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Minister’s Foreword

It is important that people with dementia are facilitated to remain living at home and in their
community independently and safely for as long as possible. The research commissioned by the
National Disability Authority’s Centre for Excellence in Universal Design and the related design
guidance will be key to informing the design of dementia-friendly housing, using the Universal
Design approach.

| believe that this research and associated design guidelines can inform national policy and can
be used in practice by all stakeholders — those who commission, design, build, provide and
occupy housing. Designing and building new homes or making alterations to existing homes
that are in line with a Universal Design dementia-friendly approach will support the aim of the
Irish National Dementia Strategy to facilitate people with dementia to live well for as long

as possible. This approach will also support family members and carers to sustain the caring
relationship, particularly if these carers are older people or they themselves have a disability. |
would hope to see this information and guidance reach the widest possible audience, and that it
is being acted on.

Ireland is unique in having a statutory Centre for Excellence in Universal Design, part of the
National Disability Authority, which promotes the design of environments, products, services
and technologies that take account of human difference, and can be used by anyone regardless
of age, size, ability or disability. We all have a role to play in ensuring the universal design
approach is adopted in practice, making our environment easy for all of us to use.

| would like to thank all the individuals and organisations who have engaged with this work
and whose feedback has informed the outcome. | would like to also thank the authors from
the Living with Dementia Programme at the Dementia Services Information and Development
Centre St James Hospital, Dublin & School of Social Work and Social Policy, Trinity College
Dublin and TrinityHaus, School of Engineering, Trinity College Dublin for their work on this
report.

Kathleen Lynch, T.D.

Minister of State for Primary Care, Social Care and Mental Health
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Chairperson’s Foreword

There are about 48,000 people with dementia in Ireland. This number is expected to double
by 2031. Although about two-thirds of people with dementia are living in their own homes,
there has been an absence to date in Ireland and internationally of design guidance for domestic
dwellings for people with dementia, their families and carers. Aware of this gap, the National
Disability Authority Centre of Excellence in Universal Design commissioned this collaborative
research project combining expertise in dementia and in architecture.

The research was carried out by Trinity College Dublin’s Living with Dementia programme

in the School of Social Work and Social Policy, and TrinityHaus in the School of Engineering.
The purpose of this study was to inform the development of design guidelines, to guide

built environment professionals such as architects, planners, landscape architects, quantity
surveyors, engineers and builders, as well as health service professionals, on how to produce
dementia-friendly new housing or to retro-fit people’s existing homes, using a Universal Design
approach. Universal Design means the design of an environment, product or service so that it
can be accessed, used and understood to the greatest extent possible by everyone, regardless
of age, size, ability or disability.

The research involved engagement with built environment professionals, health service
professionals, people with dementia, their families and carers, as well as drawing on the body
of literature in the field. This work shows that the built environment can be designed to help
compensate for the memory, cognitive, sensory and other changes associated with dementia
and to positively support people with dementia to remain in their own homes, enjoy a good
quality of life and live as independently as possible. The report looked at design factors to serve
the interlinked needs of people living with dementia, and their families and carers.

We hope that this Research and Recommendations report will be useful and will be read and
used by all those directly affected by dementia and in particular by policy makers, planners,
built environment professionals and the myriad of other allied health professionals and other
service providers working in the field of dementia care in Ireland.

Helen Guinan

Chairperson
National Disability Authority
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Executive Summary

Dementia is an umbrella term used to refer to a group of diseases that have broadly similar
symptoms but different causes, including Alzheimer’s disease and Vascular Dementia. While
there is at present no cure for the diseases that cause dementia, there is much that can

be done to maximise the quality of life for those living with dementia through appropriate
activities and therapies. Good design of the homes where people with dementia and their
families live can support people with dementia to continue to live independently and safely in
their own homes and have a positive impact on their quality of life.

In Ireland about 30,000 people with dementia live at home in the community, and another circa
18,000 live in long-stay residential care. With population ageing, the number of people living

at home in the community with dementia is expected to double to about 60,000 by 203I. It

is therefore an important challenge to design today’s and tomorrow’s homes in a dementia-
friendly way that promotes the wellbeing and independence of people with dementia, and takes
account of the needs of their family and other carers. A Universal Design process that engages
sensitively with individuals with dementia as well as their family and other carers is likely to
produce more successful results.

This Research and Recommendations Report, commissioned by the Centre for Excellence in
Universal Design at the National Disability Authority, builds on other key pieces of work the
Centre has produced — Building for Everyone: A Universal Design Approach and Universal
Design Guidelines for homes in Ireland. The research included a review of relevant national
and international literature, in-depth interviews with key stakeholders including people with
dementia and their family carers, discussion workshops, and case studies.

Key principles
The overall principles underpinning the Universal Design Guidelines for Homes in Ireland are:

e Integrated into the neighbourhood;
e Easy to approach, enter and move about in;
e Easy to understand, use and manage; and

e Flexible, safe, cost effective and adaptable over time.
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A further set of design principles to guide dementia-friendly design emerged from the
research. These include:

e Take a participatory approach to the design process, involving the person living
with dementia, their family and other carers

o Use familiar design with recognisable features that are consistent with users’
expectations

e Provide an environment that is easy to interpret, with good signage and
multiple cues to help the person with dementia find their way around their
home

e Provide good visual access to key areas or to important objects to remind and
prompt the person with dementia when required

e Provide an environment that is calm, and seek to reduce noise and visual
disturbance

e Promote well-being and prevention of injury or ill-health, with unobtrusive
safety measures to protect from hazards

e Support a personalised environment that promotes the person’s individuality
and where they can feel at home

e Provide safe and accessible outdoor spaces which can be seen from the interior
to encourage the occupant to use them

e Build-in the requirements of family and other caregivers

o Promote engagement with family and the wider community
e Compensate for disability

e Promote independence, autonomy and choice

e Support meaningful activities

e Enhance confidence and self-esteem

e Facilitate assistive technology

A key message is that a person’s well-being and his/her ability to master everyday activities of

daily living, and their physical environment, are all closely intertwined.
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Living In Place With Dementia

Understanding daily life at home for people with dementia and their families and carers is
important in order to ensure their home is appropriate to their needs. A home environment
that facilitates people with dementia to be in close contact with family and friends can
contribute to a feeling of belonging, security, safety and continuity. The home is a place where
a person with dementia can instinctively engage in leisure time activities that they personally
enjoy such as watching television, reading books or newspapers, knitting, or listening to the
radio. Routine activities in the home such as turning on and off the cooker, switching on and
off the central heating, or adjusting the thermostat can present some difficulties, but continuing
as far as possible to do these tasks is important for people with dementia in order to maintain
independence and to remain involved in everyday tasks, although it may require the assistance
of families and carers. Over time and as dementia progresses, the person will generally need
more support to help manage their day-to-day activities.

Designing for dementia requires an understanding of the symptoms most commonly
experienced by people living with dementia, and a recognition that any design solutions need to
offset and/or compensate for the effects of the condition. Common symptoms include:

o difficulty remembering things, especially recalling recent events and

experiences
e problems with new learning

e impaired reasoning, judgement, and problem-solving, that is, the capacity to
work things out

® increasing dependence on the senses

e increased anxiety and stress

Other age-related changes that people living with dementia may experience include:
e mobility difficulties leading to increased risks of falls
e vision and hearing loss

® acute sensitivity to the environment

As the dementia advances, problems with language and communication may also arise and

the individual may become disorientated in time and place, and exhibit poor or decreased
judgement. The person may also manifest changes in mood, behaviour or personality. The built
environment can be used to compensate for memory and cognitive loss, and to help to address
behavioural changes. It can also be designed to compensate for age-related difficulties such as
mobility and sensory ones.

We all face risks at home in our everyday lives, but for people with dementia, often it is their
family member or caregiver who judges and makes decisions sometimes even unconsciously,
about the risks and benefits confronting the person with dementia in their own home.
Embracing the idea of positive risk taking encourages us to find a balance between being
overprotective and respecting individual autonomy. This translates into designing dwellings from
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a Universal Design approach where people with dementia are properly safeguarded, whilst at
the same time providing them with an enabling environment and the opportunity to live a full
life. Positive risk taking can be a useful guiding principle.

External And Internal Design Of The Dwelling

Universal Design Guidelines for homes in Ireland and the Universal Design Guidelines for
Dementia Friendly Dwellings for People with Dementia, their Families and Carers set out a
number of aspects for a typical home:

e Location and approach.

e Entering, exiting and moving about the home.

e Spaces for living.

e Interior design.

e Internal services and elements within the home.

e Living in a neighbourhood which is familiar, safe, accessible, and distinctive and
easy to navigate and find your way, are important features for a person with
dementia. The research shows that Outdoor spaces can support activity and
play a significant therapeutic role.

e Unobtrusive safety features at exit points (such as a curtain covering a door)
can provide safeguards where someone is prone to wander, although safety and
independence need to be carefully balanced.

Careful design of individual rooms such as kitchens, dining rooms, bedrooms and bathroom:s,
for their distinct activities, can offer multiple clues to aid memory, for example, the smell of
food being prepared in a kitchen, or the soft calm lights radiating from a bedroom, or coats and
keys hanging in the hallway. Colour also helps people living with dementia to distinguish one
room from another.

Interior design in individual rooms and spaces plays a role in compensating for difficulties
associated with dementia and helping people living with dementia to remain as independent as
possible. Colour contrast and choice of materials for surfaces, floors, wall and ceilings, lighting,
heating and ventilation, and the acoustic environment are all important aspects which the
research addresses.

Assistive technology (AT) or Ambient Assisted Living (AAL), when used ethically and
cautiously, have the potential to assist in enabling people with dementia to remain in their own
homes.

It is important to build homes with capacity for flexibility and with features that can easily be
adapted over time, as this avoids the need for major disruptive adaptation.
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Case Studies

The Research and Recommendations report includes case studies of supported housing to
illustrate dementia-friendly design features that were found within these settings. The report
includes a mix of case studies, one from the Republic of Ireland (Anam Cara, Glasnevin,
Dublin), two from Northern Ireland (Barn Halt Cottages, Carrickfergus, Antrim and St

Paul’s Court, Lisburn, Co. Antrim) and one from the Netherlands (Dementia Model House,
Woerden, The Netherlands).

