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Abstract
Interaction Design in long term disability care should focus on personal
and individual communication as the best means to achieve client-centred

•

What tools are clients & caregivers currently using for communication
in general?

•

What kind of methods work best to achieve client-centred
communication between clients and caregivers?

•

How can these methods be translated into an interactive design?

communication and care. When designing for people with a cognitive
disability and their caregivers, a simple communication tool that makes use

In the first chapter I have defined exactly what I mean with client-centred

of photography and emoticons is a good way to give the initiative and

communication and why I think it is important. Also I have described

opportunity of communication to the client, while it gives caregivers some

some ideas I personally had at the start of this project and what has

space to use their own judgment in how to communicate with their clients.

inspired me in directing my research and design. In the second chapter I
have described the way disability healthcare in The Netherlands is

That is the conclusion of this paper, which is not written from a

organised in general and what kind of people we are designing for. The

management or political perspective, but from the perspective of an

third chapter focuses on what tools for communication are being used

Interaction Designer. It is not about changing the way we organise long

right now. The fourth chapter describes some communication methods and

term healthcare, but dealing with it as it is now. It is about finding and

one user test we have conducted with one of these methods. The fifth

describing concrete solutions that can be used in today’s long term

chapter describes some methods that use photography as a means to gain

healthcare industry. The main research question of my paper is:

insight in special target audiences. Also it describes on test we have
conducted to find out what might be possible diﬃculties or solutions in

How can Interaction Design be used to improve client-

interpreting data from a combination of photos and emoticons. In the

centred communication between caregivers and people with

sixth and final chapter I will discuss the project that brings all the design

a cognitive disability in long term care?

principles in practice: a multi-platform communication application for
clients and their caregivers in care home De Zuiling in Elst, The
Netherlands. In the conclusion, I will answer the main research question

I will answer this questions through the following subquestions:

•
•

by adressing all the subquestions once more.

What is client-centred communication and why is it important?
Who exactly is our target audience?
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Introduction
My first and foremost love for Interaction Design is the opportunity it gives

•

What is client-centred communication and why is it important?

•

Who exactly is our target audience?

•

What tools are clients & caregivers currently using for communication
in general?

•

What kind of methods work best to achieve client-centred
communication between clients and caregivers?

•

How can these methods be translated into an interactive design?

me in creating amazing things that have an added value for people in their
daily lives. Before my study in Interaction Design, I have worked for some
time as a nurse aid in care homes for the elderly. During that time, I always
felt there was room for improvement for the communication between clients
and caregivers. Although I couldn’t exactly describe any specific problem, it
might be seen as an ‘itch’ I had in the back of my head.
I will attempt to answer these questions through literary research combined
The wish of doing something to improve communication in long term

with my findings from the project that brings all the design principles in

healthcare has been with me ever since. That is why, for my Masters Degree in

practice: Vinni, a multi-platform communication application for clients and

Design for Digital Cultures, I was determined to design something for

their caregivers, specifically designed for care home De Zuiling in Elst, the

communication in long term healthcare. Together with Hilde de Wit, I started

Netherlands. For the conclusion I will adress the subquestions once more

a project for long term disability healthcare. My main research question is as

and hopefully I will be able to answer the main question.

follows:

How can Interaction Design be used to improve client-centred
communication between caregivers and people with a cognitive
disability in long term care?
The end result should be an answer to the following subquestions:
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1. Setting the stage

“Client-centred care is an approach in which clients are

What is the topic and goal of this paper?

services where the client is located. Client-centred care

This paper is about client-centred communication in long term care and how

autonomy, voice, self-determination, and participation in

it might be improved through Interaction Design. Although the paper

decision-making.2”

viewed as whole persons; it is not merely about delivering
involves advocacy, empowerment, and respecting the client’s

focuses specifically on long term care for people with a cognitive disability,
let’s start oﬀ with a more general outline of what client-centred care actually

This description puts a stronger emphasis on participation and autonomy

entails and what the role of communication is within this subject. Later in

for the client in directing his or her care and support. Client-centred care

this chapter I will zoom in on people with a cognitive disability, disability

seems to entail, besides caregivers having respect for the client, that clients

healthcare in the Netherlands and the role of the caregivers.

have to be able to take a more active role in their own care. Not only is it
no longer acceptable for caregivers to make assumptions on the needs and
wishes of the client without consulting the clients themselves; clients need

What is client-centred care and why is it important?

to be able to take the initiative in making those wishes known. The notion

The earliest mentions of client-centred care I have been able to find comes

of the client taking initiative is an important one in this project.

from the field of occupational therapy: in 1995, Law, Baptiste and Mills write
a paper with the title “Client-centred practice: what does it mean and does it

The importance of client-centred long term care

make a diﬀerence?”. They state that client-centred care is an approach to

In the Netherlands, client-centred care for people with a cognitive

service “which embraces a philosophy of respect for, and a partnership with

disability has been a topic of conversation for some time now, in politics as

people receiving services”1 .

well as in the healthcare industry itself. For example, in 2008 the Dutch
government stated that long term care homes should give explicit room for

The Registered Nursing Association of Ontario, Canada, goes a little bit

the wishes of their clients in their individual support plan (Zorgvisie.nl,

further and describes not only the goal of client-centred care, but also the

20083 ). Cerein, a company that gives advise and coaching for long term

means through which they should be achieved. They state:
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centred care is no longer the cherry on the pie, it’s a survival strategy.” (my

This definition gives a clear insight into the importance of communication

translation).

in client-centred care. As a sidenote I might draw attention to the fact that

In 2004, Bernie Dana wrote an article in Provider Magazine about an

that words like ‘language’ or ‘speech’ are not included in this definition.

American initiative called ‘Quality First’5. He describes some problems with
client satisfaction in long term care and goes on to define quality in long

In the previous paragraph I stated the importance for caregivers to keep

term care as “the totality of service features and characteristics that meet or

checking their own assumptions on the clients’ needs and wishes: eﬀective

exceed customer needs and expectations.” He explains that ‘the customer’ in

communication is the most obvious if not the only way of doing so.

this case refers to “the ultimate users of the service—the resident or patient,

Therefore, ‘client-centred communication’ is the term I use in the

family, and guardian. Physicians, government agencies, accreditation agencies,

title and main research question for this paper. A definition of that term

and other external providers are partners in providing quality.” According to

for use in this paper would, drawn together from the other definitions I

this definition of quality in long term care, a client-centred approach lies at

have already described, be something like this:

the very core of it.

