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Abstract. In this article, we will examine personas as methodological approach
and review some critiques about how its use may omit or stereotype users with
disabilities or even restrict user involvement. We review previous persona creation methods and compare it to our approach where we involve diverse users directly in the personas creation process, to ensure more grounded personas. This
approach has recently been refined in a project where we are building a tool
aiming to give citizens more control over their health information. We discuss
our experiences and offer some experience-based guidelines for using our
method.
Keywords: Co-design, Participatory design, Universal design, Inclusive design,
People with disabilities, Health information management, Patient engagement

1

Introduction

The concept of personas has been around for over 20 years [1]. Personas are “fictitious, specific, concrete representations of target users” and are used to keep people in
mind throughout the design cycle. Success stories are reported [1, 2], but each team
has documented different ways of using personas. Common claims are that personas
help visualize a typical user, support empathy, and bring designers closer to understand the users they will be designing for. The premise is that understanding at least
one typical user should result in a better product or service than designing for a general user whose abilities may change depending on the preferences of the designer.
Experts that have experience with using personas assert that some of the most important benefits are that (1) personas supports audience focus through challenging
assumptions, prevention of self-referential design, and (2) that personas help in prioritizing product requirements and product audience [3]. It is recommended that personas are generated from aggregated user research, combining input from many users
into a narrative form [4]. Personas can be built on both qualitative and quantitative
data, such as interviews, focus groups, questionnaires and demographics. Because
humans are naturally good at modelling other people, personas can be more engaging
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and memorable than many other representations of user research [5]. When personas
are based on data from activities involving users it can be a way of giving users a
“voice” or a say in a project similar to user-centered or participatory design [6].
Users, however, do not normally participate in the persona creation process itself.
If personas are used to stand in for the typical user, how will they function for the
atypical user? That is, how well can personas stand in for or “replace” persons with
disabilities, especially if the persona creation process normally excludes the users?
How can we set up co-creation processes that ensure participation of people with
disabilities and foster a deeper understanding by attending to and including the needs
of persons with different disabilities?
In this article, we will examine the use of personas for design purposes (Section 2)
and focus on a method for co-creating personas that also include disabilities (Section
3). Then, we look at some common critiques to the personas approach (Section 4).
This will be used to compare to the method we recently used in a project where we
are building a tool for giving citizens more control over their health information (Section 5). We end with a discussion of this method and guidelines for others to implement the method themselves (Section 6 and Section 7).

2

Persona use in research and the industry

Personas have been used in many research projects and lead to successful product
developments. One of the goals of introducing the personas concept was to make
designers focus design efforts on people who were not similar to themselves. Cooper
[1] documented his idea of personas and how the products created via his technique
have been used by many people.
Grudin and Pruitt documented three years of the use of personas inside Microsoft
for a variety of projects [2]. Their colleagues and themselves had built on the personas
process and asserted that personas helped engage team members, helped uncover
design issues that other methods could not find, and could enhance the scenarios in a
project by becoming the actors inside them. Earlier, Pruitt and Grudin [7] also argued
that personas could be a powerful tool for participatory design, since creating personas required designers to engage with the people that would use the product and the
work those people do. They warned, however, about reusing personas, since personas
are created for a specific purpose with specific and situated choices and reusing the
personas may stretch them and blind designers to contradictory information about the
new design situation. This has led to textbooks that provide a detailed description of
how to create and use personas [4, 8, 9].
Personas are increasingly used in the design of digital health services as well [10,
11]. Personas and scenarios are proposed as communication tools for multidisciplinary teams developing medical devices [12]. There is limited literature on co-creating
personas with users. Donald et al. [13] had positive experiences of using personas in a
consensus workshop with patients, and suggests using personas in patient-oriented
research to explore their needs and preferences. Valaitis et al. [14] have involved
patients and clinicians in persona-scenario workshops for a primary care intervention.
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They conclude that this presents a promising alternative to active engagement of multiple stakeholders in the co-design of complex health interventions.
Although personas are normally used for product design and human-computer interaction (HCI), personas have found their way into fields like human-robot interaction (HRI). Specifically, personas have been created and formalized as models for the
robot to know how to interact with a person [15].
Methods for creating personas have also been applied to create personas for people
with disabilities. Some of the authors have documented a process used in several projects that created personas with different disabilities and different types of Assistive
Technology [16].
The ÆGIS project (http://www.aegis-project.eu/) created a number of personas
with different types of disabilities [17, 18]. These personas are available to others for
inspiration to use in their projects. While some researchers do not recommend reusing
personas, others may think that providing research-based personas to designers that
do not have access to users with disabilities can be helpful. Others have created a set
of personas that match a wide range of European Older Adults skills and disabilities
based on demographic data [11, 19]. Gonzalez de Heredia et al. [11] propose quantitative measures to design personas for healthcare development and policy-making,
based on several surveys of the aging population.
There have been some novel uses personas with disabilities. One project has used
personas with disabilities as a guide for creating accessible content in Massively Open
Online Courses (MOOCs) [20]. Participants would receive a persona description and
attempt to create content that would be accessible to the persona’s disabilities. This
work was then checked by a peer who had access to the same persona. The HRI persona model has expanded to use a method for creating personas with disabilities [16]
to create models of personas with dementia and paralysis [21]. Let us examine that
method.

