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ABSTRACT

Dementia is a degenerative disease of the brain
that impairs an individual's memory, language,
mood, and logic. With the number of people living
with dementia expected to double every twenty
years, increasing strain has been placed on care
facilities to provide better care. Designers are
providing new and exciting products to help
improve the lives of people with dementia.
However, there is a deficiency of collaboration
between designers and people affected by
dementia in the design process, due to the
symptoms of dementia.

To address this problem, this study explored the
feasibility of co-design with people affected

by dementia. Six co-design workshops were
designed and conducted with a small group of
people affected by dementia and a member

of their family. Qualitative data was analysed
from the process to recruit partners, create a
dementia friendly toolkit, and facilitate co-design
workshops and user tests with people affected by
dementia.

The resulting data helped identify what people
with dementia value, give evidence to suggest that
people with dementia are able to contribute to
the design process, and suggests that co-design
can be an empowering and positive experience for
people living with dementia.
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1| INTRODUCTION

This first chapter illustrates the current practice for the design

of assistive technology for people affected by dementia, and
highlights a lack of participation from people affected by dementia
in the design process. The researcher also describes their world
view torationalise their use of co-design in this study. This chapter
concludes with the research question: how to co-design with people
affected by dementia, and describes the outcomes of the research.



CONTEXT

The effects of dementia

Dementiais a long term, degenerative syndrome
caused by structural and chemical changes in
the brain where nerve cells are either dying or
miscommunicating with each other (Gililland,
2010; The Health Foundation, 2011). The word
'dementia’is an overarching term for a collection
of symptoms including forgetfulness, language
deterioration, mood swings, impaired logic, and
aloss of initiative (Budson & Kowall, 2011; Morris
& Morris, 2010). However, everyone's'journey
with dementia is unique due to variables such

as their age, personality, type of dementia they

“min”
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have, and its degree of impairment (Barback,
2012). Consequently, symptoms do not present
themselves in a linear pattern and may have
progressed further in some people compared to
others diagnosed at the same time (figure 1.1).
Despite this, people with dementia are often
labelled within stages such as mild, moderate,
and severe. Such labels are effective at giving an
idea as to the overall abilities of a person with
dementia, yet tend to focus upon what a person
is unable to do rather than able (Morris & Morris,
2010). This sets up the premise of assuming
that peaple with dementia would be unable to
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Figure 1.1 The variety of dementia and it's journey

participate in their care because they are unable,
for example, to make a cup of tea. A conscious
decision should be made to accept that all
journeys with dementia are different. People with
dementia should be celebrated for their remaining
capabilities, thus improving their wellbeing,

With an aging population, it is expected that

the number of people living with dementia will
double every twenty vears, increasing strain on
health services and those that care faor them. By
2050, the number of New Zealanders diagnosed
with dementia will increase to approximately
150,000 (Alzheimer's Disease International, 2015;
Deloitte Access Economics, 2012). However, this
number only represents those clinically diagnosed
with dementia, leaving an estimated 409 still
undiagnosed (Deloitte Access Economics, 2012).
Consequently, it is expected that two thirds

of New Zealanders will know someone who is
affected by dementia or be affected by dementia
themselves (Alzheimers Auckland, 2014).

Caring for sufferers of dementia
Unfortunately, to date there is no cure for
dementia or treatment to delay its progression
with current drugs only masking symptoms of

the disease (Alzheimer's Association, 2015). A
single person diagnosed with dementia typically
affects three to four people who provide unpaid,
informal care (Tan & Szebeko, 2009). Traditional
care methods have focused upon a medical model,
with patients being cared for indefinitely, in

nursing homes (Ministry of Health, 2013). Newer
models of care aim to maximise independence
and wellbeing using a holistic approach to care by
involving people with dementia and their families
in decisions around care and support (Counties
Manukau District, 2013; Ministry of Health, 2013;
National Care Forum Older People and Dementia
Care Committee, 2007). This includes supporting
people to live independently at home if the person
with dementia and their families want this.

Decisions are often made by clinicians and
families to retain the independence of a

person with dementia for as long as possible to
improve their wellbeing from living in a familiar
environment. Over 80% of people diagnosed
with dementia value living at home within their
community (The Health Foundation, 2011). This is
a choice that keeps them in familiar surroundings
with known supportive people during a period in
their life where they find it difficult to remember
new people, spaces, and objects as well as
arrange old memories. Independence at home is
encouraged by the Ministry of Health (2014) who
are increasing their services for people affected
by dementia to remain at home, and in their
communities, to reduce loneliness, isolation, and
increase community support for informal carers.
This also has the benefit of reducing the overall
cost of dementia care in New Zealand—currently
around $1billionNZD per annum (Ministry of
Health, 2014).
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However, despite the benefits of people with
dementia being cared for at home, it negatively
impacts the physical and psychological wellbeing
of their informal carers (McConaghy & Caltabiano,
2005). Thoroughly documented, dementia creates
adramatic increase of stress on carers resulting
in carer exhaustion, sleep deprivation, depression,
and denial (Smith, 2013). Carer fatigue reduces
the capacity, interest, and empathy towards
people with dementia resulting in misjudgement,
clinicalerrors, and poor treatment planning (Rossi
et al, 2012). This is often due to carers being
unprepared to care for people with dementia.
Carers committed to taking care of someone
throughout their journey with dementia are

often ill-equipped, particularly spouses of old
age, to handle the later stages of the disease
alone (McClendon & Smyth, 2015). Therefore, it is
common for peaple with dementia to be housed in
long term permanent facilities once carers canno
longer manage their care.

The transition from home life to permanent care

is stressful for a person with dementia due to the
confusion and anxiety that it brings for them in
unfamiliar surroundings (The Health Foundation,
2011). This often results in disruptive behaviour,
which the care facility may choose to control using
drug therapy. Drug therapy often has little effect
for most patients, and can be severely damaging
for a small percentage of patients (The Health
Foundation, 2011).

12

Identity, self-worth, and wellbeing
Despite such pervasiveness within communities,
there is a negative stigma attached to dementia
caused by alack of awareness (Ministry of Health,
2013). People living with dementia experience
aloss of status and power, discrimination,

and stereotyping within their communities
(Swaffer, 2014). There is also a profound sense
of shame caused by a loss of self, independence,
companionship, and occupation (Morris & Morris,
2010). These negative experiences severely
impact on a persons' identity, self-worth, and
wellbeing. The New Zealand Ministry of Health
(2013) has aimed to improve the journey of people
diagnosed with dementia by providing clear,
comprehensive information about dementia
within communities and an integrated, holistic
approach to dementia care and support by 2019.
Research involving people with dementiain the
design process, such as this, is one such step
towards that goal.

Moreaver, people with dementia are assumed
tolose their self identity when they lose the
ability to communicate it to others (Rossi et al,,
2012). Recent research suggests, however, that
their identity is merely hidden, rather than lost
(Caddell & Clare, 2011). Viewing a person with
dementia as less of a person encourages a lack

of social interaction with them. This can lead to
depression within a person affected by dementia
as it exaggerates their symptoms, decreases their
self-worth, and allows them to isolate themselves
(DeMarco, 2015), all of which are known to
negatively impact on aperson's wellbeing.

ABOUT THE RESEARCHER

Insights that are noticed, or perhaps missed
by the researcher, are often influenced by the
researcher's background, previous experiences,

and knowledge (Sullivan, 2010). Consequently, this

section gives some insight into the character of

the researcher as it affects the interpretation and

outcome of thisresearch.

Ihave a bachelors degree in creative technology,
whichis an emerging discipline. It uses art based
methodologies to build or hack technology to
express ideas. The act of translating these ideas
into technology is similar to solving puzzles
including the frustration before you crack the
puzzle. However, the projects that | enjoyed
working on the most were ones in which there was
an end user as | found myself trying to envision
who the user would be and how easily they could
use what Ihad built.

Designing for others is a skill that | believe is

not turned off. Simple acts become exercises to
identify the optimal course of action, not just

for myself but also for others. These actions are
always up for review and are sometimes analysed
to see if | could have done better if the situation
were to occur again. To me it feels natural to use
design to support others. It is rewarding seeing
an end user's response to a design and naturally
there are always small changes needed to suit
the individual. | enjoy this engagement with users
and discussing with them what works for them.
Otherwise we are just providing designs for them

£

to adapt to and I do not believe anyone
can produce an optimal result without this
engagement.

Throughout this research it has often been

asked whether Imyself amrelated to someone
diagnosed with dementia. Within New Zealand,
two out of three New Zealanders know or have
known someone living with dementia (Alzheimers
Auckland, 2014). Despite the probability, | am not.
In brief | believe my interest in working with older
adults is because of the interesting stories they
tell, the close bond I share with my grandparents,
The Last of the Summer Wine, and a passing
comment made by my mother: "We are all on the
same conveyor belt’

“From hereafter the author will be known as the researcher.
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THE PROBLEM

From the beginning

This project is an extension of "This is me too"
(Jury, 2013), an honours research project that
was developed for the Auckland District Health
Board as part of their Better Brain Care Pathway.
Warking with a psychogeriatrician at Greenlane
Clinical Centre and Alzheimer's Auckland, the aim
was to enhance the experience of dementiain
New Zealand's health care system by digitising a
paper document called"This is me" that captured
and conveyed the life history of a person with
dementia to clinicians. After analysing the paper
document “This is me” it was evident that the
paper document did not satisfy the needs of
people with dementia as it often left little room
to write who they were and focused on clinical
answers. Four prototypes were developed using
expert consultations, and rewriting and organising
the questions. Each prototype addressed a
different aspect that the previous prototype
neglected.

"This is me too" assisted the care of a person with
dementia by providing details about who they
are and what they need when the person is no
longer able to remember or communicate it. This
is important as when a person with dementiais
admitted to hospital, they are suddenly placed in
an unfamiliar environment surrounded by people
unknown to them. Consequently, people with
severe dementia find it difficult to do ordinary
tasks such as going to the restroom, which for

14

example, may result in aggressive behaviour from
the discomfort and eventual bed-wetting. Without
"This is me too" to signal clinicians of this potential
issue early, clinicians may unnecessarily insert a
catheter and use drugs to control such difficult
behaviour (The Health Foundation, 2011).

The prototypes of "This is me too" were based
upon a clinical viewpoint, instead of meeting the
needs of people with dementia, as there was no
ongoing consultation with the intended users.
Consequently, it was felt that the outcomes did
not provide a solution to the problem despite
being'user centred.

Assistive technology for people
affected by dementia

Despite an increasing aging population living
with dementia, only recently is technology is
being recognised as able to provide solutions for
their safety, security, and social needs (Astell et
al, 2008). Defined as any device or system that
increases ease of task performance as well as
safety; it canbe as simple as a walking frame or as
complex as an automated house (Cash, 2003). Due
to the variety of different assistive technologies,
the research will focus on technology that uses

a computing device such as a computer, tablet
computer, and mobile phone.

There is a cycle of misunderstanding between
technology, the development of technology, and

cunep
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elderly people. Beginning with the assumption
that the elderly have little interest in the use
technology, sweeping generalisations are used
such as "Old people don't want a tablet, they have
never used one in their life and wouldn't know
what to do with it which ignores their diverse
individualities and requirements (Roberts, 2009).
[t may be due to this thinking that those currently
engaged with driving the development and design
of technology do not develop technology to meet
the variety of needs required by the elderly or
disabled (Lou et al., 2010). Cash (2003) hints that
technology is instead made to reduce costs or
staff. This results in assistive technology with
poor user experiences (Almet al, 2011). Elderly
users of such technology do not enjoy using

it. In consequence, they stop using it, which
perpetuates the idea that the elderly are not
interested in technology .

However, if given the opportunity elderly people
as well as people with dementia have responded
positively to using assistive technology when

it is obvious as to its direct benefit and easy to
use (Almet al, 2011). Upton, Upton, Jones, Jutlla,
and Brooker (2011) identified that people with
dementia found the tablet computer easier to use
than a computer and used it to reminisce, socialise
with their peers, and connect with younger
generations. However, in the same study, those
that used the tablet for one-on-one interaction
did not find the tablet as easy to use because it
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was difficult to remember how to use it without
prompts froma carer (Upton et al, 2011).

Technology used by people with dementia should
met their needs and have carer support. When
choosing an assistive technology, the individual's
needs, requirements, and personality should be
analysed so that the technology suits their life and
not the other way around (EU biomed Il project,
1999). Having something that they are interested
inusing to assist them, as well as the support from
their families, can motivate use of the technology
thus breaking the cycle (Harrefors, Axelsson,
Lundquist, Lundquist, & Savenstedt, 2013).

There are examples of researchers, designers,
and technology developers including older

adults in the development of software. However,
the involvement of older adults is often based

on providing feedback on a developed product
rather than allowing older adults to generate
their own solutions (Davidson & Jensen, 2013).
Researchers use peaple with dementia to inform
theirresearch question instead of the effects
participation has (Span, Hettinga, Vernooij-
Dassen, Eefsting, & Smits, 2013). An examination
of digital assistive technology products for
people living with dementiareflects how often
people with dementia are designed for' instead

of designed ‘with: Involving older adults in the
generative process of design may not improve the
innovation of a product however it reveals insights

This image has been
removed by the author
of this thesis for
copyright reasons.

This image has been
removed by the author
of this thesis for
copyright reasons.

This image has been
removed by the author
of this thesis for
copyright reasons

This image has been
removed by the author
of this thesis for of this thesis for
copyright reasons. copyright reasons.

6 5 4

This image has been
removed by the author

P Designed for

removed by the author
of this thesis for
copyright reasons.

= =~ ~
/ \
I Need more design \
This image has been
' WITH people
\
. affected by |
dementia
\ /
N \ /
Femovedtoy e sothor || remeved byhe syt /
of this thesis for of this thesis for ~ —
copyright reasons. copyright reasons.
2 /
Designed with

into the needs, priorities, and thought processes
of older adults that are not necessarily obvious to
ayounger designer (Davidson & Jensen, 2013).

7

1. AVED (Salomon, 2014)

2. Action (Hanson et al,, 2007)

3. Brainy App (Alzheimer's Australia, 2013)

4.Circa(A. ). Astell et al, 2010)

5. Cogknow (Meiland et al., 2012)

6. Grey Matters (GreyMatters Care LLC, 2015)

7.Independent (Hagen et al., 2007)

8. My House of Memories App (National Museums Liverpool, 2015)
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THE RESEARCH QUESTION

Due to:

* alack of design consultation with people
affected by dementia, not just in"this is me
too"but theresearch and design of others

» thestigma surrounding older adults and
people with dementia that they are incapable
or uninterested in contributing to the design or
use of assistive technology

* andtheresearchers belief in collaborative
design

the purpose of this research is to explore;

How do we* co-designh with
people affected by dementia?

“designers, therapists, and anyone interested in working with
people affected by dementia

18

THE METHOD

Due to the importance of involving users, and :
the novel approach of co-designing with people A/r/”,f&‘””- FEOPLE

affected by dementia, a co-creative approach has 2407 " Demenrin 2

been used throughout the research process with 720 Sons 4 LODESTEN

the aspiration to promote the inclusion of people 7 //0”« g

twétzlg Sxementla in the design process. This means py 70 Ca,vwcrw,bmm
perts were consulted and collaborated with aﬁﬁ)’mrﬁ/)}/

from recruitment through to the workshops co- /4,%53 reovle

designing with people affected by dementia. 4 Byﬂfmmp

Using actionresearch as a reflective process A’é/m « WNISW’&-

to structure the progress of the study, the
research question, 'how to co-design with people %0;%‘ “’V%’Nm

affected by dementia; has been split into four

sub questions. The four cycles are distinguished gy%ﬂ.
between each other based on the overall aim, .

rather than the experts involved (see next page).
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THE OUTCOMES

Thisresearch may be of interest to designers,
who are familiar with co-design but inexperienced
in working with people affected by dementia, as
well as therapists, unfamiliar in design, looking
for alternative stimulating activities. It may also
be of interest to co-designers or therapists of
other cognitive impairments that share similar
symptoms to dementia.

This research advances the knowledge of co-
design by exploring the feasibility of co-designing
with people affected by dementia. A guidebook
was developed as a product of this research based
on first-hand experience. It details the process

of recruiting partners with dementia, planning a
workshap series, and provides an example of a
basic toolkit.

The outcome of the co-design workshops with
people affected by dementiais that they want to
talk and think. This resulted in a blog prototype
that allowed family members to post items of
interest to aperson with dementia so that they
could use it to prompt conversations. Those
living with dementia accessed the blogon a
tablet computer device. While prototyping it was
identified that the tasks people with dementia
wanted to do or would enjoy, was already
available. However, it was difficult for a person
with dementia to access. Cansequently, a concept
book was developed where the tablet computer
was inserted into the book and the pages gave
instructions on how to navigate the tablet
computer.

22
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2| METHODOLOG

24

Y

Using the framework of Crotty (1998), the methodology chapter

has been divided into four basic elements to structure the
understanding of the research process. Using Crotty's definitions,
epistemology is the theory of knowledge, theoretical perspective

s the philosophical stance to provide context for the process,
methodology is the strategy justifying the methods, and methods
the techniques used to gather data. In addition to Crotty's
framewaork is the sampling and participant characteristics, which
discuss the process used to recruit research partners and describes
those who were recruited.

25
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EPISTEMOLOGY

Influenced by the researcher's personal training
and experiences, their worldview is based upon a
constructionist perspective. A constructionist's
waorld is built upon the subject creating meaning
from their experiences to understand certain
objects or things (Creswell, 2013). Therefare,
how we know what we know is constructed in our
minds through our interactions with the world.
Consequently, those from different backgrounds,
cultures, or eras may construct an alternate
meaning to others about the same phenomenon
(Feast, 2010).

As the researcher does not have dementia, any
products or services for people with dementia
may not meet their needs because they would be
designed without an understanding or awareness
of the meaning people with dementia have of the
world. Therefore, the researchrelies as much as
possible on the constructed meaning of research
partners”, who live with dementia, using open-
ended discussions central to co-design to develop
a theory based on the pattern of their answers.
Knowledge is limited by the communication

of internal meaning given to the object by

people affected by dementia, who, because of
their cognitive impairment, will experience a
phenomenon differently to the researcher.

*Prefer to use research partners instead of participants as it
is more collaborative.
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THEORETICAL PERSPECTIVE

Interpretivism is the belief that social reality
and naturalreality are different to each other
and therefore require different methods to
understand them (Gray, 2004). Due to the
complexities involved within understanding how
others view the warld, a qualitative approach

ls used to collect data. Interpretivism rejects
the view held by objectivists that meaning is
constantly available independent of the subject
(Collins, 2010).

Sacial constructivists believe that the subject
seeks to understand the world in which they live
and work, and accepts that there may be multiple
variations dependant on the individual which are
equally valid (Creswell, 2013). This is similar to the
principles of co-design where the opinion of a
research partner is of equal value to the opinions
of all the other research partners. This is because
the new meanings that the subject has made on
the world are based upon their internal reflections
and their experiences (Collins, 2010).

To find out how others view the world, a social
constructivist's research typically features

broad questions so research partners are able to
construct their own interpretation of a situation
which the researcher listens carefully to (Creswell,
2013). Co-design enables a platform for such broad
questions to be asked ina variety of topics that
are important to the person with dementia.

28

METHODOLOGY

As part of the co-creative practices, action
research is amethodology that bridges the

gap between practice and theory, as it not anly
provides a solution to a problem, but also seeks
to understand the different realities constructed
by people with dementia from the same
phenomenon (Gray, 2004; Schon, 1983). It follows
acyclic structure where a series of steps are built
upon each other and repeated (Figure 2.1). The
first step is the plan, followed by the action of that
plan, followed by the collection of observations,
until finally reflecting on the effects of that action
(Collins, 2010; Gray, 2004; Koshy, Waterman, &
Koshy, 2011). Action research was used to test

and support assumptions surrounding people
with dementia and generate new ideas. Despite
appearing ta occur in a linear manner, action
research used amessy exploratory design thinking
approach (Figure 2.2) as it allowed the researcher
to alter the course and constraints of the co-
design journey as new data was obtained (Brown,
2008). This is particularly evident during the co-
design waorkshops as subsequent workshops were
modified to improve facilitating co-design with
people affected by dementia, or to improve the
exploration of values that were identified.

Action research can be interpreted in different
ways depending on the subject discipline. Within
social scienceresearch, actionresearch uses

the same cyclic structure but relies upon other
partners and democratic decision making for
reflection instead of the researcher’s individual
reflection (Koshy et al,, 2011). However, within this

CAU R e N SN S U s
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research, decisions were made from the inner
reflections of the researcher to use research data
gathered from experts and peaple with dementia
to drive change, instead of the democratic vote
due to time restraints and symptoms of dementia
(Gray, 2004).

29

Figure 2.1 Actionresearch

Figure 2.2 Design Thinking



Methodological approach

Due to alack of academic analysis of co-design,
no single formal definition currently exists (Steen,
2013).Much of thisresearch is exploring what
co-designis or is understood to be as interpreted
by the researcher. Currently the leading experts

in co-design, E. Sanders and Stappers (2012)
describe co-creation as 'any act of collective
creativity' (p 25) and co-design as an instance

of co-creation where the 'user'is the expert of
their experiences and is given a partnership role
with the researcher or designer in the design
process. Due to the researcher’s inexperience

in people affected by dementia and obtaining
ethical approval, the process torecruit people
with dementia was co-created with experts in the
behaviour of people with dementia and the ethical
principles.

Theresearcher’s worldview is that people with

dementia experience the world differently
to others. In consequence, they are the most
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qualified design partners as experts of that
experience. Co-design was selected as the
methodological approach as it helps identify what
is important within an experience by stimulating
open discussions using techniques that do not
rely upon verbal communication to stimulate
conversation. This is useful for people with
dementia who may find it difficult to communicate
their ideas or opinions without prompts.

Co-design also views users as equal contributars
in the design process (E. Sanders & Stappers,
2012). This is in contrast with human centred
design, where despite the involvement and
understanding of users, often views them as
subjects and not partners to generate ideas
(Giacomin, 2014; L. Sanders, 2008). Therefore the
resulting solutions are designed 'for' people with
dementia based on the expertise of the designer
instead of 'with' which utilises the expertise of all
collaboratars.

METHODS

In this study, research methods describe the
methods used to understand the theory of both
dementia and co-design. Design methods are
used to describe the practice of designing the
resulting artefacts. Both methods describe the
techniques or procedures used to gather and
analyse data (Crotty, 1998). The theory and the
practice are then combined using action research.

Research methods

Literature Review - was used to narrow down
the topic of interest to a point where it supported
and justified the research question (Collins, 2010).
Due to a lack of guidance onhow to co-design
with people affected by dementia, the literature
review was used to combine the work of athers to
identify the process of co-design.

Expert Interviews - were predominantly
pragmatic, semi-formal interviews conducted
with experts about ethical legalities, behaviour
of people with dementia, and the anticipated
response people with dementia may have to the
co-design workshops. These interviews were
primarily conducted face to face but also included
email and phone call discussions. Due to the
flexibility of semi-structured interviews, expert
interviews allowed experts the oppartunity to
elaborate or bring attention to important ideas
that the researcher may have missed (Galletta,
2013). The researcher was able to find out how
to gain ethical approval and how to facilitate

co-design workshops with people affected by
dementia. Together the ethics application and the
co-design toolkits were co-created with experts
who became members of the co-creation team.

Observations - study research partners in their
natural setting (Baker, 2006). During the co-design
workshaps, notes were recorded along with video
and audio recordings to capture the verbal and
non-verbal behaviour of people with dementia. It
was important to capture both video and audio
material firstly, due to the potential for one
recording method to fail which occurred in two
workshaps, secondly, to capture the visual cues
of peaple with dementia, and thirdly because the
researcher was also facilitating making it difficult
to observe each individual at them same time.
The researcher's role was peripheral in nature
choosing to engage in the co-design activities
only to give direction or clarify ideas, but not to
participate and give their input (Baker, 2006).

Co-design workshops —were used to
generate an understanding of people with
dementia by collectively contributing ideas,
critiquing concepts, and designing digital
assistive prototypes (Martin & Hanington, 2012).
As the research partners were unfamiliar in
design techniques, collaborating together as a
workshap enabled research partners to support
each other while doing the tasks and generating
ideas (Mitzner & Dijkstra, 2010). Often research
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workshaps are lengthy day long events over a
period of days. However, people with dementia
and their carers would such schedules difficult
due to fatigue and other commitments. Therefore,
the duration of the workshop was more akin to a
focus group and structured into six individual hour
long, weekly workshops. Similarly, a focus group
sized number of research partners participated
as there was only one facilitator organising

and planning all six workshops. The number of
research partners in the co-design workshops
was kept above four but below eight enabling
each person to be heard by the group and large
enough for a variety of opinions and discussions
(Neimeyer & Torres, 2015).

Design methods

Co-design toolkit™ - was designed to

enable people with dementia to design with

the researcher as co-designers (E. Sanders

& Stappers, 2014). It was made from multiple
components such as pens, paper, post-it notes,
and images. The overall co-design process was to
create adigital assistive technology prototype.
To achieve this, activities were selected within the
toolkit to understand what people with dementia
value and built artefacts to represent that
knowledge. The toolkit was influenced by service
design methods, user experience/user interface
(UX/UI) methods, Health Service Co-design (Boyd,
McKernon, & Old, 2010), Human Centered Design
Toolkit (IDEQ, 2009), and Convivial Design (E.
Sanders & Stappers, 2012).
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Probes - were carefully chosen items within the
toolkits to produce aresponse fromresearch
partners by the researcher (E. Sanders &
Stappers, 2014). The probes were used to test the
assumptions of the researcher, including words
such as'dementia or Alzheimer's, into the toolkit
expecting people with dementia to discuss it. If
there was na response, then it was considered
unimportant to people with dementia.

Brain Storming - is an effective way to visually
digest large material or multiple concepts by
linking words together as they branch off from
one another or connect. It is often used to
generate new ideas, solve problems, and further
develop ideas (Wilson, 2013). Brain storming was
used by the researcher to digest large amounts
of information to provide structure to thoughts
as well as generate ideas. The focus was upon
quantity with no‘good or ‘bad'ideas resulting in a
steady stream of content. Ideas were iteratively
developed using additional design methods to
reach their optimal peak.

Sketching - is used to quickly express and
communicate ideas. Buxton (2007) describes
sketches as quick, inexpensive, and disposable
drawings that explore and communicate concepts
with a minimal amount of detail. Using sketches,
multiple ideas may be developed simultaneously
or discontinued by reviewing and evaluating

the effectiveness of the sketch. Fragments of
discontinued ideas may be used to influence

other ideas that are more developed (Greenberg,
Carpendale, Marquardt, & Buxton, 2011). People
with dementia were encouraged to sketch,
however, none of the research partners expressed
themselves with drawings preferring to use words
instead.