Client-centred communication is the process of exchanging

Communication in client-centred care

information by the initiative of the client on his or her needs,

If client-centred care is about meeting the needs and wishes of the client, one

desires, perceptions, knowledge, or aﬀective states for the

of the most important things to do in delivering good quality care is finding

purpose of improving the quality of healthcare service.

out what those are. Communication is the key here: the ‘Guidelines for
meeting the communication needs of persons with severe disabilities6 ’ give a

With this definition, the goal for our design project is easily stated.

definition of communication as follows:

The goal of our project is to design a system, device or
application that enables clients with a cognitive disability and
their caregivers in long term care to realise an effective
communication about the clients’ feelings and opinions on
their daily activities, giving the initiative of communication to the
client.

“Communication is any act by which one person gives to or
receives from another person information about that person's
needs, desires, perceptions, knowledge, or aﬀective states.”

Client-centred communication in long term care - a design perspective
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Getting inspired: the power of a conversation

“Conversation allows people to deal with ambiguity”

To conclude this first chapter, I would like to discuss what inspired me at the

Breslin explains this insight by giving the example of certain diabetes

start of this project and some of the thoughts and ideas I had personally. In

medicine, that helps for some people and doesn’t for others. That can be

Februari, however vague all of our notions still were of what the final product

hard to understand for a patient, and she states that good conversation is

would be, it gave me some direction to aim for.

the only way to realise understanding of these incongruities in healthcare.

One big inspiration for me was a lecture from Maggie Breslin, a designer/

I think this is true, but the statement would have a diﬀerent meaning in

researcher at Mayo Clinic. The main statement of her speech is “good

long term care than it does in conventional healthcare. In long term care, it

healthcare is like a satisfying conversation” (Breslin, 2009)7 . Breslin goes on

is not about curing a specific disease, but about getting support and help

to define conversation as “people relating to each other through exchanging

throughout an entire life. Even in the most client-centred care home,

thoughts and ideas towards achieving a goal”. She concludes her speech with

caregivers in all probability will sometimes have to say ‘no’ to a client even

a call to action for every person that has something to do with healthcare, to

though they state a specific need for something. Conversation might be

ask when doing their work:

able to help the client to understand why some needs and wishes can be
tended to and why some others can’t.

“What kind of conversation is going to result from this concept?”.
She also shares a couple of insights with us of why conversation is so

Redefining the term conversation: personal view

important, two of which I will discuss here because I think they are most

Personally, I think the question asked by Breslin is a very good starting

relevant to my own work:

point and an important aim for the project. However, I would like to take
the term conversation that is used by Breslin and redefine it as “people

“Conversation has therapeutic value”

relating to each other by communicating face to face on a personal level,

Breslin tells about her experience at the Mayo Clinic, that just talking with

towards achieving a goal.” The extra condition that I want to give to the

people, even without any action resulting from it, feels as though it is helpful

conversation that results from this concept, is that it is personal and that it

to people. Just the act of exchanging thoughts and ideas and giving them

happens in the real world, in a shared physical space. I believe that if we are

voice is already valuable and helps people to come to a better understanding

able to design something that motivates more eﬀective communication

themselves.

with that condition, we will have achieved our goal.
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Australia tries to show this through a photo exhibition called “Beyond the

2. The world of long
term disability care

Myths” (Neumann & Gothard, 2011)9 :

“Well, your baby might have Down Syndrome, but they're all
such happy, smiling little people, aren't they?”

What does the life of someone with a
cognitive disability look like?

The exhibition seems to portray how one-sided the image of people with
Down Syndrome is; and this is just one specific aﬄiction of the many
diﬀerent types of cognitive disabilities that exist in the world.

What is a cognitive disability?
The most common denomination of people with a cognitive disability is a

So what does this mean in practice?

limited intellectual scope. However, because there are a lot of diﬀerent

For our project, we decided it would be best to focus on a specific target

disorders that lead to a cognitive disability, the abilities or disabilities of the

audience within the wide range of the cognitively disabled. We chose to

people who are aﬀected by it can vary greatly. According to the Diagnostic

work together with care home ‘De Zuiling’ in Elst, for people with an

and Statistical Manual of Mental Disorders, a cognitive disability can vary

extensive need for support, meaning: regularly, daily or almost daily in need

from ‘borderline intellectual functioning’ with an IQ of 71 to 84, all the way

of support, not limited in time (Buntix & Curfs, 201010 ). De Zuiling has a

to a ‘profound mental retardation’ with an IQ lower than 25 (DSM-IV,

total of about 30 residents. I will give a very short description of one of our

19948 ).

first meetings with the residents at De Zuiling, 22nd March 2011:
Although this classification makes it possible for psychiatrists to

make a diagnosis, for a layman it doesn’t give a very clear idea about the

These are some of the residents of care home
De Zuiling in Elst, part of a disability care
organisation called De Driestroom in the
Netherlands: this is were we find our target
audience.

people themselves. For example, most people I have talked to outside of the
project in these past months have the image of a “smiling Down Syndrome
boy”. As with most things in life, the truth is a little bit more complicated: on
the other side of the globe, the Down Syndrome Association of Western

Client-centred communication in long term care - a design perspective
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Long term disability healthcare in the Netherlands

Most often, when we asked several residents about diﬀerent subjects (music,

Until the 1970’s, people with cognitive disabilities were generally kept

food, going out), the residents tell us that they like something or don’t (the

apart from society in large institutions outside of the urban regions.

