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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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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 to rationalise 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.

1| INTRODUCTION
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The effects of dementia 
Dementia is 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 
a loss 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 

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 people with dementia would be unable to 

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 years, increasing strain on 
health services and those that care for 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 40% 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 $1 billion NZD per annum (Ministry of 
Health, 2014).

CONTEXT

Figure 1.1  The  variety of dementia and it’s journey
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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 
a dramatic 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, 
clinical errors, 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 people with dementia to be housed in 
long term permanent facilities once carers can no 
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).

Identity, self-worth, and wellbeing
Despite such pervasiveness within communities, 
there is a negative stigma attached to dementia 
caused by a lack of awareness (Ministry of Health, 
2013). People living with dementia experience 
a loss 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 dementia in the 
design process, such as this, is one such step 
towards that goal. 

Moreover, people with dementia are assumed 
to lose 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 a person’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 this research.

I have a bachelors degree in creative technology, 
which is 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 I enjoyed 
working on the most were ones in which there was 
an end user as I found myself trying to envision 
who the user would be and how easily they could 
use what I had built. 

Designing for others is a skill that I 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 I 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. I 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 I myself am related 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, I am not. 
In brief I 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. 
Working with a psychogeriatrician at Greenlane 
Clinical Centre and Alzheimer’s Auckland, the aim 
was to enhance the experience of dementia in 
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 dementia is 
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 

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 can be 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 
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Designed for Designed with

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

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). 
It 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 (Alm et 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 (Alm et 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 

was difficult to remember how to use it without 
prompts from a 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 II project, 
1999). Having something that they are interested 
in using 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, & Sävenstedt, 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 people with dementia to inform 
their research 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 dementia reflects 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 

1. AVED (Salomon, 2014)
2. Action (Hanson et al., 2007)
3. Brainy App (Alzheimer’s Australia, 2013)
4. Circa (A. J. 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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WITH people 
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THE RESEARCH QUESTION

Due to:
•	 a lack of design consultation with people 

affected by dementia, not just in “this is me 
too” but the research and design of others

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

•	 and the researchers belief in collaborative 
design

the purpose of this research is to explore;

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

THE METHOD

Due to the importance of involving users, and 
the novel approach of co-designing with people 
affected by dementia, a co-creative approach has 
been used throughout the research process with 
the aspiration to promote the inclusion of people 
with dementia in the design process. This means 
that experts were consulted and collaborated with 
from recruitment through to the workshops co-
designing with people affected by dementia. 

Using action research as a reflective process 
to structure the progress of the study, the 
research question, ‘how to co-design with people 
affected by dementia,’ has been split into four 
sub questions. The four cycles are distinguished 
between each other based on the overall aim, 
rather than the experts involved (see next page).

*designers, therapists, and anyone interested in working with 
people affected by dementia
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1
Recruit co-design people living 

with dementia

2
Develop a co-design toolkit for 

people with dementia

Experts consulted

 Psychogeriatrician

 Ethics advisory committee

 Bupa

 Elizabeth Knox

 Howick Baptist

 Alzheimer’s Auckland

 People living with dementia

 Informal carers

 Older adults

3 4
To identify what people with 

dementia value
To user test a prototype with 
people living with dementia

Experts consulted
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This research 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 
workshop series, and provides an example of a 
basic toolkit. 

The outcome of the co-design workshops with 
people affected by dementia is that they want to 
talk and think. This resulted in a blog prototype 
that allowed family members to post items of 
interest to a person with dementia so that they 
could use it to prompt conversations. Those 
living with dementia accessed the blog on 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. Consequently, 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.

THE OUTCOMES
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2| METHODOLOGY
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 
is 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 
framework is the sampling and participant characteristics, which 
discuss the process used to recruit research partners and describes 
those who were recruited.
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Influenced by the researcher’s personal training 
and experiences, their worldview is based upon a 
constructionist perspective. A constructionist’s 
world is built upon the subject creating meaning 
from their experiences to understand certain 
objects or things (Creswell, 2013). Therefore, 
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 research relies 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.