Stakeholder Engagement

From the outset, a central component of the research was to engage with a wide range of
stakeholders including people living with dementia, their families and carers. Stakeholder
involvement included one-to-one or group interviews with people with dementia, their families
and carers and with people drawn from a wide range of key organisations. Interviews were
held with 38 individuals from a range of stakeholder organisations including: representative
organisations of people living with dementia, older people and people with disabilities;
government departments; local authorities, housing providers, the HSE, allied health
professionals, architects, landscape architects and house builders. Following an analysis of all
the data collected, a number of key themes were identified namely:

e awareness and knowledge of dementia;

e perspectives on Universal Design for dementia-friendly housing;
e familiarity as a key principle;

o dementia-friendly design in different tenure types;

e design features to support the Universal Design of dementia friendly dwellings;
e planning ahead for the future;

o heterogeneity of people with dementia and their families;

e safety issues and fear of exploitation;

e Involving people living with dementia;

e sustainability and energy efficiency in people’s homes;

e costs and cost savings;

e funding for adaptations; and

e need for community care/support services.
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In addition, two workshops were held with stakeholders during 2013. These workshops
allowed built environment professionals to engage with health service professionals and with
people living with dementia, their families and carers. A sizeable proportion of stakeholders
consulted during the engagement process, including many of the architects, other building
design professionals and housing officers, had very little knowledge about dementia, or the
kinds of supports needed to live well with dementia.

The research points to the importance of Universal Design as an approach to support and
foster the creation of dementia-friendly home environments. In particular, the Research and
Recommendations report endorsed the value of an iterative user-centred design process based
on stakeholder participation.

Guidelines

This research underpins the Universal Design Guidelines for Dementia Friendly Dwellings for
People with Dementia, their Families and Carers. The Design Guidance applies to both new
build and the retrofitting of existing homes.

In terms of practice, a key recommendation arising from the research is the need for all
personnel working in areas which might directly or indirectly bring them into contact with
people living with dementia and their families, to know more about dementia and about how
Alzheimer’s disease and the related dementias affect the lives of all those experiencing the
symptoms.

It is important for people with dementia living in the community, and their families, to be able
to avail of housing grants and home adaptation schemes and to have access to appropriate
community and home based care supports essential for enabling people with dementia to
remain living at home with the support of their families and carers. Our findings would lead
us to conclude that there is a need for a wide range of different housing options to be made
available that meets the specific needs of people who have dementia and support them to
remain in their own homes and communities for as long as possible. This is in keeping with
recommendations made in the Irish National Dementia Strategy launched in December 2014.

Systematic evaluation of homes designed or retrofitted for people with dementia, their families
and carers could enable better understanding of how best to design and adapt people’s homes
to meet the unique and complex needs of people living with dementia, their families and carers.

To download this Executive Report and the full Research &
Recommendations Report please go to; www.universaldesign.ie/housing
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Chapter |: Introduction

|1.1. Introduction

This report has been written by the Living with Dementia programme and TrinityHaus (Trinity
College Dublin) as part of a collaborative research study undertaken on behalf of the Centre
for Excellence in Universal Design at the National Disability Authority. The study was
developed to underpin the development of national Guidelines. These Guidelines will be used
to inform the future design of new dwellings for people living with dementia and to retrofit
existing dwellings using a Universal Design approach. The Guidelines will potentially help people
living with dementia to remain living at home safely and securely for as long as possible.There

are several components to the research including:

i. A review of the literature: this involved undertaking an extensive review of the existing
literature, which broadly addressed the following two questions: (1) What is known
from the international literature about dwellings and how they can be designed and
adapted to accommodate the unique and complex needs of people living with dementia
and their families and carers, from a Universal Design approach? and (2) What is the
current guidance for the Universal Design of Dementia Friendly Dwellings and how

might it be used to inform the development of the national guidelines (commissioned by

the Centre for Excellence in Universal Design at the National Disability Authority).
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ii.  Stakeholder engagement: A central component of the research was to engage with a
wide range of stakeholders including people living with dementia, their families and
carers. The reason for this was to ensure that the research and recommendations and
Universal Design Guidelines for Dementia Friendly Homes will address the actual needs
of people living in the community with dementia, along with the needs of families and
carers. Stakeholder involvement included one-to-one interviews with people living with
dementia and their family caregivers and other individuals representing a wide range of
key organisations. In addition, two stakeholder workshops were hosted where the
development of this research, its recommendations and design guidance were discussed.

iii.  Case studies of dwellings designed for people living with dementia, using a Universal

Design approach.
A Project Steering Committee was established to guide the research (see Appendix ).

The key findings from each of these components are presented in this report and these findings
informed the development of the Universal Design Guidelines for Dementia Friendly Dwellings

in Ireland.

This chapter comprises five sections. Section 1.2 provides a rationale for focusing on designing
and retrofitting dwellings for people living with dementia, their families and carers. Section 1.3
focuses on the concept of Universal Design; it provides a rationale for adopting a Universal
Design approach, and discusses key aspects of this approach. Section 1.4 outlines the Universal
Design guidelines that currently exist in the Irish context. Section 1.5 outlines the methodology
adopted with respect to the literature review, stakeholder interviews, workshops and case
studies, and the challenges and limitations that arose in doing this. Finally, section |.6 presents

an outline of the structure for the rest of the report.

1.2. Rationale for the Study

Dementia is an umbrella term used to refer to a group of disorders that have common
symptoms but different causes. It is an extremely costly condition and one of the leading
causes of disability in later life (WHO, 2012). The most common type of dementia is

Alzheimer’s disease but there are several other diseases that cause different dementia

syndromes. Although in a few rare cases, dementia can be reversed, most types of dementia
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are progressive with no effective cure and no known treatments to halt its progression. Since
the 1990s pharmacological treatments for dementia have become available, but these drugs
(Cholinesterase inhibitors) address merely the symptoms and not the root cause of the
illnesses. These Cholinesterase inhibitors or anti-dementia drugs work in only approximately

one-third of all cases.

Non-pharmacological interventions such as Reminiscence, Cognitive Stimulation Therapy,
aromatherapy, music, pet therapy, and Snoezelen to name just a few also hold much promise
for supporting people living with dementia and for improving quality of life. While the latter
clearly will not arrest the progression of dementia, non-pharmacological interventions are likely
to provide an effective approach to lessening the impact of dementia, improving the wellbeing

of people living with dementia and their family carers/caregivers and enhancing quality of life.

Designing dwellings to address the specific needs of people living with dementia, by way of
landscape design, interior design and technological solutions, represents another promising
approach. It is based on the premise that the built environment plays a key role in ‘shaping the
ways in which people lead their lives’ (Imrie & Hall, 2001, p. 33) and the premise that ‘there are
a number of elements in the built environment including buildings, places, streets and routes
which can influence health’ (Institute for Public Health, 2006). Indeed, it is argued that place
and health are inextricably linked and that health is determined by a range of social,
environmental and economic factors wherein decisions made in these areas significantly
influence health (Institute for Public Health, 2006). The built environment, however, poses a
challenge for many people living with dementia, who by virtue of their cognitive and memory
difficulties may no longer be able to adapt to their environment and therefore must have the

latter adapted to address their specific needs.

|.3. Population ageing in Ireland and dementia
The importance of designing purpose-built living quarters and retrofitting residential long-stay

care and Specialist Care Units (SCUs) for people living with dementia has been long recognised
and has generated a wealth of literature (Calkins, 1987; Calkins, 2010; Day & Calkins, 2002;
Day, Carreon & Stump, 2000; Judd, Phippen & Marshall, 1998; Lawton, 2001b; Pollock &

Marshall, 2012; Poole, 2006; Utton, 2005; Warner, 2001). In comparison, very limited attention

has been paid to the design and retro-fitting of general domestic dwellings for people living with
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dementia (O’Malley & Croucher, 2005), which is surprising given that this is where the vast

majority of people with dementia live.

It is estimated that there are approximately 48,000 people living with dementia in Ireland
(Pierce et al., 2014). Figure | shows that almost two-thirds of people living with dementia in
Ireland live at home in the community (Connolly et al., 2014). The prevalence of dementia in

the community in Ireland is similar to most other industrialised countries.

Figure 1: Distribution of people with dementia across
different care settingsin Ireland

B Community
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W Pysciatric care

M Long-stayresidential care
63%

Source: Connolly et al. (2014)

Figure |- Distribution of people with dementia across different care settings in
Ireland

Across the world, it is estimated there are approximately 44 million people with dementia and
this number is set to triple by 2050 to reach 135 million (Alzheimer’s Disease International,
2013). Like other countries, Ireland’s population is ageing and the number of people living with
dementia in Ireland is set to increase significantly over the next number of decades (Cahill,
O’Shea & Pierce, 2012; Pierce, Cahill & O’Shea, 2014). If current epidemiological trends
continue, it is projected that in Ireland the number of people living with dementia residing in
the community is likely to double between 201 | and 2031, to reach approximately 60,000 by

2031 (see Figure 2). This will result in a growing demand for dwellings suitable for people living

with dementia and their families.
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Figure 2: Estimated and projected number of people with
dementia in Ireland and living in the community, 2011-2046
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Figure 2 - Estimated and projected number of people with dementia in Ireland and
living in the community, 2011 - 2046

This research is timely, given the projected growth in the number of people with dementia in
Ireland, likely to be living in the community in the future and the fact that guidance relating to

the design of buildings for these people has been largely overlooked.

1.4 Carers of people living with dementia in their own

homes
The vast majority of care provided to people with dementia living in their own homes is by

informal carers, that is care provided unpaid by family, friends and the community. Estimating
the number of people involved in informal caregiving to relatives, friends or neighbours with
dementia is extremely difficult as often older spouses see caring as an extension of their marital

obligation and do not classify themselves as carers (Cahill, 1999).