Dutch words that were used are ‘leuk’ , ‘lekker’ or ‘mooi’). Upon further

Nowadays, the government as well as most healthcare institutions agree

asking, one of the residents tells us that she likes Mozart especially. Although

that disability care should be delivered on a much smaller scale. In

most of the residents are capable of verbal communication, their vocabulary

addition, integration into society is an important phrase for the

is limited, which, combined with speech impairments, makes it diﬃcult to

organisation of disability care (Overkamp, 200012 ). It is no longer

understand them if you’re not used to it. Some are not capable of verbal

considered beneficial for the client to stow him or her away in the woods

communication at all, but can usually still communicate in a diﬀerent form

somewhere, although in recent years the debate on this issue has flared up

through gestures or facial expressions. The range of abilities in

again (Vermeulen, 200713 ). That is why today, more and more living

communication varies widely even in this small group: one person is quite

environments for the cognitively disabled are small-scale homes in normal

well able to carry on a casual converstion, another mostly says “yes!” and

urban districts where they live together with other families in a

points at objects that have the same color, and still another is not able to

neighbourhood. Our own project focuses on one of those small-scale

express herself verbally at all, but seems quite well able to communicate

homes named ‘De Zuiling’ in Elst.

through gestures and sounds.

Case study: De Zuiling

The caregivers tell us something about their level of independence: according

De Zuiling is what might, freely translated, be called a ‘home group’. A

to them, some simple tasks like doing the dishes or setting the table are

home group is a living environment for small groups, in disability

manageable for the residents (there is a weekly roster with these tasks that

healthcare usually up to a maximum of 10 people. The residents of a home

the residents take care of in turns). For most of the householding tasks

group share some general living facilities, mostly the bathroom, kitchen

however, they do need at least partial support, but in most cases it is done for

and living room, while they keep their own bedroom so they may still have

them. Examples of this are cleaning, cooking or doing groceries. Also in

some privacy and independence. In De Zuiling, caregivers are present

terms of personal health, some need help to shower and get dressed in the

during the entire day to support the residents.

morning and at night.
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one of the caregivers we have interviewed, this might range from doctors’
appointments, to specific agreements with the family, to budget-keeper for

De Zuiling consists of three normal
houses linked together and is situated
within a normal, residential
neighbourhood in Elst, The
Netherlands.

things like buying clothes or going out. In short, it is the personal
caregivers’ task to make sure that the client can live his or her life according
to their own wishes and fulfillment. The personal caregiver is also the first
contact and trustee for the client if there are any issues he or she wants to

(Google Maps, 2011)14

adress.
Of course, most people living in these home groups do not stay home all the
At De Zuiling, each caregiver is appointed personal caregiver of at least

time; they go to work or otherwise have other daily activities, usually in an

one, but often two or three clients. For some clients, another caregiver is

activity center in the neighbourhood. The caregivers in the home groups use

appointed as a buddy or mentor, next to their own personal caregiver, to give

this time to do their own administration and for meetings with the other

additional coaching or support.

caregivers, when they discuss the well-being of all of their clients.

The role of the caregiver
The most obvious task of all caregivers who work at De Zuiling is to help the
residents with their most basic daily needs. The caregivers take care of the
residents and help them in matters of personal hygiene, food, getting to work
and all those other things that need doing and are diﬃcult for the residents
to take care of completely on their own.
The caregivers do more than that, though: each resident has his or her own
personal caregiver (begeleider in Dutch). The task of the personal caregiver (in
some care homes they are called personal co-ordinator) is to co-ordinate all
matters of care and dealings around the client: according to Danny de Boer15,

Client-centred communication in long term care - a design perspective
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schedule or agenda. In other words, the communication that occurs

3. Communication
Tools

through pictograms is mostly for the purpose of informing the clients.

Some examples of pictograms used in the Netherlands.
Most pictograms used in disability care have this style of
a black background with a high contrast white picture on
it.

What tools are clients & caregivers
currently using for communication?

(rdgKompagne.nl)18

In this chapter, I will discuss communication tools that were actually in used

For one client in care home ‘de Amerpoort’ in Baarn, pictograms were also

in the care homes we have visited. I personally believe it is more useful, for

used to help the client to communicate towards the caregiver. This client

this paper at least, to focus on those tools that we have actually seen in use by

could not speak and was motorically severely impaired, which also made

client and caregiver together. For those tools, we will be able to observe first-

the use of gestures too much of a challenge. In this case, the client used a

hand or at least second-hand how the users experience those tools.

personal map filled with pictograms to answer the question “who painted
your fingernails such a nice color?”. The client first pointed with her finger

Analogue Communication Tools

to a picture of one of the caregivers and then to the pictogram for

Pictograms

‘Monday’. However, this use of pictograms seems more of an exception

Almost all of the communication tools used in care homes involve the use of

than a rule. It also seems quite limited, in the sense that it only works to

pictograms: iconic pictures that convey their meaning by picturing it as

give an answer to a very specific question and there are only so many

literally as possible. There are several websites that oﬀer pictograms for

pictograms to choose from, so the ‘visual vocabulary’ is still quite limited.

downloading, free or as a paid service

(PictoOnline16)(Sclera17). These

Also, the client still does not have the intiative to communication: it

pictograms are normally used for things that need to be remembered or that

wouldn’t be much use for the client to start pointing at pictograms if

have to be accessable at times when the caretaker isn’t available to do it

someone is not physically present and alert to the communication.

personally. Most of the care homes we have visited, including de Zuiling, use
these pictograms to state rules for behaviour, emergency scenarios or a

Client-centred communication in long term care - a design perspective
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Pictogenda
There is one specific tool that makes use of pictograms

We have seen the use of the Pictogenda ourselves as well. At De Zuiling,

that I would like to discuss a bit more in detail. this is the

one client who isn’t capable of speech at all came to us with his

Pictogenda, which is what the title implies: an agenda or

Pictogenda, to show us the page of a specific day which was a week or so in

diary with pictograms in it (Pictogenda)19 . Pictogenda is

the future. On the page, some pictograms of a birthday cake and a little red

also a collective name for the agenda itself, a series of stickers with

balloon were pasted. Caregiver Danny, with whom we were speaking at the

pictograms to be put into the agenda or elsewhere, and a CD-ROM with

time, told us that it was his birthday next week, and he was very excited

software for printing all the pictograms at home. In discussing Pictogenda in

about it (De Boer, 2011)22 . The client had been already showing his

this paragraph, I am referring to the agenda. Pictogenda is a bit more than

Pictogenda to everyone who visited for the past 4 weeks. Apparently, even

just a communication tool for caregivers to give information to their clients.

without being able to speak, the Pictogenda still gives him a way to express

On their website, Pictogenda describes their agenda as follows, freely

his feelings to others. This is one of the few cases we

translated by myself (Pictogenda)20 :

have seen where the client himself actually takes the
initiative in communicating through pictograms.