EPISTEMOLOGY

*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 natural reality 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 world, a qualitative approach 
is used to collect data. Interpretivism rejects 
the view held by objectivists that meaning is 
constantly available independent of the subject 
(Collins, 2010). 

Social 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 in a variety of topics that 
are important to the person with dementia. 

As part of the co-creative practices, action 
research is a methodology that bridges the 
gap between practice and theory, as it not only 
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; Schön, 1983). It follows 
a cyclic 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 to occur in a linear manner, action 
research used a messy 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 workshops 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 science research, action research 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 

research, decisions were made from the inner 
reflections of the researcher to use research data 
gathered from experts and people with dementia 
to drive change, instead of the democratic vote 
due to time restraints and symptoms of dementia 
(Gray, 2004). 
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Methodological approach
Due to a lack of academic analysis of co-design, 
no single formal definition currently exists (Steen, 
2013). Much of this research is exploring what 
co-design is 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 to recruit people 
with dementia was co-created with experts in the 
behaviour of people with dementia and the ethical 
principles. 

The researcher’s worldview is that people with 
dementia experience the world differently 
to others. In consequence, they are the most 

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 contributors 
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 
collaborators.

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 on how to co-design 
with people affected by dementia, the literature 
review was used to combine the work of others 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 opportunity 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 
workshops, 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 
workshops, secondly, to capture the visual cues 
of people 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 
workshop enabled research partners to support 
each other while doing the tasks and generating 
ideas (Mitzner & Dijkstra, 2010). Often research 
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workshops 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 a digital 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 (IDEO, 2009), and Convivial Design (E. 
Sanders & Stappers, 2012). 

Probes - were carefully chosen items within the 
toolkits to produce a response from research 
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 no 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 
to understand and provide critical feedback 
during the research. High fidelity prototypes were 
used to refine 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). People 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.

*To reduce 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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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 majority 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 
workshops. 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 

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

Ideally, 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 
response from everyone, or were highly discussed 
whilst generating them. 

COLLECTION AND ANALYSIS OF 
DATA

Due to research 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 workshop 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 
a weekly, 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. 

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 aim was 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 
dementia in 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 (Salomon, 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 interest in 
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 
is 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. 

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 is different for 
everyone. Most stage theories 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 & Morris, 
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. 

For 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.
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CYCLE 1: 
3| Partner Recruitment 

This cycle describes the approach to gain ethical approval and 
recruit partners affected by dementia for the co-design workshops. 
Naïvely 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 second 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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The aim of this cycle was to recruit people living 
with dementia in the co-design research. Any 
research involving data obtained from people 
must obtain ethical approval to ensure that there 
is 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 a lack of formal guidance on how to recruit 
people affected by dementia, a co-creative 
approach was used to develop a safe procedure 
to recruit 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 

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. 

PLAN

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 to a 
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 other 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 a research date two weeks minimum 
in advance.

 

ACT
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Figure 3.1 illustrates a stakeholder map that shows the variety of 
potential research partners in the co-creative team . It identifies the 
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 
workshops. However, it is assumed that they would dominate the 
conversations and make it difficult to identify the needs of people 
living with dementia. 

Low  interest High interest

Low Influence

High influence

The law

Government

Auckland University 
of Technology  Ethics 

Committee

Wider Community

Myself

People with dementia

Carers of people with 
dementia

Alzheimer’s Auckland

Clinicians

Residential care homes

Figure 3.1
Stakeholder map

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. 

This research is challenging in that it involves 
a potentially 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 in research partners 

•	 Understanding that people with dementia 
are all unique and have different capabilities 
at different stages of their journey with 
dementia 

•	 Carers should be invited to both support 
the person with dementia and assist 
communication between the researcher and 
person with dementia if necessary 

•	 Any recruitment information given will need to 
be simplified as people with dementia will be 
unlikely to process large written text 

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

•	 People with dementia have both good and bad 
days 

•	 Ideally 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

•	 People with dementia tend to lose focus 
particularly in a group situation

•	 Important insights in regards to research 
partners’ experience of the co-design 
workshop may happen in discussions after the 
workshop

•	 Research partners who attend the research 

Co-Creative Team
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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 a risk that the facilitator may 
unintentionally pressure a research partner to 
remember something they said or did earlier, 
which may embarrass the participant if they 
are unable to recall 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, an ideal 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 from reviewing the graphic design of 
the 1950s were a bold use of contrasting primary 
colours, transparency, and geometric shapes.