Prototyping - within UX design, prototypes are
used to model and test interactive experiences
using a minimal amount of time and resources.
There is a gradient of prototypes ranging from
low fidelity prototypes, such as paper sketches,
to high fidelity fully functioning digital designs.
Low fidelity prototypes allow the researcher to
explore, communicate, and evaluate initial designs
quickly (Bailey, Biehl, Cook, & Metcalf, 2008). Only
the researcher evaluated low fidelity prototypes
such as paper prototypes, as the prototypes were
considered too abstract for people with dementia
tounderstand and provide critical feedback
during the research. High fidelity prototypes were
used torefine concepts and are often preferred
by the users testing them (Sefelin, Tscheligi, &
Giller, 2003). Using offline and online prototyping

software, concepts could more accurately display
how each interaction worked. Sections that were
too difficult to prototype with the current tool
were explained to users when they reached it
(Allanwood & Beare, 2014).

User Testing” - let end users evaluate a
prototype or final design's effectiveness while
being observed. It is often viewed as the ultimate
standard for testing prototypes as there is

no other way to perfect the design without
users (Goodwin, 2009). Peaple with dementia
were asked to speak aloud their thoughts as
they occurred while exploring the prototypes.
To prompt users into critically analysing the
prototypes in detail they were asked to remark
upon ideas that they would change, add, remove,
or keep the same (Frohlich, Lim, & Ahmed, 2014).
The researcher was involved in the user testing
by asking questions surrounding what they were
observing to the research partner pair.

*Toreduce confusion between the co-design and user
testing phases of the research, ‘workshops'are associated
with co-design, and'sessions’ as associated with user testing,
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COLLECTION AND ANALYSIS OF

DATA

Data is the material caught from a phenomenon
and is often kept in the form of notes, photos,
video and audio recordings (E. Sanders &
Stappers, 2012). Within the action research model,
the researcher often observed the phenomenon
and captured data using written notes, brainstorm
maps, photographs, and sketches. Reflective
thinking by the researcher selected data and
grouped the information based upon their
interpretations.

During the co-design workshops, data was
collected using observations by the researcher,
written notes, and material created by the
research partners. However, the majaority of data
was collected using video and audio recording
devices as it was difficult to capture the partners
comments or interactions within a large group
especially without the use of second researcher
taking notes (Buxton, 2007). Full transcriptions
were not used as people with dementia often
talked over each other and were often more
effective at expressing themselves non-verbally
(Psychogeriatrician, personal communication,
December 16, 2014).

!

Notes of observations and insights were written
immediately after conducting the co-design
workshaps. Occasionally key notes during the
research were jotted down on post-it notes as
they occurred. The first initial examination of the
video footage was difficult due to the researcher’s
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embarrassment of seeing themselves. However,
notes were taken on how to improve the
facilitations of future workshops. Video footage
was examined multiple times after conducting

all sixwarkshops. Viewing the footage after the
warkshaops helped to note insights objectively as
the delay made it less personal to the researcher.
Moments that were expected, surprising, unusual,
or hadrelevance to the research question were
transcribed (Creswell, 2013). These insights were
subsequently sorted into common words, themes,
and inspirations tao be used within the design
process.

|deally, partners’ with dementia would analyse
the data to identify what was important to them
within the workshops. Analysing data together
helps to provide information and inspiration
within the group (E. Sanders & Stappers, 2012).
However, asking research partners' with dementia
to do this was difficult as they did not read the
post-it notes of ideas. Even if the post-it notes
were read out loud, they found it difficult to
remember all the ideas and select the important
ones. Consequently, the researcher asked if

the ideas they had chosen were important to
them more than, or less than another idea. Due

to time constraints, not all of the ideas could

be contrasted in this manner. Therefore, the
researcher began with ideas that sparked a
respanse from everyone, or were highly discussed
whilst generating them.

Due toresearch partners being unfamiliar in the
design process, they often did not record insights
that were valuable but were more likely to discuss
these ideas instead. Therefore, the discussed
ideas were captured by the researcher either
during the warkshop or upon reviewing audio

and video footage afterwards. As the workshops
continued, the carers of people with dementia
became better at noting down these insights.
However, carers often noted ideas from their

own perspective which made it important for

the researcher to examine the audio and video
footage to identify insights generated by a person
affected with dementia. For example, a carer
wanted the tablet computer to entertain a person
with dementia without their participation. This was
in contrast to the person affected by dementia

as they viewed the tablet computer as a tool to
engage someone in conversation with, not as a
solo activity.
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SAMPLING

Procedure for selecting partners
Partners were referred to the researcher by
Alzheimer's Auckland. Alzheimer's Auckland
chose to approach partners from their Cognitive
Stimulation Therapy (CST) group as they already
meet weekly and are cognitively aware of their
condition. Cognitive Stimulation Therapy is
aweekly, hour long, social session for people
with dementia filled with activities to stimulate
conversation.

Partners were invited to attend a presentation
by the researcher describing the research
project and encouraged to ask questions. The
presentation was short and informal to keep

the interest of partners with dementia as they
would find it difficult to retain large quantities
of information. After the presentation, potential
partners living with dementia and their carers
were given a comprehensive information booklet
describing in detail the research project for the
family member or carer (see appendix 01), and

a short dementia-friendly booklet for those
potential partners with dementia (see appendix
02). Potential partners were given two weeks to
respond to either the researcher or their familiar
organisation to confirm, either in person or by
phone, that they would like to take part in the
research. Instead however, partners indicated
their interest to participate in the research and
were keen to start the workshops the following
week.

30

Some consent forms of carers were signed on the
day of the presentation. People with dementia
signed their consent form at the beginning of

the first workshop. A further agreement form

was signed by the carers on behalf of the person
with dementia. This process was time consuming
particularly as people with dementia needed to
be guided through the consent form process by
their carer. However, it was empowering for people
with dementia to have the opportunity to consent
despite their incidental involvement by the carers
agreement form.

Intended sample size

The aimwas to recruit three partner pairs (a
person with dementia and a carer) from four
different organisations that support, or work
with, people affected by dementia. The degree of
dementiain these different organisations ranged
from people with milder cognitive impairments
still living relatively independently, to people with
more severe forms of dementia living in a secured
location with twenty-four hour care. It was
believed that those with milder forms of dementia
would desire tablet computer applications

to maintain their current independence, and
people with more severe forms would likely want
collaborative communicative tablet computer
applications (Salomaon, 2014).

Actual sample size

Due to consent and safety issues, partners

with severe forms of dementia were excluded
from the study, as a requirement by the ethics
committee to protect both the partners and the
researcher. Both of the residential care homes
declined to participate despite initial interest.
One care home found it difficult to understand the
co-design process and consequently felt that it
was too difficult to describe to people living with
dementia. The other care home did not have the
time available to conduct the workshops and had
difficultly encouraging family carers to come in
each week.

In total seven individuals took part in the research.
Four were older adults with a clinical dementia
diagnosis and three were family member carers.
Together they were known as a partner pair. One
pair was a trio with a son having both parents living
with dementia and it seemed inconvenient to
exclude one parent.
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PARTNER CHARACTERISTICS

There were two groups of people participating

in this research. The primary group of interestin
this research were individuals living with some
form of diagnosed dementia. The secondary
group were family members of the primary group
and supported the person with dementia and the
researcher. Together they will be referred to as a
partner pair.

Eligibility and exclusion

One member of a participant pair needed to

have a diagnosis of a health condition causing
dementia by a geriatrician or appropriately
qualified health specialist. This caused difficultly
recruiting from nursing homes as some residents
were affected by the symptoms of dementia but
were not currently diagnosed with dementia. This
s illustrated in more detail in flow of recruitment

(Figure 3.3).

Both members of a partner pair were required to
have an interest in the research and attend the
research workshops and user testing sessions
together. Having the involvement of family is
considered by Harrefors et al. (2013) as essential
to make an assistive device more meaningful to a
person affected by dementia as well as increase
the likelihood they will use it.

All partners were able to sufficiently speak
English to communicate effectively with the
researcher. Otherwise this may have placed
partners in a potentially vulnerable position if
they did not understand fully what was being
asked of them.
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Major demographic characteristics
There were two male and two female partners all
over the age of 60 with mild to moderate stages
of dementia. The carers that looked after them
were all family members. Two were the children of
the person with dementia aged 45 plus and one
being the spouse over 60.

There was no measurement used to evaluate

the severity of dementia. It is often difficult to
describe what 'stage’ people with dementia are
at as the journey of dementia s different for
everyone. Most stage thearies focus on what
people with dementia are unable to do, rather
than the impact symptoms of dementia have on
the person affected by dementia (Morris & Marris,
2010). However, to give a sense of the cognitive
ability of partners in this research most partners
fall between the early-stage to middle-stage
category by the Alzheimer's Association (2015).

Interestingly, three partners with dementia were
immigrants from Holland, and one carer from
Scotland. All partners spoke English sufficiently
to avoid any confusion with the researcher.
Occasionally Dutch words were used but were
either similar to English words that the researcher
understood or that the partner carer would
translate.

Setting and location

The research was conducted in a quiet meeting
room that was familiar to the partners as it was
where they attended their cognitive stimulation
therapy group. This helped minimise risk for

both the researcher and partners as there was
additional support around. It also reduced the
stress and anxiety for partners getting to and from
the location as, for example, they knew where to
park.

FFor the co-design workshops, desks were arranged
in the middle of the room with chairs around the
outside of the desks. Week to week, partner pairs
sat together with people affected by dementia
often sitting in the same place as they sat for
cognitive stimulation therapy groups.

When user testing prototypes, research partners
were asked to consistently sit at one end of the
table where it was easier to set up the video
cameras filming them.



CYCLE 1:

3| Partner Recruitment

40

This cycle describes the approach to gain ethical approval and
recruit partners affected by dementia for the co-design workshops.
Naively expecting the process to be straightforward, the process
took a long time and needed modifying due to the novelty of the
research to both the researcher and the consulted experts. The

first phase of the cycle describes the process used to obtain ethical
approval. The secand phase of the cycle describes how the original
consent procedure did not work to recruit research partners and the
modifications needed to recruit research partners.
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PLAN

The aim of this cycle was to recruit peaple living
with dementia in the co-designresearch. Any
research involving data obtained from people
must obtain ethical approval to ensure that there
s low risk of harm to either the research partners
or the researcher. The second phase of this cycle
is to find any volunteers willing to participate in
the co-design workshops. Both of these phases
were thought to be straightforward, but were
more complex than originally imagined.

Due to alack of formal guidance on how ta recruit
people affected by dementia, a co-creative
approach was used to develop a safe procedure
torecruit people affected by dementia due to
their vulnerability. Experts who were familiar with
the legal complexities and/or the behaviours of
people with dementia were consulted to obtain
ethical approval. Their feedback was triangulated
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with each others along with literature to build and
submit to the Auckland University of Technology
Ethics Committee.

Nursing homes and Alzheimer's Auckland were
contacted during this process due to their access
to and familiarity working with people affected by
dementia. It was hoped that their early inclusion
in the research process development would aide
in recruiting research partners and minimise any
unforeseen potential difficulties collecting data
from them.

Having obtained ethical approval, potential
research partners would be approached through
referrals from nursing homes and Alzheimer's
Auckland.

ACT

The co-creative team

Boyd, McKernon, and Old's (2010) co-design
process is to first engage with patients involved
with the health service that they are trying to
improve. Likewise, IDEO's (2009) co-creative
practice engages with stakeholders at the
beginning of their process to discuss the design
challenge. Similarly, this research began by
consulting experts in ethical principles or experts
familiar in working directly with people affected
by dementia. These experts became members
of the co-creative team enabling the research to
continue.

The initial engagement of organisations was

built upon the relationships formed in the 2013
undergraduate honours work: This is me too' (Jury,
2013). A psychogeriatrician was introduced by a
referral and the Alzheimer's Auckland operations
manager was contacted by finding details of
Alzheimer's Auckland online. These relationships
were strengthened over time and were used to
initiate this research.

As this research involves the participation of
people living with dementia, additional members
of the co-creative team were recruited who had
knowledge of surrounding ethical complexities, or
who had access to people affected by dementia,
such as nursing homes. These experts were
approached using referrals from the original team
members.

It was anticipated that nursing homes would be
hesitant to take part in this research due toa
lack of understanding in assistive technology
(Bjorneby et al, 2004). However, in practice this
research received overwhelming interest and
support from individuals and organisations all
willing to share their time and experience in this
project.

Involving the co-creative team in the early phases
of research design helped minimise unforeseen
obstacles by the researcher or ather experts. For
example, it was unanticipated to the researcher
and the ethics advisory secretary that some
people with dementia would find it stressful to
remember an appointment and would therefore
be asked to participate in a workshop moments
before it began. Typically research partners would
be notified of aresearch date two weeks minimum
in advance.
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influence research partners have on the direction of the research,
as well as their interest. More focus has been placed on those
living with dementia as they are often unheard in other research. A
member of their family or informal carer also participated as per
the suggestion of the expert consultants to support the person
with dementia through the co-design process if required. Ideally,
clinical research partners should also be included in the co-design
workshaps. However, it is assumed that they would dominate the
conversations and make it difficult to identify the needs of people
living with dementia.

Expert interviews

To increase the chances of both gaining ethical
approval and recruiting research partners in the
research, hours of consultation were conducted
with individuals and organisations accustomed to
people affected by dementia.

Interviews were conducted with a
psychogeriatrician at Greenlane Clinical Centre,
operations manager of Alzheimer's Auckland,
cognitive stimulation therapy facilitator for
Alzheimer's Auckland, activities co-ordinator of
one of Bupa's high security dementia hospitals,
development co-ordinator at Elizabeth Knox
Home and Hospital, and chief executive of Howick
Baptist Healthcare, and the Auckland University
of Technology Ethics Committee's executive
manager.

Thisresearch is challenging in that it involves
apotentially vulnerable user group as well as

an innovative research method. Consequently,
none of the experts were familiar with a similar
research project which occasionally resulted

in some discrepancy in their advice. However,
despite the contradictions of the experts, each
were willing to adapt and find solutions to assist
the research in going forward.

Below are key suggestions of the experts in co-
designing with people affected by dementia:

* Limiting the total time spent as a group to an
hour to reduce fatigue inresearch partners

» Understanding that people with dementia
are allunique and have different capabilities
at different stages of their journey with
dementia

» (arersshould be invited to both support
the person with dementia and assist
communication between the researcher and
person with dementia if necessary

* Anyrecruitment information given will need to
be simplified as people with dementia will be
unlikely to process large written text

» Abstract thought is difficult for peaple with
dementia but they are capable to say what is
immediate or important to them

* People with dementiahave both good and bad
days

* |deally what a person with dementia says is
what they mean, however they are affected
by aphasia, which affects the production and
understanding of speech and written language

» Peoplewith dementia tend to lose focus
particularly in a group situation

* Important insights inregards toresearch
partners' experience of the co-design
workshaop may happen in discussions after the
workshop

» Research partners who attend the research
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are consenting to participate. This is
important for people with dementia as they
may become anxious during the week trying to
remember appointments but not being able to
recall for what. Therefore, in some instances
they might be asked if they want to take part
fifteen minutes prior to the workshop

There is arisk that the facilitator may
unintentionally pressure aresearch partner to
remember something they said or did earlier,
which may embarrass the participant if they
are unable torecall what it was

There may be a power imbalance between the
carer and person with dementia. The facilitator
needs to ensure that there is no coercion to
participate from the family/informal carer
When giving a presentation to recruit research
partners with dementia, anideal length of
presentation is kept to around five minutes.

Designing recruitment material

The advertisement material of the 1950s inspired
the design for the recruitment material. It was
assumed that people with dementia would be
familiar with the design and remind them of a time
when they were in their twenties. Themes that
emerged fromreviewing the graphic design of

the 1950s were a bold use of contrasting primary
colours, transparency, and geometric shapes.

Torecruit research partners, four different
media were used as they each had to meet
different requirements. It includes a poster to be
displayed in public areas, a pamphlet for peaople
with dementia to show their carer if interested
in participating, a detailed information booklet
to obtain informed consent designed for carers,
and a brief information booklet for people with
dementia (see appendix 01-02). The recruitment
material was reviewed by experts familiar to
people with dementia and approved for use by
the Auckland University of Technology Ethics
Committee. Interestingly, it was unknown by the
experts whether or not the ethics committee
would approve of the designed material, as they
had never seen anything similar.

This image has been

removed by the author

of this thesis for
copyright reasons.

1950s moodboard
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All of the material used similar design techniques
so that they looked like they were all from the
same research. Some of these techniques were:

* Heavily visual so that peaple with dementia
who could not read would get a sense of what
the research was about

» large serif font to help comprehension

» Doesnothave a pure white background to
reduce some of the contrast that may make it
more difficult to read

» Thecolour palette used bright contrasting

colours that were similar to the colours used in

the 1950s

* Audience of language used was aimed towards

twelve year olds

3rd March 2015

Seekmg volunteers for co-desngn research

A research | Joumey giving an opportu nity for people living with dementia

Who is the researcher?
Hello, my name is Rebeeea Jury. [ am
currently a masters
student studying
Art and Design at
Auckland University
of Technelogy (AUT).
1 would like to invire
W you and your family
- in taking part in my
research this year.

Who are you looking for?
@ People who are interested in taking

part and having fun.

Anyone living with a diagnesed
form of dementia.

@ A supportive family member or

primary carer with the time to take
part in the study as well.

to develop computer tablet tools they want, with them.

What is the purpose?
‘The purpaose of this research is to find
out how to invelve people living with
a cognitive impairment in the design
process by designing and testing a
prototype for computer tablets using
familiar design based group activities.

What will happen?

In part one, we will meet weekly in small
groups to do a series of design activities
lasting an hour. In six weeks we will find a
issue, develop a brief, and work together to
design a concept to address our brief.

‘There will be a social discussion
afterwards with tea, coffee, and biscuits.

In part two, we will test and give feedback

on a prototype based on our results in part
one. These session will only last 20min and
be held once a month for three months.

What would | need to do?

Take part in as many activities as
you can.

@ Give your feedback and opinion of
ideas honestly.

wrong answers as you are teaching
me!

E : Remember that there are no right or

Where can | find more
information?

If you have any questions, or want more
information, contact:

Researcher
Rebecca Jury
pge7411@aut.ac.nz
You can also pick up a pamphlet at cither
Alzhiemers Auckland or participating
health care residencies.

AU

This rescarch is approved by the Auckland University of Technology Ethics Committec on 10th March 2015, AUTEC Y N!YERS 1T Y

Reference number 15/08.

AUCKLAND, MEW ZEALAND




OBSERVE

It was assumed that obtaining ethical consent

to conduct co-design workshops, andrecruiting
research partners was going to be easy. However,
despite heavy consultation with the co-creative
team, there were still unforeseen difficulties and
barriers in recruiting people living with dementia.
Additional amendments were needed to recruit
people with dementia in the ethics application
around consent and cognitive ability.

Research partner recruitment

Four organisations were approached to conduct
the research. Each had their own specific
requirements regarding how to approach
potential research partners. In particular, nursing
homes required the research ethics application
to be accepted by their management committee.
A letter of formal request was submitted to
Elizabeth Knox committee and both nursing
homes received a copy of the ethics application
to ensure that the research was of benefit to their
residents.

Potential research partners were referred to the
researcher by the organisations based on their
judgement that the person with dementia would
be interested in taking part or were thought to be
able to give valuable data. Recruitment posters
and a presentation was given at each nursing
care home to present the research and to allow
interestedresearch partners to ask questions.
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tis also easier ta recruit research partners
when their family carer is present. Initially the
presentation was intended for people with
dementia and their carer together. In practice,
it was difficult to arrange a time at the nursing
homes that enabled all of the family carers to
come together as they had other commitments.

When presenting to solely people with dementia,
men were found to be more interested in
participating, as they asked the most questions.
When presenting to both the carers and people
with dementia at the same time, even though the
presentation was directed towards individuals
with dementia, it was the carers that were
enthusiastic and asked questions. Despite
intentions to ask people with dementia directly if
they wanted to participate, the carers tended to
talk on their behalf.

[t was explained toresearch partners that if
unavailable, they were not expected to go to
every research workshop. It was anticipated
that in working with an elderly population, other
circumstances would likely arise that would take
priority over the research. During this research
there were three instances where research
partners were unable to attend. One participant
had a fall during her holiday and injured her back.
Her son deemed sitting down for two hours
without a break difficult too difficult for her so

they did not take part in the user testing sessions.

Below is a summary of difficulties and barriers
unfareseen by the co-creative team to recruit
research partners affected by dementia:

» Nursinghomes are busy and it uses valuable
time for staff to organise and advertise a
research study

* Nursinghomes may not understand the
co-design process conceptually and find
it difficult to describe to residents with
dementia

» Whendescribing the co-design workshop
as aprocess to design a computer tablet
application, residents with dementia say that
they have no interest in using it

* Despite displaying symptoms of dementia, not
all of the residents were formally diagnosed
with dementia

» Particularly for people with dementia in
residential care, families did not have the time
to visit the nursing home weekly for a research
study

» Family carers were intimidated by the
research for amasters student because they
did not want to let the researcher down and
felt they would not be able tohelp

*  Sixweeks is along commitment for carers

» Some research partners have such severe
dementia that they do not remember that
they have dementia yet correctly identify it
would be better toresearch those that have
dementia

» People with and without dementia do not feel
comfortable with the generative process of
the co-design workshops in that the outcome
ls unknown

* |tisdifficult to get six people together in the
same place, at the same time

Ethical amendments

During the process of recruiting research
partners, it became evident that the constraints
set by the original ethics application severely
limited the number or people living with dementia
that could be recruited. The first amendment was
submitted to improve obtaining consent from a
person with dementia and the second amendment
altered how to assess cognitive ability during the
study as people with dementia have both good
andbaddays.

Obtaining Consent

Inthe original ethics application (see appendix
03), it stated that research partners may not
participate if they had an active enduring power
of attorney (EPOA) as this was used to indicate
whether or not they were considered cognitively
able to make an informed decision about
participating. However, when recruiting research
partners, it was found that there were only

three potential research partners out of three
organisations who did not have an active EPOA.
Evenif all three had consented to take part in the
research, their EPOA may have been activated
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during the research thus immediately removing
them from the research.

In consultation with Auckland University of
Technology Ethics Committee, it was decided that
if a person with dementia was deemed unable to
make an informed decision about participating in
the research, then an individual legally entitled on
behalf of a person with dementia could decided
whether or not the study reflects the values and
interests of the person with dementia (National
Ethics Advisory Committee, 2012). A statement of
agreement was created using the relative/friend/
whanau form‘'When a Participant is Unable to
Make an Informed Choice’ by the Ministry of Health
(2008) as a guide. It was also expected that the
person with dementia would still sign a consent
form, as the researcher did not have the capacity
to assess their ability to consent. In essence, this
technically meant the researcher was no longer
recruiting people with dementia, but carers of
people with dementia who then consented to
bring along a person with dementia as incidental
research partners.

Since the submission of the first amendment, a
semi-structured interview was conducted with the
psychogeriatrician at Greenlane Clinical Centre
for more clarification about advanced directives
involving people living with dementia.
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[t was assumed that all residents of a nursing
home would have an active EPOA. However, not
everyone has an active EPOA but may have one
written up in case circumstances changed. Usually
the next of kin is the nominated EPOA of their
persanal care and welfare. However, this is not
always the case. An EPOA may also be a lawyer
who would be costly to get approval from, which
was not feasible within this research. Similarly, if
the next of kin was not in either Auckland or New
/ealand,this would make participation infeasible.
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Only a medical practitioner can activate an
EPOA and this is a lengthy and complicated
legal process where the medical practitioner
has multiple consultations to confirm a persons
cognitive ability.

Figure 3.2 Assessment of risk

The psychogeriatrician consulted for this research
suggested that this research should be able to
operate on the assumption that everyone can give
consent as the psychogeriatrician considered this
research tobe arelatively low risk study (figure
3.2). If there was a question of capacity thenan
agreement by the carer should be signed if there
is not an EPOA. If there was an EPOA in place for a
potential participant, the EPOA would be required
tosignconsent.

Despite this, the consulting psychogeriatrician
was more concerned about the three questions
used to support the researcher to determine the
cognitive competency of a person with dementia
at the beginning of each workshop included at the
request of the ethics advisory committee.

Assessing Cognitive Ability

Due to the previous amendment, an assessment
on the cognitive ability of a person living with
dementia was not required for their participation
in the research. However, being able to assess
cognitive ability was arequirement to identify
whether the data obtained could be used as
occasionally valuable data must be discarded

if the participant was deemed not cognitively
aware enough. Due to the psychogeriatrician's
and Alzheimer's Auckland concerns about the

three questions constantly losing valuable data an
alternative was suggested.

|t was assumed that the carer would be the

most capable to determine instances where the
person with dementia was giving inconsistent
data. Aninformation sheet was made for the
carer detailing what was expected of the carer
and included a section where the carer may write
down any instances that was not related to the
question, or where they did not want included in
the research.

Carers were also asked to observe if the person
with dementia was no longer interested or was
uncomfortable in participating in the research.
Carers also were asked to support their partner
with dementia when they were having difficultly

in the research such as when writing things down.
Carers also assisted by interpreting the questions
and answers between the researcher and the
person with dementia.

Onno occasionwas it felt necessary to exclude
dataduring all six of the co-design workshops. The
requirement to use it was found to be an added
distraction at the beginning of each co-design
workshap. It was more effective to remind carers
toreport verbally any instances that they felt
were inappropriate to include in the research.
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(Advance care nursing home)
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Bupa

Howick Baptist
(Nursing home)

Elizabeth Knox
(Nursing home)

Alzheimer's Auckland
(Organisation)

Flow of recruitment
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challenging to continue
based on expert
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Wanted the co-design
workshop reduced to
twenty minutes and found
the co-design process too
difficult to communicate
toresidents

Heere33 Flow of recruitment

No residents wished
totake part that were
diagnosed with dementia
or their family carer was
unable to participate

Jresearch partners:
4 withdementiaand 3
family members

Were interested in
participating based on
the work by Alzheimer's
Auckland but did not have
enough time

4 research partners:
2withdementiaand 2
family members

Despite assuming that recruiting peaple living with dementia would

be easy, the number of research partners recruited was small.
Figure 3.3 is asummary of the final number of all four organisations
approached. However, it is unclear as to whether this is similar to
other healthcareresearchor if it particular torecruiting people
living with dementia.

Reflect

Despite appearing straight forward, the process
torecruit people with dementia was time
consuming and more complex than originally
expected. The ethical approval process went
through three cycles of action research to balance
the legal, ethical, and feasibility requirements

as there was limited experience by all involved in
conducting a study similar to this.

The ethical considerations surrounding this
research were frequently revisited throughout
this research and multiple discussions have
occurred between the ethics committee
representative, the co-creative team, and the
researcher. It quickly became apparent that

it was ineffective to apply ethical solutions

for cognitively able people on people with
dementia (Murray, 1094). Despite this, there is
currently no straightforward and agreed reusable
consent procedure for how to conduct research
with people affected by dementia. The ethics

committee representatives were extremely useful
in planning and preparing the research design and
without their assistance, the project would not
have been approved.