The Census of Population 201 | (Central Statistics Office, 2012) is a key source of national data
on informal carers. It defines a carer as a person (including adults and children) providing

regular unpaid' personal help for a family member or friend with a long-term illness, health

' Carers in receipt of Carers Allowance or Carers Benefit are included as unpaid carers.
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problem or disability. The Census 201 | showed that there were 187,112 carers in Ireland or
4.1% of the total population. Whilst the greatest proportion of carers are in the 40-55 year age

groups, about 13% are aged 65 years or over (Central Statistics Office, 2012).

A special module on carers included in the Quarterly National Household Survey (QNHS) in
2009 also provides useful data on those providing care, the extent and nature of care and the
impact of caring on the life of the carer. Given the broader definition of caring (looking after or
giving special help to) used in the QNHS, it is not surprising that it estimated that a higher
proportion (8%) of the population were carers (Central Statistics Office, 2010). The Irish
Longitudinal Study on Ageing (TILDA) has provided some helpful information on family
caregivers of older people in Ireland. This study found that the majority of family caregivers of
older people are spouses of the person being cared for. It found that the main carers of older
people had an older profile than other carers, with close to one-fifth aged 65 years and over

and the vast majority aged 50 years and over (Kamiya et al., 2012).

Whilst the Census, the QNHS and TILDA provide valuable information on carers either
generally or on older people in Ireland, they do not provide any detailed information on
informal carers of those diagnosed with dementia and there is no reliable and up-to-date
information available in Ireland on the exact number of carers currently providing regular
unpaid care and support to the estimated 30,000 people with dementia living at home in the
community. O’Shea some years back (2000) estimated that there were approximately 50,000

carers looking after relatives with a dementia.

It is also difficult to extrapolate from Census or QNHS data for informal carers of those with a
dementia since dementia is very different from other forms of caring (Temzstedt & Schulz,
2000). The most notable difference is that informal carers of people living with dementia are
more likely to be older and in poor health themselves. Indeed the literature suggests that many
have their own physical health problems and need to regularly attend their own doctor
appointments (O’Shea, 2003). Caring for people with dementia differs from other forms of
caregiving in that it may well extend around the clock; require on-going supervision and
monitoring (due to concern’s for that person’s safety) and constitute hard physical labour (for
example, when cleaning up after episodes of double incontinence is required). In addition, due

to the nature of symptoms of dementia and challenging behaviours, caring for a person with

dementia may actually erode rather than fortify what previously constituted a loving, caring
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relationship. Caring for a person with dementia can place great demands and strain on family
members (Bertrand et al., 2006; Ory et al, 1999; Pinquart & Sorensen, 2003; Zarit, Gaugler &
Jarrott, 1999), especially if they are providing round the clock care and if they are dealing with
challenging behaviours. There are not reliable and valid data on the numbers of people involved

in providing informal care to relatives, neighbours or friends with dementia.

The literature suggests that a hierarchy of caring exists (Qureshi & Walker, 1989) and that
family caregiving tends to be a gendered issue (Kramer & Kipnis, 1995). If a spouse is available
and able then normally that person assumes the care role. In the absence of a spouse, adult
children, generally older daughters, adopt the role. In the absence of daughters, the care role
usually falls on daughters-in-law or sons. We suspect a similar pattern of care exists in

dementia care.

Earlier literature also pointed to the weaker position in the nuclear family, relatively speaking,
held by family carers. Ungerson’s (1995; 1987) work for example showed that the care role
often by default fell on that family member who had no legitimate excuse to exempt
herself/himself from the role. In other words, adult children who were not gainfully employed
in the labour market or had no children often ended up assuming the caring role. The issue
about motivation to care is important as clearly in cases where the care role is taken on
reluctantly or involuntarily then it may well have implications for the quality of care delivered

and for the sustainability of home care.

It is common within the literature and in normal parlance to make a distinction between
informal care and formal care. Formal care is care provided by workers who receive pay to
provide care. In Ireland, formal care workers providing care in the home (home helps or home
care assistants) are usually employed under the Home Help Service or Home Care Support
Schemes, otherwise known as Home Care Packages, either by the Health Service Executive or
private (for-profit or not-for-profit) home care providers. Formal care workers can also be
employed directly by families. Trained dementia care workers, many of whom are engaged by
the Alzheimer Society of Ireland, also provide in-home care for people with dementia. Formal
care working can be a difficult and taxing job role, often with little training, and with very

modest remuneration (Prince, Prina & Guerchet, 2013).

Data on the extent of formal in-home care support for people with dementia is extremely

limited in Ireland (Cahill, O’Shea & Pierce, 2012), but we know that people living with
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dementia receive very few in-home formal support services (Begley, 2009) meaning that the
burden of care falls largely on family caregivers. In addition to formal carers, nursing and allied
health professionals, typically public health nurses, community mental health nurses,
occupational therapists, physiotherapists, speech and language therapists and sometimes social
workers, may also visit the homes of people living with dementia and their families, but
generally visits by these professionals to people living with dementia and their family caregivers

are infrequent (Bobersky, 2013; Cahill, O’Shea & Pierce, 2012).

There is a dearth of literature on formal carers and the design of dwellings for people living
with dementia. This is not surprising since the vast majority of care for people living with
dementia in their own homes is provided by informal carers, and typically family caregivers.
However, many of the environmental factors that affect informal carers, addressed in Chapter

5, also affect the ability of formal carers to provide care in the home environment.

A study undertaken by Connolly et al. (2014) estimated the overall cost of dementia in Ireland
to be just over €1.69 billion per annum, 48% of which is attributable to informal care provided
by family and friends to those living with dementia in the community. A further 43% is
accounted for by residential long-stay care, while formal health and social care services
contribute only 9% to the total costs of dementia. The findings from this study illustrate the
underdeveloped nature of community care services and as a consequence the very heavy
burden that falls on the family caregivers of people living with dementia in the community. This
highlights the importance of including family caregivers within the scope of this research and
taking account of their needs in developing the Universal Design Guidelines for Dementia

Friendly Dwellings.

It has been said that for every one person diagnosed with dementia, three family members are
significantly affected (Cahill, O’Shea & Pierce, 2012). Despite the significant role that family
members play in supporting relatives with dementia, it is not known how many of the 30,000
community dwelling people with dementia in Ireland reside alone or how many live with family
caregivers. Estimates from one London study suggest that about one-fifth of people living with
dementia in the community could be living alone (Schneider et al., 2003, p. 312), whilst other

studies estimate that one-third of people diagnosed with dementia live alone (Miranda-Castillo,

Woods & Orrell, 2010). A French study found that about a third of people diagnosed with
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dementia at memory centres live at home alone with family geographically close by. Based on
these estimates, it is suspected that in Ireland between 6,000 and 10,000 of people with
dementia may be living alone in their own homes with family members living nearby (Pierce,
Cahill & O’Shea, 2014). Whether a person lives alone or with other family members/carers,
environmental interventions will be needed by both the individual and by family members to
support more independent living. Health and social care services will also be needed to
address these peoples’ complex needs. The inequitable and fragmented nature of health and
social care services for people living with dementia in Ireland has long been recognized (O’Shea

& O’Reilly, 1999; Cahill, O’Shea & Pierce, 2012).

As mentioned earlier, older family members including those co-residing with a relative with
dementia may themselves have age-related health problems and/or sensory impairments and
for them, environmental interventions may also be required to address their needs. When
changes are made to the physical environment to address the needs of a person with one type
of difficulty, this may pose problems for others with other types of impairment (Barnes, 201 1).
This is particularly relevant to designing for people with dementia who are residing with other
family members/carers. For example changing the layout of someone’s home to make it
accessible for an older woman who because of a stroke or severe arthritis uses a wheelchair
may pose a problem for her spouse with dementia. Installing push buttons to open doors,
including the hall door, may be problematic for a person with dementia for whom exit and
entry points are more accessible or indeed when the adapted dwellings becomes
unrecognisable and causes much confusion and some distress. Thus the needs of the various
occupants are likely to have a bearing on the design or adaptation of their home where a

person with dementia lives with other family members.

1.5 Universal Design to Promote Ageing in Place
Another impetus for developing Universal Design Guidelines for Dementia Friendly Dwellings is

that most older people express the wish to avoid moving into special care settings (Garavan,
Winder & McGee, 2001; O’Hanlon et al., 2005) and arguably the vast majority of people living
with dementia supported by their families, also want to remain living independently at home
(Goldsmith, 1996). People with dementia living in nursing homes are known to express

personal loss and to miss home greatly (Chaudhury, 2002; Cahill & Diaz-Ponce, 201 1). The

significance that people living with dementia attach to their home and its locale is thus
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important. In addition, people living with dementia often have difficulty perceiving, processing
and adapting to new environments such as nursing homes while they continue to hold strong
and long embedded memories of home (Zeisel, 2006). Because of memory problems, ageing in
place is particularly apt for people living with dementia as it allows them to spend as much of
the rest of their life as possible in a place which they have been familiar with for a long time

(DSDC Stirling, 2010).

The long stated objective of government policy for older people and for people living with
dementia is to facilitate them to remain in their own home for as long as possible and
practicable, and to delay admission to residential long-stay care. The Care of the Aged report
of 1968 argued that the provision of suitable housing was one of the most important factors in
enabling older people to continue to live in the community (Inter-departmental Committee on
the Care of the Aged, 1968). The Years Ahead report in 1988 endorsed the position that
proper housing is crucial to enable older people to live a dignified and reasonably independent
life at home for as long as they wish (Working Party on Services for the Elderly, 1998). One of
the four national goals of the recently launched National Positive Ageing Strategy is to ‘enable
people to age with confidence, security and dignity in their own homes and communities for as
long as possible’ (Department of Health, 2013, p. 19). One of the objectives (3.2) under this
goal is to facilitate older people to live in well-maintained, affordable, safe and secure homes,
which are suitable to their physical and social needs. Universal Design has been identified as
one of the priority areas for action to achieve this objective. Others include Lifetime adaptable
housing, alternative housing options (i.e. social housing, sheltered housing; retirement villages),
assistive technology, and linkages between housing and health. The National Positive Ageing
Strategy also has an objective to support through Universal Design the design and development

of age friendly public spaces, transport and buildings.