To recruit 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 people 
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. 

1950s moodboard

This image has been 
removed by the author 
of this thesis for 
copyright reasons.
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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 people with dementia 
who could not read would get a sense of what 
the research was about

•	 Large serif font to help comprehension
•	 Does not have a pure white background to 

reduce some of the contrast that may make it 
more difficult to read

•	 The colour 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

Poster
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It was assumed that obtaining ethical consent 
to conduct co-design workshops, and recruiting 
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 
interested research partners to ask questions. 

It is also easier to 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.  

It was explained to research 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.

OBSERVE

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

•	 Nursing homes are busy and it uses valuable 
time for staff to organise and advertise a 
research study

•	 Nursing homes may not understand the 
co-design process conceptually and find 
it difficult to describe to residents with 
dementia

•	 When describing the co-design workshop 
as a process 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 a masters student because they 
did not want to let the researcher down and 
felt they would not be able to help

•	 Six weeks is a long 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 to research 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 
is unknown

•	 It is difficult 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 
and bad days.

Obtaining Consent
In the 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. 
Even if 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.

It 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 
personal 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 
Zealand,this would make participation infeasible. 

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.
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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 to be a relatively low risk study (figure 
3.2). If there was a question of capacity then an 
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 
to sign consent.

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 a requirement 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.

It was assumed that the carer would be the 
most capable to determine instances where the 
person with dementia was giving inconsistent 
data. An information 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. 

On no occasion was it felt necessary to exclude 
data during 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 
workshop. It was more effective to remind carers 
to report verbally any instances that they felt 
were inappropriate to include in the research. 
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Flow of recruitment
Despite assuming that recruiting people living with dementia would 
be easy, the number of research partners recruited was small. 
Figure 3.3 is a summary of the final number of all four organisations 
approached. However, it is unclear as to whether this is similar to 
other healthcare research or if it particular to recruiting people 
living with dementia.

Ethics application

Designing Toolkit

Co-design workshop

User Testing

Bupa
(Advance care nursing home)

Howick Baptist
(Nursing home)

Elizabeth Knox
(Nursing home)

Alzheimer’s Auckland
(Organisation)

Despite desire to 
contribute, people with 
advanced severity of 
dementia made it too 
challenging to continue 
based on expert 
consultation

Wanted the co-design 
workshop reduced to 
twenty minutes and found 
the co-design process too 
difficult to communicate 
to residents

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

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

7 research partners:
4 with dementia and 3 
family members

4 research partners:
2 with dementia and 2 
family members

Figure 3.3
Flow of recruitment 

Despite appearing straight forward, the process 
to recruit 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, 1994). 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 to recruit 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. 

Reflect
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CYCLE 2: 
4| Co-design toolkit

This cycle describes the process to 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 people with 
dementia to identify what they value.
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Plan Act

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 toolkit 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. 

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 the research and its 
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 to have an hours 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 
tea or 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 
to remember the answer before 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 opinion or were 
able to reflect 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 a heavily 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 dementia was 
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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Reviewing existing toolkits
Due to an absence of research surrounding what 
is in 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 (figure 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 concept 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 

particular issue, expanded by developing multiple 
concepts, and refined those concepts to result in 
a product 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 to 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.

Figure 4.1 
Human Centred Design Toolkit

Figure 4.2 
Health Service Co-design

Figure 4.3
Adobe Kickbox Toolkit

Sketching the co-design toolkit 
The first co-design toolkit was divided into six 
workshops 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, 
a middle, 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 cognitive. There was also 
a workshop 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 idea had 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 
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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 a research partner’s favourite colour, could 
be identified by the colours they choose to pick in 
a collage instead of asking them directly.

1. Persona – Find out about each other in the 
group and build a character to represent the 
group. It was also debated whether there 
would also be a character to represent 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.

3. Brief – Reviewing the storyboard created in 
the previous week, people with dementia were 
to identify a point of pain that they had.