Describing the experience torecruit research
partners affected by dementia may help other
researchers interested in conducting similar
research. It is expected that other researchers'
journey co-designing with people affected

by dementia will be different due to different
research aims and ethical committees. However,
there will be some similarities between

these experiences that can be shared. Future
research is needed to formalise the recruitment
process to involve people with dementia in the
research process. If the researcher was a part
of an organisation, the research may have been
considered a service improvement and therefore
would not have needed ethical approval.
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CYCLE 2:
4| Co-design toolkit

560

This cycle describes the process ta iteratively design and build a co-
design toolkit for the co-design workshops with people affected by
dementia. Typically designed for cognitively able research partners,
the co-design activities were modified to collect valuable data using
the skills people with dementia still have. The toolkit was iteratively
tested and designed with the elderly, experts of people living

with dementia, and people living with dementia. The outcome is a
guidebook and toolkit to co-design six workshops with peaple with
dementia to identify what they value.
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Plan

The aim of this cycle was to develop a toolkit that
utilises the capabilities that people with dementia
still have. Having never interacted with people
affected by dementia before, the researcher

was invited to visit people with mild and severe
dementia to build empathy and understanding of
their condition.

Without an existing toolkit for people affected

by dementia, design and co-design toolkits were
reviewed to identify key elements to the co-design
process. A co-design toalkit was sketched and
evaluated by experts on the behaviour of people
with dementia. The toolkit was modified then
evaluated using a pilot test with older adults. The
pilot test identified issues surrounding the toolkit
and the facilitation of the workshop.

The final co-design toolkit was used during the
co-design workshops with people affected by
dementia. Between each workshop, the following
week's toolkit was evaluated and modified to
reflect the insights gained in facilitating co-
design with people affected by dementia and the
direction the design was heading.
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Empathy for people affected by

dementia

Prior to starting this research, the researcher
had never met a person with dementia. In order
to acquire empathy and understanding first
hand, they were invited to observe a cognitive
stimulation therapy group held by Alzheimer's
Auckland and a psychogeriatric care facility
owned by Bupa. These experiences became a
turning point as the size of theresearch andits
impact on others was understood. The visits

and corresponding discussion with clinicians
reduced the scope of the research project to
those with mild to moderate dementia. The
resulting experience of visiting people affected
by dementia helped the researcher gain empathy
and 'humanise’ characters previously based upon
assumptions, literature, and expert interviews.

The Alzheimer's Auckland cognitive stimulation
therapy group provided a friendly social
environment for people with dementia to socialise
with one another, while allowing their informal
carers ta have anhours rest. Observing how the
groups were facilitated informed the manner

in which co-design workshops should also be
facilitated. After carers dropped off their loved
ones and leave, the session begins with a cup of
teaor coffee, biscuits, and friendly conversations.
However, for a co-design workshop, this was
suggested to be given at the end of a workshop
else research partners would use too much of the
research time.

The facilitator of the cognitive stimulation therapy

group started the session by asking the same
questions at the beginning of each session: What
is the address they are currently at? and 'What

is the date? Interestingly, people with dementia
could remember that the facilitator was going to
ask for the address and tried to make an effort
toremember the answer befare they came in but
still some were not able to recall the answers.
They also used sly techniques so their memory
was not needed. One member had the date on his
watch and apparently always checked it before
giving out the answer. People with dementia
seemed annoyed that they could not remember
the answers to such simple questions but laughed
amongst themselves as they attempted to answer
them.

The therapy session relied upon using
reminiscence techniques to stimulate
conversation and discussion between the
members of the group. The facilitator also used
current events from the newspaper in which
group members always had an apinion or were
able toreflect upon in a memory. Group members
were also stimulated in multiple senses to evoke
memory. The facilitator brought in old kitchen
equipment, as well as aheavily scented paste
often used on burns. This stimulation technique
was used in the co-design workshops when
research partners were asked to bring objects to
share with the others.

It was easy to forget that the people in the group
had dementia. There were only a few instances
where members of the group gave any indication
of their symptoms with dementia such as

redirecting a question to the researcher who had
already answered it. Throughout the year, a few
members of the group were able to recognise
the researcher, and even recall their name. Such
moments were celebrated by the person with
dementia.

The secured psychogeriatric ward is home to
residents who require more care and were unable
to live in their own home. Communication is often
limited to small words, grunts, and body language.
Talking with people affected by dementiawas
difficult as residents were no longer aware that
they had dementia if they were able to talk at all.

Having met people with dementia at both ends
of the journey, it was identified that it would be
extremely difficult to use the same co-design
toolkit on people with mild dementia as those
with more severe dementia. People with more
severe dementia found it difficult to control their
emotions and behaviour consequently making
communication difficult and their presence
intimidating to the researcher. However, some
residents were able to communicate valid
arguments even if the argument was that they
did not have dementia and therefore it would

be better if you asked the other people around
about dementia. It would be difficult to obtain
informed consent from people living with severe
forms of dementia. However, if consent was
obtained, the co-design process would need to
be specifically tailored for the individual to utilise
their capabilities.
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Figure 4.1
Human Centred Design Toolkit

Health Service Co-design

Figure 4.2 Figure 4.3

Adobe Kickbox Toolkit

This image has been
removed by the author
of this thesis for
copyright reasons.

This image has been
remaved by the author
of this thesis for
copyright reasons.

Reviewing existing toolkits

Due to an absence of research surrounding what
isin a co-design toolkit, three toolkits were found
that described a co-creative process. These
three toolkits were examined to identify the
similarities between them, the differences, and
whether or not they would be suitable for people
with dementia. The Human Centred Design Toolkit
(figure 4.1) was aimed to create innovation from
communities in need (IDEO, 2009). The Health
Service Co-design Toolkit (Aigure 4.2) was used

to co-create with staff and patients to improve
hospital services (Boyd, McKernon, Mullin, & Old,
2012). The Kickbox Toolkit (figure 4.3) was for
employees of Adobe to develop a cancept to
improve Adobe's products and was commercially
driven (Adobe, 2015).

All three toolkits used a double diamond approach
where they generated ideas, narrowed down to a
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particular issue, expanded by developing multiple
concepts, andrefined those concepts toresult in
aproduct or service (figure 4.4). This informed the
initial concept sketches of the co-design process
for the research. Both the Human Centred Design
Toolkit and the Health Service Co-design Toolkit
used co-creation as a method to discover, make,
and market a solution, whereas the Kickbox Toolkit
was used as a tool ta design and sell a concept
(Sanders & Stappers, 2008).

Overall the toolkits were deemed inappropriate
for people with dementia as the they focused

on idea generation techniques for those that
were more cognitively able. However, the Human
Centred Design Toolkit provided solutions for
working with communities that were unable to
speak English highlighting how co-design can be
used with an absence of verbal communication to
convey an idea.

Sketching the co-design toolkit

The first co-design toolkit was divided into six
warkshops with each workshop building upon
the next. Six weeks was hypothesised to be
sufficient to define the problem, create the brief,
and design the solution based on the review of
other workshops. At the end of the six weeks it
was assumed that the output would be a tablet
computer application.

It was suggested by Gray, Brown, and Macanufo
(2010) that to create an effective workshop,
each workshop had to start with a beginning,
amiddle, and an end. The beginning activity
introduced people in the group as well as warm
up cognitive thinking, the middle was the core
task or activity to answer a question, and the end
was to help select the final outcome. However,
when describing the activities to the operations
manager at Alzheimer's Auckland, it was difficult

to explain some activities, therefore it would be
too confusing to complete all activities within

an hour on those less cogpitive. There was also
aworkshop dedicated to identifying barriers
around the tablet computer. It was thought the
workshop would result in a tablet computer case
to make it easier for people with dementia to
hold. This ideahad appeal because it would have
encouraged people with dementia to physically
make models. However, this was considered out of
the scope for the research due to time restraints.

Each workshop had both an outcome for the
researcher and an assumption of people with
dementia to be challenged. For example, creating
a collage of a person’s life helped the researcher
understand what experiences people with
dementia had gone through, what experiences
they valued, and where in their timeline did they
remember the most memories. For the person

o1

Figure 4.4 The Double Diamond |



with dementia, it challenged whether they

were physically able to cut, write, or glue. This
concept was useful in future iterations where the
questions that the researcher wanted to know
such as aresearch partner's favourite colour, could
be identified by the colours they choose to pickin
a collage instead of asking them directly.

1. Persona-Find out about each other in the
group and build a character torepresent the
group. It was also debated whether there
would also be a character torepresent the
carers of the group.

2. Scenario - Using the technique of service
design an experience map was created
representing the life the persona in the
previous week had.
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Brief - Reviewing the storyboard created in
the previous week, people with dementia were
toidentify a point of pain that they had.

. Evaluation - To become accustomed with

evaluating design, the workshop would
evaluate designs for people with dementia
including the designs from 'This is me too' (Jury,
2013).

Concepts - People with dementia would
generate concepts on how they would like

to solve the problem identified in the third
warkshop.

Development - The final workshop would
result in apaper prototype of the solution.

Pilot Testing

A pilot test was conducted to practice using the
toolkit as well as see what an outcome of the
workshop may look like. The research partners of
the pilot test were elderly in order to test with a
similar user age group to people with dementia.
It was assumed that the elderly would not be
familiar with digital terminology or be as quick to
generate ideas as compared to the researcher’s
peers. If the toolkit was ineffective for the
cognitively able elderly, then it would also be
ineffective for those more cognitively impaired.

Each workshop was timed to identify how much
could be completed within an hour. None of the
activities were completed on time due toresearch
partners going off task, having too many activities
scheduled, and due to the elderly taking a longer
time to do activities (Sanders & Stappers, 2012).
When describing the activities, the researcher
unknowingly used design jargon such as ‘font,
which instead of meaning a typeface meant a
church receptacle for baptisms to the research
partners.

The toolkit was basic and involved the use of thick
pens, post it notes, and large brown paper. Based
on the researcher’s experience of doing design,

it was assumed that research partners would
eagerly write or draw their own ideas. Instead
however, it was intimidating with the research
partners nervous in case they did something

‘wrong' Research partners often scribbled up and
redrew images that they were not happy with
instead of letting the ideas flow.

Generating ideas triggered participants memory
of experiences in their life, often resulting in
lengthy stories. The stories contained insights
that were of meaning and value to the research
partners and related to the workshop. However,
research partners did not identify and write down
such insights. It was conflicting to the researcher
whether they should document these insights

as part of the co-design workshop or allow the
participant to identify them. Research partners
tended to be happier when they themselves found
solutions or insights to some of the questions
than if the researcher suggested them.

Activities that worked well included creating the
persona as they enjoyed talking about themselves
and their values. They also appeared to enjoy
ordering what they valued using post-it notes as
they were easy tarearrange. The lotus blossom
method to generate ideas was only half completed
within the hour and a participant struggled to
create concepts due to the fear of being ‘wrong’
The experience map of their daily lives was also
ineffective, and at times confusing, in identifying
apain point in their day. Consequently, these
activities were not as enjoyable for the research
partners and seemed to bore them.
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The pilot test initially made the co-design
workshop appear as a failure as it did not result
in a concept for a computer tablet solution.

One participant who identified values of a good
product or service as ‘good health; responsibility,
and'economical, were already met by their hobby
growing a tomato plant. Translating growing
atomato into a tablet computer application

was seen as unnecessary to the participant.
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Onreflection however, the value of the co-
design workshops was that it helped identify
and communicate what was of importance to
the participant and generated empathy and
tacitknowledge for the designer. [t was also

an enjoyable and intimate experience for both
the researcher and the participant, which may
be engaging for people with dementia who feel
isolated.

Observe

Workshop Refinement
The workshops were refined by sketching the
designjourney, selecting the activities to best
meet the aim, positioning them in order, modifying
the activities to suit the needs of the people with
dementia, then selecting the materials, templates,
and prompts to be used within the workshop's
toolkit (figure 4.5).

The workshops were structured to enable people
with dementia to develop an application concept
for aproblem that they had identified themselves.
The first three weeks established the characters
of the research partners with dementia and

Figure 4.5 Co-design workshop refinement
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enabled them to explore and identify a problem
that they wanted a solution for within the scope
of a tablet computer application. The last three
weeks of the workshops evaluated existing
products that may already meet their needs and
developed a concept of how their own tablet
computer application may look.
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Multiple modifications were made to the co- Figure 4.6 Post-it note workshop arrangement
design workshops as well as the order in which

the workshops occurred. Writing the activities on

post-it notes allowed the researcher to quickly ,
critique and rearrange the activities (figure 4.6). J E
Difficulties occurred in selecting the optimal S—
method to obtain and anticipate information, while
reducing the total number of workshops.

Subsequent iterations reduced the complexities

) Each co-design toolkit involved a base set of older adults during the pilot test more than the
oft.h.e _toolklts and reduced the number of equipment (figure 4.7). ltems within this toolkit bright neon colours originally used. Paper used
activities. Each wprkshop had tobe able to St_aﬂd- were selected to be functional and appeal to within the toolkit was of thicker stock so that it
alone but also buildup upon what Was learnt in the older adults and people with dementia. Writing would be easier to grab by people with dementia.
pPrevious workshop so that people with dementla and drawing equipment was chosen due to the There was both sellotape and glue available as
didnot need to recall what they had previously thickness of the instrument so it would be easier it was unknown which would be easier to use.
completed. tograb, particularly in case aresearch partner Interestingly, the glue stick was not recognised

was living with arthritis. The post-it notes were by people with dementia and therefore may be
the colours of nature, as identified to appeal to better replaced with a glue paste bottle.

60 67



Figure 4.8 Final co-design workshop arrangement
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The toolkits were developed by defining the aim
of the workshop and anticipating the influence the
output would have on the final designed output
(figure 4.8).
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Each of the workshops tookits and templates
wererefined after each previous workshop using
sketches to develop and evaluate concepts (figure
4.9). The modifications to the toolkits were made
due to the additional knowledge received on how
to facilitate co-design with people affected by
dementia.

Figure 4.9 Examples of sketching modifications
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User interface toolkit

A user interface prototyping toolkit was
developed for the final week of the co-design
workshops (figure 4.10). However, after warking
with people affected by dementia the planned
toolkit was deemed too difficult for the research
partners.

In addition to the general toolkit, the user

interface toolkit included:

* Templates of aniPad printed on aheavy
weighted paper

» Transparent sheets to overlay notification
boxes when prototyping

» Variety of blank removable stickers to draw
icon onto as buttons

* Pre-drawnicons onto removable stickers so
people with dementia could quickly create a
mock up. These icons were both familiar to the
user interface design and common household
objects such as buttons

* The container that the icons where placed
into were outlined with a black marker to help
with the depth perception that people with
dementia have

/0

This toolkit was not appropriate for some
research partners due to their severity of
dementia. Some research partners with dementia
found it difficult to peel off the larger stickers
used for their name tag due to their impaired
dexterity, which was also compounded by a lack of
contrast of the sticker to the backing paper. The
toolkits sticker sizes were too small and fiddly for
people with dementia who have motor skill issues.
The final deciding factor to not use the toolkit was
made after the collage workshop, inweek five,
where research partners seemed intimidated and
uncomfortable at being asked to draw or create a
collage.

Potentially increasing the size of the tablet
templates and using different materials such as
wooden blocks to represent buttons or drop down
menus, may be more productive than this toolkit.
However, it is not likely that people with dementia
will understand the abstract concept of imagining
what the buttons do when you press them.




REFLECT

After conducting the workshops with people 2. Experience mapping - The template for the yet people with dementia seemed to enjoy the valuable to the people with dementia
affected by dementia and a member of their experience map made it difficult for carers to stimulation from the activity. generated the most excitement throughout
families. All of the workshops and toolkits write down insights of people with dementia 4. Design evaluation - Using the grid helped the co-design workshops. This may make
needed modifications. The modifications were as they did not know where towrite it. The people with dementia position whether they an effective first introduction tool as all
occasionally specific to a particular research experience map was not used to identify a enjoyed a product more than another as they members of the co-design workshops freely
partner with dementia as the co-design activities pain point, but it was effective in introducing could visually see where items were placed conversed with each other.
identify their strengths and what they enjoyed members of the group to one another. andreorganise if required. When evaluating a
doing, product or service, it wouldhave beenbetter 5. Artsand crafts - This activity was enjoyed
3. Design brief - Prompting people with dementia if every people with dementia looked and more by the carers than the people with
1. Persona - Overall the toolkit worked well. One to decide upon the problem to solve in the interacted with the product or service at the dementia. One person with dementia
major difficulty with the toolkit was in deciding subsequent weeks was useful to encourage same time. mentioned that they were unable to draw
which ideas were more important and should people with dementia to generate their own what they wished to draw, which left them
be placed in the centre. ideas. The lotus blossom was also effective, Bringing an object from home that was feeling disappointed. More structure is

although slightly confusing, to generate ideas
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needed within the co-design workshop so that
people with dementia feel empowered. It may
also be beneficial to have additional shapes
and textures within the toolkit particularly if the
researchis around developing a tactile product.

Asking people to draw icons was a miserable
experience for people with dementia and

should not be repeated. One research partner
had difficultly keeping up with the group and

left out icons as they did not know how to draw
what they had in there mind. They then became
stressed when they noticed they had left out an
icon and could not remember what was meant to
be there. Instead it may be more appealing for
people with dementia to match words with icons
to see if they have similar meanings.

Prototyping - Research partners enjoyed
evaluating the prototype quickly created using
ablog template. The prototype stimulated
ideas for the use of the prototype. People with
dementia enjoyed watching the videos and
songs chosen by the researcher based on values
identified in previous workshops.

Sorting card into themes to be used as
categories within the prototype was not enjoyed
by the research partners however, it was useful
inthe development of prototypes and indicated
that people with dementia were able to
complete the task with minimal difficulty.
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CYCLE 3:
5| Conducting co-design

This cycle details the implementation of the co-design toolkit with
three people affected by dementia. The cycle is divided into the
sixwarkshops in the order they occurred. The final product of the
co-design workshops was a design brief collaboration with peaple
living with dementia, a member of their family, and the researcher.
Key themes that were within the scope of the research were the
capabilities of people with dementia, the relationship between the
family carer and the person with dementia, the effectiveness of
the co-design activities and toolkit, and how to facilitate co-design
workshaps with people living with dementia.
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PLAN

This cycle tests the feasibility of co-design using
the toolkit developed for people affected by
dementia. Four people with dementia and three of
their carers were invited to take part in six weekly
co-design workshops that lasted an hour each.

To protect their identities, people with dementia
selected their own pseudonym based on famous
stars of their era that they admired. Carers are
referred to by the relationship they have with the
person living with dementia.

Setting up the workshops

The start of each workshop evolved to make it
more comfortable for the research partners as
the workshops continued. A video cameraon a
tripod was place up high at the back of the room
directed at the centre of the table. This point of
the room was diagonally opposite the doar where
research partners would enter so they would not
need towalk around it. An audio feld recorder
was placed at the opposite side of the table to the
videorecorder. All other equipment that was not
needed including the bags for the tripad, camera,
and toolkit were hidden under the desk to not
intimidate research partners as they entered the
room.

Three desks were placed next to each otherin a
row to make one large rectangular desk. An AO
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sized sheets of paper were small in comparison

to the desk. All the research partners sat around
the desk, often in the same position each week.
The toolkit for the workshop was placed in the
centre of the desk facing the research partners.
The toolkit and its images were spread on the
table orin front of each research pair if there were
multiple copies.

Post-it notes, pens, and blank nametag stickers
were placed in front of each chair on the table
where research partners were to sit. The post-it
notes were all one colour for each research pair to
make it easier to identify who wrote what. The pen
lids were pulled off then lightly placed back on so
that peaple with dementia were able to use the
pen without assistance from their carer as the pen
lids were too stiff for some to remove.

The tea, coffee, biscuits, and crackers were made
available by the Alzheimer's Auckland facilitator
fifteen minutes before the end of the hour. Carers
would make a drink for themselves and the person
with dementia while a plate of biscuits was passed
around. If food and drink were presented at the
beginning of the workshop, there would be a loss
of valuableresearch time as research partners
talked amongst themselves.
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WORKSHOP 1: PERSONA

Co-design process

The outcome of the first warkshop was to build
apersona that reflected the entire group, so

that we could refer to'it' as having dementia.

This helped collectively think about research
partners’ experience with dementia by stepping
back from their situation. It was particularly useful
as some nursing homes do not allow the use of
the world'dementia’ or Alzheimer's'and instead
used'memory loss' (Bjorneby et al, 2004). It was
assumed that the research partners would then
work together in a generative way to identify
opportunities for design, rather than trying

to solve prablems specific to individuals. This
exercise also built rapport within the group and
allowed the researcher to gain empathy within the

group.

For the first task, research partners were
encouraged to write words on post-it notes

that described aspects of the character’s
personality, skill, attitudes, and requirements. It
was anticipated that this task would be easy to
complete as research partners wouldreflect on
their own qualities as happened in the pilot test.
However, this task proved challenging due to the
confusion whenreferring to the ‘phantom’ persona
as people with dementia thought there was an
actual person.

The secand part of the task was designed to
help identify the most important characteristics
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generated by the group and place them in the
centre of the template (see figure 5.1), which
would be the basis of our character. However,
theresearch partners did not re-read what they
had already put down. It was suggested by one of
the carers toread aloud the insights to remind
everyone what had already been said. This was
ineffective, as people with dementia did not
appear to remember in sufficient detail what was
justread. It made it difficult to decide upon what
was most important to everyone collaboratively
as people with dementiahad forgotten what the
other options were. Ultimately the researcher
chose to ask whether a specific insight was
important to the research partners by reading
aloud the ones that had prompted the most
conversation earlier. If it still prompted aresponse
or discussion, it was added to the middle of the
template.

This workshop was enjoyable to begin with as
everyone got to know one another. Once research
partners settled into the task and understood
what was required they started to engage

with one another. Research partners would, on
occasion, offer or make a comment that invited
a discussion from other members of the group.
Topics that provided the most response within
this group were their hobbies, grandchildren,
the news, safety, and being a good friend.
Consequently, these ideas were included in the
following workshops.




Capabilities of people with dementia
|t was interesting to see how dependent some
research partners with dementia were upon

their carers; although this was expected. It was
anticipated that the carer would help translate
instructions given by the researcher and write
answers or comments made by the personwith
dementia. This was true for three of the research
partners with dementia, yet one participant was
able and willing to write their own answers and
did so successfully. However, they still sought
direction from their carer to suggest what to write
and where to place it.

Rita's Husband: “Do you think you should
write that down?”

Rita Hayworth: “No."

Rita’s Husband: “Well | think you do”

Rita Hayworth starts writing it down.

Many of the answers given in this workshop by
the research partners were superficial to the
researcher. However the conversations that took
place while contributing were rich with insights
into the lives of the research partners.

Rita Hayworth: “The problem about listening
to the news and those articles on the TV, for
me, is forgetting what | have seen. Enjoying
it, but then forgetting it”

Due to the inexperience of the research partners
in identifying such insights, the group did not
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immediately record insights as was asked of them
at the beginning of the workshop.

None of the research partners suggested
dementia or symptoms of dementia as a
characteristic of the persona being created. This
may be because dementia is, and its symptoms
are, not something they define themselves with.

Role of the carer

[t was immediately apparent, after the first
question, how muchreliance there would be upon
the carers to help communicate the workshops
instructions to people with dementia. Carers
often needed to repeat the question that

was asked by the researcher and occasionally
rephrased it for the person with dementia.
Despite the confusion of describing a phantom
persana, which was a difficult abstract concept for
people with dementia, carers initially felt that the
exercise was enjoyable and productive.

Researcher: “We're trying to build up this
whole person. [ know it's a bit strange”
Cary's Daughter: “Yeah, | think it works well”
However as the workshop progressed,

the responsibilities the carers faced in
constantly interpreting and translating
became apparent.

Cary's Daughter:“I think I need my coffee!

Facilitating

Due to all the research partners coming from

the same cognitive stimulation group it was
incorrectly assumed that everyone would have
previously met each other. It was suggested by
the research partners for everyone to write their
name on name badges. This had the added effect
of reminding the researcher to use aresearch
partners name in the questions if they did not
wish another to answer it. All research partners
with dementia were able to successfully write
their own name after being asked by their carer. In
future workshops, some research partners with
dementia wrote their name automatically without
being prompted.

At the beginning of the workshop the carers were
addressed first consequently neglecting the
people with dementia. This continued as carers
asked more questions about the workshop,
resulting in people with dementia sitting quietly
and contributing less. It became particularly
uncomfortable to the researcher whenreferring
to people with dementia as people with dementia.
A note was made to address people with dementia
first in the following workshops.

Future Improvements

In future, to identify which characteristics are
important, it may be effective to arrange them
in order by asking whether they prefer one
characteristic more than or less than another.

Amore productive persona workshop approach
might be had by giving better instructions to
carers. For example, anintroduction to the activity
as well as an example of what is expected may
help carers better tailor their questions/support
the person with dementia.

One of the research partners oftenrepeated
words aloud that he could see, despite having
read the words moments earlier. If words were
phrased as a question, there was a possibility
that as he read the words, he might be prompted
to answer a question. In subsequent workshops
the toolkits were altered so that single words
describing categories were rephrased into a
question. However, this channelled the solutions
in a particular direction.
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WORKSHOP 2: MEANINGFUL

EXPERIENCES

Co-design process

The purpose of this workshop was to identify
experiences that were meaningful to people
with dementia. Images and words were selected
specifically to prompt meaningful experiences
using a template to document what was seen,
heard, said, thought, or felt from the prompted
experience (figure 5.2). To assist filling out the
template, carers where given an example of one
completed to suggest where insights might be
written. It was intended that these templates
and images would be pasted onto a larger group
timeline. This, however, was decided too difficult
to organise by the research partners.

There was also an abundance of post-it notes
provided for research partners to write down their
own experiences. Interestingly these were not
used despite running out of templates during the
workshop. This may be because research partners
felt that there was no where to stick them.

Wards, despite occasionally being read out loud,
were not as stimulating as images and were

not used by the research partners to stimulate
conversation. Images that were popular were ones
that helped a participant recall something in their
past.

Rita Hayworth: “It's nice to take us back to
our memories.”

The more popular images of landscapes, food,
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What did you /
think or know?

/

What did you
see?

e -

What did
you say?
_ N
- < Howdid it
- make you feel?

Figure 5.2 Experience Mapping Template

and tools brought out richer conversations, with
research partners engaging with each other

as a group. Similarly to the pilot test, research
partners needed to be reminded to record
valuable comments when they became engrossed
inadiscussion.

Interestingly, despite grandchildren being a
popular topic of conversation the previous week,
the image of children to prompt a memorable
experience was neither chosen nor discussed. It
is assumed that this is due to the image not being
of their own grandchildren. People with dementia
respanded to the images that they saw in the
present, not what was interesting to themin the
previous workshop.

As it was time consuming to discuss their
experiences and record them, arranging

everyone's moments along a timeline together
was omitted from the research workshop. This
made it difficult to identify a point of pain that
could be used to create the design brief. The
researcher reviewed the templates after the

workshap to identify what images or words gained

the most response. The templates were also
sorted in the final week of the workshops.

The resulting discussion from the workshop did
not result in detail around moments that they
found difficult. Instead the workshop resulted

in understanding what the research partners
value as individuals. The data collected about the
research partners was used as input data for the
digital application prototypes.