“The Pictogenda is firstly meant as a communication tool. The
use of the agenda can help you to communicate more easily with

The date of his birthday was decorated with stickers of cakes and
presents, and a little red balloon was attached.

people in your surroundings about daily events, activities and
meetings.”

Digital Communication Tools
B-Link
A Pictogenda from the
inside, as represented on
the website from
Pictogenda.

B-Link is a computer application that is developed by the Bartiméus
Foundation and is used in the Bartiméus care homes. It is designed and
developed for people with multiple disabilities, such as a visual impairment
combined with a cognitive and/or a physical disability. It gives them access

(www.pictogenda.nl)21

to information, music and games on the computer, and even has e-mail
Client-centred communication in long term care - a design perspective
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and online surveys for client satisfaction (Bartiméus)23 . It works through

Conclusions

either a touchscreen or specialised interface devices that are used instead of a

From the most commonly used communication tools described above,

keyboard and a mouse.

there were some observations I found most interesting.

IKKIES

Taking the initiative

IKKIES (translates as “I choose”) is an online platform developed by care

The most common use of the pictograms was for the caregivers to

innovation company NoXqs and is in use at care homes De Zuiling and

communicate towards their clients, not the other way around. The

Mondriaan. It is quite similar to B-Link in a way: it gives people with

Pictogenda did give the client the opportunity to take the initiative in

multiple disabilities access to all sorts of music, games, films etc on the

communication, but getting the information in the agenda in the first place

internet. One diﬀerence might be that IKKIES focuses more on user

was still a job for the caregiver, which still leaves the client partly

generated content: people with disabilities should be able to share their

dependent on the caregiver in order to communicate.

photo’s, films and music just as much as everybody else does on the internet,
and one of the main goals of IKKIES is to create the possibility for them to
do just that

Privacy...?

(NoXqs)24 .

In theory, applications like IKKIES or B-Link should be ideal for the
client to communicate completely on their own initiative. Unfortunately, in

Personal observations

practice we have not found any evidence of actual use of these applications

Both B-Link and IKKIES are applications which look quite promising.

at all, especially at De Zuiling. It might be because clients just use the

Unfortunately, we weren’t able to see any use of those applications for

computer on other times than when we are present. Unfortunately, we have

ourselves: we were told by Bartiméus that B-Link is used regularly by their

also never heard any of the clients at De Zuiling or Mondriaan say

clients, but we just weren’t able to observe the use of it ourselves, so it is hard

anything about using the computer, so we can’t really tell. My personal

to say what parts are in use specifically and why. As for IKKIES, although we

impression was that the computer was not used very often at all. A

have been to both De Zuiling and Mondriaan several times, we have never

computer standing in the middle of a living room shared with ten others

seen any of the clients actually use the application. In fact, we have never seen

does not allow for a great deal of privacy.

any client actually use the computer itself, which is one machine, located in
the living room, for each care home.
Client-centred communication in long term care - a design perspective
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4. Communication
Methods

Experience of the caregiver

What different methods can be used for
client-centred communication?

listening to the wishes of the clients. However, Amerpoort stopped having

Both at Amerpoort and De Driestroom we have been told that the group
meetings were started because it would be a good way of getting insight
into the clients’ opinion. The caregivers would be free for an hour or so
from the daily workload and could really spend all of their attention on
these meetings some time ago. Mario Kortman, caregiver at Amerpoort,
tells us what happened (Kortman, 2011)25 :

For communication methods, I will focus on those methods that are actually

“We did have group meetings for a while: the manager would

intended to get a better insight into the needs and opinions of the clients. I

come by once a month to ask the clients if anything needed to

will describe some methods that are used in De Zuiling, our case study

be changed or improved. But the clients never came up with

location.

anything on their own, so we decided to drop it.”

Monthly Group meetings

De Zuiling and Mondriaan are still organising monthly group meetings to

Monthly group meetings are one method several care homes use, with the

a certain level of satisfaction from both caregivers and clients. Even so, in

intention of getting a better insight into the client: care home Amerpoort as

our first meeting on the 8th of March 2011, with the team co-ordinator of

well as care homes De Zuiling and Mondriaan have made use of the monthly

De Zuiling Ciska Hageman and clustermanager Sjoerd Anema,

group meetings for a period of time. Once a month, some of the caregivers

Hageman26 told us that the group meetings might be in need of some

go sit down in the living room with some of the clients. At the group

additional help: the clients came up with new topics on their own very

meeting, the clients are free to give their opinion on the overall care and

rarely. Usually the clients’ opinions in the group meeting would not extend

support they receive and also to suggest improvements or changes. The

any further than whether the food was nice.

caregivers are ready and able to listen to the clients and write down whatever
According to caregiver Danny de Boer27, the group meeting works fine as

comes up.

long as he personally makes sure there are a number of topics to discuss. It
doesn’t happen often that a client comes up with a topic on their own
Client-centred communication in long term care - a design perspective
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(translated from the transcript): “If that happens, I write it down

Group Meeting - User Test

immediately: you can’t leave it to the clients to bring it up on their own

We have conducted a user test in the context of the group meeting at De

because they won’t. If I would ask at the meeting ‘wasn’t there something you

Zuiling at the 19th of April. We were considering focusing our design for

wanted to discuss..?’ they would have forgotten entirely.”

use within the group meetings: after all, it was already a fixed moment in

Once in a while however, the group meeting at De Zuiling does result

time to communicate on the clients’ opinions. The test was two-sided: at

in some new an important insight in the opinion of the clients. We were told

one hand, we wanted to test some emoticons we have designed for our

about one occasion where the topic of discussion was one of the caregivers

application: earlier tests indicated that some basic emoticons would work

leaving De Zuiling for another job, and whether the clients wanted to donate

best. The emoticons we used for the test are the following:

1 Euro or 2 Euro for the farewell present. According to Ciska and Danny,
most of the clients didn’t want to give a farewell present at all, because they
didn’t like the caregiver and were mostly glad they wouldn’t have to see that
person again. The other caregivers never knew how the residents felt about
that person.
Confused

Personal observations

Angry

Sad

Happy

Very Happy

All our tests with emoticons and user interfaces on the client side are

After hearing the stories of the caregiver and team co-ordinator of De

described in detail in the supportive narrative of Hilde de Wit, with whom

Zuiling, it seems that group meetings do have their use, as long as they are

I have conducted the research and design for this project (De Wit, 2011)28 .

conducted with care. Time seems to be an important aspect here: the clients
do think of their own subjects or questions to discuss, but it is diﬃcult for

The second part of our test was about clients expressing their opinions

them to keep hold of those opinions for a longer period of time. To make

within the setting of the group meeting: I was interested to see if there

sure the clients really do have input in the group meeting, the caregivers

might be any added value in a group discussion concerning the clients’

would have to be very alert to suggestions of the clients during the whole

opinions. I was also wondering how much the presence of the other clients

month in between: a diﬃcult feat if you already have so much other daily

and the caregivers would influence the expressed opinions of the clients. I

tasks to take care of.

will focus on our test observations and conclusions concerning this second
part.
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Setup

something”. Then we asked them to hold up the card which they thought

Every one of the 9 clients and 3 caregivers present at the group meeting gets

belonged to the emotion. In order to prevent ‘cheating’, we asked the

a set of cardboard cards of about 7 x 5 cm representing the five emoticons.

clients to first choose a card by themselves, without showing it to others.

We have also made some larger cards of about 20 x 30 cm representing the

Then we asked everyone to hold up their card

emoticons for when we introduce them to everyone. Then there are some big

and show it simultaneously. This did not help as

cardboards cards of diﬀerent topics we would like to ask the clients’ opinion

much as we had hoped though. Regularly,

about. We have three diﬀerent subject within two categories: music and

when clients saw their neighbours’ card was

household tasks.

diﬀerent, they would quickly change their own
card as well and hold that up as their own
choice.

Reference
Before testing the opinions of the clients, we
Test

want to make sure the clients understand the

The test itself was quite similar to the second part of the reference. We

emoticons we are using for the test. After

started with letting the clients hear one song at the time by playing the

introducing ourselves, we hold up the cards of

actual music, then asked them to hold up the card which indicated their

one emoticon at the time. With each emoticon,

own feelings about the music. After that, we showed the clients the big

we ask the clients to say what they think the

cards with the diﬀerent household tasks and asked them to do the same,

emotion is on the card. This is just a general

hold up the card that shows how you feel about that specific task. For the

question to the whole group, so every person can

purpose of my own research next to the use of emoticons, I will name a

just call out whatever they like. An overview of

couple of small events that, in my opinion, indicate something about the

the words that were called out is displayed next to this paragraph. After this

suitableness of a group meeting for expressing opinions.

first test, we explained once more to the clients what emotions belong to the
emoticons.

Personal observations
As mentioned in the description of the test, it happened quite regularly

We also tested the emoticons the other way around: we told the clients about

that clients changed their mind about their card after seeing that other

feeling a certain emotion, for example “Imagine you are very sad about
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clients had chosen a diﬀerent one, or that they would repeat the answer given

weekly conversation with Sandy, in order to talk about Sandy’s experiences

by someone else. It seemed that the clients let themselves be influenced by

in the past week. In this conversation, not only does Anouk give Sandy

the other residents. The caregiver seems to have an even bigger influence:

advise on how to cope with things that bother her, Anouk says she

when clients were in doubt as to what card to choose, sometimes the

regularly makes specific agreements with Sandy on how (not) to behave in

caregivers would give some friendly advise: “If this music makes you happy,

the future. Anouk about Sandy saying she is ‘angry’ about doing the dishes:

you pick this one. If it makes you sad, you pick this one”. Several times were

“Sandy always makes things larger in her head than they actually are. But if

observed that the clients just took the last card for this the caregiver said

you talk about it with her, she just says “I don’t like it”” (Anouk &

‘pick this one’. One time, the caregiver asked after that “Does the music make

Matthijs)29 .

you sad?” for which the answer was “No.” Some clients seemed to be so eager
to ‘do good’ or to please the caregivers, that they have a strong tendency to

Caregiver Danny also tells us that with the clients in his care as a personal

act on whatever they think the caregiver wants of them.

caregiver, he tries to have some personal time with each of them at least
once a week, to just talk about whatever they like. “Take Eric, for

Another thing we noticed was that there seem to be big diﬀerences between

example.” (name is fictitious) “Eric is quite hung up on me. He just needs

clients in how long it takes them to figure out what they think. One client

some personal attention and the chance to chat with me, just ten minutes,

could be so quick and eager, she would immediately stick a card up in the air,

about nothing in particular, really.” Danny also tells us he tries to take an

whereas another would take a much longer time: so long in fact, that one of

hour or two each month to spend time with one of his personal clients. It

the caregivers would sometimes ask “Have you made your choice yet?”.

could be for buying clothes, or having a drink, just to spend some time

When this happened, the adressed client would get nervous and just stick up

with the client. “Not every caregiver does that, but I think it’s important.”

any card that was in hand without looking at it.
Personal observation

Mentor meetings & personal conversations

Caregivers and clients alike seem to put great importance on connecting

At De Zuiling, at least one client that we know of, Sandy (name is ficticious)

with each other on a personal level. Having personal talks with the client

has behavioural problems because of her cognitive disability: she finds it hard

can help them cope with their own feelings or just enjoy the company and

to deal with her emotions sometimes, which can result once in a while in an

personal attention of the caregiver.

outburst of anger and shouting. Sandy’s mentor Anouk tells us she has a
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Conclusions

In their own time

From the currently used methods for client-centred communication, the

Some clients just take a little longer to decide on their thoughts and

following conclusions should be taken into consideration for our own design:

opinions: a situation which can be stressful if you feel like you have to
hurry because of the pressure of the group. Those people have to be able to