Likewise, the ‘National Housing Strategy for People with a Disability 201 1-2016’ sets out a
number of strategic aims including “equality of access for people with a disability to the full
range of housing options” and “To support people with a disability to live independently in
their own houses and communities” (DECLG & DoH, 2012). It states that 'technology can
assist people with dementia, in association with safe and well-designed living spaces, to live as
independently as possible’ (p. 95). The strategy supports the Programme for Government

commitment to promote and support universal design, particularly to ensure accessible

housing. In line with this commitment, a key measure of the National Implementation

Framework (DECLG & DoH,2012)
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is that ‘an examination of ‘lifetime housing policy’ and universal design will be undertaken,
which will consider, inter alia, relevant economic implications and review existing international
lifetime homes standards and best practice (p. 24). It is widely recognised that living in a safe,
adapted and manageable home can improve health, reduce the need for support services, and
increase independence. In Sweden and Norway, social policy on dementia is underpinned by
the principle of “normalization”, that is, even if you have dementia, you should live a normal life,
similar to that of all citizens in the community (Eriksson, 2010; Norwegian Ministry of Health
and Care Services, 2008). The importance of safeguarding the rights and dignity of people with

dementia has also been emphasised at European Union level (European Commission, 2009).

Cost is a fundamental consideration in the building of new dwellings and the retrofitting of pre-
existing ones. Undoubtedly, some would argue that building new dwellings for people living
with dementia and their families and carers using a Universal Design approach is costly.
However, this view needs to be challenged, as retrofitting is expensive and significant long-
term savings can be gained from building homes of different sizes, which from the outset are
designed to accommodate and support people of different ages, abilities and disabilities,
although these savings are not necessarily made at the building stage (Hemingway, 201 1). As
well as improving how the person with dementia and their family lives, designing dwellings to
meet the person’s needs and support them to remain in their own home for longer is of great
importance for public expenditure, since long-stay care is a very costly form of care (Connolly
et al.,, 2014) and as already mentioned is not the care option that most older people or indeed

their caregivers favour.

The expressed wish of people with dementia to remain living at home, the significant role that
families play in caring for relatives with dementia, the high cost of residential care, the likely
doubling of the population of people with dementia over the next 20 years and current
government policy are all justifications for the idea that domestic dwellings might be conceived,
designed and constructed so that the desires, capacities and needs of people with dementia
living in their own homes and those of their families can be met. The opportunities thus
presented highlight the importance of focusing on Universal Design for Dementia Friendly

Dwellings to enable people with dementia to live at home for as long as possible with the

support of their family caregivers.
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|.6. A Universal Design Approach

This section focuses specifically on the use of a Universal Design approach in the design of
dwellings for people living with dementia and their families and carers. The term Universal
Design was first coined by Mace (1998) to refer to “the design of products and environments
to be usable by all people, to the greatest extent possible, without the need for adaptation or
specialist design” (p. 21-28). While there is no single agreed definition of Universal Design,

most experts draw on Mace’s conceptualisation.

In Ireland, the Centre for Excellence in Universal Design at the National Disability Authority
refers to Universal Design as “the design and composition of an environment so that it can be
accessed, understood and used to the greatest extent possible by all people, regardless of age,
size, ability or disability”.” In a similar vein, the definition of Universal Design adopted by the
United Nations in the Convention on the Rights of Persons with Disabilities (UNCRPD) refers
to “environments ... to be usable by people, to the greatest extent possible, without the need
for adaptation or specialized design” (United Nations, 2006). This definition goes on to caution
that “Universal Design shall not exclude assistive devices for particular groups of persons with
disabilities where this is needed”. Several other terms such as ‘Inclusive Design’ and ‘Design for
Al have emerged in recent years and are similar to Universal Design. They all are approaches
to design, that result in products, services and built environments that are easier for everyone

to use.

A Universal Design approach results in dwellings that are easier for everyone to use. In
contrast, it is widely acknowledged that poorly designed environments cause difficulties for
large sections of the population at different stages of the life course, particularly older people
and people with physical, sensory and cognitive impairments. In recognition of possible
exclusionary design, the UN Convention on the Rights of Persons with Disabilities (UNCRPD,

Article 4 outlining General Obligations) states that:

2 The definition adopted by the CEUD draws on the Disability Act 2005, which defines Universal Design as
meaning: “the design and composition of an environment so that it may be accessed, understood and used to the
greatest extent possible, in the most independent and natural manner possible, in the widest possible range of
situations, and without the need for adaptation, modification, assistive devices or specialised solutions, by persons
of any age or size or having any particular physical, sensory, mental health or intellectual ability or disability.” and
in relation to electronic devices, as meaning “any electronics-based process of creating, products, services or
systems so that they may be used by any person”.
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“States Parties undertake to ensure and promote the full realization of all human rights
and fundamental freedoms for all persons with disabilities without discrimination of any

kind on the basis of disability. To this end, States Parties undertake:

(f) to undertake or promote research and development of universally designed goods,
services, equipment and facilities ... which should require the minimum possible
adaptation and the least cost to meet the specific needs of a person with disabilities, to
promote their availability and use, and to promote Universal Design in the

development. (United Nations, 2006)

The UNCRPD is designed in an international law context and has, according to Ostroff (2010),
contributed to the significance that Universal Design has gained internationally. The UNCRPD
sets out the duties of countries to protect the human rights of people with disabilities, including
those with dementia. It is said to be legally binding on any country that ratifies it. At the time of
writing, the UNCRPD has not been ratified by the Irish government. Nevertheless, the

UNCRPD substantiates the adoption of a Universal Design approach in this study.

The National Disability Act 2005, as well as establishing the statutory right for all people to
fully participate in Irish society, enshrines the principle of Universal Design and thus insists on
environments designed to be accessed, understood and used regardless of age, size, ability or
disability (Office of the Attorney General, 2005). Designing dwellings for people living with

dementia from a Universal Design approach is consistent with this legislation.

Despite this legislation and regulatory developments in the form of Part M of the Building
Regulations, in addressing disablement, the emphasis has largely been placed on physical
impairment, an issue that is not unique to Ireland (Crews & Zavotka, 2006). As a consequence,
the needs of people with cognitive impairments and dementia have been largely overlooked. By
focusing on Universal Design for Dementia Friendly Dwelling the present study goes some way

to addressing this omission.

Inevitably, the emergence of Universal Design has generated considerable debates, with some
key issues having relevance to the design of dwellings for people living with dementia and their

families and carers. Questions that arise include:

(i) What is the quality of the housing stock in Ireland?




Research for Dementia and Home Design in Ireland looking at New Build & Retro-Fit

Homes from a Universal Design Approach: Key Findings & Recommendations 2015

(i) What place does specialised design have in Universal Design?
(i)  How can architects be educated about the importance of Universal Design?

(iv)  How can the end-users be included in the design process?

1.7 Housing stock and Universal Design
The concept of Universal Design includes the idea of creating environments that are usable,

understandable and accessible for all people regardless of age, size, ability or disability at the
outset rather than having to add or adapt features at a later date. The age profile of the Irish
housing stock is said to be relatively favourable by international standards (Watson & Williams,
2003). According to the Census of Population, 28% of the housing stock in 201 | was built
between 2000 and 201 1. The Census also shows that in 201 |, almost three-quarters (72%) of
all domestic dwellings were over |0 years old with almost a third (32%) were 40 years or

older.

As building regulations were not introduced in Ireland until 1991, this means many dwellings
will not have been originally built according to the regulations that control energy use,
ventilation, fire safety, access and other important issues around the construction of quality
dwellings. Meanwhile, Part M of the Building Regulations, which since 2010 provides guidance
and standards in relation to access and use, was first introduced in 2000°. As a result, only
newer dwellings will have been built to meet higher building standards in relation to access and
use, fire safety, construction quality such as insulation and damp-proofing, or internal
environmental conditions related to sound, hygiene or ventilation. However, older people are
more likely to occupy older dwellings and the housing stock of older people tends to be
poorer than that of the population as a whole and older people living alone are less likely to
have central heating and hot water and are more likely to live in conditions prone to dampness

and with poorer sanitation facilities (Norris & Winston, 2008).

Almost half of all older people live in houses built before 1960 and these older houses are
more likely to lack an efficient central heating system and have problems with leaks or
dampness (Goodman, et al., 201 I). This evidence is important because a person’s physical
environment can have an impact on their health and well-being (Braubach et al,, 201 |) and
serves to highlight the significance of improving housing conditions. Research from the UK on

the ‘costs of poor housing’ (Roys et al., 2010) refers to a growing body of evidence that

*These were introduced in 2000 as Access for people with Disabilities and revised in 2010 as Access and Use.
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connects adverse health effects with housing conditions, which includes: dampness, the effects
of living in cold conditions, household accidents, noise, insecurity, overcrowding and fire safety.
This research used the UK Government’s ‘Housing Health and Safety Rating System’ (HHSRS)
(ODPM, 2006) which categorises four classes of hazards ranging from minor health outcomes
such; as regular skin irritations, occasional mild pneumonia, or regular coughs and colds (Class
IV); to major outcomes such as death, permanent paralysis, or severe burn injuries (Class I).
Using this rating system, Roys et al. (2010) calculated that Class | hazards in British homes are
costing the British National Health System (NHS) in excess of £600 million per year and that
the total cost to British society may be greater than £1.5 billion annually. While this research is
based in the UK it nevertheless illustrates the impact of housing conditions on human health

and well-being.

Furthermore, given that most people living with dementia are over 65 years of age, that their
partners and siblings and some adult children caring for them are likely to be older too, and
that a high proportion of housing is over 30 years old, it is also reasonable to assume that a
limited number of people living with dementia and their older family caregivers are living in
homes that are fully usable and accessible. As a consequence, improving housing conditions,
adaptations or assistive technology (or both) are extremely important and may be necessary

for making dwellings suitable for people living with dementia and for their family caregivers.