Capabilities of people with dementia
It was assumed that people with dementia would
describe experiences of the image or words and
perhaps deviate towards experiences that held
more meaning to them. However, peaple with
dementia often described experiences related
directly to the image or word. This may be due

to carers feeling as if they must redirect the
discussion back to the original image, instead of
using it as a starting point to inspire discussion.
For example, Ginger's sonwas trying to correct
her that the bird she saw in the photo was a fantail
andnot awax eye. This interrupted Ginger voicing
her opinion on what she felt about birds and

the moment was lost. Only one participant with
dementia was able to use an image of Dunedin’s

railway station to remind him about the camping
grounds at Dunedin.

Not everything that a participant with dementia
said is fact. Cary Grant came to New Zealand from
Holland unmarried with his soon to be wife so that
they could easily gain a visa inNew Zealand. Cary
askedfFred Astaire if he too also came to New
/ealand unmarried to which Fredreplied that he
had. However, his son and wife quickly corrected
that he was married an had even brought his first
child over to New Zealand with him.

Fred and Ginger's Son“..no you weren't. You
[even] had a child!”

Dementia had also taken away the ‘photographic’
memories of Fred Astaire approximately two
years ago. Currently Fred's memories were all
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jumbled up. During the workshops he loudly voiced
facts or memories that did not seem significant

to the current conversation of the group, and
repeated them.

Fred Astaire: “Where there is anr’in the
month, that was then you have muscles”

Such outbursts were interesting to note as they
were significant to the person with dementia

at the time, despite appearing unconnected to
anything happening at the time. These outbursts
were noted as they helped identify topics of
interest to the personwith dementia to be used
later.

When dealing with memories, some memories may
be upsetting to research partners.

Rita Hayworth: “Sometimes remembering
is difficult, but then you just push it away. ..
[especially] if it is stuff you don’t want to
remember. You just push it away”

During this workshop while speaking, one on one
with Fred Astaire about his parents, it was noticed
that his tears were welling up. The researcher
tried torefocus Fred's attention on another image,
but the researcher did not know which image
would appeal to him. Consequently, Fred's san

was told what was happening and together the
researcher andFred's son brought his attention
towards another image.
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tis aterrible feeling knowing to have
unintentionally upset someaone, and worrying
about the implications it might have for the
research. How the situation was handled was
discussed with a psychogeriatrician, who
explained that people with dementia have
difficulties regulating their emotions, and that this
should be interpreted as finding something that
was of deep value to Fred (psychogeriatrician,
personal communication, 20th May 2015). How the
situation was handled was later discussed with
Fred Astaire's son to ensure he was comfortable in
how the incident was handled, and stilled wished
to participate. Freds son was not concerned and
enlightened the researcher that Fred's tears were
not from sadness but emotional ability.

Role of the carer

Again carers were relied upon heavily to enable
discussions and help document data from
people living with dementia. Carers found this
task difficult, as they did not know where to put
information using the supplied template.

Fred and Ginger's Son: “This is hard”
Cary's Daughter: “Yeah it is hard”

They also used the template to design questions
for the person with dementiain a structured
manner, instead of letting the conversation

flow and writing comments down as was heard.
Consequently, the conversations were often
staggered with neither party fully immersed in

the interaction. When a conversation was fully
immersed with valuable data, often the data

was not recorded. In some instances this data
isrecovered viewing and listening to the audio
recordings. However, as there are multiple people
talking at once in the room, sometimes it is too
difficult to hear what everyone has said. In such
instances, the comments written by carers are
invaluable.

Interestingly, carers often selected words or
images for a person with dementia to talk about.
They would also pass words across the table to
other carers if they felt the topic would be of
interest to them. Cary's daughter, for example,
passed animage of knitting needles to Ginger's
son so that Ginger might talk about it. Much to
Ginger's son's surprise, Ginger was not interested
in knitting and had never knitted.

In a group situation, carers were able to support
each other in completing the activities and
suggest easier ways to complete the task. This
‘bonding' was strengthened in the fifteen-minute
social time scheduled before the workshop
finished where carers often discussed their

experiences of doing the activity. With focus
directed away from the toolkits, peaple with
dementia and their carers engaged in lively
discussions, which were often a continuation of
their last discussion during the activity or were
about their experience of the co-design workshap.

Future improvements

Discussing the experiences of people with
dementiawas an enjoyable activity that resulted
inmeaningful discussions held not only in
individual pairs, but also as a group. However, the
process inwhichresearch partners themselves
collected the data was difficult as it was unclear
where to write the insights, which disrupted the
flow of the conversations.

Arranging their experiences on a timeline was not
effective as it was difficult to remember when

an experience accurred for research partners as
well as arrange it with other timelines. It may have
been mare effective to focus upon a day in the life
for people with dementia, using images that may
occur in their daily lives.
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WORKSHOP 3:

BRIEF

Co-design

The objective of this workshop was to
decide upon the problem to be solved

in the four remaining design workshops.
Research partners were asked to select
values that were important to them. These
were then expanded using a lotus blossom
brainstorming tool. A lotus blossom begins
with a central idea surrounded by eight
concepts from that idea. These eight ideas
were expanded to identify a further eight
concepts of implementing these ideas. The
lotus blossom technique received the most
interest from the operations manager of
Alzheimer's Auckland.

At this stage it was hoped that there

would already be a pain point identified
from the experience map in the previous
workshop. Instead it was unclear about how
to progress forward in the design process
to the researcher. Consequently, research
partners were asked directly if there was
anything that they would like improved in
their life.

Cary Grant: “There's always things
that you want better, but in my
position well, | can't expect things to
be better, that's all”

|t was assumed that his position was
referring to his lack of mobility.
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DEVELOPING THE

Even for cognitively able people, coming up
with a problem when asked directly can be
difficult. Cary Grant was shown some of the
key insights that was identified from the
previous weeks to see if he responded to
any. On hearing these, Cary was prompted
to describe what held a lot of value to him:
mobility. Despite this theme not being
identified previously, the care reason

he choose mobility was to socialise with
others.

The problem that was chosen by peaple
with dementia was to engage their brain
and stimulate conversations with others.
This was rewritten as a question and
placed in the centre of the diagram (see
figure 5.3). Research partners were then
asked to describe that made them talk or
think. The eight concepts were expanded
upon and rewritten as a question by

the researcher. Writing the concepts

as questions was effective as research
partners with dementia read the question
aloud and answered it, despite have
already read and answered the question
previously. However, the way in which the
question was written dictated the reply of
answers and may have restricted potential
creative answers.




The final brief was finalised with the agreement
of the whole group, which was surprisingly easy
achieve. Research partners selected the final
brief with dementia based on Rita Hayworth's
suggestion to think and talk. It then generated

an engaging discussion about how much people
with dementia value spending time with friends
and family. As aresult of the discussion, it was
decided that talking and spending time with their
grandchildren was most beneficial.

Cary Grant: “Well the thing is when you're
younger, you've got interest in all the
different things. But when you get older,

you know yeah, you've got your own family,
you've got your grandchildren, you've got
your children, and they're all getting older..."

Researcher: [What do you like doing with
your grandchildren?]

Cary Grant: “Well if they come, that would
be nice”

Cary's daughter: “Who else would come up
and visit you?”

Cary Grant: “The other daughter”

Cary's daughter: “Yeah, my other
daughter”

Inresponse to asking whether the workshops
should focus upon spending time with their
grandchildren doing activities that made people
with dementia communicate and think Rita
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replied:

Rita Hayworth: “and that should be how it is”

People with dementia

While participating in the activities, the carers
were often talking aver the people with dementia
due to their enthusiasm with the activity. A
recurring theme throughout the workshop was the
idea that people with dementia were unable to
voice their opinions over those more cognitively
able. This was supported indirectly by comments
made by people affected by dementia throughout
the workshop.

Researcher: [In what ways can we listen to
others?]

Rita Hayworth: (instantly ) “By not
interrupting them.”

Everyone laughs

CST facilitator: “There you go [Rita]”

Cary's Daughter: “Oh gosh. That's a good
one’

CST facilitator: “That was quick about it”
Cary's Daughter: “She’s, she's on aroll here”
Rita Hayworth: “People do interrupt you
don't they?”

Occupational Therapist: “Yes, yes they can
do”

CST facilitator: “Well..”

Cary Grant: (interrupts) “That's the only way
to talk”

Everyone laughs
Rita Hayworth: “Yeah it's the only way to get
aword in, fair enough”

The dementiajourney also takes away an
individual's ability to make decisions for
themselves, as carers often make the decisions
for them.

Cary's Daughter: “What else do you like
watchingon TV?"

Cary Grant: "You tell me

Cary's Daughter: “Nah, you tellme,”

Cary Grant: “Nah, you tellme,

Cary's Daughter: "Ah. So we're going to play
this game are we dad?”

Cary Grant: “alright”

Cary’s Daughter: “We're going to play this
game?”

Cary Grant: "Yeah we play this game”

This example depicts frustration from both
parties, and appears to happen frequently. The
perspective of the researcher is that this occurred
due to Cary feeling unheard, as he was during the
co-design activity. He may also have been having
abad day with his daughter (good and bad days
are common with dementia). However, a comment
made by another participant indicates that this
was a frequent problem for other people with
dementia as well.

Rita Hayworth: “l have to do what I'm told
now you see.”

Carers

It was easy for the more cognitively able to talk
over those with dementia and to make decisions
for them in the activities. Having the people
with dementia present while designing the brief
reminded us that they are people with values.

Rita's Husband: “Well | think that as they get
older, it's hard to get the motivation.”

Rita Hayworth: “They?”

Rita's Husband: “You!

Rita Hayworth: "Am | a they?”

Rita's Husband: “Well no, I'm just saying..."

The role of the carer was to support the person
with dementia but they began to coach the
researcher in wording questions to be more easily
understood.

Researcher: “[are] there any problems that
you have in your day to day life that you
would like fixed? Or is there something that
just happens?”

Cary's Daughter: “You might want to just
word that again”

Researcher: "Are you happy with your days?”
Cary Grant: "So far, yeah. It's alright”
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Facilitating

When facilitating the previous workshops,
theresearcher stood at the 'head of the table
fromwhere the Alzheimer's Auckland cognitive
stimulation therapy facilitator led her group.
Immediately this created an imbalance of power
whenever the researcher spoke as everybody
stopped to listen. During this workshop, the
research partners were later than usual due to the
stormy weather. When one research partner pair
had arrived the researcher sat down next to them
to begin the research. When the other research
partners arrived, the researchers remained in
their seat, which created an unexpected but
exciting dynamic within the group. It helped

shift the researcher’s position of power to being
an equal in the design process creating livelier
discussions. For future workshops, the researcher
did not lead from the ‘'head of the table, but
moved around crouching between seats to talk
with research partners.

Often carers became increasingly engaged in
the excitement and generation of ideas, which
occasionally resulted in talking over people with
dementia. However, looking directly at a person
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with dementia while they talked encouraged the
personwith dementia to keep talking despite their
carer talking as well. By engaging with the person
with dementia the researcher can discretely draw
the groups' attention back to the person with
dementia.

Future Improvements

Many of the engaging discussion such as a

lack of social clubs where they would have met
intergenerational people, resulted from the
conversations created by conditions set up by
the workshop. However, these insights were not
identified as ‘problems’ or 'solutions: Therefore
the researcher recorded such insights with their
approval to place them on the lotus blossom.

The carers often generated ideas an behalf of
the people with dementia instead of allowing
people with dementia to generate their own
ideas. However, people with dementia were able
torespond towhether they felt anidea was
good or not. Potentially with more severe cases
of dementia, carers could generate ideas to be
evaluated by people with dementia.

WORKSHOP 4: DIGITAL

EVALUATIONS

Co-design

The first task of this workshop began by
evaluating examples of products that would
encourage or support a person with dementia
based on the brief from the previous workshop; to
think and talk. To end the workshop, people with
dementiahad been invited to bring an artefact

or apicture of an artefact that was important to
them with the purpose to identify what they liked
about it as a criteria for design.

Five digital applications and two books were
selected for evaluation within the group. These
were selected as they potentially could be

used by a person with dementia to ‘think or
talk;and could communicate or play with their
grandchildren. These were analysed by the group
based on whether the research partners felt

that it would be useful and how visually engaging
it looked (figure 5.4). Facebook was ranked the
least useful by research partners due to its visual
complexity. The journals recording personal data
by Life Canvas received the highest ratings in
both appearance and the likelihood that research
partners would use it due to the perceived
familiarity of function and personalisation.

Two of the designs included were the result of the
researchers previous honours research. One was
asmallring bound diary designed to capture the

life and medical history of a person with dementia,

and the other was aradio application designed

to help document and replay important events in
a person with dementia’s life. The diary received
negative feedback by research partners, which
aligned with the researchers final reflection of the
artefact.

Fred and Ginger's Son: “clinical”

Cary's Daughter: “It looks quite clinical and it
looks so intense... It looks daunting. That's
the word I'm looking for”

The journal by Life Canvas enabled a family
member to write down interesting facts about
their loved one. The carers felt that they could

fill in the book at their own pace and people with
dementia would pick the book up andread it in
their own time. Fred Astaire enjoyed reading what
he saw out loud and demonstrated this during the
workshop. However, it did not appeal as much to
Cary Grant as it did to his daughter. Cary explained
that the book did not suit him personally perhaps
due to the childlike cartoon illustrations. This

is an example of why the elderly or people with
dementia should not be generalised as being the
same.

Interestingly, the reasons that the research
partners liked the book did not apply to the
ring bound diary. For example, it was felt that
the Life Canvas book could be filled in sections
unlike the ring bound diary, which was felt had
to be completed inorder all at once. This was
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Figure 5.4 1.Brainy App (Alzheimer's Australia, 2013)
Resulting output of tablet computer 2. Facebook (Facebook Inc,, 2015)
applications evaluation 3. GreyMatters (GreyMatters Care LLC, 2015)
4. This is me too - Booklet (Jury, 2013)
5. Thisis me too - Radio (Jury, 2013)
6. The story of me and my Grandma (Parragon Books, 2013)
7. Skype (Skype Communications S.ar.l, 2015)

disappointing as the ring bound diary was
designed for the purpose of being able to fill
single pages at a time and for the pages tobe
rearranged as suited. This may have been due
tothe content within the diary being written for
medical purposes instead of a celebration of who
they diary's owner was.

In the second part of the workshop, research
partners had brought in objects that were
important to them to share with the group.
Research partners brought in a diverse range of
items, including a pottery butterfly, wedding and
family photographs, a picture of a grandfather
clock, and a picture of a cabbage shredder.
These items were selected because they held
meaning for the research partners with dementia.
It created a moment were all the people with
dementia were excitedly sharing their items and
memories and did not wish to stop.

Perspectives of dementia

Allowing research partners to interact with a
tablet computer and test application programs
appeared exciting for the research partners. It was
anticipated that carers would be assisting people
with dementia to use the tablet computer. Instead
however, carers discussed the potential benefits
of the application software amongst themselves
such how Grey Matters took a person with
dementia to ahappier time (GreyMatters Care
LLC, 2015). This allowed people with dementia to

explore the tablet computer themselves without
supervision.

Cary Grant enjoyed playing a spelling software
application called BrainyApp where paddles were
rearranged to spell a word and beat the computer
at the traditional computer game, similar to
tennis, called ‘pong” (Alzheimer's Australia, 2013).
To interact with the tablet computer Cary Grant
and Fred Astaire quickly learnt how to slide the
paddles by pressing their finger on a paddle and
sliding it across the screen to where the paddle
should go, and seemed to enjoy the instant
feedback from the game. However, Rita Hayworth
found it difficult to slide the tiles as her method
of interaction was to tap the tile to move, and

tap again where she wanted it to go. Even after
successfully succeeding at dragging a tile across,
she did not appear to understand how she had
done it and repeatedly interacted by tapping
instead of sliding. Neither Rita Hayworth, her
husband, Fred Astaire, or Ginger Rogers had used
a tablet computer before, but were engagedin
using the tablet computer.

In the secand half of the workshop, research
partners were asked to present their favourite
item. While doing 5o, all research partners with
dementia became highly animated. Ginger Rogers,
who was normally a quiet research partner, spoke
excitedly to everyone about her cabbage slicer. It
was only then that the group learnt how her life
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revolved around caring and serving others such
as her family. She proudly shared with the group
how the cabbage shredder enabled her to make
coleslaw finer than with a food processor.

Even though Fred Astaire's turn to talk about his
grandfather clock had passed, he was still talking
about it despite the fact that no one was listening
to him. He kept smiling to himself while he was
talking and his words seemed to reassure him.

Fred Astaire: “Yeah it still goes”

Fred Astaire: “Yeah it's exactly the same!
Fred Astaire: “It's exactly the same you
know!

Carers

Carers were reminded to bring in an item that
was important to the person with dementia. This
may have unintentionally meant that the item
brought was what the carers felt was important
to the person with dementia, which may not have
been the same as the person with dementia. Fred
Astaire's item was a wooden grandfather clock
that he and his son rebuilt together based on the
original casing for the clock. The original clock
casing was not imported into New Zealand in
case the wood contained woodworm. The clock
was meaningful to his son, as it was a time that
they had spent together before more severe
symptoms of dementia had arisen. However, Fred
initially saw the clock as the ariginal and had to be
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reminded by his son that it was not the same clock.

Carers often answered questions about the item
before the person with dementia could reply if no
one's name was used.

Rita Hayworth: “I brought a butterfly.
Because... I dunno... [ really really love
butterflies”

Cary Grant: [asked where she got the
butterfly from]

Rita's Husband: (While Rita is thinking) “The
Greek Islands!

Perspectives on facilitating

When facilitating the evaluation of products that
encouraged or supported peaple with dementia,
the image selected as a placeholder for the

item impacted the result. Research partners
with dementia were unable to retain what the
software application was or did based on verbal
descriptions. Consequently, they based their
respaonse on what they saw immediately.

Researcher: [Why do you like this one over
that one?|
Rita Hayworth: “The picture would draw me

M/

mn.

This meant that images with a screenshot of a
person face were rated higher than a screenshot
of an software application menu.

Future Improvements

When evaluating the software applicationon

the tablet computer, research partners had to
share one tablet computer between the group.
This made it difficult for research partners with
dementia to remember what the tablet computer
application they had previously used to evaluate.
Oneresearch partner with dementia, despite
being the first to use a software application, did
not remember having used it when the group

was reviewing the application. It would be more
effective if each person with dementia had access
to a tablet computer while reviewing a program

so there was no need to remember what they had
used and could form an opinion based on what was
immediately in use.

9/



WORKSHOP 5: MAKING

Co-design

Structured as an arts and crafts activities
workshop, research partners were asked to use
the tools available to create a collage or drawing.
The brief was open to allow peaple with dementia
to be creative. Its purpose was to identify what
they enjoyed visually to theninfluence the
aesthetics of the design solution without directly
asking them. This approach was taken to help
reduce or minimise the chance of ‘performance
anxiety' In the second part of the workshop,
research partners were invited to draw digital
jargon like 'save’and 'home, to help design icons
that would be familiar and understandable to
them.

Research partners with dementia were provided
avariety of pens, pencils, paper, and pictures all
placed in the centre of the table. This created
instant excitement within the room as they
entered with particular interest in the brightly
coloured patterned paper. After describing

the task as a workshop to creatively explore
ideas, using any of the materials available, all
research partners were confused andrequested
an example. After creating an example it was
explained to research partners that the focus was
going to be upon the way they use colour, arrange
the page, and express themselves. Only people
affected by dementia took part in creating an
image with their family carer supporting when
they needed help.
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Research partners with dementia were hesitant
and confused upon what to do when faced with a
blank page. With encouragement, some research
partners eagerly created work while others
struggled and needed constant support from their
carer. One participant did not wish to participate
as it was not something he found interesting or
fun. Interestingly, he proved to have astounding
artistic talent unknown to his daughter, and drew
an impressive cruise ship from memory of his trip
toHolland with his wife years ago (see figure 5.5).
He enjoyed talking about his trip with others more
than the act of drawing it. His lines were more sure
and determined in the picture of the ship than the
sun and birds that his carer suggested he draw

to complement the picture. This may be because
he was no longer drawing from memory or was no
longer interested or engaged with the activity.

The second half of the workshop involved
research partners drawing words that are terms
frequently used in technology such as 'home’and
'save’ For this exercise, both carers and people
with dementia were asked to complete their own
drawings. This activity was poorly planned as it
was difficult for a person with dementia to retain a
word and draw its abstracted image. This created
some tension, stress, and anxiety amongst

the research partners. Due to additional time
restraints they were also rushed, creating further
pressure.

Research partners were given examples of icons

Figure 5.5 Person with dementia's collage outpuf



Figure 5.6"slippers’

to indicate what was being looked for. Fred Astaire
instantly began to describe the icons that he saw
and, as expected, the images were so abstract
that his interpretation of the images was different
to theresearcher’s. For example, an icon depicting
the binocular symbol often used for visual reading
lists, looked like a pair of slippers to Fred (see
figure 5.6).

People with dementia

Not everyone enjoyed the arts and crafts
workshop. However, they were able to let the
carer and the researcher know that they did not
wish to participate. Carers supported the persan
with dementia to take part or not based on their
judgement.

Cary's Daughter: “l know it's not your cup of
tea. Pretend you're building a building. You
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Figure 5.7
"We have to draw these pictures. Not what | like doing’
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know on paper. How about that?”
Toreduce the carers' influence, Cary Grant was
asked by the researcher whether he wanted to
observe or do something else. However, when
asked by the researcher he did agree to take
part, but made it clear that it was not something
he would usually do. His decision to participate
may have been due to the inconvenience and
attention caused by not participating within the
group. However, he was still was able to voice his
displeasure in the activities by writing that he did
not wish to draw what was asked of him (figure

5.7).

Sometimes people with dementia forget the
meaning of wards. This makes it difficult to
understand them and can lead to disagreements
between the carer and person with dementia.

Figure 5.8 Green or Black?
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Fred and Ginger's Son: “What colour do you
like dad? | know what colour do you like”
Fred Astaire: "Huh?"

Fred and Ginger's Son: “What's your
favourite colour?”

Fred Astaire: “Favourite colour?”

Fred and Ginger's Son: “Yeah. What is this?”
(points to Fred's clothing)

Fred Astaire: “Green.”

Fred and Ginger's Son: “Is that true?”

Fred Astaire: “Yes!

However, his outft was black. It was unclear
whether he na longer remembered what his
favourite colour was, or whether he no longer
associated the correct word to the colour. Despite
the confusion or misunderstanding, Fred was
given paper of different shades and patterns of
green (Figure 5.8). This was also because there

Figure 5.9 Recording sound

was only one shade of black.

Cutting out images and sheets of paper was
easier for research partners to do than drawing an
image. Two of the research partners struggled to
draw and often looked lost and unsure even when
prompted by their carers. Structuring the craft
workshap into small tasks may have reduced the
uncertainty and anxiety felt by research partners.
It was expected that people with lower levels

of cognitive ability would find abstract thought
difficult. However, one participant who often
exhibited memary loss and loud outbursts had the
most creative mind when answering questions or
doing activities. In one instance, Fred Astaire had
pulled out the word'record sound’ and glued it
onto his paper when he could not think of how to
draw the word (see figure 5.9).
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People with Dementia

This is one of the results of the co-design
workshap where people with dementia
were asked to draw out jargon used within
technology such as'home, 'save; and’ close

Above are the images that people with
dementia drew and below are the images
that their family carer drew.

Carers were very supportive of people with
dementia who sometimes had difficulty
creating a visual image for aword. You can
see a similarity between objects within
each participant pair, as well as within the
group. This was because people shared
their ideas as a group for words that were
difficult.

The output of the activity did not resultin
icons that could be used directly within the
tablet computer application as intended.
However, it suggested that the images
needed to be more literal than abstract.

The activity also identified those with
dementia that enjoyed visual thinking and
enjoyed expressing themselves in this
format. It also identified those who did not.

It was impressive to see the drawing
ability of people with dementia who we
may have assumed incapable of drawing,
In @ more supportive environment with
no time constraint, this technique may
have potential for people with dementia
to contribute to the final design with
sketches.
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Carers

During this collage activity the contrast in the care
style of the carers became more apparent. Rita’s
Husband performed a supportive role with Rita
Hayworth who both shared the cutting of objects
and consulted on decisions. Cary's Daughter and
Fred and Ginger's Son dictated instructions to
their loved ones by placing materials in front of
them and telling them what to do. This is likely due
to the carers being the children of the person with
dementia unlike Rita's carer, who is her husband.
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Facilitating

Placing all the materials in the centre of the

table was ineffective. Not all research partners
with dementia were physically able to reach the
materials that they wanted without reaching
uncomfortably or leaving their chair. This meant
that they only used tools and resources closet to
them, which were often selected by their carer.
Consequently, the carer influence the outcome of
the drawing.

When faced with a blank page, asking people to
draw something was difficult even for cognitively
able people. Providing examples and suggestions
helped guide the co-design workshop but did not
enableresearch partners to get over the initial
hurdle of starting. Carers were highly supportive
in enabling research partners with dementia to
start to create something by suggesting the kinds
of things that they could create.

Future Improvements

People with dementia pleasantly remarked upan
the colours and patterns of the coloured paper.
To improve the selection of colours and patterns,
adifferent variety of textures should be included
in the toolkit as people with dementia enjoyed
the thin texture of the arigami paper. This would
be particularly useful when using the toolkit to
design tactile products.

Alternative activities may be required in each
workshap for research partners who do nat wish
to take part in the particular activity. Potentially
they may prefer to assist others, make their own
interpretations of others warks, or take notes for
the researcher. The activity that they choose to
do will depend on their personality and what they
would prefer doing.

Drawing abstracted icons from words should not
be conducted in the way that it was within this
design workshaop. People with dementia should
not feel rushed or examined during the workshop.
A matching words and images activity, to find out
whichimages they associate with which words,
may be better suited to the abilities of research
partners with dementia. It was commented that
they knew what they wanted to draw, but did not
have the skill.
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WORKSHOP 6: PROTOTYPE

TESTING

Figure 5.10 First blog prototype made in Wordpress

No SIM = 8:24.am 100% -

& codesigndementia wordpress.com

ALL FOR ME. =

JUNE15, 2015 o) * | JUNET5,2005 =M

BUTTERFLIES

HERE'S LOOKIN:
AT EWE:KID: = % e
BAY_SHEEP. : an

%
MAKE THE NEWS So casauiaans
INNEW YORK — SBESMAT DA

ae
JUNE 12,2015 &2 JUNE 9, 2015

°
TURNING RED, CO-DESIGN
LIGHTS TO “ WEEK 5
GREEN \
L

MAY 26, 2015 ARIL22, 2005 & (R
X Al

SOPHIE IN fI'HE %
Co-design
In the final workshop, it was hoped that research

partners would be able to draw their own
application screenwith their carer. However, due

PM’S PONY-TAIL

to difficulties in the previous co-design workshap,

it was decided that this would be too stressful for
research partners and not productive. Research
partners were then presented with a web based
prototype built from a blog template to see
whether it addressed their needs and should be
developed further (figure 5.10). The workshop
ended with a simple task of arranging words
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THE ROYAL VISIT OF 1953-1954

For those New Zealanders old enough to have experienced it, the visit of the young Queen and her

dashing husband, Prince Philip, to New Zealand in the summer of 1953-54 is a never-to-be forgotten
event. Those who were children at the time recall the Big Day, marked for months in the calendar,

when they dressed in their posh clothes, pinned a royal tour medallion to their chests, collected a butter

that were meaningful to research partners into
categories that made sense to them. This would
form the basis to structure different categories of
their lives in the blog,

The week six workshop was originally intended to
provide an opportunity for the research partners
to design the application itself. Instead, the
warkshop began by presenting research partners
with a blog template on the tablet computer that
was filled with content representing the values
the research partners had identified throughout
the co-design experience. Two tablet computers

were passed around that showcased the current
co-design prototype. Research partners were
immediately more responsive when interacting
with the tablet computer. This was potentially due
to the familiar user interface of touch and its book
like form. In contrast, a laptop or a computer has a
different user interface systemwith akeyboard,
track pad or amouse with a potentially harder
learning curve. However, this theary was not
explored.