4. 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).

5. Concepts – People with dementia would 
generate concepts on how they would like 
to solve the problem identified in the third 
workshop.

6. Development – The final workshop would 
result in a paper 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 to research 
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 to rearrange. 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 
a pain 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 
a tomato into a tablet computer application 
was seen as unnecessary to the participant. 

On reflection 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 
tacit knowledge for the designer. It 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 
design journey, 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 a problem that they had identified themselves. 
The first three weeks established the characters 
of the research partners with dementia and 

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.

Figure 4.5 Co-design workshop refinement
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Multiple modifications were made to the co-
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). 
Difficulties occurred in selecting the optimal 
method to obtain and anticipate information, while 
reducing the total number of workshops. 

Subsequent iterations reduced the complexities 
of the toolkits and reduced the number of 
activities. Each workshop had to be able to stand-
alone but also build up upon what was learnt in the 
previous workshop so that people with dementia 
did not need to recall what they had previously 
completed. 

Figure 4.7 Basic Toolkit

Each co-design toolkit involved a base set of 
equipment (figure 4.7). Items within this toolkit 
were selected to be functional and appeal to 
older adults and people with dementia. Writing 
and drawing equipment was chosen due to the 
thickness of the instrument so it would be easier 
to grab, particularly in case a research partner 
was living with arthritis. The post-it notes were 
the colours of nature, as identified to appeal to 

older adults during the pilot test more than the 
bright neon colours originally used. Paper used 
within the toolkit was of thicker stock so that it 
would be easier to grab by people with dementia. 
There was both sellotape and glue available as 
it was unknown which would be easier to use. 
Interestingly, the glue stick was not recognised 
by people with dementia and therefore may be 
better replaced with a glue paste bottle. 

Figure 4.6 Post-it note workshop arrangement
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Figure 4.8 Final co-design workshop arrangement

Each of the workshops tookits and templates 
were refined  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. 

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). 

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 working 
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 an iPad printed on a heavy 

weighted paper
•	 Transparent sheets to overlay notification 

boxes when prototyping
•	 Variety of blank removable stickers to draw 

icon onto as buttons
•	 Pre-drawn icons 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

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, in week 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.

Figure 4.10 User Interface co-design Toolkit
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REFLECT 

After conducting the workshops with people 
affected by dementia and a member of their 
families. All of the workshops and toolkits 
needed modifications. The modifications were 
occasionally specific to a particular research 
partner with dementia as the co-design activities 
identify their strengths and what they enjoyed 
doing. 

1. Persona - Overall the toolkit worked well. One 
major difficulty with the toolkit was in deciding 
which ideas were more important and should 
be placed in the centre. 

2. Experience mapping - The template for the 
experience map made it difficult for carers to 
write down insights of people with dementia 
as they did not know where to write it. The 
experience map was not used to identify a 
pain point, but it was effective in introducing 
members of the group to one another.  

3. Design brief - Prompting people with dementia 
to decide upon the problem to solve in the 
subsequent weeks was useful to encourage 
people with dementia to generate their own 
ideas. The lotus blossom was also effective, 
although slightly confusing, to generate ideas 

yet people with dementia seemed to enjoy the 
stimulation from the activity.

4. Design evaluation - Using the grid helped 
people with dementia position whether they 
enjoyed a product more than another as they 
could visually see where items were placed 
and reorganise if required. When evaluating a 
product or service, it would have been better 
if every people with dementia looked and 
interacted with the product or service at the 
same time.  
 
Bringing an object from home that was 

valuable to the people with dementia 
generated the most excitement throughout 
the co-design workshops. This may make 
an effective first introduction tool as all 
members of the co-design workshops freely 
conversed with each other.  

5. Arts and crafts - This activity was enjoyed 
more by the carers than the people with 
dementia. One person with dementia 
mentioned that they were unable to draw 
what they wished to draw, which left them 
feeling disappointed. More structure is 
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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 
research is 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. 