1.8 The place of specialised design in Universal
Design

Universal Design aims to reduce the need for special provision. However, it is not about
providing a “one-size-fits-all’. Lawton (2001a, p. 7, 12) argues that although human needs are
universal and that it is “possible to pursue a universally relevant procedure as the design
process proceeds,” it is unreasonable to assume that “every design decision will result in
optimum usability for every person” (Lawton, 2001a). Accordingly, Universal Design, rather
than being a “one size fits all approach”, can be viewed as knowing the diverse range of
functional needs and at the very start building this range into the design. Buildings can be
adjusted then to suit the specific individual needs as required. This approach will help to
achieve what Lawton (2001a) refers to as “the universal goal of representing every common

need in the design, if not by the same solution in every case” (p. 7, 13) and thereby help to

close the gap between Universal Design and specialised design.
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Jon Sanford, an author of the original Universal Design principles, argues that while Universal
Design is applicable to all people, it has a particularly important role in supporting people with
disabilities and older people (2012). He believes that one of the real advantages of Universal
Design is that it can accommodate change over time. He also argues that while it cannot meet
the needs of every individual user with specific needs it creates a high supportive baseline

which can then be adapted for specialised needs.

“This is not to say that Universal Design is a panacea that will forever obviate the need
for specialized design. Rather, it creates a higher, more inclusive baseline from which
rehabilitation can operate. As a result, it may eliminate the need for specialized design for

some or reduce the need for other” (Sanford, 2012, p. xii)

This way of thinking about Universal Design is useful in the context of dementia friendly
dwellings and provides a conceptual framework for balancing the needs of typical dwelling
occupants with the more specific needs of a person with dementia who may also live in the
house. Figure 3 illustrates this framework, where standard design only provides for a limited
proportion of people in society, and Universal Design provides a higher more inclusive baseline
from which specialised care, personalisation, or adaptations to suit individual preferences can
take place.
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Figure 3 — Universal Design creates a higher, more inclusive design baseline
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1.9Universal Design as a Person-centred Process
An understanding of Universal Design as a user-centred process is extremely useful here.

Universal Design can be understood as “a process that enables and empowers a diverse
population by improving human performance, health and wellness, and social participation.” A
criticism of Universal Design has been that it does not pay enough attention to the inclusion of
users in all phases of the design process. Sandhu states that “people appear to be an abstraction
in the UD process” (201 |. p. 44.2), whilst Krauss argues that one of the differences between
Universal Design and ‘design for all’ (DfA), as applied in Germany, is that Universal Design is
more end product focused, while DfA is process orientated (Krauss, 201 ). These criticisms
point to the importance of including the end-users in the design process. This will ensure not
only a better understanding of their needs but is also likely to encourage the resident of the

dwelling to have a better sense of ownership.

Steinfeld and Maisel (2012) contend that design participation needs to be a critical part of
Universal Design. They suggest that efforts should be made in every design project to include
representatives of end users. It could be argued that housing is one of the most important
areas for design participation. Cooper Marcus argues that one of the most serious constraints
facing housing designers is the lack of input from the very people who are destined to live in
the housing once it is completed (Cooper Marcus & Sarkissian, 1986). Orpwood (2009),
discussing the design of assistive technology, laments the fact that many design solutions are
technology led. He argues for designers to have an intimate knowledge about not only the
issues that face users when they interact with a technology, but also how they might react to
potential solutions (Orpwood, 2009). He believes that because of the complexity of human
behaviour and the way people interact with technology, it is impossible for designers to work
in isolation from the end user (Orpwood, 2009). Because of the challenges raised by involving
people living with dementia in the Universal Design process, there is a need to employ sensitive

and ethical approaches when working with them (Orpwood, 2009).

.10Universal Design and Sustainability

The UN argues for “the integration of the three components of sustainable development -
economic development, social development and environmental protection — as interdependent

and mutually reinforcing pillars.” (United Nations, 2005, p. 12). The development of low energy,

sustainable and inclusive housing is now a major part of this sustainable development and the




Research for Dementia and Home Design in Ireland looking at New Build & Retro-Fit

Homes from a Universal Design Approach: Key Findings & Recommendations 2015

design of neighbourhoods and cities which must incorporate a variety of perspectives including
social, technical, political and economic issues (Edwards & Turrent, 2000). In terms of
environmental performance, the residential sector consumes a substantial amount of energy
and other natural resources and emits large volumes of CO” The 2006 figures for Ireland show
that the residential sector used 23% of the country’s final energy (up 32% from 1990) and was
responsible for 25% of Ireland’s CO? emissions (approx. 8.1 tonnes of CO? per household)
(SEAI, 2008). Housing is therefore a critical component in the sustainable design of the built

environment.

Universal Design of dementia friendly dwellings has the potential to contribute significantly to
the sustainability of the housing stock. It can be seen as a key part of the social sustainability
component of sustainable development as it “helps the full inclusion and participation in family
and community life” (Duncan, 2007, p. 27). Duncan contends that Universally Designed
dwellings also align with environmental sustainability. Universal designed dwellings minimise the
need for modifications to an existing dwelling that may otherwise be required to make a home
functional and accessible by a person with a disability. In this regard, sustainability is one of the
overarching principles of Lifetime Homes where it is argued that the long-term accessibility,
flexibility and adaptability of a Lifetime Home will help maintain the usability and popularity of
the home and thus support the creation and maintenance of thriving communities (Goodman &
Habinteg Housing Association, 201 |). This relationship is also identified in the Irish
Government document ‘Guidelines for Planning Authorities on Sustainable Residential

Development in Urban Areas”, as the following statement shows;

“sustainable design and Universal Design are inextricably linked and sustainable design
when incorporated from the early stage of planning integrated neighbourhoods, will
reduce the need for costly and wasteful retrofits over the medium to long term”(DEHLG,

20092, p5).

Various international standards have been developed to guide and evaluate housing
developments in relation to sustainability, such as the US based ‘LEED Homes’ (USGBC, 2013),
or the UK based ‘Code for Sustainable Homes’ (BREEAM, 2013). This UK code is interesting as
it adopts an integrated approach to sustainable design and in doing so incorporates a wide

range of criteria including: Energy and CO2 emissions, Water, Materials, Surface Water Run-

off, Waste, Pollution, Health and Wellbeing, Management, and finally Ecology. Each category
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comprises a number of points and the overall housing scheme is evaluated based on the sum
total of points awarded for each category. Of these nine categories, only Pollution,
Management, and Ecology are not mandatory. The Health and Wellbeing category contains four

sub-categories including; Daylighting, Sound Insulation, Private Space and Lifetime Homes.

The Lifetime Homes concept, which was developed in the 1990s by the Habinteg Housing
Association, the Helen Hamlyn Foundation and the Joseph Rowntree Foundation, contains 16
accessible and inclusive criteria ranging from car parking, internal circulation, and room sizes, to
window design, sockets and lighting controls (Goodman & Habinteg Housing Association,

201 1). The inclusion of health and wellbeing, particularly the Lifetime Homes concept, ensures
a more integrated approach towards sustainable housing incorporating the social component of

sustainable development.

In Ireland over the last decade, a number of national level government documents and
guidelines have been delivered which seek to address the issue of sustainable housing. The 2007
document ‘Delivering homes sustaining communities national housing — Statement on housing’
(DEHLG, 2009) focuses on the importance of housing and states that “Sustainability involves
the construction of homes that are structurally sound, energy efficient, environmentally friendly
and adaptable over time to changing household needs.” This was followed by other guidelines
which placed housing in the broader context of planning and urban design (DEHLG, 2009a;
DEHLG, 2009b) where each emphasises the critical role of housing in the creation of a

sustainable community.

These guidelines are relevant to the sustainability of dementia friendly dwellings from a
Universal Design approach. It is unnecessary however to address all the sustainability issues
related to housing in this report, as they are addressed in detail in the documents listed above.
Nevertheless, it is worth revisiting some of the sustainable design criteria with a view to
looking at them through a dementia lens. Those that warrant closer inspection include the
location of dwellings, the maintenance of a high quality environment, design for flexibility,
daylighting, thermal insulation, space heating and controls. The criteria which are relevant to
the Universal Design of Dementia Friendly Dwellings will be addressed in Chapter 5. Issues

relating to sustainability were also raised in the stakeholder interviews and these will be

presented in Chapter 7 of this report.
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.11 Universal Design and Life Cycle Costs

As mentioned earlier, cost is a fundamental consideration in the building of new dwellings and
the retrofitting of pre-existing dwellings. Life cycle costing is a method of economic analysis
that can be used to determine the costs related to building, operating, and maintaining a
dwelling over a defined period of time. The construction costs associated with the Universal
Design of Dementia Friendly Dwellings are addressed in Chapter 5. Another cost issue to
consider is that dwellings designed from a Universal Design approach for people living with
dementia and their families and carers will, by improving how the person with dementia and
their family lives, support them to remain in their own home for longer and thereby reduce the
need for admission to residential long-stay care. This is of great importance for public
expenditure, since long-stay care is a very costly form of care (Connolly et al., 2014) and as
already mentioned is not the care option favoured by the majority of older people or indeed

their families and carers.

1.12 Universal Design Guidelines in Ireland

The Centre of Excellence in Universal Design at the National Disability Authority is dedicated
to enabling the design of environments that can be accessed, understood and used regardless
of age, size, ability or disability. The production of guidelines is one way in which Centre for
Excellence in Universal Design at the National Disability Authority promotes the concept,
philosophy and principles of Universal Design and encourages developers, designers, builders
and building managers to be innovative and think creatively about solutions that meet the needs

of all building users.

In 2012 the Centre for Excellence in Universal Design at the National Disability Authority
produced ‘Buildings for Everyone: A Universal Design Approach’, a series of ten booklets that
provide comprehensive best practice guidance on how to design, build and manage buildings

and spaces so that they can be readily accessed and used by everyone, regardless of age, size

ability or disability.
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Figure 4 — Centre for Excellence in Universal Design at the National Disability
Authority publications: Buildings for Everyone: A Universal Design Approach and
Universal Design Guidelines for Homes in Ireland

The booklets provide design guidance for the built environment at different levels including the
design of streets, facilities, individual buildings, and building services. The series covers the
topics of the External Environment, Entrances and Horizontal Circulation, Vertical Circulation,
Internal Environment and Services, Sanitary Facilities, Facilities, and Building Types. This series
also refers to building management and planning policy, and therefore provides a good

overview of the Universal Design of the built environment.