3

Previous method for creating personas with disabilities

Schulz and Fuglerud have presented their method for method for co-creating personas
with disabilities [16]. This process consists of gathering information from people with
disabilities, looking at the assistive technology (AT) that is used by people with disabilities, running a persona workshop with stakeholders, creating a persona skeleton
based on the results from the workshop, and finally writing up the actual personas.
To gather information, Schulz and Fuglerud recommend combining standard usercentered design methods like observation, focus groups, interviews, and surveys.
They note that when organizing for interview or focus group, it is important to carefully pick well-known locations that are easy to reach for people with disabilities.
Similarly, an online survey tool needs to be universally designed so that it works with
the AT people use to answer the questions. Knowledge about AT adds important insights, and Schulz and Fuglerud stressed the value of someone in the design team had
actual experience working with people with disabilities, for example by learning to
use an AT or by participating in user tests involving people using AT. If the team did
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not have a person with such knowledge, one could invite such a person as part of a
persona workshop.
The persona workshop gathered stakeholders to help generate the beginning of the
personas. The method described by Schulz and Fuglerud builds personas based on
assumptions and factoids and is based on work from Adlin and Pruitt [4]. Assumptions are quotes, opinions, or goals that could come from a potential persona. These
assumptions are usually based on the knowledge or experience of the stakeholder.
Factoids are small facts or news articles that come from background research and
material that is available at the workshop. Participants begin by looking through and
rereading the background material, writing down factoids on items that are easy to
rearrange (for example, writing one factoid on a post-it note, or nodes in a mindmapping software). When the rate of extracting factoids slows enough, participants
then begin writing assumptions. For each assumption, participants also add a possible
persona name who may have this assumption.

Fig. 1. Examples of placing assumptions and initial clustering (left); these assumptions are later
grouped with factoids into groups and themes are identified for persona skeletons (right).

When all the participants have finished with the factoids and the assumptions, the
participants begin to build groups of similar assumptions (Fig. 1., left). Once all the
assumptions have been put into groups, these groups are used as the starting point for
grouping factoids. This usually results in another regrouping.
When this regrouping is finished, the groups are identified as themes (Fig. 1., right)
and are used as a starting point for persona skeletons. Persona skeletons begin as an
outline that contain the themes and keywords based on the assumptions and factoids
from the different groups. This makes it easier to communicate between stakeholders
to understand what the personas are going to look like and suggest changes. Once the
basic skeletons are decided, they are filled out with more information. For example, a
story may be developed for a persona to flesh out why that persona has a particular
assumption with factoids providing a basis for the story. During this process, the personas presentation begins to take shape, and the persona’s AT must also be selected
and described, including the persona’s expertise in using the AT.
Although Schulz and Fuglerud recommend co-creating personas with stakeholders,
they do not explicitly include people with disabilities in that stakeholder group.
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Persona critiques

One frequent critique of personas is how they are used in the design effort. Cooper
originally claimed that some designers would take a personas side and argue that a
persona would never perform a particular action [9]. Bødker and her colleagues,
however, found that personas didn’t necessarily result in designers (or anyone) taking
the persona’s side, and that they may draw attention away from real participation of
actual users [22]. Others have found that even projects that do not create personas end
up with some designers creating an ersatz persona in their heads, with limited
relevance for the users they sought to support [23]. One study found that practitioners
used personas almost exclusively for communication, and not for design [24].
Some authors claim that personas with a personality reduces the need for human
participants during design [25]. Others argue that personas cannot completely replace
immersion in actual user data [24]. Using personas with some disabilities can even
give the project group a false sense of understanding users, whereas, in reality, it
creates an extra layer of interpretation between users and developers and thus can
create a greater distance [26].
Another critique of personas is how they are created. Even though there are articles
and textbooks on the subject [4], designers create personas in different ways [23].
Cooper himself laments that the one chapter he wrote to introduce the persona
technique [9] was incomplete [1]. Given the different methods of persona creation,
this raises the question of how representative and reliable persona is? That is, how
much of a persona is real versus imaginary?
One way of ensuring representative personas is to base them on empirical and statistical data [7]. A statistically valid common behavior may stand stronger than an
isolated account with unknown occurrence frequency [22]. Data-driven persona creation carries a risk that the researchers only look for data that confirms their assumptions. This results in the design of an ideal persona rather than a realistic one [27].
The data may also be contradictory, and some have found it difficult to remain true to
a creation methodology when encountering contradictory evidence [28].
There is another reason to be cautious of only using quantitative data when creating a persona with disabilities: people with disabilities are rarely part of a statistical
average, instead they are typically statistical outliers. Treviranus [29] has argued that
creating personas based only on statistics and background research will not teach a
designer enough about the individual struggle of a person with disabilities. An important concern in inclusive design is therefore to involve marginalized users in the
design process [30]. Thus, from an inclusive and universal design perspective two
main issues are how to generate data from users, and whether users themselves
participate in their creation. Having users participate helps combat selection bias and
imposing assumed traits, experiences and challenges over involving users directly.
The method described by Schulz and Fuglerud [16] set out to create personas with
disabilities. However, it also can lead to processes where people with disabilities do
not actively participate in the creation process. For example, feedback from people
with disabilities might be restricted to before the persona workshop begins, rather
than people with disabilities actually being part of the workshop. The people with
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disabilities feedback could be along as research material for the factoids, but the people themselves may be absent. Similarly, the AT expert can join the workshop, but
this expert may only know how the AT works and not have to live with the AT as a
way of interacting with the world. In addition, the most common method of creating
assumptions and factoids (i.e., writing them on post-it notes and grouping them) may
exclude people with reading, writing or mobility disabilities (e.g. people who are
blind or have limited hand-function). It is not impossible to overcome these obstacles,
but it requires planning and organization. Thus, we wanted to investigate whether
involving users in the personas creation process could help counter some of the identified challenges, while retaining the main strengths of personas.