Memory span

make up their mind in their own time. Clients should be able to use our

It is diﬃcult for clients to keep track of their opininons and ideas over a

design independantly of how long it takes them to figure out what they

longer period of time. Unfortunately, it would also be extremely diﬃcult for

want to say.

caregivers to make sure that thoughts and ideas of client are recorded
immediately for later discussion: the caregivers can not be present at all

Personal connection with the caregiver

times, and even if the caregivers are present, they have other tasks to take care

Whatever the means and conditions through which people with a

of and can not always be alert to pick up on wishes or thoughts of the client.

cognitive disability are able to form and express their opinion, the goal of it

A good way to overcome this problem would be to give the client some way

is still to be heard. Next to that, the relationship between a client in long

of recording their own opinions, so they can get be reminded of it at a later

term care and his or her caregiver is an extremely personal one. Clients and

time, when the caregiver is available for communication.

their caregivers really want be able to communicate with each other on a
personal level. Also, personal communication about the clients’ feelings and

Outside influence

opinions help the client as well as the caregiver to deal with diﬃcult or

People with a cognitive disability and living in care homes apparently can

emotionally sensitive situations. In our design, we should aim for a

easily be influenced by others, possibly from a desire to ‘do well’. They can get

connection between the client being able to form and express their opinion

influenced by their fellow residents but particarly by the caregivers: this

independantly on the one hand, and the possibility for the client and the

probably stems from their relationship, where the client is for such a large

caregiver to communicate about those opinions on the other.

part dependant on the caregiver. We want the clients to give their honest
opinions, uninfluenced by what the client believes the caregiver would want
to hear; so in our design we should create some distance between the client
and caregiver at the moment the client first gives voice to their opinion.
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5. Using photography

see changed. At the end of that period, the volunteers themselves can select

Seeing through the clients’ eyes

The last step is called codifying, and is the act of analyzing the data and

a couple of photographs, which are then used for discussion: the goal of
the discussion is to tell the story of the pictures, also called contextualising.
categorizing them into issues, themes, or theories.

At our first visit at NoXqs, creative director Jeroen van Schaik told us about
one instance where a person with a cognitive disability had some problem

According to Wang and Burris, the strength of the concept lies in giving

with getting up in the morning. However, he had trouble explaining to his

voice to people who would normally not speak out, either because of social,

caregivers exactly what the problem was. Giving him a camera allowed him

cultural or intellectual challenges. The visual image is also a very powerful

to capture the problem exactly when it occurred and gave the caregivers

means to communicate: “As the social documentary photographer Lewis

much more insight in how to help him (Hulspas, Van Schaik & Kainama)30 .

Hine has said, “If I could tell the story in words, I wouldn’t need to lug a

This story inspired us to look further into the possibility of using camera and

camera.”” (p. 372). Furthermore, the use of photography is quite accessible:

image capturing as a means for clients to communicate their needs and

practically anyone can learn how to operate a camera, and you don’t need

opinions. I will describe the methodologies we found in this chapter.

to be able to read or write to take pictures or to interpret them.

Photovoice
The charity organisation called
Photovoice state as their mission that
“PhotoVoice designs and delivers
tailor-made participatory
photography, digital storytelling and
self-advocacy projects for socially
excluded groups.” (Photovoice,
2003-2011)32

Photovoice is actually two things: a methodology for participatory needs
assessment and an organisation that makes use of this methodology to
inspire social change for disadvantaged or marginalised communities.
Caroline Wang & Mary Ann Burris, the first ones to introduce the term,
write that one of the main goals of the methodology is “to enable people to
record and reflect their community’s strengths and concerns” (Wang &

(image: Photovoice.org)33

Burris, 1997, p. 369)31 . The basic concept behind photovoice is that some
people of a certain community are given a camera with the request to, for
example, photograph evidence of conditions and problems they would like to
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On their website, Photovoice, the organisation, goes on to state some other

There are two important factors of the intention and use of the Probes that

advantages of using photography. I will name those that seem to have most

I would like to mention: one is that research through cultural probes is

relevance to our target audience (Photovoice.org)34 :

meant to be a playful experience, for the designers as well as the

•
•

participants. The second is that the data received from the probes is meant

•
•

The fun and magic of photography;

for inspiration, not information. Five years after the introduction of the
The low cost nature and accessibility of photography to all ages, cultures

cultural probes, Gaver, Boucher, Pennington and Walker published another

and skill sets;

article as a reaction to emphasize that Cultural Probes should not be used

The ability of photography to cross cultural and linguistic barriers;

in order to try to generate comprehensive data that can be analysed for
scientific purposes (Gaver et. al., 2004, p. 53)36 . Gaver et al. state that the

The ease of sharing images and their potential to generate open dialogue

mysteriousness and incompleteness of the data received from the Probes is

and discussion.

actually something that must be valued. Why? “Most fundamentally, it is
to prevent ourselves from believing that we can look into their heads. [...]

Cultural Probes

We have to see our volunteers in terms of our own experiences,

Bill Gaver, Tony Dunne & Elena Pacenti introduced the term Cultural Probes

understanding their responses empathetically, not intellectually.” (p.57).

in 1999 as a method for designers to get an impression of a community,
without direct contact from the designer (Gave et. al. 1999, p. 22)35 . A

Personal observations

Cultural Probe consists of a package of diﬀerent items: a diary, a map, some

There are two things that Photovoice and Cultural Probes have in

postcards, a camera, they could be anything really. These items come with

common, next to making use of photography, that are relevant to our own

some specific questions or instructions on what to do with them. For

project goals and context. One is that both methods are intended to get

example, the instructions for the map could be “Mark the places where you

some form of insight into communities, not individuals. The second is that

like to go to be alone” or an instruction for the camera could be “Make a

without any follow-up, seeing the photos alone is not enough to get a clear,

picture of the first person you see today”. The way packages are designed and

informative insight in the needs of the photographer. The diﬀerence

assembled should depend on the situation and the target audience. The

between the two would be that Photovoice also contains a system of

Cultural Probes are given to the people who participate in the test, after

discussion and conversation to give context to the diﬀerent photos, whereas

which they have a certain period of time to use the items in the package as

the Cultural Probes keep a level of uncertainty on purpose.

they see fit and send back the data they have acquired through the probe.
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Facebook test

Categorise: Hilde & me played the role of 'caregivers' - we tried to sort

The use of photography as a means to gain insight into the opinions and

the input into a category by mentioning it in the comments. If we are

needs of clients in long term disability care seemed very interesting to us.

absolutely dead wrong about the category, the testers were allowed to tell

However, we were not quite sure how easy it would be for caregivers to

us in the comments.

interpret photos made by clients, even if they are made complete with an

Themes: There are two 'themes' we would in particular like input on. They

emoticon. Would it really be possible for caregivers to understand what a

are "Household Tasks" and "Food".

client is trying to say, just by one image and an emoticon?