The Centre for Excellence in Universal Design produced draft guidelines titled 'Universal
Design Guidelines for Homes in Ireland’ to inform policy and practice in relation to new home
design. It is intended that these guidelines will inform national policy and be used in practice by
all stakeholders — those who commission, design, build, provide and occupy homes. The
intention is that if new homes or alterations to existing ones are built to a Universal Design
standard, then they will be suitable for the needs of people regardless of age, size, ability or
disability. This will facilitate the provision of dwellings that can readily meet the changing

requirements of people living in them over time, facilitating people remaining in their own

homes and communities as they get older or experience mobility and/or health difficulties.
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The current study builds on such earlier works and underpins the development of new national
guidelines. Published by the Centre for Excellence in Universal Design and titled ‘Universal
Design Approach for Dementia Friendly Dwellings, these guidelines complement the “Building
for Everyone: A Universal Design Approach” and “Universal Design Guidelines for Homes in

Ireland” publications as well as current Building Regulations that apply to domestic dwellings.

Independent of this current study, there is a separate study, overseen by the Working Group
on Housing Design and Adaptations to Promote Independent Living for People with Severe and
Enduring Mental Health Problems, of guidelines, intended to underpin the future design and
adaptations of dwellings for people with severe and enduring mental health problems, with a

particular focus on people living with schizophrenia.

1.13 Methodology

The section to follow now outlines the methods used to undertake the stated components of

this research study.

Literature review: The literature review followed established methods (Arksey & O’Malley,
2005). In order to identify primary studies®, reviews and guidance documents suitable for
answering the key research question, the strategy adopted involved searching for research

evidence via diverse sources. These included:

e electronic databases and search engines
e hand-searching of key journals
e existing networks, relevant organisations and conferences

e reference lists

The computer-based search performed to identify literature published between 1980 and 2013,
included searches of the following electronic databases: Cochrane Review, Social Sciences
Index, Sociological abstracts, PsycInfo and Scopus. Searching of key individual journals (e.g.

Universal Design, Dementia, Built Environment) was also undertaken. The review involved

* Both published and unpublished.
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searches of Google, Google Scholar and other similar online search engines. It included a
review of literature from the TCD and the DSIDC libraries and other online databases.
Searches were made of publications from the following existing networks, research centres and

other relevant organisations:

Dementia Services and Development Centre, University of Stirling
e Thomas Pocklington Trust

e Bradford Dementia Group

e Hammond Care

e Helen Hamlyn Centre, Royal College of Art, London

e Housing LIN

The search was supplemented by manual searching of reference lists in the publications
identified and restricted to publications in the English language. Foreign language material was
excluded because of the cost and time involved in translating material. However, every effort

was made to include literature from as many different countries as possible.

Stakeholder interviews: A list of key organisations to which the Universal Design of
Dementia Friendly Dwellings is of relevance was drawn up by the research team in consultation
with the Centre for Excellence in Universal Design at the National Disability Authority and the
Steering Committee. A key contact person in each organisation was identified and the
organisation was invited to participate in an interview to discuss their views on the Universal
Design of Dementia Friendly Dwelling. People living with dementia and their family caregivers
were also invited to participate in a stakeholder interview. In total, interviews were conducted

with 39 individuals representing a wide range of stakeholder organisations.

Stakeholder workshops: Professionals with an interest in Universal Design and Dementia
Friendly Dwellings, many of whom had participated in the one-to-one stakeholder interviews,
were invited to attend the two workshops. People living with dementia and their families and

carers were also invited to attend. Further details about the organisation and findings emerging

from these two workshops are detailed in chapter 7 of this report.
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Case studies: Case studies were identified through web-based searches, a review of
published case study literature and consultation with experts in the areas of Universal Design
and Dementia in a range of countries including Ireland, the Netherlands, England, Northern

Ireland and Australia.

The literature reviewed proved to be wide-ranging. While the focus of this study is on the
design of dwellings for people living with dementia, their families and carers in the community
from a Universal Design approach, it necessarily draws on literature covering the range of living
environments for people living with dementia. Much of the relevant research on the design of
buildings for people living with dementia has been undertaken in residential care settings and its
application to the home environment has rarely been tested. Research on dwellings for people
living with dementia is extremely limited. Because of the limited research on the dwellings of
people living with dementia, the literature reviewed for this study covers the broader range of
published works on the living environments for people living with dementia. Because of the
challenges associated with conducting research on the topic (Gitlin, 2003; van Hoof et al.,
2010a, 2010b), the findings presented in Chapter 5 are based on findings from research studies
and from expert opinion. The findings from research studies include those from randomised
controlled trials (RCT), often regarded as the ideal/Gold Standard (Cantley, 2007) but rarely
appropriate for research on the built environment and its role in supporting people living with
dementia (Calkins, 2009) for two main reasons. First, it is virtually impossible to randomly
assign individuals to different settings or to different environmental interventions. Second, it is
difficult to control for cross-site variations and studies are often conducted without a control,
i.e. without a comparison group or without removing the intervention to return to the baseline

condition (Calkins, 2009).

Arguably, such challenges are even more pronounced in the home setting. Other findings from
studies aimed at understanding the impact of design on people living with dementia are based
on expert observation of behaviours of people living with dementia and single-site case studies,
which can provide a depth of qualitative analysis but there are questions surrounding

generalisability. Despite the available research often this evidence is inconclusive and offers little

certainty (Calkins, 2009; Fleming & Purandare, 2010). Fleming and Purandare (2010) conclude
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that findings from existing studies support the previously published ‘consensus of views’ on

principles for designing facilities for people living with dementia® (Marshall, 2001).

Recommendations regarding the design of or retrofitting of the physical environment for
people living with dementia are often based on expert opinion or anecdotal evidence (Day,
Carreon & Stump, 2000) and whilst not proven may still be helpful (Smith et al., 2004).
Furthermore, experts like Day and colleagues (2000, p. 397) are of the view that ‘not all design
guidance requires empirical research findings to justify its recommendations’. They qualify this
by arguing that empirical research is needed to resolve situations in which conflicting design
recommendations are offered, when the effectiveness of recommended design resolutions are
unknown, or when design recommendations have major or controversial impacts for quality of
life or cost (Day, Carreon & Stump, 2000). Torrington and Tregenza (2007, p. 82) argue that
when assessing whether to endorse a particular feature, it may not be apt to ask ‘Is the benefits
of this proven? Instead, it may be more appropriate to consider ‘Does the probable benefit
outweigh the disadvantages of implementation? In general Torrington and Tregenza (2007)

have found that they err on the side of inclusion.

1.14 Scope of the Study

From a Universal Design approach, this study extends to both new build® and the retrofitting of
existing dwellings’. Retrofitting can involve small-scale adaptations such as adjusting lighting,
installing handrails, ramps or hoists, widening doorways, or large scale structural modifications

such as building extensions or altering access into or around a dwelling.

The research covers the location and approach to the dwelling, the entrance into the house
and movement around it, different living spaces within the house, internal services, interior
design and technology. Therefore, the research reported here covers both the exterior and

interior of the dwelling and the various elements within it.

This report covers people living with dementia, their families and carers (informal and formal

carers). It addresses dwellings for an individual with dementia who lives alone but may have

> See Chapter 3 for a more detailed account of same.

¢ That is, the construction of a new building.

7 This involves the introduction of new features or the adaptation or extension of an existing dwelling to render it
suitable for the needs of its current occupants.
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family members living close by and formal caregivers visiting and providing services, and

dwellings where the person with dementia is living with family members or carers.

The guidelines based on this research study are relevant for different tenure types. About two-
thirds of people living with dementia in Ireland are living in the community (Cahill, O’Shea &
Pierce, 2012; Connolly et al., 2014). While it is not known where in the community these
people live, it is reasonable to assume that, like people with other disabilities (Fennell et al.,
2010) and older people in general (Norris & Winston, 2008), the majority live in owner
occupied homes. Although exact numbers are unknown, some small groups of people with
dementia live in housing schemes provided by either local authorities or voluntary and co-
operative housing associations or private organizations. Of interest here also are those that
specialize in housing for older people and people with intellectual disabilities. In Ireland very
few housing schemes have been developed to provide accommodation specifically for people
living with dementia (Convery, 2014). People living with dementia also undoubtedly reside in
private or local authority rented accommodation. Adopting a Universal Design approach for

dementia friendly dwellings is important in all tenure types (Cox, 2006).

1.15 Report Structure

This report comprises six chapters as follows;

Chapter 2 presents the key theoretical frameworks within which Universal Design for

dementia friendly homes can be placed. ‘Universal Design Guidelines for Homes in Ireland’

Chapter 3 presents the goals and principles of Universal Design. Over the years, various sets
of design goals and dementia friendly design approaches have been developed. These have
largely been developed for the design of long stay residential care environments. Chapter 3
considers how relevant these approaches are for the design of domestic dwellings for people
living with dementia, their families and carers. The chapter then goes on to examine these goals
and design approaches in the context of Universal Design to determine what specific design

issues for people living with dementia need to be considered to inform the Universal Design

approach
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Chapter 4 focuses on people living with dementia and their families and carers within the
home environment. In keeping with Davis et al. (2009) who propose that an understanding of
the ‘lived experiences’ of people with dementia and their families in everyday life is important
in order to create appropriate physical environments, this chapter focuses on the subjective
experiences of these people. In addition to an appreciation of the ‘lived experiences’ of people
with dementia and their families in the home, an understanding of the symptoms most
commonly associated with dementia is also required and this is next addressed in this chapter.
Where relevant, reference is also made to the experience of formal carers providing care in

the home to people with dementia.

Chapter 5 presents a comprehensive review of the literature on the design, building and
adaptation/retrofitting of dwellings for people living with dementia and their carers (both
formal and informal). For the purposes of consistency, the presentation of the findings largely
follows the headings in the series of booklets titled "Building for Everyone: A Universal Design
Approach”. Where applicable, issues relating to sustainability are incorporated throughout this
chapter. Some construction costs associated with the Universal Design of Dementia Friendly

Dwellings are also outlined.