6. Prototyping - Research partners enjoyed 
evaluating the prototype quickly created using 
a blog 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 
in the 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 
six workshops in the order they occurred. The final product of the 
co-design workshops was a design brief collaboration with people 
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 
workshops 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 camera on 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 door where 
research partners would enter so they would not 
need to walk around it. An audio field recorder 
was placed at the opposite side of the table to the 
video recorder. All other equipment that was not 
needed including the bags for the tripod, 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 other in a 
row to make one large rectangular desk. An A0 

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 or in 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 people 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 valuable research time as research partners 
talked amongst themselves. 

Workshop Aim

Methods used
Number of research

partners
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To create a persona that would 
represent the group and act as 
the focus user for subsequent 
workshops

To discuss the experiences in their 
lives to find out what they value

To finalise the brief and come up 
with some concept solutions

To evaluate designs that may 
already solve our problem and find 
out what people with dementia like 
as a design

To find out what people with 
dementia liked visually from their 
drawings

To test a web based prototype with 
research partners and structure 
the categories of information  
within the prototype

4 with dementia
3 family carers

4 with dementia
3 family carers

4 with dementia
3 family carers

4 with dementia
3 family carers

4 with dementia
3 family carers

2 with dementia
2 family carers

People with dementia were asked to write their 
attitude, personality, skills, and requirements. They then 
identified the characteristics that were of value to them

People with dementia were asked to use images and 
words provided as prompts to describe their memories. 
Using the templates provides, people with dementia 
wrote down what they  thought, saw, said, did, or heard

People with dementia were presented with potential 
design briefs as identified by the researcher. These 
were used to prompt a discussion of what people with 
dementia wanted to create and used a lotus blossom to 
expand the ideas

People with dementia viewed and examined prototypes 
that may already meet their needs in the design brief. 
Following this people with dementia brought in an item 
that was of value to them to discuss what they loved 
about it

People with dementia made a collage with the materials 
provided. They then drew their own icons based on 
common jargon within technology

People with dementia experimented with a prototype 
developed by the researcher and sorted words and 
images into themes
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WORKSHOP 1: PERSONA

Co-design process
The outcome of the first workshop was to build 
a persona 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 problems 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 would reflect on 
their own qualities as happened in the pilot test. 
However, this task proved challenging due to the 
confusion when referring to the ‘phantom’ persona 
as people with dementia thought there was an 
actual person. 

The second part of the task was designed to 
help identify the most important characteristics 

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, 
the research partners did not re-read what they 
had already put down. It was suggested by one of 
the carers to read 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 
just read. It made it difficult to decide upon what 
was most important to everyone collaboratively 
as people with dementia had 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 a response 
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.
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Capabilities of people with dementia
It 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 person with 
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 I 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 I have seen. Enjoying 
it, but then forgetting it.”

Due to the inexperience of the research partners 
in identifying such insights, the group did not 

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
It was immediately apparent, after the first 
question, how much reliance 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 
persona, 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. I know it’s a bit strange.”
Cary’s Daughter: “Yeah, I 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 a research 
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 when referring 
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.

A more productive persona workshop approach 
might be had by giving better instructions to 
carers. For example, an introduction 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 often repeated 
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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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.

Words, 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, 

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 
in a discussion. 
 
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 
responded to the images that they saw in the 
present, not what was interesting to them in the 
previous workshop.

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

WORKSHOP 2: MEANINGFUL 
EXPERIENCES

Figure 5.2 Experience Mapping Template

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 
workshop 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, people 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 son was trying to correct 
her that the bird she saw in the photo was a fantail 
and not a wax 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 in New Zealand. Cary 
asked Fred Astaire if he too also came to New 
Zealand  unmarried to which Fred replied 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 an ‘r’ 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 person with 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 to refocus Fred’s attention on another image, 
but the researcher did not know which image 
would appeal to him. Consequently, Fred’s son 
was told what was happening and together the 
researcher and Fred’s son brought his attention 
towards another image. 

It is a terrible feeling knowing to have 
unintentionally upset someone, 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. Fred’s 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 dementia in 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 
is recovered 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 an image 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, people 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 workshop.

Future improvements
Discussing the experiences of people with 
dementia was an enjoyable activity that resulted 
in meaningful discussions held not only in 
individual pairs, but also as a group. However, the 
process in which research 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 occurred for research partners as 
well as arrange it with other timelines. It may have 
been more 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: DEVELOPING THE 
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, I can’t expect things to 
be better, that’s all.”