The workshop was continued by informally asking
research partners what they liked or disliked

about the prototype. Feedback was positive
around the content, with research partners
expressing how it was relevant to their age and
allowed them to reflect back upon their memories.
As the content of the prototype was video, music,
images, and news articles that were directly
relevant to (and chosen by) the research partners
from the previous workshops, it helped research
partners with dementia to become engaged with
it

For the final activity in the last co design
workshop, research partners were given words
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Figure 511 Card sorting



Figure 512 Identifyingicons

and images based upon topics of their interest,
to organise into thematic groups. These thematic
groups later guided the arrangement of pages

in the prototypes that were developed following
the co-design workshops. Eachresearch pair was
asked to complete the task together, and to share
the results with each other.

Carers heavily influenced the placement of the
words and images into the thematic categories.
For the final activity of the workshop, research
partners were lastly given the look, see, hear, and
feel templates that they developed in the second
co-design workshop to add to their categories.
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Despite the lack of interest from research
partners to sort cards, they were engaged
throughout the process and were able to fit their
memaries into the categories they had created
(figure 5.11).

lcons were difficult for the research pairs to place
and oftenresulted in a image pile of their own.
This was because they either did not recognise
theicon, or they did not know what the icon meant.
For example, Fred Astaire recognised the image
of arubbish tinas the front grill of a car, and the
eye symbol for 'seen’as aman in a canoe (Figure
512). Carers began writing down what people

with dementiarecognised the icons as instead of
categorising them.

People with dementia

Throughout the research workshops, Fred Astaire
had been very vocal with frequent outbursts of
conversation that tended not to relate to any
topic of conversation currently discussed. It was
easy to dismiss these accasions, as they did not
seem to make sense at the time. However, these
moments may need further consideration to see if
there is anunderlying truth.

For example, while the researcher was explaining
the blog template, Fred stated:

Fred Astaire: “The acoustic this [sic] in this
room is wicked"

(His son laughs and tries to hush him)
Researcher: “Can you not hear me?”

Fred Astaire: “Yeah, it's wicked. Even if you
are talking clear, I have to look very well for
what you're saying.”

Using images that related directly back to

the person with dementia was immediately
stimulating and interesting. While using the tablet
computer, Rita Hayworth took immediate interest
in a photograph with her andRita's husband init.
Her exploration of the tablet computer involved
her touching it to try make it larger so she could
show her husband. Similarly, Fred Astaire chose to
view a video of the Berlin Wall and appeared to be
enjoying watching and commenting on it.

Each person with dementia was engaging with
different elements of the tablet computer. Rita
Hayworth preferred to look at the pictures and
started talking enthusiastically to her husband.
Fred Astaire appeared to enjoy watching videos
play and proclaimed memories to the group as he
recalled them. Cary Grant quietly withdrew into
the tablet reading the available news articles, and
then explored what else the tablet could do.

For people with dementia, it seemed the
prototype was seen as a tool to prompt
discussions with others.

[What would you like the tablet to do?]
Rita Hayworth: "Add conversation?”
Researcher: “Conversation. How
conversation? Would you like to be able to
use it to converse with someone or would
you..."

Rita Hayworth: “Discuss. Yeah discuss...
Discussions are good!”

The prototype blog was not solving a problem,
rather it was seen by people with dementia as a
tool to facilitate conversations. It was considered
by the carers as useful for people with dementia
and their grandchildren to communicate on
common interests, particularly past events which
are easier for people with dementia to recall, and
may be of interest to younger generations.

Rita's Husband:“... they could remember the
old things from the 40s 50s 60s. But going to
the modern things, it it [sic] just doesn't seem
to be the same appeal to a person with you
know...um... Alzheimer's”

Rita Hayworth: "Yeah, that's quite true
actually. What happened last week isn't the
same as what happened a few years ago”
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The research partners with dementia did not
realise or remember how they had contributed to
get ta this point of the design process, or perhaps
did not understand how the previous workshops
resulted in this tablet computer application
prototype.

Rita Hayworth: “You're a clever girl”
Researcher: “Thank you, but you're clever
too. You guys help me make this. [ wouldn't
have known what to putinor ... what you
guys were looking for"

Rita Hayworth: “so you did some research?”
Researcher: “You helped me. You did”

Rita Hayworth: “Did [?”

Researcher: “Yeah, for the past five weeks.
You've been telling me what you want”
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This creates a unique situation where research
partners are unable ta remember their
contribution to the design, and are therefore
more similar to user testers than co-designers.
Consequently, they are able to give unbiased
feedback on a design towards validating its
effectiveness with people affected by dementia.

Carers

While people with dementia interacted with the
tablet computer, the carers played alarge role in
supporting them. Rita's husband, although having
never used a tablet computer device before, was
quick tounderstand how to use it and supported
Rita Hayworth in her exploration.

Cary's daughter believed that the tablet computer
was too difficult for people with dementia, as they
were not used to the technology. She suggested
that tablet computers would be fantastic for
those in the future who are more used to devices
such as these. Her interest in the tablet computer
appeared to be away for her to entertain her
father, and take a break from the full time care

he required. However, this was different to what
people with dementia expected from the tablet
computer. People with dementia saw the tablet
computer as a tool to think and talk with their
grandchildren or others. Surprisingly, Cary Grant
was very inquisitive and spent considerable time
using and explaring the tablet computer when left
alone. When Cary's daughter supported him using

the tablet, Cary Grant let her take full control.
During the card sorting activity, carers were very
dominant and tempararily forgot that the exercise
was for the person with dementia to complete.
For example, Cary's daughter enquired to the
researcher if one of the cards went ‘anywhere!

She was reminded to ask Cary Grant. However,

for the most part, carers frequently asked where
their partner would like to have placed the word or
image.

Facilitating

When experimenting with the prototype, all of
the research partners needed assistance using
the tablet computer from time to time. The most
common request was to'go back' to where they
were previously. In some cases it was beneficial
to take them 'back’ instead of describing how to,
particularly when using gestures. However, they
were quick to learn once shown how to ‘go back;
after being shown or instructed where to press
on the screen. From this experience it is probable
that demonstrating an interaction, and asking
them torepeat the steps would be beneficial.

Future Improvements

When handing out materials to the research
partners, the materials should be given directly
to the people with dementia instead of the carer.
This would encourage the person with dementia
to physically complete and participate in the task.
This may also have the benefit of minimising the
carers influence in the activity. However, the carer
was valuable to the research process and data
collection as they were able to clarify or suggest
why a person with dementia placed a particular
word or image in a category. This would be
unachievable by the researcher when facilitating
such a large group by themselves.

When sorting cards, people with dementia and
their spouses found it difficult to understand what
icons meant in the context of a tablet computer.
Using literal images may be easier for people with
dementia to understand the use behind them.
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REFLECT

Co-designing with people affected by dementia
was a challenge to both the research partners
and the researcher due to their inexperience

with design and the co-design process. As the
workshops progressed, both the researcher and
research partners improved in the facilitation
and participation of the co-design workshops.
Theresearcher learnt how to effectively interact
with people affected by dementia (such as
including names in questions) as well as how to
modify co-design techniques so that people with
dementia can contribute easily (such as rewording
categories into questions). Similarly, research
partners learnt how to express their opinions and
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ideas on a topic as well as specific responses that
would help the research design.

Despite initial hesitation by the carers to turn up
toall six consecutive co-design workshops, only
one research partner pair missed a workshop.
Their continuous support throughout the co-
design weeks emphasises the importance that
this research meant to the research partners. It
also suggests that co-design was enjoyable to
research partners, including people living with
dementia who that may not have understood or
remembered what they had contributed in the
warkshops.

Cary's Daughter: “l enjoyed watching
everybody interact and get into it”

Rita Hayworth: “Thank you so much. You
have no idea how much | want to thank you.”

However, it was difficult for research partners

to make it to every co-design workshop, and was
suggested by carers to conducted the workshops
fortnightly to reduce their workload. This should
be taken into consideration for future research
activities over an extended period of time. This
may not be anissue for people with dementiain
rest care facilities.

Prior to conducting the warkshaops the researcher
speculated, based on previous interactions and
observations with people affected by dementia,
whichresearch partners might find the activities
difficult, and which research partners might

be able to provide valuable information. For
example, Rita Hayworth was a participant who
appeared heavily dependent on her husband and
showed signs of short-term memory difficulties.
Consequently, she was expected by the researcher
to be less capable of contributing to the co-
design workshops. Surprisingly, with and without
the support of her husband, Rita was able to

voice clever opinions and insightful comments
about her experiences with dementia. With all the
research partners with dementia, the researcher
consistently underestimated how much they could
contribute, and they occasionally surprised their
carers.

Underestimating people with dementia may
be due to the inexperience of the researcher in
working with people affected by dementia, but
it may alsoreflect the societal expectation of
people with dementia and older adults.
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A guidebook was created documenting the
experience of recruiting people with dementia
and developing the workshop (figure 5.13). It is
intended to be a valuable guide for designers or
researchers to obtain ethical approval, consent
from people with dementia, and plan of the co-
design workshaops.

|t is encouraged that users of the guidebook write
their own notes in the thick margins or between
the lines as they learn as no co-design workshop
will be the same.
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Figure 513 Co-design guidebook

What to expect
facilitating people
with dementia

This guidebook may be of use to designers
interested in co-design or dementia, as well
as cognitive stimulation therapists looking for
different stimulation activities.

|t is important to note that the guidebook does
not cover analysing qualitative data in detail as
there are many wonderful books already available.
However, it briefly mentions how difficult it is to
get people with dementia to analyse their own
work and makes suggestions on how to make it
easier and what to expect.



CYCLE 4:

6| Validating design
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This cycle describes the development of a computer tablet
application based on the brief created by the co-design workshops
and how it was user tested with people affected by dementia. The
concept was prototyped and tested on a computer tablet weekly for
five weeks in one-on-one interviews. Research partners identified
what they would change, add, keep, or remove to each of the
prototypes. However, it was identified that what was on the tablet
was of more interest to people with dementia that evaluating the
tablet computer application. More importantly, it was identified that
what people with dementia want to use a tablet for already exists;
they are just not able to access it easily.
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PLAN

This cycle aimed to develop a prototype based
on the brief developed from the co-design
workshaps; to enable people with dementia
to'think’and talk! These user testings were
conducted with only one person with dementia
and their informal carer. There were five user
testings with two scheduled each month for three
months. Two cameras were set up in the room.
One camerawas positioned in front of the people
with dementia to capture their visual reaction,
and another camera was positioned behind and
above them to capture what they were seeing on
the tablet screen. Both recordings were reviewed
simultaneously side by side when analysing.

To help people with dementia and their carer give
valuable feedback on the design, a template was
created that asked four simple questions: What
would you add?,'What would you keep?""What
would you remove?, and 'What would you change?"
Within each category was space for post-it notes
to be added.

Reviewing the data collected from the co-design
warkshaps helped quickly sketching concept
ideas. Low fidelity prototypes were made using
paper. High fidelity prototypes were generated
using software such as Sketch3 and Flinto. People
with dementia and their carer thenreviewed

the prototypes and provided feedback to be
iteratively incorporated into the subsequent user
test.
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ACT

Concepts are initially sketched based on the
insights learnt from the co-design workshops.
People with dementia wished to have something
that enabled them to'think’and ‘talk'particularly
with their grandchildren. The sketches were
intended to be created in the final co-design
workshop with people affected by dementia.
However, after the arts and crafts co-design
workshop, it was deemed too difficult and
stressful for people with dementia and their
carers. Focus was upon quantity of the sketches,
not onrefinement.

Specific ideas were developed on iPad templates
to become low fidelity prototypes (figure 6.1).
These were used to prototype the interaction
between each of the pages. People with dementia
did not see these prototypes as they were
considered too abstract for people with dementia
to give feedback on.

Figure 6.1 Low fidelity prototype sketches
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People with dementia and their carers responded
to the concept of a tablet computer application
that contained images, videos, music, and news
reports. Taking inspiration from products familiar
to people with dementia, a newsfeed concept
emerged similar to Facebook where family of
people with dementia could select articles of
interest to their loved one and place them in the
newsreel. Often within technology, such software
already exists torapidly prototype the concept
with. Consequently, ablog template was decided
to be most suited to testing such a concept.

Despite receiving an encouraging response from
people with dementia in the co-design workshop,
the Wordpress blog was too difficult for people
with dementia to use. Font size and icons were
too small to see, no indication of where to'scroll,
unexpected interactions with videos and images,
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and difficulties going 'back’ were common issues.
Due to the limitations of the Wordpress blog in
making changes to the blog, SquareSpace was
used ina subsequent user test. SquareSpace gave
more control and focused heavily on large images.
People with dementia found it easier to see and
read although there were still difficulties going
‘back’ This was because the 'back'button was in the
web browser, which also had other confusing and
intimidating icons.

Due to the variety of content within the tablet
computer application, the researcher used the
card sorting information that was captured in
the co-design waorkshops to create anavigation
system created by people with dementia (figure
6.2). Despite each partner pair creating their own,
the grouping of categories was relatively similar
to eachother.

People with dementia were not able to place icons
into categories with the icons often reverting to
apile by themselves. This is due to the icons not
having value or being understood by the person

Figure 6.2 Navigation themes

with dementia. Consequently, icons used in future
design needed to be accompanied by words.
However, people with dementia did seem torecall
the location of buttons particularly where to press
to go'back’
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Figure 6.3 An example of insights using add, change, keep, remove template

The template used in the user testing was
effective at structuring the thoughts of the
research partners to provide constructive
feedback (figure 6.3). Carers were able to generate
more ideas and feedback upon what they would
like added or changed to the design. People with
dementia were capable of giving feedback on what
they were currently using but appeared to have
difficulty generating new ideas.

People with dementia were invaluable when
gathering information around improving the
usability of the design. Observing their interaction
with the tablet computer provided a wealth of
information, which was captured and written down
by the researcher.
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OBSERVE

Figure 6.4 Aresearch partner with dementia's values identify from co-design

-
-

It was observed that people with dementia
touched images that had significance to them
directly more readily than those that did not.

For example, Rita Hayworth was instantly drawn
to images of butterflies and always returned

to open agallery of butterflies despite having
previously closed it. Additional research was
obtained about the research partner individuals
were collected from the co-design workshops
about their interests to use as content within the
prototype (figure 6.4). Using relevant content to
the users testing encouraged their exploration of
the prototype.

My Memories / Saint Nicholas
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Figure 6.5 Sketches of instruction book
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The suggestions and feedback from the research screen. Step-by-step instructions surround the Sk
partners on the prototypes presented were tablet with arrows pointing to the location of the R
often already met by another tablet computer icon (figure 6.5). Au M"}'ME
application. For example, it was suggested that m’{:';m:’:r
music continuously played in the background, which There was an excited response to the development g
is already possible using i Tunes or other music of the book as people with dementia were less

applications. However, this suggestion led to the reliant on their carer. People with dementia may

development of a book that could be used with the have felt empowered because it allowed them

table to instruct how to use the tablet computer to be independent and manipulate the tablet

application. A tablet-sizedrectangle of the book computer into playing videos, songs, or gallery

was removed so that the tablet could slot into slide shows.

B —
[END N MY wiFe :/(xx
15 j

N THIS WiTEN Yoo
e T

the centre of the book and become an interactive
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The book was kept hand drawn to encourage people with dementia
to make their own adjustments to the book. However, only the
researcher made the adjustments as people with dementia and their
carers did not seem inclined to do so.

When writing instructions, the instructions had to occur in a linear
order as it was difficult for people with dementia to keep track of
the current instruction and the next one (figure 6.6).
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Figure 6.0
Rearranging instructions on page
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People with dementia did not engage with
the prototype unless the content within

the prototyperelated to them directly. For
example, animage titled 'my family' was not
appealing to the research partners as it was
not their family. In contrast, a slideshow of
monarch butterflies was engaging for one
research partner as the manarch butterflies
were of personal significance to them

Carers were effective at identifying
improvements to be made to the prototype.
However, this was based upon what they would
like for the prototype and not necessarily for
the person with dementia

People with dementia were relatively quick to
understand how to use the tablet computer
and evenremembered the location of key
buttons despite the button no longer being
there

Development is needed to identify the

The results from the user testing established
that the blog concept prototype would be useful
for people with dementia and their carers with
one pair asking if it was already available for
purchase. However, the user testing identified
that the content within the tablet computer was
more important to peaple with dementia than the
prototype.

There were tablet computer applications

that would already meet the needs of people
with dementia if they were able to access it.
Consequently, a book was designed to instruct
people with dementia, and their carer, on how

to use the computer tablet application using

the tablet computer application developed as

a prototype. It was envisioned that the book
could be downloaded, printed, and cut to provide
access tomany. It may also assist those with other
cognitive impairments, and other older adults.

Despite this, there were valuable insights in how
to improve this process:

User testing with people affected by dementia

effectiveness of gestures. One personwith
was informative and enjoyable for both the

dementia struggled to grasp the concept of

researcher and the research partners. It was * Itwasassumed that one week would be

also an honest method of receiving feedback

on the usability of a design, as people with
dementia were oftenunable to recall the previous
prototype. However, compared to the co-design
warkshaps, there was insufficient experience and
planning for the user testing of the prototypes
with people affected by dementia.
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sufficient to develop the prototype. However,
it was incredibly difficult to create such a high
fidelity prototype within that time frame
Prototypes presented to people with
dementianeeded to be of high fidelity so
that they could give accurate feedback. It

is inaccurate to assume that peaple with
dementia are imagining the interaction the
same way as the researcher, particularly when
such skills are difficult for people without
dementia

dragging a finger along the screen to make
the screen mave. Another understood the
concept of gestures but was not aware that
the gesture worked everywhere on the screen
People with dementia interacted with the
tablet computer but may have enjoyed

more the opportunity to interact with the
researcher rather than test the prototype
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7| DISCUSSION.

This discussion builds up and expands questions that emerged
during the research process - from gaining ethical approval,
designing the co-design toolkit, conducting co-design with people
affected by dementia, and the design and user testing of a concept.
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Balance between research and

ethical principles

The feasibility of co-design with people affected
by dementia is limited by the accessibility to
people living with dementia. Both the ethics
committee and care homes enabled the
researcher to conduct research with people living
with dementia, and protect all involved in the
research. In doing this however, they restricted
access to potential research partners. Howick
Baptist were agreeable towards research being
conducted with people living with dementia,

and recognised aneed for better end of life
care. However, they decided that the co-design
process was too confusing for them to explain to
their residents, and had concerns that residents
would not understand it. Consequently, the care
facility made the decision whether a person

with dementia is capable of participating or
contributing to the research instead of a person
with dementia. This scenario is not unique to
dementia all and is common to research involving
participants (Oliver, 2010).

Neither the secretary of the ethics committee,
care homes, Alzheimer's Auckland, or the
psychogeriatrician were familiar with conducting
a study similar to this research. Consequently,
each actionresearch cycle used a trial and error
process to protect andrecruit the appropriate
partners. Thisresulted in a lengthy process to
obtain consent and recruit partners. However,
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once access to people with dementia and their
families was obtained, the co-design process

was enjoyable and empowering to partners,

who were given the opportunity to voice their
views and opinions. Hearing a partner's gratitude
for spending time with them, despite the fact
they could not recall the exact moments, was
personally rewarding (as reported by the research
partners).

People with dementia were not considered able
to consent toresearch without a lengthy formal
cognitive assessment process undertaken by an
expert psychogeriatrician to determine if they
were capable of giving consent. Consequently,
for a personwith dementia to participate in

this research, their carer confirmed that the
research was in the best interests of the person
with dementia, and signed an agreement that
the person with dementia would have willingly
consented to participate if cognitively able.
Despite the fact that the person with dementia
was the focus of this research, they were
perceived as being unable to participate until
proven otherwise. This contradicts the principles
of co-design; that everyone's opinion in the
co-creative team is of equal worth (Sanders &
Stappers, 2014). In addition, this did not align with
the values of the researcher, but was necessary
for the research to be formally allowed to
continue (through the ethical review process).

Insights of people living with
dementia

Despite being openly referred to as people

with dementia, or having dementia during the
warkshops, people living with dementia rarely
mentioned they had dementia. Instead it was the
carers who frequently used the word 'dementia’

or Alzheimer's. When defining the persona who
was going to represent everyone, not one partner
with dementiareferred to'dementia’ or symptoms
of dementia. This suggests that dementia

may be seen to them as a part of who they are,

not something that defined them. Potentially,
partners may not have been aware that they

have dementia or were reluctant to acknowledge
it (Morris & Morris, 2010). However, some of

their conversations were about the effects of
dementia. Alternatively, these symptoms may also
be similar to problems other older adults share.

When first undertaking the project to co-

design with people affected with dementia it
was unknown how people with dementia would
react to participating in research and co-design
activities. Even family carers, while familiar with
their loved ones, were not sure whether the co-
design process would be effective. This may be
due to the outcomes of the design process being
vague, or how it was described to them. However,
there is evidence to suggest that we do not know
what people with dementia are capable of doing
and do not provide opportunities to let them try

and focus onwhat they are still able to do (Morris
& Morris, 2010). Participants within the research
identified this during the co-design workshops.

People with dementia in this study have proven
that they are capable of expressing their identity
and values. However, the values and ideas they
expressed came from concrete thinking as they
responded to the prompts or prototypes placed
in front of them. Partners with dementia often
responded to what they saw directly in the
images. Only one partner with dementia gave an
abstracted answer to animage. This affects the
co-design process as activities described within
co-design are developed for those cognitively
able inmind (Niels Hendriks, Huybrechts,
Wilkinson, & Slegers, 2014).

Arecurring theme from partners with dementia
was their need to communicate or spend time
with others. This had the effect of making them
feel good as well as engaging their brain. The
people they most wanted to speak to were their
grandchildren who they felt did not visit as often
they would like. In one workshop, partners with
dementia mentioned how they felt they were
being unheard and left out of social interactions,
such as going to the shop. Ironically, the carers
had their own conversations about what would
be beneficial for people with dementia over

the top of peaple with dementia. Interestingly.
people with dementia, despite having a reputation
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for loud outbursts, often did not talk over top
of others. However, moments of outbursts did
occasionally happen from those that may have
been mare cognitively impaired.

A co-design process lasting over six weeks

was a long time to spend with people who are
experiencing a highly personal journey. There

are instances where a noticeable decline was
observed in some research partners cognitive
ability (Hendriks, Truyen, & Duval, 2013). One
partner was able to sign their name on the
consent form at the beginning of the research,
yet struggled later to write as neatly on a post-it
note. This decline is normal part of dementia, and
over a longer study these moments would be more
noticeable.

The role of the carer

The family member is often the voice for

people with dementia in that they were able to
communicate the needs and wants of a person
with dementia because they are familiar to

them. Carers were invaluable for restructuring
questions to make more sense for a person with
dementia, particularly at the beginning of the
study. However, it was common for the carer to
take control over the conversation or activity .
This was not unusual behaviour for people with
dementia who were losing their independence, but
it interfered with the data collection process when
trying to collect data from people with dementia
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(Morris & Morris, 2010). Consequently, to reduce
this from happening, questions were directed
using the names of people with dementia. This
indicated to all who the question was directed

at. Similarly, giving material to the person with
dementia, or within reach of them, may reduce the
need for the carer to interfere unless specifically
required.

Interestingly, carers had different care styles,
whichinfluenced the co-design process. Family
carers who were a spouse, were observed to
collaborate together with the person affected by
dementiain the design activities. The children of
people with dementia were observed to be more
likely to tell their parent what to do. Consequently,
the data collected from partners was not solely
from a person with dementia, it was influenced by
the care approach from the family carers.

The carer provided details as to the status in
the person with dementia’s life. Some partners
with dementia may not have remembered the
researcher each week, but by observing how their
trusted carer responded to them, they picked
up clues as to how to behave. In one instance,
the researcher was greeted with a hug by the
carer, which may have signalled to the person
with dementia that the researcher was an
intimate friend. Consequently, the person with
dementia spoke more about their personal life
during the research. This created an interesting

dynamic between the researcher and personwith
dementia throughout the study. The researcher
felt closer each week to the research partners
despite some people with dementia being unable
torecall details about the researcher. This may
create implications in future research if the
person with dementia feels that the researcher
is overly friendly, consequently making them feel
uncomfortable.

The impact of co-design

The co-design process enables partners to
express themselves using techniques that
enhance the abilities they still have. Instead of
being a process that identified what people with
dementia did not know, it explored and discovered
information or values that they did know. In
understanding the basic limitations people with
dementia experience, such as difficulty with
abstract thought or anxiousness in being asked
torecall aparticular instance, the co-design
activities could be developed to avoid challenges
and enhance the skills they do have. This positively
impacted on the partners who were actively
engaged in the research and may have created
positive behaviours outside of the research by
increasing awareness of their remaining abilities
andreducing the potential of the person with
dementia to be seen as the victim (Swaffer, 2014).

Often people with dementia are restricted
unintentionally, by the assumptions of others,

limiting abilities they would otherwise have
(Morris & Morris, 2010). However, no one
consulted was able to predict how peaple with
dementia would respond to the co-design
activities. By participating in the research, carers
found out new things about their loved ones.
People with dementia appeared to enjoy the
opportunity to freely express themselves and did
so by engaging in all the activities.

Whether or not co-design is the optimal method
to obtain data from people with dementia may be
only part of the importance of this research. Co-
design enabled an opportunity for the researcher
to observe partners with dementia and help
develop the researchers tacit knowledge and
empathy for this user group (and subsequently
improve the user experience of products). It also
provided an opportunity for people with dementia
and their carers to spend time together, as well as
empower people with dementia.

Facilitating co-design

Co-designwith people affected by dementia
focuses upon enabling maximum participation.
Consequently, activities were modified to
enable people with dementia to more actively
participate. The tools used within the toolkit
were specifically chosen for this purpose. At

the beginning of each workshop, partners were
asked to write their name on name badges with a
vivid pen. However, the caps of these pens were
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difficult for the partners to remove. Partners did
not know whether to pull or twist the pen, even
after being shown, because it was too difficult for
them to separate the lid from the pen. This initially
created a negative atmosphere within the group
as the partners who, unable to open the pen, felt
belittled. In future warkshops, carers assisted
them to open the pen, which may have increased
the level of ongoing assistance throughout the
workshap. All that was needed however, was to
pull apart the pen slightly at the beginning of each
workshaop so that the partners with dementia were
able to independently remove the lid from the pen
and write their own name.