Chapter 6 presents selected case studies of dementia friendly design used in several housing
with care schemes in Ireland and in a dementia model house in the Netherlands to highlight
some of the most salient design features for the Universal Design of dementia friendly
dwellings. Although we came across many dementia friendly housing with care schemes, we
are unaware of any dementia friendly dwellings in other countries, despite extensive searchers
across a range of European countries including Scandinavian countries or in the US and

Australia.
Chapter 7 presents the main findings from the stakeholder engagement process including the

interviews and the workshops.

Chapter 8 draws together the final conclusions and a set of recommendations for the

Universal Design of new build and existing dwellings for people living with dementia, their

families and carers.
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Chapter 2: DISABLING AND ENABLING ENVIRONMENTS

2.1. Introduction

The introduction to this report drew attention to the concept of Universal Design and the role
that the built environment plays in shaping peoples’ lives. Universal Design seeks to ‘design out’
barriers and to enable and support a wider spectrum of society, through accessible, usable and
understandable environments. In a similar manner, dementia friendly design from a Universal
Design approach aims to build on the retained abilities people living with dementia still have
and to use the environment as a therapeutic tool to provide supportive independent and

sensitive living.

A Universal Design approach to dementia friendly environments draws on theories relating to
the interaction between people and the environment. A useful paradigm for understanding such
interaction is seen in the model developed by the Institute of Public Health in Ireland which
demonstrates ways at both macro and micro levels in which various components of the
environment impact on physical, mental and social health (Institute of Public Health in Ireland,
2006). Such theories can be helpful in facilitating a change in thinking away from disabling to

enabling environments.

This chapter presents some of the key frameworks within which Universal Design of dementia

friendly design can be situated. It first looks at how person-environment theories have helped
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to shift the focus away from the impairment as the cause of disability, to the environment as a
major cause. It then describes how health and disability are defined by the World Health
Organization (WHO, 2001) through the ‘International Classification of Functioning, Disability
and Health’ (ICF) and shows how this definition helps to reinforce this shift away from a belief
that the individual is the source of the problem to a view that the environment itself can
contribute significantly to the individual’s problems. The ICF focuses on the full person and
stresses the need to support a person’s ability to carry out activities in order to maintain

functioning and social participation.

2.2. Person-Activity—-Environment Relationship
Lawton, a renowned US Behavioural Psychologist (who has made a major contribution to

Architecture, Gerontology and Dementia), contended that any model for optimising
environmental design must first outline a set of generic human needs which should then be
matched with appropriate environmental design interventions (Lawton, 2001a). Once these
have been established, he argued that the specific needs of an individual can be addressed.
Lawton (2001a) maintained that the environment had a very significant impact on individual
well-being. Investigating the individual and the environment and the relationship between both
was in his view critical to an improved understanding of health and well-being. Lawton (2001a)
considered this relationship between universality and individuality by looking at a number of
concepts linking people and the environment. He claimed that “personal needs are seen as
differentially capable of being satisfied as a function of the ability of the environment to support
those needs” (Lawton, 2001a,). Such views are also well embedded in the publication ‘Buildings
for Everyone: A Universal Design Approach’ by the Centre for Exellence in Universal Design at

the National Disability Authority (2013).

Referring to the concept of affordance, first proposed by Gibson (1979), Lawton (2001a)
describes how the interaction between a person and his/her environment is influenced by the
physical characteristics of an object or the physical environment. Affordance allows a behaviour
to take place, if the user discovers the characteristic that facilitates a certain function and acts
out the associated behaviour (Lawton, 2001a, p. 7.2). Lawton (20012a) argued that an affordance
is not the cause of a behaviour, as the user must discover the physical characteristic and act

accordingly. The user must actively engage with the environment and therefore “personal need

provides the motivation to search for affordances and that the individual characteristics of the
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person determine the content of the behaviour that effectively uses the affordance” (Lawton,

20013, p. 7.2).

This interaction of the physical environment and the individual characteristics of those who
engage with this environment has been examined through the ‘Person-Environment fit" model
(Kahana, 1974; Lawton, Windley & Byerts, 1982). Intrinsic to the analysis of this interaction is
the concept of ‘environmental press’. Central to this concept is the idea that the physical
environment directly affects an individual’s ability to execute various activities. Thus the greater
the challenges presented by the environment, the greater the environmental press (Eisdorfer &
Lawton, 1973). Marshall (2009) describes this phenomena succinctly by stating that “the more
disabled you are, the more significant is the built environment. This is because you are, in a
sense, a victim of your own environment since you cannot alter it yourself” (p. 4-5). The
Person-Environment fit model proposes that congruence between personal needs and
environmental press, positively influences environmental and psychological wellbeing, whilst
incongruence may result in problems beyond those created by the environment or personal
preferences (Kahana et al., 2003). Kahana et al. (2003) also point out that Person-Environment

fit incongruence can have negative physical health and mental health consequences.

This Person-Environment fit model and the concept of environmental press shifts the focus away
from the person as the cause of their disability onto the context and how the latter either
enables or hinders an individual in terms of their activities and participation. For instance,
successful ageing relies on a person’s ability to organise his/her social and physical environment
so s/he can remain functional in their environment (Lewis, 2003; Schwartz, 1974). This emphasis
on activity, and in turn participation, is further understood through the idea of Person-Activity-
Environment fit which refers to the congruence of individual skills and abilities of a person, the
demands of the activity, and the nature of the physical, social and cultural environment

(Neistadt, 2000). Within the Person-Activity-Environment model, the user is presented in a

more active capacity than the Person-Environment model as illustrated in Figure 5.




Research for Dementia and Home Design in Ireland looking at New Build & Retro-Fit

Homes from a Universal Design Approach: Key Findings & Recommendations 2015

Person seen as

a more passive

entity in the person-
' environment model '

Person seen as a more
active and independent
entity in the person-
activity-environment
A1 N\ model

Figure 5 — The Person-Environment model vis-a-vis the Person-Activity-
Environment model

2.3. Designing for the whole Person
This Person-Activity-Environment Fit model was advanced in 2001 by the WHO, which

published the International Classification of Functioning, Disability and Health (ICF) as a
“standard language and framework for the description of health and health related states”
(WHO, 2002, p. 2). The ICF argues that a bio-psychosocial model is a useful approach for
understanding disability and health; thus a holistic model incorporating both medical and social
aspects is recommended. The ICF classification shifts the emphasis from a person’s disability to
their level of health and functioning in society and acknowledges that all people may experience

a health condition at some stage and therefore all people may experience a disability.

The ICF model has greatly influenced medical practice (Smith, 2002) and indeed societal
thinking about health and illness (Centre for Excellence in Universal Design at the National
Disability Authority, 2013). The ICF attempts to provide a coherent and more comprehensive
view of health bringing together biological, individual and social components. It advocates for
the integration of biological (i.e. medical condition or disease), with psychosocial (i.e. personal,
emotional, community etc.). A person’s functioning and disability is conceptualized as a dynamic
interaction between health conditions, (disease, disorders, injuries traumas), personal factors
(age, social class, gender, personality, attitudes) and environmental factors (attitudes of society,
built and physical environment, home availability of carers). In combining biological, individual
and psychosocial perspectives, what is most important is that health, disability and functioning

are viewed as “outcomes of interactions between health conditions (disease, disorders and

injuries) and contextual factors” (WHO, 2002, p.10).
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Figure 6 - ICF Model (WHO, 2002)

Figure 6 illustrates that the ICF model (WHO, 2010) recognises the importance of three levels
of human functioning including activity and participation. It argues that health is a function of (i)
the body or body parts; (ii) the whole person i.e. the activity and (iii) the whole person in the
social context i.e. participation. In many ways, therefore, the ICF Model is not that different
from what Lawton and other theorists (including proponents of the Person Activity
Environment models) were proposing insofar as the ICF model connects the individual to his or
her environment and argues that health and well-being cannot be understood exclusively at a
“body function” or at an individual level. Disability is identified when there is a dysfunction at
one or more of these levels. Where the dysfunction is at the body level, that is, an
‘impairment’; at the activity level, this is an ‘activity limitation’ and where the disability is at the
social level, it is ‘participation restriction’. Therefore, through this framework “The ICF
conceptualises a person’s level of functioning as a dynamic interaction between her or his

health conditions, environmental factors and personal factors” (WHO, 2010, p. I).

As mentioned, the bio-psychosocial approach is handled in the ICF by incorporating the
biological into the ‘body functions and structures’ component, spreading the psychological
between the ‘body functions and structures’ and the ‘activities’ component (the whole person),

and spanning the social over both the ‘activities’ and the ‘participation’ components. The ICF

model places activity at the centre stage and emphasises that it is the negative aspects of the
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interaction between a person and his/her environment that limits activity which in turn restricts
the individual’s participation in society. Most importantly, this activity limitation is a large part of
the disability, and not the individual’s health condition. The ICF model stresses the importance
of social participation and acknowledges the role of the environment in creating disability, thus

defining disability as:

“an umbrella term for impairments, activity limitations and participation restrictions. It
denotes the negative aspects of the interaction between an individual (with a health

condition) and that individual’s contextual factors (environmental and personal factors).”

(WHO, 2002 p. 3).

The ICF model along with this definition of disability has much application when considering a
condition like dementia where all too often, all of the individual’s behaviour is seen through the
dementia or ‘body/brain functions’ level and not through other equally important levels, such as
the environment, activity participation and other people including interactions of families and
carers with that person. Accordingly, the ICF model provides a useful framework for dementia
friendly dwellings from a Universal Design approach as it places human activity (of people living
with dementia, their families and carers) and social participation at the centre stage (Centre for
Excellence in Universal Design, 2013). The non-medicalisation of dementia, as introduced in
Chapter 1, and the ‘normalization’ of other physical, sensory, cognitive, or intellectual
disabilities is dependent upon environments that support human activity and enable social

participation.