It was assumed that his position was 
referring to his lack of mobility.

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 core reason 
he choose mobility was to socialise with 
others.

The problem that was chosen by people 
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. 

Figure 5.3 Resulting output of the design brief lotus blossom
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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 a result 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.”

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

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

People with dementia
While participating in the activities, the carers 
were often talking over 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 a roll 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 
a word in, fair enough.”

The dementia journey 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 
watching on TV?”
Cary Grant: “You tell me,”
Cary’s Daughter: “Nah, you tell me,”
Cary Grant: “Nah, you tell me,”
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 
a bad 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: “I 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 I think that as they get 
older, it’s hard to get the motivation.”
Rita Hayworth: “They?”
Rita’s Husband: “You.”
Rita Hayworth: “Am I 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, 
the researcher stood at the ‘head’ of the table 
from where 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 

with dementia while they talked encouraged the 
person with 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 on behalf of 
the people with dementia instead of allowing 
people with dementia to generate their own 
ideas. However, people with dementia were able 
to respond  to whether they felt an idea 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 
dementia had been invited to bring an artefact 
or a picture 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 
a small ring bound diary designed to capture the 
life and medical history of a person with dementia, 
and the other was a radio 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 and read 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 in order all at once. This was 
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1. Brainy App (Alzheimer's Australia, 2013)
2. Facebook (Facebook Inc., 2015)
3. GreyMatters (GreyMatters Care LLC, 2015)
4. This is me too – Booklet (Jury, 2013)
5. This is me too – Radio (Jury, 2013)
6. The story of me and my Grandma (Parragon Books, 2013)
7. Skype (Skype Communications S.a.r.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 to be 
rearranged as suited. This may have been due 
to the 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 a happier 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 engaged in 
using the tablet computer.

In the second half of the workshop, research 
partners were asked to present their favourite 
item. While doing so, 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 

Figure 5.4 
Resulting output of tablet computer 

applications evaluation
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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 original and had to be 

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… I 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 people 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 
response on what they saw immediately.

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

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 application on 
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. 
One research 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.
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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 people with dementia 
to be creative. Its purpose was to identify what 
they enjoyed visually to then influence 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 
a variety 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 and requested 
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.

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 
to Holland 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 output
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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 the researcher’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 person 
with dementia to take part or not based on their 
judgement. 

Cary’s Daughter: “I know it’s not your cup of 
tea. Pretend you’re building a building. You 

know on paper. How about that?”
To reduce 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 words. This makes it difficult to 
understand them and can lead to disagreements 
between the carer and person with dementia.

Figure 5.6 “slippers”
Figure 5.7

 “ We have to draw these pictures. Not what I like doing.” Figure 5.9 Recording sound

Fred and Ginger’s Son: “What colour do you 
like dad? I 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 outfit was black. It was unclear 
whether he no 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 

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 
workshop 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 memory 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).

Figure 5.8 Green or Black?
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People with Dementia

Carers

This is one of the results of the co-design 
workshop 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 a word. 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 result in 
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 a 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.

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 
enable research 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 upon 
the colours and patterns of the coloured paper. 
To improve the selection of colours and patterns, 
a different variety of textures should be included 
in the toolkit as people with dementia enjoyed 
the thin texture of the origami paper. This would 
be particularly useful when using the toolkit to 
design tactile products.

Alternative activities may be required in each 
workshop for research partners who do not wish 
to take part in the particular activity. Potentially  
they may prefer to assist others, make their own 
interpretations of others works, 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 workshop. People with dementia should 
not feel rushed or examined during the workshop. 
A matching words and images activity, to find out 
which images 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

Co-design
In the final workshop, it was hoped that research 
partners would be able to draw their own 
application screen with their carer. However, due 
to difficulties in the previous co-design workshop, 
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 

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 
workshop 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 

Figure 5.10 First blog prototype made in Wordpress

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 system with a keyboard, 
track pad or a mouse with a potentially harder 
learning curve. However, this theory 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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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. Each research 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. 