During the co-design process, partners were
encouraged to identify their values, make
decisions, and describe what was important to
them. Within a typical co-design workshop, the
needs would have been analysed and determined
by the partners themselves. This task was too
difficult for people with dementia to complete
independently. They found it difficult to
remember information and then to structure it, let
along being able to thenrestructure in away to be
useful for subsequent analysis. Similarly, Hendriks
et al. (2013) found that peaple with dementia

had difficulty making decisions, understanding

an activity, and staying on task while working.
Consequently, the researcher helped identify their
needs and confirmed it with partners by asking
partners if it mattered to them. This meant that
the values of the researcher may have influenced
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the data collected. However, during the course
of the study, the researcher made their toolkit
better, as people with dementia and their carers
learnt how to identify some of their values and
insights.

People with dementia find it difficult to
remember events, particularly those held in
their short-term memory. Asking a person with
dementia if they remember an event or idea may
make them anxious as they could feel quizzed
and feel pressured to get the answer correct
(Psychogeriatrician, personal communication,
December 16, 2014). Therefore, each design
warkshop had to be completed within itself and
not rely on previous workshops, as partners with
dementia may have been unable torecall events;
not just what they mentioned, but also what
occurred in previous workshaps (Wu, Richards,
& Baecker, 2004). However, it was possible to
prompt a specific idea or topic that they had
mentioned before, and receive a similar response
given previously.

One of the difficulties identified in facilitating the
warkshops was the power balance between the
facilitator and the partners (Oliver, 2010). When
positioned at the head of the table, the facilitator
was not viewed as an equal within an activity.

This meant that the conversations stopped

when the facilitator spoke. When the facilitator
was positioned within the group, this created a
more relaxed atmosphere and enabled effective

collaboration. However, due to the age difference
between the facilitator and partners, it became
more difficult for the researcher toredirect
conversations towards different topics without
appearing rude.

A conscious decision was made about the co-
design toolkit to be of a do-it-yourself nature.
The hope was that it would not intimidate the
partners, and following the researcher’s lead,
they would feel comfortable manipulating the
tools. Despite this, partners would initially ask
for approval to write on documents in the toolkit.
Potentially they may not have if the tools had
beenmore permanent.

Assistive technology for people

living with dementia

People with dementia and spaouses of similar

age, despite being older adults, were able to use
the tablet and appeared to enjoy doing so. The
tablet provided a simple interface of touch to
interact with similar to a book. A computer or a
laptop often uses a mouse or a track pad, which
first involves learning how to operate it, creating a
barrier for people with dementia (Babbage, 2014).
Often people with dementia were content to view
moving slideshows or videos and did not navigate
away from them until suggested. Partners

with dementia would explore an application
themselves, especially if their carer did not
interfere. Patience was required from both the

carer and the researcher to allow partners with
dementia to explore the application at their own
pace.

Carers wanted people with dementia to be able
touse the tablet computer without their input as
this gave the carers a break from care. However,
people with dementia wanted the tablet computer
toact as atool to help communicate, and liked to
discuss content with other people present. This
conflict of ideas made the design of a product
concept more difficult during the user testing
sessions, as the carers did not want to be actively
involved and wanted the interaction with the
tablet computer to be passed anto someone

else (such as their children or grandchildren).

This meant that any design solution needed to

be simple for people with dementia to engage
and use where carers and family members can
interact with it at a time or location that suits. A
concept solutionidentified in this research was a
simple private family blog, set up by family ta post
original content for the person with dementia to
view andreply to. A prototype of this concept was
tested with people with dementia and their carer
andreceived a positive result.

Thisresearch identified that what people with
dementia want, such as watching old videas, or
video calling their family overseas, is already
available on the internet. A barrier is instead
helping them to understand how to access it or
simplifying it. Encasing the tablet in a book that
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provided instructions on how ta navigate through
the applications received positive feedback

from partners. Using the two tools, people with
dementia and their carers made accessible
material that they could then use to communicate
with. It is thought that this would be particularly
effective to help increase communication
between grandparents and grandchildren. It

may be interesting to test the tablet computer
application concept on those with other cognitive
conditions, such as a brain injury or ather cognitive
Impairment.

User testing with people living with
dementia

User testing prototypes with people living with
dementia was extremely difficult compared to
generating ideas. Hendriks et al. (2013) suggests
conducting this phase of design with the formal
caregivers and not the person with dementia, or
their family carer, to improve the effectiveness
of the design across a larger audience as well as
reduce over analysis on a single comment. Within
this research however, it was a concern that the
formal carers might redirect the design to better
suit their use of the product.

To get aresponse from a person with dementia,
the data in the application needs torelate
personally to them (Hendriks et al, 2013). Ethical
approval was not obtained to use personal
photographs or videos for prototypes therefore
stock images were used instead. However,
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partners did not wish to view such images if they
claimed to be their family, as they knew this was
not the case. Data about the user was collected
from the co-design workshops and was used to
supplement the tablet application. Potentially
the co-design workshop could be used as a

tool to gather information about a person with
dementia to put into the tablet application at the
early stages of the application's use. However,
this would likely have be done independently by
families once the blog was developed.

Low fidelity prototypes are regarded as a way

to gain valuable feedback in the early stages

of developing a design solution (Bailey, Biehl,
Cook, & Metcalf, 2008). However, peaple with
dementia do not have the skills to abstractly
imagine how paper prototypes might be realised,
and consequently would be unable to respond
effectively to the design. Furthermore, they would
likely not have understood what was being asked
of them. This created a challenge as prototypes
of high fidelity take considerable periods of time
todevelop. Also, if a sophisticated solutionis
presented, participants might not feel as though
they can make suggestions or changes. People
with dementia were unable to think creatively
about the interface design but were able to make
suggestions on the content within. The carers
suggested changes to how users might interact
with the tablet application, and suggested
additional features.

LIMITATIONS

Interestingly, people with dementia did not
remember the application from the previous
week, but did not altogether forgot how to
interact with the tablet computer. This created a
unique situation as partners with dementia user
testing the application are potentially ‘'viewing
the device for the first time (repeatedly). However,
there is potential for partners to retain knowledge
about using the device without their knowledge.
This may then be mistaken for improvements in
the design.

Method

The co-design process was limited by the
experience of the researcher who was not
familiar in facilitating or conducting warkshops.
This was evident in the exploratory research
process that the researcher used, although the
research question and purpose of the research
was not focused towards a specific outcome/
design. However, this lack of experience

may have unknowingly resulted in a positive
impact for people with dementia as there were
few preconceived ideas about what peaple
with dementia were able, or unable, to do.
Consequently, the toolkits explored multiple
methods of interaction, as it was unknown how
people with dementia would react to each method
or challenge throughout the co-design process.

The co-design process began as away to help
enable people with dementia to design their

own tablet computer application. However, the
co-design process may have extended beyond
this, and had additional positive effects for

the research partners, that were not intended

at the initiation of the research. People with
dementia were given the opportunity to
challenge themselves with design in a supportive
environment. Prior to this, it was not known by the
researcher, experts, or carers, what people with
dementia were capable of doing as co-designers
or participants inaresearch process. This may
have positively empoweredresearch partners

by influencing their behaviour outside of the
research. They were able to better express their
capabilities in a society that stigmatises them
for what they were unable to do, rather than
rewarding them for what they were able to do. The
co-design process also built and strengthened
relationships between the people with dementia
and the carers, as well as the research partners
and the researcher. The research became an
intimate and personal journey for all involved.

Co-design encouraged all partners included in the
workshaop to be equal collaborators in the design
process (Sanders & Stappers, 2014). However,
this turned out to be unrealistic as people with
dementia appeared to lack the cognitive ability
to creatively imagine a future state or designed
solution. Consequently, the researcher often
made final decisions on the design process, after
having consulted in depth with people affected
by dementia. There was also difficultly between
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the importance placed onwhat the person with
dementia and the carer said. Often the carer and
the person with dementia held different ideas
as to where they wished the design direction to
go. This is not dissimilar to the parental proxy in
qualitative research with children, where parents
speak on behalf of their kids, who are actually
experts in their own experiences (Hutton, 2005).
Consequently, due to the researcher’s interest

in the opinions of people with dementia, the
comments made by people with dementia were
usually considered over their carers. It was felt
that these opinions best represented the values
of people with dementia.

Sample size

To gain access to people with dementia,

care homes and Alzheimer's Auckland were
approached, and they referred potential partners
based on the organisation’s assumption of
whether a person with dementia is capable

of participating, and would want to. This may
have restricted the number of people with
dementia made aware of the study due to

the care arganisation making the decision
whether a person would be able to contribute.
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However, without the support of the care
organisation, people with dementia may have
been too apathetic to wish to take part due to
their symptoms, resulting in fewer numbers of
research partners. This was also identified within
theirresearch where people with dementia
participated as a favour to the researcher or to
their carer (Hendriks et al, 2014).

Seven people were recruited for this study,

four of whom had mild to moderate dementia.
Consequently, the sample in this study may be too
small too to be generally indicative of the views
of alarger dementia population. However, this
was a study that aimed to explore the feasibility
of undertaking co-designresearch with people
living with dementia, and to help identify what
opportunities and limitations might be associated
with this type of design led research. Despite the
small number of research partners, the results

of the research indicate that co-design is an
effective and powerful method to gather research
data and build tacit knowledge around the
development of products or services for people
affected by dementia.

FUTURE RESEARCH

It was observed in this research project that
the relationship of the carer to the person with
dementia had an impact on their care styles
and consequently the carer's influence on the
co-design process. Future research may include
conducting co-design workshops without the
assistance of carers or restricting carers to
spouses, children, or friends and comparing the
results. The results of the workshops may also
be impacted by the residential circumstances
of the peaple with dementia as suggested by
Salomon (2014): those out of residential care
would prefer products or services that assist
their independence, whereas people with
dementia within residential care would prefer
communication tools.

Amore effective process is needed to include
people with dementia in the user testing phase.
It is difficult for cognitively able people to
envision the end result of a prototype and give
constructive feedback, and even more so for
those with cognitive disabilities. Consequently,
digital prototypes needed ahigher level of fidelity
for people with dementia. This took time and
made it more difficult to make changes during
analysis. However, people with dementia should
be included in this process as much as possible.
Firstly, because it may encourage their use of the
endresult, secondly the designer will gain a tacit
understanding of the end user, consequently
improving design solution, and finally a person
with dementia will likely have a better quality of

life through being stimulated and included in new
activities that encourage them to think, express
their view, and engage in practical creative
activities.

Each workshop was limited to ane hour due so

as not to fatigue people with dementia, and to
coincide with the cognitive stimulation therapy
group that was on directly afterwards. In some
instances, the conversation and energy in the
workshap was so exciting that research partners
did not want it to end. As the partners with
dementia were able to commit to two hours of
intensive concentration, it may be feasible for
future research to extend the research time.
However, partners should not be forced to
participate for the full amount of time allotted if
they find it tiring. Increasing the workshop time in
some instances would be difficult, particularly in
care homes where there is often a strict schedule
and a perception that the residents would not be
able to endure any research longer than twenty
minutes.

Future progress should be made towards the
development of a guidebook and toolkit that
contains activities and modifications specifically
for individuals with dementia as also identified
by Hendriks, Truyen, and Duval (2013). There also
needs to be more emphasis on the accessibility
of technology for older adults as well as cognitive
disabilities.
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8| CONCLUSION.



This research examined the feasibility of involving
people with dementia in the design process
having identified and experienced an absence of
collaboration with people affected by dementia

in both research and design. Despite the lengthy
process torecruit people with dementia for six co-
design workshops and five user testing sessiaons,
the research identified that it is not only feasible,
but a valuable and desirable activity.

With a growing percentage of the population
being affected by dementia, so to are the
number of products and services for people

with dementia. Unfortunately, many products

or services are frequently designed ‘for’ peaple
with dementia in mind instead of ‘with; resulting
in suboptimal designs and user experiences (W,
Richards, & Baecker, 2004). The theory behind co-
designis that it increases the 'value'of a product,
service, or brand due to its engaging, creative,
generative, and collaborative nature resulting

in important insights and design decisions that
might not have been gained using other (more
traditional) means (for example interviews and
focus groups) (Sanders & Stappers, 2012).

The method of co-design supported what people
with dementia in this research identified as being
of most value to them; to spend time with talking
with others and engaging their mind. This research
was valuable even disregarding any physical
output or design insights from the co-design
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warkshaps, as solely the inclusion of people

with dementia in a collaborative design process
provided more beneficial effects than harm
(Hellstrom, Nolan, Nordenfelt, & Lundh, 2007). Co-
design gave people with dementia an opportunity
to participate as equals within the design process
by giving them independence, companionship,
and a temporary occupation. All of these were
identified by Morris and Morris (2010) to affect
their self worth and well being, Potentially

these benefits may last beyond the workshops,
having empowered people with dementia and
demonstrated their remaining abilities to carers.

Obtaining access to people with dementia in
aresearch capacity was difficult due to their
cognitive decline and age, and as a result they
remain one of the largest excluded groups of
people (Hellstrom et al,, 2007). Despite the
research being of relative lowrisk, it was viewed
as highrisk due to the vulnerability and mental
capacity of people with dementia. Consequently,
obtaining ethical approval to work with people
affected by dementia was a difficult and time-
consuming process, and highlighted that further
research around capacity of consent for people
with dementia is needed, particularly as more
designers collaborate with people affected by
dementia.

Technology that people with dementia identified
as wanting or needing is typically already

developed (such as YouTube for watching 1950s
videos). However, older adults and people with
dementia need greater accessibility. This may

be in the form of simplifying tablet computer
applications, or through the use of more familiar
innovations, such as, the cut out book concept
developed within this research. Enabling
accessibility to technology is likely to become
more important as technology (and the use of
technology) advances and progresses at ever
increasing rates. Older generations may find

it difficult to keep up with new developments,
particularly if those developing new technologies
do not try met the needs of the elderly or disabled
(Lou, Giuliano, & Mulvenna, 2010).

Special thanks:

After concluding the research, one of the research
partners with dementia passed away. This is not
unusual when warking with older adults. However,
due to the intimate nature of the co-design
process, the researcher had become close to

the person with dementia and their passing was
deeply felt. The researcher would like to again
thank the families who were involved in this
research for their invaluable time.
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The researcher

Hello, my name is
Rebecca Jury.

I am currently a masters
student studying Art
and Design at Auckland
University of Technology
(AUT).I am interested in
designing technology and
people.

I would like to ask for your

help in my research which
aims to find out what people
with dementia and their
primary carers actually want
to improve their experience
in health care using a series
of activities.

I look forward to your reply
and I hope to see you soon.

3rd April 2015

UNIVERSITY
AUCKLAND, NEW ZEALAND

The Research

What is the background
of this research?

For my honours research, I
looked at digitizing a paper
document for Auckland City
Hospital. It was meant to
capture and communicate
the personal information
of a person with dementia
to doctors and nurses to
personalize care.

I found that many
researchers and designers
don't talk directly with people
affected by dementia perhaps
thinking that they are too
difficult to access or work
with.

What is the purpose of
this research?

I am interested in ways
to work directly with users
throughout the design
process. I modified a process
called co-design, which is a
using activities from art and
design, to understand what
people living with dementia

really want in their lives and
how I can best give it to
them.

The purpose of this research
is to find out whether it is
possible for designers to
design computer (tablet)
solutions with a team of
people living with dementia.

With your help, the
outcome of this research will
be a prototype for a computer
(tablet) software and a
prototype for co-design. I will
also be publishing the results
of this research in my masters
thesis which you will have

access to once finished.

What do | want from
you?

All'T am asking from you is
your time and honesty. There
are no right or wrong answers
in this research. You are the
experts of your life and you're
teaching me how to design
for you!

Participating

Who are you looking
for?

I am looking for people
diagnosed with some form
of dementia and their family
member or primary carer.

If the person with dementia
is unable to provide consent,
an agreement must be signed
by their family member (who
must also be their enduring
power of attorney) that the
person with dementia would
consent to take part in this
study if they were able to.

How was | found to
take part?

You have been approached
because I approached
Alzheimer’s Auckland and
your care home to ask if they
knew of anyone who would
be able or would like to help

me.

Why am | being
invited?

You have been chosen
because we thought you and
your family member might
be interested and would be
happy to help me.

What are the
discomforts and risks?
We don't expect there to
be much discomfort or risk

in this research. However,
you may feel uncomfortable
sharing your opinions in a
group situation, or feel tired
because the sessions are too
long.

You are most at risk from
other people who are also
taking part who may not
keep information you give
confidential.

How will these
discomforts and risks be
reduced?

You will be taking part in
this research with someone

you know. This should
help you both feel more
comfortable.

‘We have also have a
member of the organisation
present at all the research
sessions to make sure you
are being looked after. Please
don’t hesitate to talk to them
about any concerns.

Who benefits?

I benefit from your support
by using the results of this
research to complete my
qualification. I also get
valuable practice running
similar projects like this.

In return, I hope you feel
empowered and have fun
while doing the activities
with me.

How is my privacy
protected?

You will not be anonymous
to myself or other people
in your group which means
people will know your name,

and who you are based on
what you say at the research
sessions.

It is expected that you
and the other members of
your group will respect each
other. You will also all be
expected to keep the identity
and privacy of each other
confidential.

For my thesis, any
examples, names, photos,
videos, and audio recordings
will be changed with your
permission so you cannot be

identified.

Everything that I collect
will be kept for a minimum
of six years and then
destroyed.

What will it cost to
participate?

There are no costs to you
for participating in this
research apart from the cost
of travel and a maximum of
ten hours of your time.

An overview of the research

What will happen in the
research?
All of the sessions will be

photographed, video and
audio recorded so I can focus
on working with you instead
of writing notes.

Part One.

The first part of this
research is six weeks long.
There will be six people
taking part in the activity not
including myself and another
member of the organisations
looking after you.

‘We will do a few activities
in each session that will last

only an hour. After that, we
will have up to half an hour
to talk with tea/coffee/milo,
and biscuits.

Part Two.

‘The second part of this
research is once a month for
up to three months. This will
be run in pairs who consent
together.

We will be trying out
a prototype based on our
design. Each one of theses
sessions will only last around
20minutes.
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Represent who we are

Feedback on other designs Solving our problem

Objective: To create an  person that looks after them.
imaginary character who
represents our values. By understanding who

To do this, we are going these people are, we can talk
talk about our attitudes, skills, about what they
personality, and requirements  would or wouldn’t
and use this to develop a want in a digital
character who represents a technology which
person living with dementia. ~ will be useful to

measure success.

We will then rank the

feedback on other projects in a grid based on

peoples work. how well it does what it is
To get us used to evaluating meant to, and whether we

our own work, we are going  think it looks

to look at what solutions are  good or not.

available for our character

now and discuss together

what we would keep, change,

or remove about them.

Objective: To give Obijective: To find out Then we shall have some
what it would look like. fun by creating a collage with
I would like to ask you to colours, textures, photos,
bring something that you drawings, and images that are
love or something that is attractive to your
important to you to this sense of style.
session.
This will help
I'would love to hear what ~ give the look and
about it is that you love about function of our
it. Is it what it does? How it solution.
feels? How it looks?

This process is up to date when printed. It may be slightly
different to what you experience as the process is constantly
being reviewed to be more productive.

We will then do the same
thing to find out about the

Explore our experience Design the problem Develop our solution Testing our designs together

Objective: To visually  secing, and saying at certain Objective: To identify Objective: To arrange Then we are going to Objective: Try out and  then talk about the things

To help us come up with
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represent our experience points of their journey. the point of view. ideas, we are going to look the layout. design and arrange different give feedback on our you like, would keep, and
with dementia We are going to formally at our problem in detail, We will start by sorting elements of our solution to design. would get rid of.

We will begin by mapping Together we shall pick a write a brief detailing who Gndimethodstolsolverthe out cards of different words ~ test out how we might use it After you have helped me o .
out our journey since being few moments we are designing for, what do  problem, and and pictures into groups that  and discuss what through this design process This will happen in total

diagnosed as living with
dementia.

Looking at our characters
from last week, we shall
imagine what are the kinds
of things they are thinking,

in their journey
that our character
struggles so we
can use it to
design our brief
next week.

they need, and why they need
our help.

We will then pick three
things that this product is
going to do.

discuss the
different ways
we can do each
solution.

make sense to us. We will talk
about why these groups made
sense to us.

works and what
doesn’t.

I'am going to create a digital
prototype based on what we
have decided together.

You will each get 20min in

three times so we can refine
our ideas and make our
design fantastic.

pairs to have a play
with a prototype and a c
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Invitation to A&D2015

Objective: To celebrate
all of our hard work.
In thanks for all the time

and hard work you have put
in. I would like to warmly
invite you to the 2015 Art
and Design exhibition at
Auckland University of
Technology where our design
will be shown. Details of date
and time will be sent when

known.

You will also receive a
summary of the research
findings and a digital
copy my exegesis and, if
ever available, the digital
application we designed
together.

You will always be thanked
for your hard work in any
future publication using this
research.

Consent Process

How long do | have to
think about this?

You will have two weeks to
contact either myself, or your
organisation, whether you
would like to take part or not.
This decision is up to you. If
we do not hear from you we
will send a reminder in case
you have forgotten.

If you need further
information please don’t
hesitate to ask any questions
to the researcher, Alzhiemers
Auckland, or your residence
facility. We will be happy to

answer them.

How do | agree to take
part?

If you would like to take
part in this journey with me,
you will need to let either
myself or your organisation
know. We will discuss the
research with you and upon
your satisfaction, ask you to
complete a written consent
form. A copy of this form is

included in your information
pack.

You have the right to
withdraw from this research
at any point, no questions
asked. All of the data you
give will be destroyed. You
also have the right to walk
out on a session for any
reason if you are not happy or
uncomfortable.

Lastly, you don’t need to
be there for all the sessions.
It would be great if you can
but we respect you have other
things to do. If you can, just
let us know.

Contact Details

What do | do if | have any concerns about this

research?

Ifyou have any concerns about
the nature of this research
please contact:

Project Supervisor

Stephen Reay
stephen.reay@aut.ac.nz
09 921 9999 extn. 6719

Ifyou have any concerns about
the conduct of the research

please contact:

Executive Secretary of
AUTEC
Kate O'Connor

ethics@aut.ac.nz

09 921 9999 extn. 6038

Whom do | contact for more information about this

research?

If you have any questions about the research please don’t
wait to contact either person below:

Researcher

Rebecca Jury
pgx7411@aut.ac.nz

Project Supervisor
Stephen Reay

stephen.reay@aut.ac.nz

09 921 9999 extn. 6719

This research is approved by the Auckland University of
Technology Ethics Committee on 10th March 2015, AUTEC
Reference number 15/08.

APPENDIX 02

The researcher

Hello, my name is
Rebecca Jury.

I am currently a masters
student studying Art
and Design at Auckland
University of Technology
(AUT).I am interested in
designing technology and
people.

I would like to ask for your
help in my research which
aims to find out what people
with dementia and their
primary carers actually want
to improve their experience
in health care using a series
of activities.

5th April 2015

UNIVERSITY

AUCKLAND, NEW ZEALAND

The Research

What is the purpose of
this research?

I am trying to find out how
we can include people with
dementia and one of their
family members (or primary
carer) in the design process
using something called co-
design to design things that
they want and need.

Who are you looking
for?

I am looking for people
diagnosed with some form
of dementia and their family
member or primary carer.

If the person with dementia
is unable to provide consent,
an agreement must be signed
by their family member (who
must also be their enduring
power of attorney) that the
person with dementia would
consent to take part in this
study if they were able to.

What would I need to
do?
I need you to take part in as

many research sessions as you
can. In each research session
I need your honest opinion.
You are the ones teaching me
how to design for you!

What are the costs
of participating in this
research?

There are no costs to
participating in this research
other than the cost of travel
and the cost of your time. It
is expected that at maximum,
you will be asked to spend a
maximum total of 10 hours
on this research.

What opportunity do
| have to consider this
invitation?

You will have two weeks
to contact either myself, or
your care facility whether you
would like to take part or not.

This decision is up to you.
If we do not hear from you
we will send a reminder after
two weeks.
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An overview of the research

What will happen in the
research?
All of the sessions will be

photographed, video and
audio recorded so I can focus
on working with you instead
of writing notes.

Part One.

The first part of this
research is six weeks long.
There will be six people
taking part in the activity not
including myself and another
member of the organisations
looking after you.

‘We will do a few activities
in each session that will last

only an hour. After that, we
will have up to half'an hour
to talk with tea/coffee/milo,
and biscuits.

Part Two.

The second part of this
research is once a month for
up to three months. This will
be run in pairs who consent
together.

We will be trying out
a prototype based on our
design. Each one of theses
sessions will only last around
20minutes.

Contact Details

What do | do if | have any concerns about this

research?

Ifyou have any concerns about
the nature of this research
please contact:

Project Supervisor

Stephen Reay
stephen.reay@aut.ac.nz
09 921 9999 extn. 6719

Ifyou have any concerns about
the conduct of the research

please contact:

Executive Secretary of
AUTEC
Kate O’Connor
ethics@aut.ac.nz
09 921 9999 extn. 6038

Whom do | contact for more information about this

research?

If you have any questions about the research please don't
wait to contact either person below:

Researcher

Rebecca Jury
pgx7411@aut.ac.nz

Project Supervisor
Stephen Reay

stephen.reay@aut.ac.nz

09 921 9999 extn. 6719

This research is approved by the Auckland University of
Technology Ethics Committee on 10th March 2015, AUTEC
Reference number 15/08.

APPENDIX 03

03 March 2015 poge 3 afas

B.3.

B.A4.

B.5.

B.6.

B.7.

B.8.

£A1% 20ReD0CCTR 20Uy BOCK

B.2.1. What is the name of the primary researcher if it is someone other than the applicant?
Rebecea Jury

B.2.2. What are the primary researcher’s completed qualifications?
Bachelor of Creative Technology
Bachelor of Art and Design (Hons)

B.2.3. What is the primary researcher’s email address?

——————
B.2.4. At which telephone numbers can the primary researcher be contacted during the day?
L
Is the primary researcher [ an AUT staff member [ an AUT student

If the primary rescovcher is an AUT stoff member, piease answer 8.3.1 and the following sections, otherwise picase answer 8.4 and continue from
there.

B.3.1. In which Research Institute or Faculty and school or is the primary
Design and Creative Technologies
If the primary researcher is a student:
B.4.1. What is their Student ID Number?
1075307
B.4.2. In which faculty school, or Centre are they
Art and Design
‘What is the primary her's i or ise in this area of research?
Where the primary i plecse identify the appl xperi expertice in thiz orea of research as well

The applicant, Stephen Reay, is the co-director of the ‘Design for Health and Wellbeing Lab’, which is a collaberation
between AUT and Auckland District Health Board. He also has significant input in the centre for eHealth at AUT and has
upervised several and design and health related research projects.