The ICF model acknowledges the need to enhance the functional capacity and performance of
the person by modifying the social and physical environment. It highlights how a person with
some form of impairment (body or body part) can be prevented from carrying out activities,
thus experiencing ‘activity limitation’ and how this restriction can lead to social exclusion
through ‘participation restriction’. Although the ICF model refers to body, it could equally well

be applied to brain and to the disability of dementia.

Referring to the ICF model, Froyen (2012) like Marshall (2009) and others, refers to ‘deficient

people’ versus ‘deficient buildings’ and points to the dominant approach to design which caters
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to the ideal of the “symmetrical and athletic Vitruvian body®”

. He points out that this new
paradigm moves the focus from the physiological, anatomical, and neurological characteristics
of the individual to human activities as the central concern. He embraces the concept of
Universal Design and argues that design for everyone should move beyond providing for
stigmatized minority groups, but instead should include social and political measures that
provide for the whole community in an integrated and inclusive manner. Universal Design is

where design “anticipates a diversity of usage scenarios, and continues to support and serve the

users in dynamic cycles” (Froyen, 2012, p. 42).

2.4. Conclusion
Based on the literature, this chapter has briefly discussed some of the most relevant theories

and models which underpin an understanding of the disability of dementia and the way in which
the environment should be designed or customised to minimise this disability for both the
individual, their families and carers. In particular the chapter has described the Person-
Environment and Person-Activity-Environment models and has attempted to highlight how both
are encompassed within the WHO’s definition of health, functioning and disability as reflected
in the ICF. The literature reviewed and theories discussed have demonstrated that societal
thinking around health and disability has changed significantly over the last 50 years, from the
perspective that disability is caused by a person’s health condition, and the person is seen as a
passive victim, to the view that disability is caused or created by society and that much can be
done to ameliorate the individual’s experience of a health problem. A Universal Design
approach to dementia friendly dwellings reflects a commitment to creating enabling
environments supporting a range of human abilities. This approach means that the environment
does not present as a barrier but rather can be used as a therapeutic tool to facilitate and

promote peoples’ engagement in activities and their social participation.

¥ Vitruvian man is a drawing created by the Renaissance artist Michelangelo, based on the works of the architect
Vitruvius, which depicts ideal human proportions as represented by a young athletic male figure.
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Chapter 3: Universal Design approach for
Dementia Friendly Dwellings - Goals and
Principles

3.1. Introduction

This chapter examines two main bodies of literature, namely (i) Universal Design and (ii) the
design of buildings for people living with dementia. The chapter focuses specifically on design
principles and design goals and both concepts are well addressed in these two bodies of
literature. At the outset it is important to acknowledge the fact that many different terms and
concepts are used by design experts committed to improving the built environment for people

in general and for people with a disability.

Based on this literature review we have identified five key concepts pertinent to up-skilling built
environmental designers/professionals and other professionals working in the area of designing
home dwellings or retrofitting them for people living with dementia, their families and carers.
These concepts pertain to (i) design principles, (ii) design goals, (iii) design guidelines, and (iv)
best practice. A difficulty identified is that some experts use different terms to describe the
same phenomenon. For example, concepts such as principles and features are sometimes used
interchangeably as are concepts such as principles and guidelines. For the sake of clarity of

presentation, only those concepts as identified by experts writing in the area will be used in this

report and will not be changed.
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It is also important at the outset to define what some of these terms mean. Based on this

literature review, our understanding of terms is as follows:

e design principles are the general statements that needs to be followed in design

e design goals are defined as the purpose of the design challenge

e design guidelines provide specific direction that follow the rules and help to achieve the
goals

e design strategies outline potential approaches for implementation and

e best practice provides exemplars or successful examples.

As mentioned, this chapter will report on the literature on Universal Design as well as the
literature on the design of dementia friendly buildings using primarily three of these four key
concepts: principles, goals and guidelines. This framework is also useful in helping us to better

understand the linkages between the two literatures.

3.2. Universal Design - Principles, Goals & Guidelines

Universal Design can be defined as “the design and composition of an environment so that it
can be accessed, understood and used to the greatest extent possible by all people, regardless

of their age, size, ability or disability” (Centre for Excellence in Universal Design, 201 3).

3.2.1 Principles of Universal Design

There is general agreement about some seven key principles of Universal Design (Kose, Preiser

& Ostroff, 2001; Preiser & Smith, 201 1) as detailed below:

I. Equitable Use — the design is useful and marketable to people with diverse abilities.

2. Flexibility in Use — the design accommodates a wide range of individual preferences and
abilities.

3. Simple and Intuitive — the design is easy to understand regardless of the user’s knowledge,
language skills or current concentration levels.

4. Perceptible Information — the design communicates necessary information effectively to the

user, regardless of ambient conditions or the user’s sensory abilities.
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5. Tolerance for Error - the design minimizes hazards and the adverse consequences of
accidental or unintended actions.

6. Low Physical Effort — the design can be used efficiently and comfortably with minimum
fatigue.

7. Size and Space for Approach and Use - design provides appropriate size and space for

reach and manipulation, regardless of user’s body size, posture or mobility.

3.2.2 Universal Design goals
Steinfeld and Maisel (2012) discuss Universal Design as it relates to human performance,

health/wellness and social participation and identify design goals as follows:

I. Body fit - accommodating a wide range of body sizes and abilities.

Comfort - keeping demands within desirable limits of strength and stamina.

Awareness — ensuring that critical information for use is easily perceived.

Understanding — making methods of operation and use intuitive, clear and unambiguous.

Wellness — supporting health and safety, physically and psychologically.

Social integration — treating all groups with dignity and respect.

N o0 1 AW N

Personalisation — incorporating opportunities for choice and the expression of individual

preferences.
8. Cultural appropriateness — respecting and reinforcing positive cultural values and local

context

Figure 7 illustrates the links that Steinfeld and Maisel (2012) make between the seven Universal

Design principles as discussed earlier and the eight Universal Design goals identified.




Research for Dementia and Home Design in Ireland looking at New Build & Retro-Fit

Homes from a Universal Design Approach: Key Findings & Recommendations 2015

Equitable Use Personalization

S 3 social
Flexibility in Use SOUS TSGR participation
B Cultural Appropriateness

Simple and intuitive

Vs P He: Ith & Wellnes: wellness

Perceptible Information

§ Understanding

Tolerance for Error
| *
human
Low Physical Effort m performance
Size and Space for approach & Use Body fit

Figure 7 - Relationship between Universal Design Principles and Universal Design
Goals (adapted from Steinfeld & Maisel, 2012)

3.2.3 Universal Design guidelines
In addition to identifying these useful Universal Design principles and goals, a number of
guidelines associated with each principle have also been identified (Center for Universal Design,

1997). These are now detailed below.

I. Equitable Use
e Provides the same means as far as possible for all users.

e Provide the same means of use for all users: identical whenever possible, equivalent when
not.

¢ Avoid segregating or stigmatizing any users.

e Provisions for privacy, security, and safety should be equally available to all users.

2. Flexibility in Use
e Provide choice in methods of use.

e Accommodate right- or left-handed access and use.

e Facilitate the user's accuracy and precision.

e Provide adaptability to the user's pace.

3. Simple and Intuitive

e Eliminate unnecessary complexity.

e Be consistent with user expectations and intuition.

e Accommodate a wide range of literacy and language skills.

e Arrange information consistent with its importance.

e Provide effective prompting and feedback during and after task completion.
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4. Perceptible Information

e Use different modes (pictorial, verbal, tactile) for redundant presentation of essential
information.

e Provide adequate contrast between essential information and its surroundings.

e Maximize "legibility" of essential information.

e Differentiate elements in ways that can be described (i.e. make it easy to give instructions
or directions).

e Provide compatibility with a variety of techniques or devices used by people with sensory
limitations.

5. Tolerance of Error

e Arrange elements to minimize hazards and errors: most used elements, most accessible;
hazardous elements eliminated, isolated, or shielded.

e Provide warnings of hazards and errors.

e Provide fail safe features.

e Discourage unconscious action in tasks that require vigilance.

6. Low Physical Effort

e Allow user to maintain a neutral body position.

e Use reasonable operating forces.

e Minimize repetitive actions.

e Minimize sustained physical effort.

7. Size and Space for Approach and Use

e Provide a clear line of sight to important elements for any seated or standing user-.

e Make reach to all components comfortable for any seated or standing user-.

e Accommodate variations in hand and grip size.

e Provide adequate space for the use of assistive devices or personal assistance.

© Copyright 2008 Center for Universal Design, College of Design, North Carolina
State University.

The Universal Design principles, goals and guidelines are important for guiding the design of
general housing. With respect to the design of the home environment, Universal Design
principles and guidelines have mostly been applied in connection with physical and sensory
impairments. However, they are increasingly being taken into account regarding the needs of
people with cognitive difficulties. The next section will examine the understanding of design

goals and principles in the literature on the design of buildings for people living with dementia,

their families and carers.
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3.2.4 Universal Design Guidelines for Homes in Ireland

As discussed in section 1.9, the Centre for Excellence in Universal Design at the National
Disability Authority has produced draft guidelines titled ‘Universal Design Guidelines for
Homes in Ireland’ (2014) in relation to the design of new dwellings. These Universal Design
Guidelines build on the seven principles of Universal Design but in particular use the following

four principles;

|. Integrated into the neighbourhood.
2. Easy to approach, enter and move about.
3. Easy to understand, use and manage.

4. Flexible, cost effective, safe and adaptable over time.

The first principle ‘Integrated into the neighbourhood’ has been introduced to ensure that the
dwelling is located in close proximity to local services and public transport and is well
integrated into the community. While location is not specifically referred to in the Universal
Design principles, the principle of ‘Equitable Use’ should inform the location of a dwelling to
ensure it complies with the guidelines associated with this principle. The latter include the
following: (i) provides the same means as far as possible for all users and the same means of use
for all users, (i) is identical whenever possible or equivalent when not, (ii) avoids segregating or
stigmatizing any users, and (iii) provides for privacy, security, and safety — the latter should be

available on an equitable basis to 