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Abstract 
We report from a study with 16 teenage hospital 
patients, who participated in the design of the visibility 
of privacy settings in a social network. We describe 
some of the challenges of design work in a hospital 
setting, the methods we used in this study, and the 
development of a new method based on the ‘cool wall’. 
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Introduction 
Interactive technologies, in particular social media, are 
perceived as particularly appropriate for teenage 
patient – health care provider communication. There is 
a growing body of online and mobile health care 
technologies for young patients. In several of these 
initiatives teenagers, mostly chronically ill teens, were 
actively involved in the design process 
[1,8,9,10,12,16].  
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Chronically ill teens (12-18 years old) are born with a 
medical condition or they develop a condition during 
their childhood (rare diseases, cancer, chronic organ 
diseases, etc.). They require continuous treatment and 
follow-up, often for the rest of their lives. From 
developmental and disease management perspectives, 
these teens are considered a distinct group of patients. 
The teenage period is viewed as preparation for the 
transition to the adult healthcare system, where young 
patients take increasingly more responsibility for their 
health and treatment [3,5]. 

Chronically ill teenagers have, in addition to their 
information and communication needs and interests as 
teenagers, additional needs and interests as patients. 
In our research with teenagers, we focus on how 
interactive technologies are, and can be, used to 
support their information and communication needs as 
patients. We are especially interested in their online 
privacy needs and privacy related activities. One of the 
aims of our study is to contribute to the development of 
methods for including teenage patients in the design of 
technologies that matter to them. In this paper, we 
report on the methodological challenges of working 
with teenage hospital patients as participants in design. 

Including young patients in the design of interactive 
technologies is an import requirement for patient-
centered design and participatory design [4,14,16]. 
Designing with young patients is perceived as difficult 
because of the extra challenge involving ethical issues 
and consent [10]. Secondly, they may have self-
esteem issues or not associate their personal identity 
with their diagnosis, and may, therefore, not want to 
participate on the basis of being a patient [6,11,15]. 

Designing Privacy with Hospitalized Teens 
We report here on the methodological challenges of 
designing privacy for patient-centered social media with 
and for teenage patients. Because of a lack of literature 
on teenage patients and online privacy, we 
implemented in 2011 a study among 20 teenage 
patients in a children’s hospital in Canada [15]. The 
analysis of the qualitative interviews showed, among 
other things, that all teens were active on Facebook 
and implemented a wide range of privacy strategies. 
Facebook was not used to share or discuss their 
diagnosis.  

In a follow-up study, in 2012, 16 teens participated 
while receiving treatment in the hospital. We 
implemented a new version of the 2011 study, this 
time based on a card sorting exercise. They also 
participated in the re-design of the visibility of 
Facebook’s privacy settings, using paper prototyping, 
and were asked to describe their ideal patient social 
network. Based on these experiences in Canada we are 
now evaluating the use of a ‘cool wall’ [7,13] in 
interviews with Norwegian teens, non-patients and 
non-hospitalized patients. Those experiences will be 
used to design a ‘cool wall’ to be used in a hospital 
setting.  

Research with Hospitalized Teens 
Research and design work with teenage hospital 
patients involves a wide variety of ethical, 
organizational, and logistical challenges. We focus here 
on the methodological challenges of working with 
hospitalized teens and only mentions other challenges 
when they directly affect the choice and 
implementations of methods. 



  

Teenage patients receiving treatment in a hospital are 
often isolated from other teens and are immobile 
because of intravenous treatment or as an effect of 
their condition. Contact time with the patients had to 
be organized between doctor visits, treatments, family 
visits, visits to physiotherapy, hospital school 
attendance, and homework. It is almost impossible to 
have non-interrupted time with the participant. Thus, 
the context of the study imposes some limitations, as 
shown in the text box on the left.  

Designing Privacy with Teens 
During the second study in the Canadian children’s 
hospital we used two methods: card sorting and paper 
prototyping. In Norway, we are now using the ‘Cool 
Wall’. 