Despite the lack of interest from research 
partners to sort cards, they were engaged 
throughout the process and were able to fit their 
memories into the categories they had created 
(figure 5.11). 

Icons were difficult for the research pairs to place 
and often resulted in a image pile of their own. 
This was because they either did not recognise 
the icon, or they did not know what the icon meant. 
For example, Fred Astaire recognised the image 
of a rubbish tin as the front grill of a car, and the 
eye symbol for ‘seen’ as a man in a canoe (Figure 
5.12). Carers began writing down what people 
with dementia recognised 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 occasions, as they did not 
seem to make sense at the time. However, these 
moments may need further consideration to see if 
there is an underlying truth. 

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

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

Figure 5.12 Identifying icons
(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 and Rita’s husband in it. 
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 to 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. I wouldn’t 
have known what to put in or … what you 
guys were looking for.”
Rita Hayworth: “so you did some research?”
Researcher: “You helped me. You did.”
Rita Hayworth: “Did I?”
Researcher: “Yeah, for the past five weeks. 
You’ve been telling me what you want.”

This creates a unique situation where research 
partners are unable to 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 a large role in 
supporting them. Rita’s husband, although having 
never used a tablet computer device before, was 
quick to understand 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 a way 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 exploring 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 temporarily 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 to repeat 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. 
The researcher 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 

ideas on a topic as well as specific responses that 
would help the research design.

Despite initial hesitation by the carers to turn up 
to all 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 
workshops.

Cary’s Daughter: “I enjoyed watching 
everybody interact and get into it.”

Rita Hayworth: “Thank you so much. You 
have no idea how much I 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 an issue for people with dementia in 
rest care facilities.  

Prior to conducting the workshops the researcher 
speculated, based on previous interactions and 
observations with people affected by dementia, 
which research 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 also reflect 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 workshops. 

It 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. 

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. 

It 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.

Figure 5.13 Co-design guidebook
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CYCLE 4: 
6| Validating design

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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This cycle aimed to develop a prototype based 
on the brief developed from the co-design 
workshops; 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 camera was 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 
workshops 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 then reviewed 
the prototypes and provided feedback to be 
iteratively incorporated into the subsequent user 
test.

PLAN 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 on refinement.

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 to rapidly prototype the concept 
with. Consequently, a blog 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, 

and difficulties going ‘back’ were common issues. 
Due to the limitations of the Wordpress blog in 
making changes to the blog, SquareSpace was 
used in a 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 workshops to create a navigation 
system created by people with dementia (figure 
6.2). Despite each partner pair creating their own, 
the grouping of categories was relatively similar 
to each other. 

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

with dementia. Consequently, icons used in future 
design needed to be accompanied by words. 
However, people with dementia did seem to recall 
the location of buttons particularly where to press 
to go ‘back’.

Figure 6.2 Navigation themes
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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. 

Figure 6.3 An example of insights using add, change, keep, remove template

OBSERVE

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 a gallery 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.

Figure 6.4 A research partner with dementia’s values identify from co-design
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The suggestions and feedback from the research 
partners on the prototypes presented were 
often already met by another tablet computer 
application. For example, it was suggested that 
music continuously played in the background, which 
is already possible using iTunes or other music 
applications. However, this suggestion led to the 
development of a book that could be used with the 
table to instruct how to use the tablet computer 
application. A tablet-sized rectangle of the book 
was removed so that the tablet could slot into 
the centre of the book and become an interactive 

screen. Step-by-step instructions surround the 
tablet with arrows pointing to the location of the 
icon (figure 6.5). 

There was an excited response to the development 
of the book as people with dementia were less 
reliant on their carer. People with dementia may 
have felt empowered because it allowed them 
to be independent and manipulate the tablet 
computer into playing videos, songs, or gallery 
slide shows. 

Figure 6.5 Sketches of instruction book
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Inserting the tablet computer in portrait made it difficult to use the 
book when the tablet is in landscape mode. This is because where 
the cut out was made, was not in the optimal space. Prototypes were 
made so the tablet computer could be inserted in either direction, 
but it also reduced valuable space to write instructions. 

