleming et al’s
literature review, supports this use of unobtrusive safety features
and warns against over emphasis on safety as, ultimately,
reducing the autonomy of individuals (2008).

Therapy

Issues with both sensory overstimulation and sensory deprivation
are prevalent for those with YOD within care environments. As
young and fit people they have considerably more energy and
are willing and able to engage in physical activity. As a result,
“caring for a younger person can be more demanding and
difficult” (Tyson, 2007 p26). It is suggested that design can help
by providing “therapeutic resource to promote well-being and
functionality among people with dementia” (Day, Carreon and
Stump, 2000 p397). Connections to nature, physical exercise,
social interaction, and multi-sensory elements can all aid in
providing balanced stimulation and therapeutic resource for
those affected by YOD.

Connection between the internal environment and the outdoors
is dependent on the configuration of programme, orientation
of rooms, and location of doors and fenestrations. Providing
multiple points for sunlight access can allow residents to
orientate themselves according to time of day and season of the
year simply through an understanding of sun angle (Gibson et
al. 2007). Knowles supports an architecture which draws from
the rhythm of nature as a provider of ritual and maintainer of
both “comfort and joy in our buildings” (2006 pxv). There is a
clear need to consider shelter and protection and acknowledge
“the dialectical tension between the attempt at concealing the
inside from the outside and yet revealing it, between barring the
intrusion of outside while simultaneously taking account of it”
(Arnheim, Zucker and Watterson 1966 p12).

Physical activity has been shown to “significantly and
substantially improve cognitive ability” due to an improvement
in cardiovascular factors and emotional stimulation (Gibson et
al. 58). Interviews have revealed walking as the most common
form of exercise for those with YOD. A movement channel which
allows continual wandering without getting lost is beneficial as a
way to harness the tendency for wandering. For those with YOD,
embracing and offering opportunities to wander and be active
in the garden can contribute towards self-confidence and social
interaction, feelings of self-worth, hopefulness, and enjoyment
(Gibson et al. 62).

Social interaction is also important to keep the mind actively
engaged. Many expressed their frustration with being forced
to interact with people much older than themselves (Rimkeit,
Mclntosh and Lambert, 2014). Moore and Verhoef’s medical study
highlights ways to enable social interaction by providing a; home
like setting, linking ‘wandering paths’ between spaces, views to



activity settings from living areas, choices in social environments
for both small or large groups, and layout of furniture conducive
to socialising (1999). Each of these components can aid in
providing a therapeutic place with high social affordance.

Conclusion

Advice on the design of environments specifically for those
with YOD is lacking in both the architectural and psychiatric
literature. This review has grouped research into three main
themes: memory, autonomy, and therapy to identify the key
issues for those with dementia as well as those items that are
specific to YOD. Younger people with dementia differ significantly
from those with later onset dementia and as a result they have a
distinct set of needs.

A design which provides a memorable and familiar sense of place
is important for the well-being of those with YOD. As their ability
to recall diminishes a design which provides essential spatial
relationships can aid in maintaining an understanding of place
in @ more instinctual manner. “A prerequisite to maintaining
residents’ quality of life in a nursing home is their ability to
orient themselves within their new environment” (Marquardt,
2011 p75). A quality design that is orientating, private, and safe
can reduce the stigma associated with YOD and enhance their
sense of autonomy. A stimulating architecture which integrates
with; nature, community, physical exercise, and multi-sensory
elements can provide a therapeutic environment and help to
minimise and/or delay symptoms of YOD.
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