Other subjects: Apart from these themes the testers were completely free
to share photo's about any subject they can think of.

We decided to try this out ourselves with a very basic test. We started a
Facebook group called ‘7senses’ and invited a couple of friends to join and try

Input from the testers

it out with us (2011)37 . The rules were as follows:

With around ten friends participating in our test, we received a total
amount of 42 photos in a period of four days. Admittedly, we took part in

Share a picture: If the tester wants to share something with us, they should

the test ourselves as well, so a lot of the photos are from us. It was quite

upload a picture of it to the Facebook group. The picture has to be taken

obvious that most of our friends joined in with great enthusiasm for a day

personally at the moment they want to share it with us. They are not allowed

or two, but after that, motivation dwindled and eventually came to a halt.

to give us any information through text about it, except for the smiley.

Even so, the input we got was in a lot of ways very surprising as well as

Add a smiley: The subscript of the photo can only be one of the following

satisfying. To give an idea of the sort of photos that were uploaded, I will

smileys:

show a couple of examples:

Very happy

:-D

'Normal', content

:-)

Sad

:'-(

Angry

>:-(

Confused / don't know

The ever-changing
weather is
apparently always a
grateful topic of
conversation, even
when it’s just
through photos.

:-S
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The subject of some
photos was very clear,
like talking to a friend.
Others were less clear,
especially things like
working on a
frustrating project for a
cucumber farmer.

meaning that was assigned to it through the emoticons varied so widely,
that there was virtually no point at all in trying to draw an overall
conclusion based on the photos.
4) The last conclusion is, I think, one of the most important ones: the
photos actually made us want to talk to our friends. The ones that were
obvious in their meaning, but especially the photos that were confusing

Observations from the test

had that eﬀect on us. The photos that had an unexpected emoticon

We made the following observations on the test results:

made us want to go to that person to ask what they meant by taking

1) The context of time was an important one. For example: a photo of a train

that picture, because it did not happen very often: of the 42 photos,
there were only three that were really confusing to us.

with a ‘very happy’ emoticon has a diﬀerent meaning on a Friday
afternoon than the same combination on a Monday morning.

Conclusions

2) Actually knowing the person who uploaded the photo added a huge
amount of context and made it much, much easier to interpret the photos.

I think it is quite important to be able to draw this last conclusion, because

One example is the photo of the cucumbers above: Hilde thought it was

it shows that our concern that caregivers are not going to be able to

about food, but I knew that the uploader of the picture was working on a

completely interpret the photos made by clients is not necessary. Not

project concerning cucumbers that wasn’t going very well. Another

because it won’t happen; it will probably happen, but because of the

example was a friend of Hildes who uploaded a photo that looked like

context that caregivers already have of their own clients, probably not very

some contemporary artwork. I didn’t understand what it was supposed to

often. And if our test is any predictor of a design concept based on

be, but Hilde knew her friend works as a video editor and recognised a

photography for long term care, then confusing photos will only motivate

work in progress for what it was.

caregivers even more to start asking the clients about their opinions and

3) Categorising was not a very big succes: although we were quite well able

the photos they took. It might just be possible that the diﬀerence between

to assign categories to the photos in the first place: at the end of the test,

our project and Photovoice or the Cultural Probes, that of individuality

when we started to inventarise them, it did not seem like it would help

versus community, will make the use of photography to get an insight into

much in getting insight in the overall opinion on a certain topic. Even

the needs and feelings of the participants even more suitable.

within one category like ‘household tasks’, the diﬀerent photos and the
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6. Design in practice:
meet “Vinni”

take pictures of their daily activities and

A multi-device communication
application for clients and caregivers

These combinations of photos and

experiences and to express their feelings and
opinions about those by adding a ‘Vinni’ to
it.

emoticons are stored in the clients’
personal timeline, which can be viewed on
their own iPod Touch at all times. The

In the previous chapters, I have already discussed the concept of using the

client is also able to select one specific

combination of photography and emoticons to enable people with a

photo to view, so he or she can show it on

cognitive disability to express their feelings and opinions on their daily

the iPod Touch to other people or mark

activities. I will explain a little bit more in detail how this concept is

that specific photo for conversation with

realised through our design.

the caregiver.

Concept: express your opinion with Vinni Photos!

The caregiver can make use of Vinni for the iPad to keep track of the
Vinni Photos that are uploaded by the clients. This is also possible on the

Vinni is the name of the

computer: Vinni for the iPad is a web-based application that is accessed on

creature that is portayed on the

the iPad through a browser. The functionality of the iPad next to the iPod

emoticons and also the name of

Touch is mostly one to enable and stimulate face to face communication

our application for the iPod

about the clients’ input as much as possible: using a tablet device in a

Touch and the iPad. Vinni on

conversation with another person is much more comfortable than the

the iPod Touch helps people

relatively small display of an iPod Touch, or the business-like, formal

with a cognitive disability to

nature of sitting in front of a computer screen. Vinni for the iPad also has
the extra functionality of editing, adding and removing users in general
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(with the right account name and password of course). Finally, when

must not replace that. I would still want Eric to just come to me if he

viewing a selected Vinni Photo on the iPad, there is an extra option, after

wants to talk about something.” Later on in the interview Matthijs

discussing it with the client, to mark it as ‘done’. Or rather, to let the client

continues this thread: “Actually, as far as I’m concerned, there shouldn’t

mark it as done, together with the caregiver. If the caregiver and the client

have to be an iPad for us at all. I would love it above all if there was just

wish to make discussing the Vinni Photos a regular thing, then this makes

the iPod for the clients and they could put their pictures in it and then take

it easy for both to start each conversation where they left oﬀ last time.

it to us personally if they want to talk about it. Otherwise there might be a
possibility that we still would decide not to do something with those

Design considerations

photos. Then we would pre-select what is important for the client or not,

There are a couple of design considerations that I would like to discuss in

and that wouldn’t be right.”

this paper, because they are quite close connected to the research I have
done and described in this paper.
An example of the
timeline as the caregiver
would be able to view it
on the iPad.