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).

Figure 6.6 
Rearranging  instructions on page
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REFLECT

User testing with people affected by dementia 
was informative and enjoyable for both the 
researcher and the research partners. It was 
also an honest method of receiving feedback 
on the usability of a design, as people with 
dementia were often unable to recall the previous 
prototype. However, compared to the co-design 
workshops, there was insufficient experience and 
planning for the user testing of the prototypes 
with people affected by dementia. 

Despite this, there were valuable insights in how 
to improve this process:
•	 It was assumed that one week would be 

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 
dementia needed to be of high fidelity so 
that they could give accurate feedback. It 
is inaccurate to assume that people with 
dementia are imagining the interaction the 
same way as the researcher, particularly when 
such skills are difficult for people without 
dementia

•	 People with dementia did not engage with 
the prototype unless the content within 
the prototype related to them directly. For 
example, an image 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 monarch 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 even remembered the location of key 
buttons despite the button no longer being 
there

•	 Development is needed to identify the 
effectiveness of gestures. One person with 
dementia struggled to grasp the concept of 
dragging a finger along the screen to make 
the screen move. 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

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 people 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 to many. It may also assist those with other 
cognitive impairments, and other older adults.
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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 a need 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 action research cycle used a trial and error 
process to protect and recruit the appropriate 
partners. This resulted in a lengthy process to 
obtain consent and recruit partners. However, 

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 to research without a lengthy formal 
cognitive assessment process undertaken by an 
expert psychogeriatrician to determine if they 
were capable of giving consent. Consequently, 
for a person with 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 
workshops, 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 dementia referred 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 on what 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 an image. This affects the 
co-design process as activities described within 
co-design are developed for those cognitively 
able in mind (Niels Hendriks, Huybrechts, 
Wilkinson, & Slegers, 2014).

A recurring 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 people 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 more 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 

(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, 
which influenced the co-design process. Family 
carers who were a spouse, were observed to 
collaborate together with the person affected by 
dementia in 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 person with 
dementia throughout the study. The researcher 
felt closer each week to the research partners 
despite some people with dementia being unable 
to recall 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 
to recall a particular 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 
and reducing 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 people 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-design with 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 workshops, carers assisted 
them to open the pen, which may have increased 
the level of ongoing assistance throughout the 
workshop. All that was needed however, was to 
pull apart the pen slightly at the beginning of each 
workshop 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 then restructure in a way to be 
useful for subsequent analysis. Similarly, Hendriks 
et al. (2013) found that people 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 

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 
workshop had to be completed within itself and 
not rely on previous workshops, as partners with 
dementia may have been unable to recall events; 
not just what they mentioned, but also what 
occurred in previous workshops (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 
workshops 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 to redirect 
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  
been more permanent.

Assistive technology for people 
living with dementia
People with dementia and spouses 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 
to use the tablet computer without their input as 
this gave the carers a break from care. However, 
people with dementia wanted the tablet computer 
to act as a tool 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 onto 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 solution identified in this research was a 
simple private family blog, set up by family to post 
original content for the person with dementia to 
view and reply to. A prototype of this concept was 
tested with people with dementia and their carer 
and received a positive result.

This research identified that what people with 
dementia want, such as watching old videos, 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 to 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 other 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 a response from a person with dementia, 
the data in the application needs to relate 
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, 

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, people 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 
to develop. Also, if a sophisticated solution is 
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 workshops. 
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 people 
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 a way 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 in a research process. This may 
have positively empowered research 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 
workshop 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 on what 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 organisation making the decision 
whether a person would be able to contribute. 

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 
their research 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 a larger dementia population. However, this 
was a study that aimed to explore the feasibility 
of undertaking co-design research 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 people 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.

A more 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 a higher 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 
end result, 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 one 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 
workshop 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.
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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 to recruit people with dementia for six co-
design workshops and five user testing sessions, 
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’ people 
with dementia in mind instead of ‘with’, resulting 
in suboptimal designs and user experiences (Wu, 
Richards, & Baecker, 2004). The theory behind co-
design is 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 

workshops, 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 
a research 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 low risk, it was viewed 
as high risk 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 working 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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