The primary researcher has experience in research design methods having completed bachelors in Art and Design (hons)
at AUT. Her honours project focused upon users affected with dementia and has some knowledge of their needs and
capabilities through literature reviews and expert interviews. She also authored a summer studentship review in
2013/2014 exploring the ethical components associated with design projects to support people living with dementia,

Who is in charge of data collection?
The primary researcher, Rebecca Jury.
‘Who will interact with the participants?
The primary researcher (Rebecca Jury)
A staff member of Alzheimer's Auckland
A staff member from Howick Baptist Healthcare.
Is this research being undertaken as part of a qualification?
1 the answeris Tes” Ba. ing sections. otherwise e
B.8.1. What is the name of the qualification?
Masters of Philosophy: Art and Design
B.8.2. In which institution will the qualification be undertaken?
Auckland University of Technalogy (AUT)
Details of Other Researchers or Investigators
B.9.1. Will any other people be involved as i or

B Yes (] No

B Yes [ ] No

This varsicn wos iost egited in Septemar 2024

3 March 2025 pogetafzt
Please do not For AUTEC Secratariat Use only

staple your

application

&+

AUCKLAND UNIVERSITY OF TECHNOLOGY ETHICS ComMITTEE (AUTEC)

EAl

APPLICATION FOR ETHICS APPROVAL BY AUTEC
Once this application has been complcted and signed. please read fhe noles ot the end of the form for iafermation Ghout submission of the
‘application for review.
NOTES ABOUT COMPLETION

Ethics review is 3 community review of the ethical aspects of a research propasal. Responses should use clear everyday
language with appropriate definitions being provided should the use of technical or academic jargon be necessary.

The AUTEC Secretariat and your AUTEC Faculty Representative are able to provide you with assistance and guidance
with the completion of this application which may help expedite the granting of ethics approval,

The infarmation in this application needs to be clearly stated and to contain sufficient details to enable AUTEC to make
an informed decision about the ethical quality of the research. Responses that do not provide sufficient information
may delay approval because further information will be sought. Overly long responses may also delay approval when
unnecessary information hinders clarity. In general each response should not exceed 100 words.

AUTEC reserves the right not to consider ions that are | or

Comprehensive information about ethics approval and what may be required is available online at
http://aut.acnz/researchethics

The i fion provided in this will be used for the purposes of granting ethics approval. It may also be
provided to the University Postgraduate Centre, the University Research Office, or the Universitys insurers for
purposes relating to AUT's interests.

The Form is focussed around AUTEC's ethical principles, which are in accordance with the Guidelines for the approval of
ethics committees in New Zealand.

To respand! i you imthe spoce i i L gin typing.

A,

AL

EAL% 20RabeccaR2Biury.docy

Project In, ation
‘What is the title of the research?

If your witl be wsing @ different title in docments to that being used o3 your working title, picase pravidz bath, ciearly indicating which title will be
wsed for what purpase.

Mot for me, without me: Co-designing assistive technology with people affected by dementia
‘Who is the applicant?
When the research it part of the requirements for a qualification ot AUT, then the Oppiicant is Ghweys the primary supervisor. Otherwise, the
applicant is the researcher primarily responsinle for the ressarch, ta whGM Gl EnqUirics Gnd comespenGERcE relgting to this application wil be
agaresses.
Stephen Reay
Further information about the applicant.
A_3.1.In which faculty, directorate, or research centre is the applicant located?
Art and Design
A.3.2. What are the applicant’s qualifications?
PhD, Mphil, M.For.5C, BSc.
A.3.3. What is the applicant’s email address?

This varsion was lust adited in Suptembar 2014
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I
A.3.4. At which telephone numbers can the applicant be contacted during the day?
L]
Research Instruments
A.4.1. Which of the following does the research use:
[ @ written or electronic questionnaire or survey
O i [ partici i
[ videos L[] other visual recordings [€ a creative, artistic, or design process
[& performance tests
[0 some other research instrument (please specify)

Piewse attuci ta this appiication form all the relewant research questions
groups]; o copy of the finalised questionnaire or survey in the format that it will be presented o porticipants (for a written or eleciranic

you

A.4.2. Who will be transcribing or recording the data?

i appiicant or primary > tronserining dew or focus group recorus or taking the notes, you

P ag:

The primary researcher, Rebecca Jury.

B1.

B.2.

The Ethical Principle of Research Adequacy
AUTEC recognises that differenl rescarch paradigms may inform the conceplion and design of projects. It adepts the falawing ariteria of
‘adequacy: the project must hove dlear rescarch gowls; its design must moke it pessils to mest thess goais; and th project should not be trivial but
oy

Please provide a brief plain English summary of the research (300 words maximum).

It is expected that by 2050, an estimated 150,000 New Zealanders will have some form of dementia (Alzhiemers New
Zealand, 2012). Dementia is commonly known for degenerative memory loss however, it also deteriorates the abilities of
other activities to the point where people living with dementia are unable to communicate, have abstract thoughts, and
suffer significant visual impairment (i.e. they find it difficult to see objects in front of them) . Designers are often
‘expected to work closely with users, during 2 design pracess, to better understand user needs, and develop insights ta
help support the creative design process. These impairments create an interesting challenge for designers who may need
to develop alternative methods to understand their primary user groups needs.,

In 2013, the primary researcher, as part of their B.ARD honours research, developed a digital pratotype designed to
capture and communicate the life of a person affected by dementia to clinicians. However the user centred data was
based upon literature reviews, expert interviews, and other secondary data collection. Due to the scope of the study,
people living with dementia, (or their families) were not consulted during the study. This is typical of similar other design
projects, due ta the perceived difficulty and vulnerability of working with this user group.

Phase one of this research builds upon the previous werk and focuses on using participatory design techniques with
people affected by dementia (in and out of residential care) and their family in small focus groups. It will explore the
practicality of co-design with people affected with dementia specifically focussed on the use of, potentially enabling,
digital technologies. This collected data will inform the design of an assistive communicative tool that may enable people
with dementia to more easily communicate, or remember, important events in their ives, when they light otherwise be
unable to do this. . Phase two of this research aims to test the results of the resulting prototypes with people living with
‘dementia at different stages of their condition..

Is the applicant the person doing most of the research (the primary researcher)?

Ifthe answer s Wa” B3

[ Yes K No

‘This varsion was lust egited in Septemoar 2014
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B.10.

B.11.

EA1%20)

If the onsweris Tes* please answer B.5.1.1 ang sectioas, otherwise pie 292 y
B9.1.1 ‘What are the names of any other people involved as researchers, investigators, or
supervisors?

Ass. Prof. Duncan Babbage

B.S.1.2  Where do they work?
AUT University

B.9.1.3  What will their roles be in the research?
Secondary Supervisor

B.9.1.4  What are their completed qualifications?
PhD, PGDipClinPsych, BSc(Hons)

B.9.2. Will any research organisation or other organisation be involved in the research? X Yes (] No

1 the answeris Tes ES.Z1and sections, otherwi & inuc from there.

B.9.2.1  What are the names of the organisations?
Alzheimer's Auckland
Howick Baptist Healthcare
B.S.2.2  Where are they located?
Alzhiemers Auckland: Level 1, Suite 4,58 Surrey Crescent, Grey Lynn, Auckland 102

Howick Baptist Healthcare: 139 Union Rd Howick, Auckland 2014
B.9.2.3  What will their roles be in the research?

Support the researcher in feasibility and planning of the study. Will initially approach (recruit)
participants into the study on behalf of the researcher, , assist the researcher in gaining informed
consent, support the researcher and participants during the study, provide a suitable site, familiar to
the participants for the study to take place.

‘Why are you doing this research and what is the aim and background?

Please provide the key rationale with
the projectn perspective and ta lkow the projects significance o be assessed.

including refevant references, to ploce

People with cognitive impairments, such as dementia, are often unapproached in the design process as there is
uncertainty in how they can be effectively engaged. However this assumption of their {injcapacity, takes away their right
to participate, and potentially hinders reaching an optimal design (B. Fox (Alzhiemers Auckland), personal
communication, September 24, 2014). Often when people with dementia are included in the design process, they are
seen as being passive, used to develop project specifications, or are used to evaluate or testing a product once the design
process has been completed (Astell et al, 2010; Bjorneby et al, 2004; Meiland et al., 2012; Sanders & Stappers, 2012;
Timiin & Rysenbry, 2010).

The aim of this research is to explore how people with dementia might be effectively include in the design pracess, by
using a co-design framework. With this process, participants are cansidered experts of their experiences and play a
i role in idea g ion and concept pment (Sanders & Stappers, 2012).

A key outcome of this research includes understanding how to adapt co-design methods to better accommodate the
capabilities of people affected with dementia. This outcomes of this research may result in design an app (ie. ipad
application) specifically for us by people with dementia and their families, will be created by them with the researcher. If
the results of research suggested that co-design activities undertaken with people with dementia, are impractical or
unfeasible, the insights gained during the research will be used by the researcher for design 2n app to help people living
with dementia to remember and communicate key events or important information to others who are caring for them. It
is hoped that this tool will help to more effectively support people with dementia during their end of life care.

‘What are the potential benefits of this research to the participants, the researcher, and the wider
community?

Participants with dementia may feel empowered taking part in activities that mentally stimulate and positively impact on
the future care they receive for themselves , as well as others affected by dementia.

Family/whanau of people affected by dementia will have the apportunity to contribute to a tool that will aid the care of
their loved ane/s.

Rebsccafi2iury.docr Thiz varsion wos Jast adited in September 2014
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B.15.

4. Categories will be created from codes to represent important findings that are supported by specific evidence.
5. Findings will then be interpreted by the researcher and reported upon.

Has any peer review taken place (e.g. approval of a PGR1, PGR2, or PGRI for postgraduate

research)? B4 Yes [] No

1Y your answer is Yes” piease specify and provide evidence.

APGRL.

C1.

C.2.

C3.

EAL%30ReboccoR 200ury docr
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General Project Details
Likely Research Output
C.1.1. Will the research result in one or more of the following

B4 a thesis [ o dissertation Daresm.rmnmer

[ a book [ conference paper ] other i
[ an exhibition O a film [ a documentary
[Some other output, please specify

An assistive technological prototype in the form of 2 tablet application.

[ a journal article
or .

[ some other artwork

Research Location and Dura
C.2.1. In which ies and cities/localities will the data

occur?
Auckland, New Zealand
C2.1.1  Exactly where will any face to face data collection ocour

if foce to foce ooto conection will oo s PEriGEORTs” BOMES OF SIMGHY Private SpOCEs, them o RESEGITNEr SOfety Pratocol needs to be
proviaea witn tis oppiication

ical ilitati (INRF): 2 Claude Brookes Drive, Henderson
Howick Baptist Healthcare: 139 Union Rd Howick
C.2.2. In which countries and cities/localities will the data analysis occur?
Auckland, New Zealand
C.2.3. When is the data coll

cheduled to 3

When a significant number of participants is reached (following ethics approval) eqrly to mid 2015,
Research Participants
C.3.1. Who are the participants?

The participants include people living with some form of dementia and one of their family/whanau member or
primary carer. Together they will be referred ta as a participant pair.

C.3.2. How many participants are being recruited for this research?
i you are umsure, please provice an ingicotive ronge.
& people with dementia and & family members or primary carers.
€.3.3. What criteria will be used to choose who to invite as participants?
* Al must be willing to participate and provide written consent.

= Participants should have an interest in participating in the research (especially as it is to create a digital
output).

«  People with dementia must also have a family member or primary carer participate. This is to help the
researcher understand and mare effectively communicate with the person with dementia, as well as to
help support the person affected by dementia during the research. The family member or primary carer’s
awn input and participation in the design process is an impartant part of the research, and the co-
designed output.

+  Participants with dementia need a diagnosis of a health condition causing dementia (including type) by a
geriatrician or appropriately qualified health specialist.

This varsion wes ozt edited in Saptemear 2044
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B.12.

B.13.

B.14.

EA1R 20RebeczaS 200ury. docx

The researcher stands ta benefit with experience in facilitating the design process with participants as well as delivering
an informed designed as part of their degree.

The wider community stands to benefit, as the result of this researcher may be applicable to other cognitive
impairments.

‘What are the thy tical or methodological hes being used?

The research uses a qualitative approach to collect data using a design thinking mindset, where an understanding of the
users needs and wants comes from iteratively passing through stages of inspiration, ideation, and implementation during
the design process (Brown, 2008).

During phase ane of this research, the researcher will collect data using small focus groups. Probes (visual cues/design
activities) that are typical of co-design processes will be developed by the researcher for use in the focus graups, ta help
facilitate the sharing of information by the participants. . Co-design uses a diverse range of both design and research
arientated methods to collaboratively design with a wide range of participants (Steen, 2013).

Phase two of the research will facus on the implementation stage of the design thinking process. Designs protatypes or
solutions {outcomes of phase one) with be tested and evaluated with participants, with the aim of supporting future
design iterations, or imp o better users ! B, 2002},

How will data be gathered and processed?

Phase one involves two separate groups of six people per session in a series of six focus groups. Participants selected
with include both 3 person Iving with dementia and 2 relative or caregiver known to them (three participant pairs for
each focus group). Each session will last na longer than an hour. The researcher will use a pre-prepared session script
that will include the duration of the session, actions to be undertaken, checklists, and prompts for each activity, to
facilitate the session in 2 consistent and effective manner. Each session will have a specific cbjective, and will result in an
output being developed that will be used in the subsequent session. As well as supparting the ongoing research, this may
help participants gain a sense that their participation is of productive value, and help them to better understand the co-
design process as participants.

It was suggested that participants are not likely to initially discuss what they think about the process during the activities
in each session, but will after or them (B. Fox Auckland), personal communication,
September 24, 2014). Therefore, at the end of each sessians activity,  half hour sacial time” or informal discussian about
the activity has been scheduled. This will also be video recorded with audio {with the permission of participants) to be
used to help understand their experiences of the co-design process

Phase twa involves usability tests of a designed app (Le. ipad application] in participant pairs (person with dementia, and
family member or caregiver) lasting 20-30min. Participants will be asked to talk their thoughts out loud while using the
developed prototype while being video recorded (with audia). A semi-structured discussion will then be facilitated with
the participant pair to understand how useful the app was for them, and to gain input into what features/functions they
would want to keep, change, or remaove.

Data will be gathered using audio and video recordings along with observational notes by the researcher. Participants will
be shown what the video is reco nd by shown how to stop or pause recording at any time during the research.
Material created by panticipants during (he activity sessions will be photographed.

How will the data be analysed?

Plzase pravide the statistical (for quantitative research) ar methadologizal (for qualitative ar ather research] justification for analysing the dats in
enis way.

As part of a co-design methadalogy, some of the data will be analysed by participants themselves, using frameworks
similar to other qualitative research projects Creswell (2013). Participants will be asked ta pick out key themes from the
activities {and work) they have previously created and write them on sticky notes or card (codes). Ideas may then be
grouped together (categories) and anonymously selected to create that session’s output. Analysing data in this manner
can both provide information and inspiration within the group (Sanders & Stappers, 2012)

The researcher will use a similar but more systematic approach as described above when analysing the data from the
research as outlined below:

1. Organise and prepare the data for analysis by sorting and arranging the ditferent types of data (types of data,
whaofwhat, how was it collected, how many, and dates of collection).

2. Review all of the evidence and data created to start understanding the overall meaning being portrayed by the
users. Notes of common words, themes, and inspiration will be recorded ta gain 2 general sense of the data and
opportunity to reflect and gather a first impression.

3. Begin analysis with a coding process that captures what s expected, surprising, unusual, and still has relevance
to the research question.

Thiz varsion was last sdited in Septembar 2014
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= Mo other acute illness requiring medical attention at the time of recruitment.
€331  How will you select partici| from those ited if more people than you need for the
study agree to participate?
Participants will be informally screened for high level of interest or enthusiasm from their
family/whanau as well as in assistive technology then selected on diversity. This will initially be
facilitated by the two services partnering with this research (Alzheimers Auckland and Howick Baptist
Healthcare)

C.3.4. Will any people be excluded from participating in the study?

IPehe ancwer is “Yes” please answer C.3.4.1 ond the [

[ Yes [ No

’ ine please answer .3 from there.

C3.4.1  What criteria will be used to exclude people from the study?

- Participants without adequate English comprehension and expression measured by their
ability to communicate with the researcher.

«  People with dementia without a family/whanau member or primary carer able to or willing
to participate.

= Any direct relationship to the researcher.
= Current diagnesis of clinically significant depression.

= Medically unstable or with current diagnasis of potentially life threatening diseases that the
research may negatively impact on.

€342  Whyis this excdusion necessary for this study?

 If participants were unable to understand English it places them in 2 potentially vulnerable
pasition, as they may not understand what is being asked of them.

«  Often for older adults to be interesting in using or leaming technology, motivation comes
fram their family to encourage use (EU biomed Il project, 1999).

= This avoids any conflict of interests by participants who may feel they must participate based
upan a pre-exisiting relationship.

*  Toensure all participants safety while participating in this research.
C.3.5. How will participants be recruited?

Please deserine in processe; iirbe used. Iy
£0 tniz Appuication Form

€351 How the initial contact with potential participants occur?
The research will be advertised with the help of organisations listed in 8.9.2.1. The organisations will
be given a poster to place on their noticeboard along with leaflets to hand out to those interested in
participating. The researcher will also present information sessions (co-ordinated by the organisations
listed in B.9.2.1) about the intended research for potential participants who may wish to participate.
€352  How will the contact details of potential participants be collected and by whom?
Potential participants contact detzils will be handled by the organisations listed in B9.2.1. The
researcher will collect the preferred method of contact for each participant from the each host
organisation once participants have confirmed with the host organisations that they would like ta
participat in the research. Afterthis the participants will be contacted by the researcher.

€353  Howwill

il, piease attach @ copy

bbe invited to

Participants who have indicated their interest to their organisation or to the researcher about
participating in this research will be given an information pack_ This will include cansent forms to
participate in the research and consent ta the visual and audio recordings. In the case of a person
with dementia, a one page brief summary/information sheet of the research will be given with a mare
detailed document (information sheet) available on request. Family or primary carer participants will
receive all documents.

C3.5.4  How much time will

. c . I ider the invitati
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Participants have two weeks to consider the invitation before being contacted by either their familiar
organisation or the research. Through the consultation it was advised that participants be contacted
post invitation in case they have forgotten.

€.35.5  How will potential participants respond to the invitation?

Participants may respond directly to the researcher or their familiar organisation either in person,
phone, or email (where appropriate).

C35.6  How will potential participants give consent?

The arganisations listed in B.9.2.1. will assist the researcher in procuring consent having experience
warking with people affected by dementia and their families or primary carers. Bath participants in
the participant pair will have to sign individual consent forms prior ta the research being held,

Participants who turn up to the research sessions will be considered as giving consent to participate.
This is important for participants with dementia, as they may get anxious having to remember when
they have something on. It was recommended at Howick Baptist Healthcare that they are asked
before each session begins whether they would like to continue to participate in the research or not
(B. Robinsan, personal communication, December 18, 2014).

03 March 2023 pogasarzt

The researcher is going to give an information presentation about the study to advertise for recruitment and to answer
any questions. Participants are consultants being asked to share their experiences using modified co-design activities. All
of these sessions will be held in 2 location where their familiar organisation commaonly host events and activities.

Phase one of the research involves participants in small groups of six {not including the researcher and a assistant from
their familiar organisation) taking a maximum of an hour and a half out of their time, each week for a six week period.
Each session will consist of 3 30 minute co-design activity, with a 30 minute informal discussion about the design
activity/process, and a cup of tea/coffee/mila and biscuits. During the co-design sessions participants will share ideas,
create diagrams, and build simple models describing their opinions and needs as a user.

Phase two of the research invelves participant pairs spending 20min per menth in small useability/evaluation sessions
with the researcher over a period of two to three months. Participants will have the opportunity to use a pratotype
developed using the data from phase one of the research, and describe (verbally) what they are thinking (their
experiences) while using it. The researcher and participants will then discuss what they liked about it, what they would
change, and what they would get rid of

Participants will be asked to approve the use of any material or artefact created by them, or a blocked out image of
prior to any publi of ct created during the research

D.3. How does the design and practice of this research |||1p|ement the principle of Protection in the
€357  How and when will the inclusion criteria and exclusion criteria given in sections C.3.3 and the her and other partici)
lied?
C.3.4 be applied? e il o activly protec prticpant rom Gt arm an coereian throughthedesig and actice f our escarch” How wi e pivecyof
Participants will not be approached if they meet any of the exclusion criteria, which will be decided by m"ﬁm‘ﬂ""'m;;:w";,
their familizr organisations and the researcher. managed: any cuttaral or ather repe
. L Participants with dementiz are fully informed of the purpose of the study prior with information sheets, information
€358 Wil there be any follow up for presentation, and have the opportunity to ask any questions of the researcher prior to giving their consent. If they da nat
Participants will be invited 35 guests to any exhibition or presentation showing the resulting product have the ability to consent to the project they are unable to participste. The consent process will be assisted by their
or the research (where possible] as a thank you for th olvement. Participants will also be asked if familiar arganisation to protect them from any harm, daceit, or coercion.
they wonld (ke to be approached about any relaied resesrch in the future. The organisations will provide an appropriately qualified assistant to be present at all co-design sessions to support both
the researcher and participants. Their experience will assist the researcher in identifying participant's ability to
D.  Partnership, Participation and Protection participate. For example, it is anticipated that participants may become tired during the project. The assistant can then
Partnership, Participation and Protection recommend to the researcher to take a break.
D.1. Hﬂw ﬂOES lhE design and practice of this the principle of ip in the Al data collected by the researcher will only be seen by the researcher and her supervisors. Any data that is presented in
e an eT par a publication will have all identifiers obscured (e.g. ixelatin; rticipants faces| uring the focus groups/activities
th h d other partici ? publication will have all identifiers obscured (e.g. by pixelating participants faces). During the focus g ivities,
participants have access to any recording devices and can stop/pause recording at any time during these activities.

How will pour research design nummammummmmumuamn:myunmm-m will pou ensure

enot participonts ana reszarcners ana witn aesigned £2 denefit ce porticipants Participants and the researcher are required to value and respect all opinions and creative ideas made within the study

amafor thei sociat ar curural group” Hou will te infarmation and knawieage proviced by "’"" iclpants be acmowleages: regardless of any social or cultural differences. The researcher and supporting organisation will be accountable to identify

Participants in this research are invited to participate and consent on a voluntary basis with the option to withdraw at any any power i andto them if possible ghout the study.

time (i.e. by leaving th . They also have th rtunity to contact the her to ask sti

ime: (L, bry leaving the nicom. They alss have the opportmity (o oo researcher to ask any questions of ralse any Since consulting with AUTEC (following the previous unsuccessful) ethics application) is has been determined the

concerns that they may have with any of the information presented to them during the research . - - : T
researcher is unable to practically gain legal informed consent from people with severe cognitive ability. Consequently,

In co-design, every participant/person is viewed and resperted as creative and the experts of their experiences (Sanders participants residing at Bupa Cornwall Park Hospital will not be invited to participate in this study.

& Stappers, 2012). The researcher and participants will develop 2 partnership based upon trust and respect while sharing

their knowledge and designing together. Participants and the researcher will understand that all opinions are valid R o . L 5

throughout the co-design process, and will be respected regardless of the social and cultural status of the person. E. Social and cultural Sensitivity (including the obligations of the Treaty of Waita

The outcomes of this study will benefit participants by empowering them in the design process, and it is hoped that this E.1. What familiarity does the researcher have with the social and cultural context of the participants?

research will improve end of life care of people affected by dementia. The researcher will benefit as part of their

ification and will the i and provided by partici in any publications that use The researcher undertook a practice led design research project in their postgraduste honours year to digitise a paper
+this research. document used in hospitals/clinical settings to better understand the history/details of 3 person with dementia. The
researcher consulted extensively with specialists/expects on those living dementia, and wrate a literature review. The

The researcher will ask three simple questions (to help confirm the extent of participants cognition) in conversation prior researcher has also Interacted with people affected by dementia when invited as a guest.

to each research session. Questions may include “what day is it?* or “who is the prime minister?” If participants are not

able to answer the questions, then this will indicate to the researcher the participant does not have the cognitive capacity E.2. What consultation has occurred?

o consent at that particular time, and will not to collect data from them but will allow them to cantinue to participate (if Ressarch procedures should be e to the particisants. Reseavchess hove @ responsbilty fo faform the o, and take the steps

they wish). mecessory to respect, the vives, proctices nd beliefs of the Cltures oad soCiol groups of ON POILLOALS. WNEFE O TESEArTn Aroject targers persans
rom Gnother curtural, socicl or IongUGgE GrOUP, CORSIdErGtion MUSE be iven to he preferences of tne poRsREial ParticpTAEs a5 [ar 5 CORSURCTON,

D.2. How does the design and practice of this research implement the principle of Participation in the Ianguoge and docamentation are concemed. Researchers should ako be cognisant of potential implications ar interest that the process and

, the her and other participants? outcames of the rescarch might have for ather cutures o grougs.. The puTR0se of any Consultation s ta enzure that research practices are

P P \apprapriate and scceptable. Consultation shoukd begin as cariy as passibic in the project and should continue Hhroughout its duration (the Ethics

what is the octual role of participants i your rescarch praject” Will participants be asked to inform ar influence the agtur of the reszarch, its gims, [Knowledge Bose (hetp://www.aut.oc.n/research/research-sthics/ethics]. Al researchers ore encouraged to moke themssives famiiiar with Te Arg.

or its methodolegy” Will participants e invatved fu conducting the research or is their, of sharing i datar Do Tiko: Guidelines for Moori Research Ethics: A framework for reseovchers ond ethics committee members (This is oble to be occessed through the

participants have a formal role as stakehaiders ¢.g. a5 the funders and/ar beneficiarics of the reszarch? What role will participants have in the Fthics Knowieage Base]. Researchers may tsa find Te Kahul Mongai o directory of Iwi Gna Mori arganisatians to Be Relput. This may be occessed

research cutputs (c.g. will they be asked to GpRrove transcripts or drafts)” via the Te Funa Kokiri website (kttp//www. tkm. govt.nz/].
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The researcher has consulted with specialists who deal on 2 regular basis with people affected by dementia and their People affected by dementia, family members of people affected by dementia, residential care facilities that have

families. residents affected by dementia, and hospital clinicizns.

E.2.1. With whom has the consultation occurred? E.6.2. How will the findings be made available to these groups?

Fleose provize writ mat! An exegesis will be published in the AUT library of scholarly commons and potentially 2n app made available on
WP, (1\ctivities co-ordinator at Cornwall park hospital) TTunes for downlozd in the future. Future publications may be published as joumnal articles.