Card sorting with thinking aloud 
During the second study we wanted to find out what 
teenage patients think about online privacy by asking 
them what they share on Facebook and with whom. We 
created a set of 52 plasticized cards, based on the 
interviews with teenage patients in the first study. We 
asked the participants to associate the word on the 
card with Facebook and to sort the cards over three 
piles: positive, negative, and neutral. While they sorted 
the cards, we asked them to think out loud. We then 
asked them to select the top 3 positive and negative 
associations. Almost all participants were eager to 
explain the reasons for sorting cards in a particular 
way. Of the 16 participants in the card sorting exercise, 
two were not able to sort the cards themselves. One 
participant had to lie flat and could therefore not use 
her bedside table to sort the cards. One participant 
could not use either arm. Some movements in the card 

sorting game easily triggered the alarm from the 
intravenous system. 
 
Prototyping 
The prototyping exercise was based on a set of 
plasticized cards with design alternatives for the 
visibility of privacy settings in a social network. We 
then worked on the personalization of one alternative 
design, using paper, markers, and a pen on the hospital 
tray table. The example in the prototyping exercise was 
based on Facebook. All participants were experienced 
Facebook users and therefore felt familiar with the task 
at hand. In order to work on the paper prototype, the 
participant had to be able to sit up straight in bed in 
order to have a good view on the paper. This was 
uncomfortable for some patients and impossible for the 
participant who was lying flat. In these cases we asked 
the participants to tell us how they would do it. The 
researcher would implement it and make sure this was 
the way the participant had in mind. We felt that this 
way of working was not particularly inspiring for the 
participants. The quality of their prototyping was lower 
than in the case of participants doing it themselves. 

‘Cool Wall’ 
Looking for other and maybe more appropriate ways to 
include teenage hospital patients in design work, we 
were inspired by the research on ‘cool’ and the ‘Cool 
Wall’ [2,7,13]. We are at the moment testing a 
prototype, made out of a metal panel, magnets, sticky 
tacks, and paper icons (see Fig. 1), with a small group 
of teenagers, non-patients and non-hospitalized 
patients in Norway. The ‘Cool Wall’ is used to find out 
which social media applications are considered cool and 
what are cool things to do on a patient-centered social 
network.

Limitations imposed by the 
context of the study 

Time: Nearly impossible to 
have un-interrupted time with 
the participant. 

Space: Participants are often in 
bed, frequently with one arm 
connected to hospital 
equipment. Things used for the 
workshops need to take into 
consideration the limited space 
available: they have to fit a 
hospital tray table. 

Process: Needs to be flexible – 
so that the discussion is easily 
picked up after the 
interruption; privacy aware – 
so that private information 
does not get disclosed 
accidentally; and mobile – so 
that all the props can be easily 
picked up and moved whenever 
necessary. 

Choice of materials: 
Everything shared between the 
patients needs to be 
disinfected. Cards and other 
paper props need to be 
plasticized.  



  

Figure 1. Figure 1. ‘Cool Wall’ inspired by [7].  

Conclusions and Future Work 
Interaction design with teenage patients in the hospital 
challenges the array of available design methods. Our 
methodology was further challenged by the topic at 
hand, designing privacy. Teens have particular privacy 
concerns, needs, and strategies, but don’t necessarily 
express these in the language of privacy and 
confidentiality. 

From ‘cool wall’ to ‘social wall’ 
We are at the moment designing the next version of 
our ‘wall’, which will be a magnetic white board on a 
stand, which can be positioned in different ways on a 
hospital table or above an hospital bed. The white 
board function makes it possible to quickly change the 
layout of the ‘wall’. After the ‘cool’ exercises we can 
thus use the ‘cool wall’ as a ‘social wall’ to map the 
social world of the participants: who play important 

The wall has 4 categories: 
absolutely not cool, not cool, cool 
and super cool. Teenagers express 
the need for a 5th category: 
neutral. 
   

 
Metal board with magnets is used. 
Extra icons, as well as some blank 
cut outs are available to teenagers 
to use on their cool wall. Sticky 
tacks allow for quick adaptations. 
Magnets with sticky tack and 



 

roles in a teenage patient’s life and who should be able 
to join the teen in a patient-centered social network. 
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