Connection between the client and the caregiver
After coming up with the first concept of Vinni for the iPod Touch, we
were not yet certain whether we should design a specific platform for the
caregiver. In one of our last
interviews with caregivers Matthijs
and Anouk, they told us that they
would rather not have an iPad for
themselves. Matthijs: “This has to be

Although I am very happy that Matthijs shows such a client-centred

supportive of our regular

attitude in his answers, I have eventually decided to still make a special

communication with the client. It

version of Vinni for the the caregivers on the iPad. I actually do agree with

Caregivers would like it best if the client
would come to them with their iPod if they
want to talk: which they did in this test.

Matthijs that it would be better if clients always took the initiative, not
only in making the Vinni Photos, but in going to the caregiver with those
they think are most important to talk about. Unfortunately, I think the
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chance is still quite big for clients to either forget about their Vinni Photos
or be too shy to start talking about it themselves. For those clients that will
go to the caregiver to show their photos, I don’t think that the caregivers
having an iPad will for example change Sandy’s enthusiasm in running to
the caregiver to show her photos, as she does in the picture on the left side
of this page. But there is also another reason why I think the best decision
is to use the iPad as an extra platform, and that lies in the use for regular
individual meetings between client and caregiver.
Individual conversation versus group discussion
In chapter 4, I have discussed the method of a group discussion as well as
that of the individual conversation. In the final design of Vinni, I have
chosen to have a special consideration for the use of Vinni on the iPad for
the mentor meetings or other types of regular individual meetings. Our
test within the group meeting already showed some diﬃculties with group
discussions for people with a cognitive disability. But more than that, I feel
that one of the greatest strengths of Vinni on the iPod Touch is, that it is
such a personal object: the application itself, but the device, the iPod
Touch, maybe even more so. Clients can carry it around with them
wherever they go, keep it in their pocket or in their bag. That fact alone
almost makes it too suitable for personal, private interaction to not make
use of it: especially when you’re talking about a group of people for whom
privacy is not very common anyway.
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“Who exactly is our target audience?”

Conclusion

Our target audience consists of two groups of people: the first group
consists of people with a cognitive disability, focusing on those that live in

Have we reached our goal?

care home De Zuiling in The Netherlands. The most important factor to
take into account for this group is the wide range of communicative

At the very beginning of this paper, I stated my main research question

abilities: it varies from verbally quite well able to communicate, to almost

and some subquestions. If we want to get an answer to the the question

not being able to communicate anything beyond pointing at items of the

“Have I reached my design and research goals?” I think it would be best

same color.

to adress all subquestions briefly and then get back to my main research
question.

The other group consists of the caregivers, who take care of daily tasks in
supporting and caring for the clients, but who also make sure that all care

Answering the subquestions

around one client is organised or that the client has one specific caregiver

“What is client-centred care and why is it important?”

as a trustee and first person to contact for issues to adress.

In the first chapter, I showed through some sources that that clientcentred communication is best to be described as “the process of

“What tools are clients & caregivers currently using for communication in

exchanging information by the initiative of the client on his or her needs,

general?”

desires, perceptions, knowledge, or aﬀective states for the purpose of

The tools they are currently using are pictograms, pictogenda, and there is

improving the quality of healthcare service.” It is important because

the availability of digital tools such as B-Link or IKKIES, although it is

client-centred communication is the most important factor in realizing

not clear if they are actually used bby the clients. The tools that I found the

good quality care. I also described my first thoughts and inspiration

most interesting are those that give the client the opportunity to take the

towards face to face, personal communication between caregiver and

initiative in communication. Something that remains unclear to me, is

client as an important means to achieve client-centred communication.

whether any of these tools allow for some true privacy for the client.
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“What kind of methods work best to achieve client-centred

on a personal level. Keeping my design so very minimal was a very

communication between clients and caregivers?”

conscious eﬀort to motivate the caregiver as much as possible towards that

The best methods I was able to find were those that focus on personal,

personal communication, and to try and make it as easy as possible as well.

individual communication, and that make use of pictures and especially

Main research question

photos, taken by clients themselves.

So all in all, if someone would ask me now: “How can Interaction Design
“How can these methods be translated into an interactive design?”

be used to improve client-centred communication between caregivers and

For this project and these design goals, we have designed a multi-

people with a cognitivie disability in long term care?”

platform application, in order to cross the communication gap between
people with a cognitive disability and their caregivers. We wanted to

Then I would answer that question as follows:

make it more easy for clients to show the caregivers what is really on

Through the use of photography and emoticons, but above all

their minds through the use of photography and emoticons. I wanted the
caregivers to get this insight into the clients’ feelings and opinions, even

by keeping the interaction design focused on motivating a

if the client was too shy or not able to talk about it.

personal interaction and communication between client and
caregiver.

I also wanted very much for the caregivers to have as much freedom as

And the best way to achieve this, as far as I was able to figure out, is to not

possible to use their own judgement in how to interpret and

over-design. No matter how tempting it often was, or how interesting and

communicate with the clients about these Vinni Photos: the

practical all the extra functionality that I had thought of during this project

communication and attention needs are for each client so unique and

seemed at first, in the end I returned to the core application every time as

diﬀerent, that I as a designer could not possibly presume to know that

the only functionality that would actually help to motivate caregivers to

one ideal method to communicate with the client about their opinions.

start those conversations with their clients instead of scaring them oﬀ.

For one client, it would be a weekly mentor meeting, for another, it
would a sporadic conversation whenever time allows. I do still think that
wherever it is possbible, caregivers should strive (and thankfully, at De
Zuiling they really do strive) to keep communicating with their clients
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