WIS (Psychogeriatrician at Greenlane Hospital)

SR (0 perations Manager st Alzheimer’s Auckland) F. Respect for the Vulnerability of Some Participants

OSSR I TEC secretariat) F.1. Will your research involve any of the following groups of participants? [ Yes []No

E.2.2. How has this consultation affected the design and practice of this research? i1 your rescarch nvates anp of these grougs f poricoaats, i dzory indicate which oacs nd the arwsr £2 and e folwing sctior:
atherwise piease answer 6.1 and comtinge from the:

T:i_ouns:;uhng mxedqnﬂuee mun::_le |ns|§r::s that hav:vs:aped the ﬁra(::alke?pe_d;of this research and o e to give i a o for isor's) " 2
continue to be involved in the research in an advisory capacity. Some examples insights were: give nf yor y ! N
e " e [ preschool children? [ children aged between five and sixteen years?
= Limiting the total time spent 2 a focus group to an hour to reduce participants fatigue. [ legal minors aged between sixteen and twenty years [] aged over seventy years?
«  Understanding the capabilities of people with dementia at different stages of their journey. (Xl in a dependent situation, such as people with o disability, or residents of a hospital, nursing home or
o ) R ) prison or patients highly dependent on medical care?
. ‘:';:’""":_‘5 that "“_‘;'E '":"l ”i‘:”_‘"a “:'E'L ":e"' be “l'“"'e ‘“° h“"x“‘ '5"9: ‘;"m"d“m 5°“‘"" vulnerable for some other reason (e.g. the elderly, prisoners, persons who have suffered abuse, persons
\mwr:: ion given will need to be simp lowever they will have access to larger documents on Who are not competent in English, new immigrants) — please specify
Cognitive impairment It of dementia.
«  ldentifying that people with dementia will find abstract thought difficult, so questions need to be gnitive impairment a2 3 result of cementia.
rephrased or use 3 different activity to achieve the desired response. F.2. How is respect for the ity of these pa in the design and practice of
. ing the consent and r process from people with dementia in particular to fit the legal your research?
requirements. People with dementia are considered vulnerable due to their decreased cognitive ability.
*  Avoiding situations where people with dementia are required to remember as part of the research fie. The organisations in B.9.2.1. will assist the researcher in the recruitment of suitable participants {thase who meets the
appointments etc.) as they often find this stressful. partitipant criteriz). A member of their familiar organisstion will be present at each research session to assist the
E.3. Does this research target Maori participants? [Cves X no vessarcher and participants during the study.

1o mate i T dra Tika: N for Participants may withdraw from the research at any time and will be freely able to walk out, or leave 3 session if they do
eehics commisee mempers not want to continue to take part or are become tired. If participants fall asleep during the research, the researcher will
1 your answeris e g0 o section £.4 and continue from there. f you d Ve, picase answer the next question. stop, thank them for participating on that occasion, and give them the opportunity to leave (if they wish).

E.3.1. Which iwi or hapu are involved? Participants who are unable to answer three simple questions, as part of normal conwersation, to the partner
organisation assistants satisfaction will have their data excluded from the research on that occasion, as this will be taken
a5 suggesting that participants will not be at full cognitive capacity at that particular time.

E4. Does this research target participants of particular cultures or social groups? Kves [ ne F.3. What consultation has occurred to ensure that this will be effective?

AUTEC defincs the phrasc ‘specific cultures or 5000l groups” broaaly. In section 2.5 of Applying for Ethics Approval: Guidefines and Procedures it uses Paease provice evit o

the crampics of Chincse mothers and paraplegics. This is fo identify their distinctivencss, Ehe first as o cultwral growp, ENe sccond as @ 50cial group.

Other exomptes of curturel groups ey e Karean Stugent, SGMGT NUSANS, COSK IEIANGETS 1%, while GENEr eRMPIES of saciot Grogps may Be S (/zheimers Auckland)

‘nurse giges, ACCOURMaRt, FUQEY PIOpErs, roUG sleepers (Nomeless peopie Who sieep in PEDIC ploces) !lL Pieaze R}!r o Section 2.5 orjm

Applying for Ethics Appraval: Guidelines nd faccessitie in the Ethics —TEC)

to the section in the £t sase.

If your amswer is Mo’, please go to section E.5 and continue from there. if you onswered Yes”, please onswer the next question.

i i . G. Informed and Voluntary Consent
E.4.1. Which cultures or social groups are involved?
People affected by dementia and 2 member of their family/whanau or primary carer. . i : i ) .
G.1. How will information about the project be given to potential participants?
E.5. Does this research focus on an area of research that involves Traat\l ohl@atlons’ D\‘es E No
A capy of an information eRCT will be given fo prospective participonts i to Be Oftoched to this Application Form. if written information is to be
1ged to make themsetves fomitiar with Te Arg Tika: Guigeri A, rezeoroners ong provided to particpoats, you are odvised fo wse the Information Sheel exemplar. The language in which the information i prowided is fo be
cthics committee members. ‘appropi ions need to mecEsSary-

1f your answeris Na', please g to section £.6 and continue from there. if pou answered “Yes’, please answer the next question. Participants will be made aware of the study with a poster advertising the study shown in their familiar organisation. The

E.5.1. Which treaty obligations are involved? organisations in B.9.2.1 will distribute leaflets/pamphiets about the study to those who may be interested. An
information meet and greet session by the researcher will be scheduled by the erganisation for patential participants to
attend and ask questions if they wish. Participants who have indicated their interest will be given an information pack

. - . . . - and consent forms. After two weeks, participants who have not made clear their intentions to participate or not, will be
E6. Wil .“'E ﬁ"‘:"gs of this study be of particular interest to specific cultures contacted by their organisation and reminded. After this time, if participants have not consented into the study they will
or social groups? & Yes []No not be contacted further.

If the answeris Yes® plcase answer E.5.1 and the following scctions, otherwise please answer F.1 and canfinuc from there. G.2. How will consent of partici be obtained and evid .

E.6.1. To which iwi, hapu, culture or social groups will the findings be of interest?
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AUTEC requires consent to be obitained and usually evidenced in writing. A copy of the Consent Form which will be used is to be attoched to this
appication. If thiz will mat be the case, piease provide @ justification far the aiternative approach and detoits of the oiterative consent process.
Please note that consent must ummmm-mmmn,u 16 years or aider. Participants under 16 years of age are unabic ta give
consent, which needs to be given by STEC reg the age of 1€ assent to their participation.

83 March 2015 page 13ara1

H.5. What identifiable information on the participants will be given to third parties?

Mo identifiable information will be given to third parties.

03 March 2015 pags 16 af21

required. For those participants with dementia, they will also have the support of their family meml
carer.

or primary

I.L8. Will any use of human remains, tissue or body fluids which does not require submission 1o a Health
and Disability Ethics Committee occur in the research? [ Yes [X] No
£.5. finger pricks, urine sampies, etc. [piease refer to section 13 of AUTEC's Applying for Ethics Apgroval: Guidefines and Procedures). If your
answer is yes, pieare provide [l detaii of o incnuging setais of ‘naw particip ane 10
request return of their sampies in itn rignt 7 (5] of the Coae of i Rignts, etc.

When the nature of the ressarch '“""“""m“""”" require that consent be sought from parents or kegal guardions for participants aged H.6. Wheo will have access to the data during the data collection and analysis stages?
Detween 16 ana twenty years. For further information piease refer to AUTECs Appiying for Etnies Approvar Guideines ona Procedures.
Participants need to provide written consent to the study, which will also include consant to be photographed and filmed The applicant, and the researcher/s.
(with audio). Combining these forms is to help reduce confusion (and paper work for participants) during recruitment. H.7. Who will have access to the data after the findings have been produced?
Participants will be able to submit their consent forms to either the researcher or their support organisation.
The applicant, and the researcher/s.
During the data collection/period, some participants with dementia will only be made aware of the study a short period
before the study is to commence. While this may appear counter intuitive, consultation with the experts groups suggests H.8. Are there any plans for the future use of the data beyond those already described? [] Yes [{ No
that this approach will actually help reduce these participants anxiety, as many people with dementia become anxious if e appiane’s artemsion i arcien to the requinements a the Privacy Act 1953 (se¢ Appedic 1 af AUTECS A R uinerines
theyare asked to The will advise which participants this approach will ‘and Procedures). information may anly be used for the purpose for which it was caliectzd 50 if there are future pians for the use of the duta, then this
be appropriate for. Participants’ attendance of sessions will be taken as part of their consent to participate in that ‘nezds to be explained in the Information Sheets for partiipants. If you hove answered Yes* o this guestion, pleose onswer section .11 and
session. At the beginning of each session, all participants will be asked three simple questions in conversation to help cantinue fram there. If you answered ‘No* ta this question, plcase go to soction H.9 ond praceed from ehere.
identify if they understand what they are about to do. The researcher will be assisted by 2 member of the participants
organisation to help determine whether the researcher will be able to collect/use data from the participants during that . . R .
particular session. HB8.11  If data will be stored in a database, who will have access to that data and how will it be
; . N . i used and for what?
G.3. will any of  the participants have difficulty  giving informed consent
on their own behalf? [ Yes € No
— shysicat or meutal condition, 0ge, lan , kegar. or ather barriers. H.B.1.2  Will any contact .delulls be stored for future use and if so, who will have access to that
) -~ ) : data and how will it be used and for what?
I the answer s ves- G3rang sections, oenerwise & ram enere.
ESN icil are not to give fully i consent, whe will consent on their behalf?
H.9. Where will the data be stored once the analysis is complete?
. . . S Pleass provide the sxact storage location. AUTEC normally requires that the dat be storcd scrurely on AUT premises in @ location scpavate from the
G.3.2. Will these participants be asked to provide assent to participation? ‘canzent forms. ElectTonic DA SNOUNS DE TOWRIATEN t Om Extemal STOroge GEViCE [e.q. AN Extermal AT arive, © MemQry STick etr| ana securely
stored. If you tease expiain why.
. ) . Data will be stored in 2 lockable cabinet in Stephen Reay’s office at the AUT city campus. Digital data will be stored on an
G4 Isthere aneed for translation or interpreting? [0 Yes @ No external hard drive in a lockable cabinet Stephen Reay's office. Consent forms will be stored in a lockable cabinet away
I your amswes is ¥es” plcase pravide copics of any tronsiations with this application and any Conjidentioiity Agreement required for transiotors or from the data in the Art and Design (WE) building 2t AUT.
interpreters. . . .
H.9.1. For how long will the data be stored after completion of analysis?
. . - AUTEC normaily requires thot the doto be stored securely for @ minimum of six years, or ben yeors far heaith related researh. If you re
H. Respect Rights of Privacy and Confidentiali propasing an aiterative arrangement, piease expizin wh.
H.1. How will the privacy and iality of partici be p d? For a minimum of six years.
FPicase natz that ananymity and confidertiality arc different. For AUTEC's purpases, “Anenymity” means Shat the rescarcher is unabi fo identify wha H.9.2. How will the data be destroyed?
mﬁﬂ‘;;ﬁmx o i b anom : ri naw. mm"m:f ressarcher wil whe the f the qato will nat be gertroyeq, pizose expiain why, idemtify now it wit be safely maintaine, ona provide appropriate informed consent
Participants will nat be snonymous. to the researcher, ather participants, snd the onganisstions that support: them. Electronic data will be deleted using erase through disk utility on a mac. Hard copy data will be shredded along
Participants will be asked and expected to keep the identity and privacy of other participants within the focus group o
with written consent forms.
confidential
L . e H.10. Who will have access to the Consent Forms?
H.2. How will individuals or groups be identified in the final report?
- groups entificd, g ppcn, why, and bow the porticpants wil e conscat. The applicant and the researcher/s.
Individual participants will be identified in the final report using a pseudonym of their chaice. Any information that may H.11. Where will the completed Consent Forms be stored?
identify them will either be ramoved or altered. [Flease provide the esuct storage focotion. AUTEC Normaily requires ROt the Cansent Forms be stored securely on AUT premises in o iocation
Any examples, photographs o video footage used in the final report will have identities obscured using techniques such separate from the data. if pou ore proposing an altermative amangement. plecse cxploin why-
as blurring or blocking. Any material resulting from the co-design sessions will b approved by the individuals with their Consent forms will be stocked in a lockable cabinet located in AUT Art and Design building {WE).
priorto HILL  For how long will the completed Consent Forms be stored?
H.3. What information on the participants will be obtained from third parties? AUTEE narmally requires ehat Ehe Comsent Forms be stored szcurciy far @ minimum of sir pears, or fen years in the case of health related
iz s of thiva parti . ement. research. If you are, in cxpiain why.
Organisations listed in B.9.2.1. will have contact details of participants prir to the study taking place. The researcher will St yaars minimum,
contact potential participants through the organisations till they receive consent and given the contact details of H112. How will the Consent Forms be destroyed?
participants through the organisation or directly.
If the Consent Forms wil Nt be Oestroyed, precse expiin why.
H.4. How will potential participants’ contact details be obtained for the purposes of recruitment? Consent forms will be shredded.
The organisations will collect the contact details of participants.
EA1%20RebeccoS200ury.dock This version was lost edited in Septembar 2044 [EA1R20RebeccaR20lury.docy This version was last edifed in September 2024
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12.Does your project involve the use of previously collected i ion or bi samples for Participants will also be invited to attend AUT's end of year exhibition, if the finzl research/work is exhibited
which there was no explicit consent for this research? [ Yes X No 1.1.2. What level of discomfort or embarrassment may participants be likely to experience?

I the answer is Ves® piease oaswer H_17.1 ang the foliowing sections, otherwise please onswer H.13 ong continue from here.

H.1Z1. What data will be i

H.122. Who collected the data originally?

H.12.21 Why was the data originally collected?

H.12.2.2  For what purposes was consent originally given when the data was collected?

H.123. How will the data be accessed?

H.13. Does your project involve any research about organisational practices where information of a

personal or sensitive nature may be collected and I/ or where
participants may be identified? O Yes & No
I the answer is Vs piease oaswer H_13.1 ang the foliowing sections, otherwise please onswer 1 ang continue fram there.

H.13.1. How will isati pel be obtained and ?

H.13.2. Will the organisation know who the participants are?

H.13.3. How will the identity of the participants be kept confidential?

L
L1
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Minimisation of risk
Risks to Participants

Please cansider the physical, i rticipants, incudin, privacy, from
the perepectios of the parbcipants, and aot enly from the perspecive of sameans familiar with the subject mafier and research practices invotved.
Flzase ciearty state what is Fkely to be an issue, how probabie it is, and how this will be minimised or mitigated (e.g. participants do not need to
‘onswer o questian thst they find emBarTassing. of they Moy terminate on interview, or thers moy be & quafied caunselior present in the nterview,
o the finaings will be reported in o way Tt ensures that posticipants cannot be imaiauay ientified, etc ) Passinie risks ang their mitigation
shoukt be fully described in the information Sheets for participants.

1.1.1. How much time will participants be required to give to the project?

There will be a valuntary one hour meet and greet held at the organisation to advertise the research and to meet
the researcher. Potential participants will be invited, and encouraged to attend.

In phase one of the research, there will be six weekly co-design sessions, each lasting an hour long with a half an
hour informal discussion afterwards. The objects of the each session in order is:

1. Developing  character to represent their (participants) needs
2. Exploring their experiences since living with dementia
Deciding upon the issue [problem) we are gaing to solve

Evaluating others solutions

noa W

Developing our own design salutions
6. Designing how are design will look

In phase two of the research, there will be a once per month usability testing session with each participant pair
(lasting 20min] for a two to three month period

Thiz varzion was Iost edited in SeptemBar 2014
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At worst, a minimal level of discomfort or embarrassment is anticipated., However it could be caused by:
+  Beingin a group setting
*  Presenting ideas
*  Drawing images or making collages
*  Feeling pressured while trying to remember
= Being filmed
= Participants may also get tired (age related)
I.1.3. Inwhat ways might participants be at risk in this research?

It is not anticipated that participants will be exposed to a high level of risk, however participants may be at risk
from each other physically and psychologically. Discussing ideas may exhibit strong emotions and when criticised
and could result in abusive behaviour though not highly likely. There is also a degree of trust within the group to
keep all and data shared It is not expectad that this would be any different to group
setting that panticipants would narmally attend.

I.L4. In what ways are the participants likely to experience risk or discomfort as a result of cultural,
employment, financial or similar pressures?
Participants are not anticipated to experience such risk or discomfort. They may feel discomfort having been
selected to participate based on their diagnosis of dementia, but in such cases they are not expectad to want to
participate in this research.

Participants may also be uncomfortable if the feel the researcher is judging their performance, as co-designers,
even though the co-design pracess is an open, non-judgemental environment. The research will work calmly and
patiently with participants and will support them to feel comfortably in the group activities. It is expected that
many participants will be familiar with group activities, due to their circumstances (based on feedback during the
consultation process).

There is also 2 risk the research may unintentionzlly pressure 3 participant with dementia to recall or remember
something that may embarrass them i they are unable to.

1.1.5. Will your project involve that are ‘to a person or group, such as
the collection of information, images etc. which may expose that person/group to discrimination,
criticism, or loss of privacy? [ Yes ] No

f pour Gnswer iz Yes, please i g participants witt be inf mem.

An individual participant may have their ideas, or may feel himself or herself criticised by another member of the
focus graup. The researcher will change the direction of the discussion and may remove participants if required
from the study. Prior to each session, participants will be reminded that there are na right or wrong answers or
views/perspectives, reminded to encourage every participant to speak and contribute ta the session, and will be
asked that participants keep private information within the focus group sessions.

1.1.6. Will your project involve collection of i ion of illegal
which could place the participants at cnrrem or future risk of criminal or il
to their financial standing, i or personal

{s) gained during the research
ity or be damaging
[ Yes [X] No

I pour Gnswer i Ves', please detail how these risks will be managed and how participants will be informed obout tihem.

I.1.7. If the participants are likely to experience any or
psychological disturbance, please state what consideration you have given to the provision of
counselling or post-interview support, at no cost to the participants, should it be required.

Researcn participants in Auckiond may be abie to utilise counseling SUBPOt from the AUT Counseding Team, OtNerwise you may hove 1o
comsider local providers for partici who are locatea pationwide, or in some geagraphical area. You can discuss the potentiar
Jfor participant psychological impact ar harm with the Heod of AUT Cownselling, if you require.

Participants are unlikely to experience harm. However a supporting member from their organisation will be
present to help the researcher identify any discomfort and will help the researcher immediately address it. This
also enables the participants to approach their organisation directly during the study, as well as afterwards if
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Deception of participents in research may invoive deception. with the principle
of informed consert, but in some Greas of rescarch it moy sometimes be justified to withhaid information Gbout the purpases and procedares of tie
research. Rescarchers must make clear the precise nature and extent of any deception and why it i thought necesory. Emphasis am the need for
«cansent does mot meam thot covert research cun mever be opproved. Any departurs from the standard of properly informed consent must be
‘acoeptabie when measured ogainst possibie benefit to the participants and the importonce of the knowledge to be guined os @ result of the praject
o teaching session. This must be Goaressed in oll pplications. Fiease refer to Section 2.3 of AUTEC'S Applying for Ethics Approver Guidelines and
Frocedures whem considering this question

I the answer is YVes” please answer 12.1 and the follawing sections. otherwise please aaswer 13 ond continue from there.

1.2.1. Is deception involved?

162

1.1.9. Will this research involve potentially hazardous substances? [ Yes [ No
1.2.2. Why is this deception necessary?
e.g. ragioactive m—g bialogical substances fpkm refer ta section 1S of AUTECY Appiving for Ethics Approval Guidelines and
act 1996).
1 the answer is “Yer-, piease provie [ detais, incinding MGISIGUE CUBSIGNCE MOROgEmENt phn. 1.2.3. How will di andi consent be -
12. Risksto archers 1.3.  Will this research involve use of a control group? [ Yes [{ No
1f this projiect witt invosve interviewing participants in Private Romes, URGErtaRing rESEQTCN OWErSeas, in unfamiior CURWal contexts, or gaing inta . X §
Simitarly vumerabie situations, then o Reseqrcner Safety ProtoCol SAGUIS be Sesignen on Gppended to tis appNcaTion. This snould ientily simple Ipene answer iz es'p 23,5 ana the | q otnerwise p L2 rom tere.
‘and effective processes for Keeping someone informed of the reseorcher's whereabouts and grovide for appropriate kewets of assistance. 1.3.1. How will the Control Group be managed?
1.2.1. Are the researchers likely to be at risk? [ Yes [X] No
1 the answeris Yes- plevse answer 1.2.1.1 ng thew continue, onenwise pleass onswer L3 gnd continue from there. L. L .
B . o 1.3.2. What percentage of participants will be involved in the control group?
L2.1.1 In what ways might the researchers be at risk and how will this be managed?
The researcher may be at risk of physical or emational harm as participants affected by dementia may . 3 ; . . N
suddenly react imationally. The researcher will not be conducting their research alone, a member of J:3.3. What information about the use of a control group will be given to the participants and when?
an organisation will be present at all times to aide the researcher as well as the participants family
member or primary carer. Bath parties will have experience with people with dementia, and may be
able to predict such instances, and will akso have experience in managing more complex situations as
related to persons with dementia. If the researcher becomes upset from any verbal or physical abuse, K. Avoidance of Conflict of Interest
AUT counseliing team is available for their use.
Reszarchers have o responsibility to ensure that any conflict between their responsitilitics as o researcher and other ditics or respansisilitics they
1.3. Risks to AUT have towards poricipants or others i adequately moncged. For exmple, Ocodemic Stoff MEMBENT wha PrOpose to invalve Hheir students ox
- participants in FESECIC Meed to eRSUrE thOt NG CORICT Orises BETWESR LNEN OIS OF tEOCKEr AR rESEQrCher, ParticulGry in view of the gependent
1.3.1. Is AUT or its reputation likely to be at risk because of this research? [ Yes [ No reiatianship netween STUGENt Gnd FEGCAEr, ARG of thE NeLd [ BrESEIVE iAteqIiry in GESEISMERt ProCesses. LikEWise FESEQRENEr ROVE @ respansioiity
to ensure that any confict of interest between partisipants is GIEGUGTEly MONGgEd for EXGMpIE, MOBOGErs OMticipating in the SaME rESEQFCN G5
I the answeris Tes” please answer L3.1.1 0nd then continue, otherwise please answer L3.2 and continue from there. their stoff.
1311 In what ways might AUT be at risk in this research? K.1. What conflicts of interest are likely to arise as a of the r's professional,
Puesse inentify now ana getait the it be put in pioce to minimise any norm. social, financial, or cultural relationships?
There are no anticipated conflicts of interest foreseen.
1.3.2. Are AUT staff and/or students likely to encounter physical hazards during this project? [] Yes [ No K.2. What possibly ive infl or power imbal in the pr i social, fi ial, or
i yes. picase provide @ Jram these hazards witl be climingted or minimised. cultural relationships b the and the partici or partici (e.g.
dependent relationships such as teacher/student; parent/child; employer/employee;
pastorfcongregation etc.) are there?
). Truthfulness and limitation of deception : is amticipated that there will be some power imbalance between the family/whanau member or carer and person with
Truthfuiness and limitation of deception lementia. For example the family may always talk for the person with dementia.
1. How f""" feedback on or a summary of the research findings be disseminated to participants tis also anticipated that participants may find it difficult to critique the suggestions and work of the researcher expecting
(individuals or groups)? them to be more experienced.
‘Please ensure that this information i included in the Information Sheet. The organisations assisting may have coercive influences over the participants and the researcher.
pam::::t;:‘ﬂll be gi\:n ::nrw:tf“s-:r:n;atr: nfth!:fr;sealn(h Fl\jnd'i.r;p :::e\l:; :m::sml a :if‘itf:I (;p‘.‘ of the final exegesi K.3. How will these conflicts of interest, e i or power imbal be d through
requested. will also be notified of the app if developed and will be able to downloa r their use. . . - .
a = ee pe the research’s design and practice to mitigate any adverse affects that may arise from them?
Where individual examples (i.e. sketches/prototypes) are used in the exegesis, consent will be obtained from participants _ i i} . )
involved. This will be done by sending an email, or letter with an example of the intent, followed by a verbal The researcher will remind the family member/caregiver to support pecple with dementia when they speak, 2nd to try
conversation. and not speak on their behalf. Asking participants directly may also help mitigate this. It is alsa hoped that the activities,
: due ta their collaborative nature will minimise this from happening.
" . - .
J.2. Does your lude any of the par such as non of aims or use The researcher is attempting to co-create with participants, so that they view themselves as the creators and experts.
of control groups, or covert 2 [ Yes & No
EAL%20sbacca 20ury. dack This varsion was last editsd in Saptember 2014 EALS20RseccaR20lury.doce This varsion was lost agited in Saptembar 2018
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The researcher has asked for participants (person with dementia and family support/caregiver) to come to the research The research may try to sell an app on itunes based upon the data collected.
a5 pairs, which may empower them as a group ta over come any power imbalances.
The researcher will have opportunities to speak with their supervisor as well as the supporting organisations if there are L Respect for Property
any issues
L. ey P Rescarchers must ensure IhGt processes do not vioiate or infringe legal or culturally determined property rights. These may include foctars such os
K.4. Does your project involve or other fi | koha, bl Iand and gooss,
r:lmbu.lfemeni of travel expenses or time, or entry into a modest prize draw) L1 will this research impact upon property owned by someone other
to participants? B Yes [] No than the researcher? O Yes & No
If the ancwer s ex" plecse Gswer K.4.1 Ond the [oliowing SECtians, Otherwise please answer K5 Gng continue [rom tere. ¥ the ancwer c Ve 1.1 and the foowing atherwise pleace anawer L2 and continue from there.
. . 7 P
K.4.1. What form will the payment, inducement, or koha take? L.1.1. How will this be managed?
The researcher will supply tea/milo/caffee and biscuits for participants to enjoy during or after each research Focus groups will be held at locations owned by organisations other than the researcher or AUT. Care will be taken
wassion to ensure that the location will be respected and left in a tidy manner as when entered,
wha i paym: i 2
K4.2.0f tvalue will any ent, gift or koha be? L2. How do contexts to which copyright or Intellectual Property applies (e.g. virtual worlds etc.) affect
Approximately $60-80 in total, for the supply of refreshments. this research and how will this be mam,gﬂp
K.4.3. Will potential participants be informed about any payment, gift or koha as part of the recruitment Farticulor attention should be paid to the property. Care must be faken o eoknowicdge Gnd refercnee the
process, and if 5o, why and how? ideas of all contributors and others and fo obtain Gy necessary permissians fo use the inteliectual property of athers. Teachers ond ressarchers are
referred ta AUT' inteliectual Froperty Foiicy for further guidance.
Participants will be made aware of 2 tea break in the information sheet given out at the beginning of recruitment. The app created from this research will remain the intellectual praperty of the researcher. However, all participants and
K.5. Have any applications for financial support for this project been (or will be) made to a source cantributors will be acknowledged for their role in the research and referenced accordingly within the exegesis (or other
external to AUT? O Yes & No publications) produced as an output of this research
If the ancwer s es” plecse answer K.5.1 and the following sectians, otberwise please answer K6 and continue from there.
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Please ensure all spplicable sections of this form have been completed and all sppropriste documentstion i sttached 8z incomplete spplications will not be
consinerea by AUTEL.
. . e P
K.7. Is funding already orisit your AUTEC Faculty ivc, the Exceutive Secretary, or the Ethics Coordinatorr  [] ves [ Mo
Mo. I this application related to on eorfier ethic Gppcation? If yes, plecse provide the opplication numper of the ecrier [ ves [{] No
appiicatian.
K.8. What is the financial interest in the outcome of the project of the researchers, investigators or
research organisations mentioned in Part B of this application.
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