5

Involving users with disabilities in creating personas

In this section, we present our experiences with including users in the persona scenario creation process as part of the ongoing CAPABLE project [31]. The aim of the
CAPABLE project is to create a digital tool that enable citizens to actively use their
clinical and personal health information. The demonstration of the tool concentrates
on three areas; medication, nutrition, and coordination of health service information.
An important goal for the CAPABLE solution is that it shall follow the principles
of universal design, meaning that it shall be accessible and usable to as wide a range
of people as possible, including people with disabilities. Therefore, the development
of the CAPABLE tool is based on an inclusive user-centered design approach [30],
emphasizing user involvement throughout the development cycle.
In the CAPABLE project, we follow a qualitative and interpretive research approach using different user-centered methods. In addition to five personas workshops,
described in more detail below, we have run several other activities: (1) two focus
groups, one with seven participants from an elderly council, and one with six participants from a disability council; (2) a design workshop with twenty-four young people,
divided into five groups; (3) a pluralistic usability walkthrough of a low-fidelity prototype with four seniors from another senior council; and (4) a paper prototype user
testing with a senior citizen. The participants represent citizens: (a) from adolescence
to elderly, (b) with and without disabilities, (c) with varying degrees of health problems, (d) digital health literacy, and (e) in different stages of life: pupils, workers,
next of kin and retirees. The participants were recruited through three municipalities
that are partners in the project. The municipality recruited participants from their existing municipality councils (elderly, disability, youth).
For the persona workshops (Fig. 2), users were recruited from three nongovernmental disability and health advocacy organizations (NGOs), which are also
partners in the project. The plan was to develop six persona scenarios through two
workshops in each NGO. We wanted the personas to be diverse in terms of sex, age,
type of health challenge, disability and demonstration area (medication, nutrition and
coordination of health service information). These parameters were therefore distributed across six very rough persona skeletons.
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We ended up with five persona scenario workshops with different user groups recruited from the three NGO’s: people with rheumatism, people with Chronic obstructive pulmonary disease (COPD), people with cardiovascular diseases (CVD), people
with low vision, and people who are blind. There were three users in each workshop,
fifteen in total. The workshop lasted around 2–3 hours, including a break with some
food, and the participants got a gift card as a compensation for their contribution.

Fig. 2. Co-creating persona scenario with users

The workshops were divided into two parts. In Part One, the persona concept was
presented to the users. Their task was to create a fictional person that could be their
peer, with realistic characteristics and challenges. They were introduced to the rough
persona skeleton as a starting point, and were encouraged to discuss and create a mental picture of their persona, including the physical appearance, social environment,
education, work, personality, interests, values, and information about health challenges and disability.
In Part Two, the persona was extended further with a focus on their health history,
with details about medication, coordination, and food information needs. We explicitly asked the participants to think of concrete episodes and stories that could highlight
challenges with health information management in the three demonstration areas for
CAPABLE. While we wanted the persona description to be realistic, we would allow
for the persona to have experienced somewhat more challenging situations than the
participants considered usual for one single person. The aim of this was to encourage
the participants to think of and discuss various situations that could be of relevance.
Finally they were challenged to create scenarios for how they envisage that the
CAPABLE tool could help the persona with some of the identified challenges.
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The discussions were audiotaped and detailed notes and audio transcripts were
used as a support for writing up the personas. For simplicity, we refer to the resulting
persona descriptions including their health history and potential future CAPABLE
usage scenarios as the persona scenario. These persona scenarios were distributed to
the participants for comments and corrections. For documentation of user needs and
to inform the design, we conducted a thematic analysis based on detailed field notes
from all the activities, including the persona workshops. This is included in the basis
material for the development of requirements for the CAPABLE tool.
We found that the discussions in the persona workshops provided detailed insight
into the needs of the persona, and also of other persons with a similar disability or
condition. Because the participants had experience from participating in peer-support
and advocacy work through the NGOs, they could draw upon their insight into experiences and challenges among people with similar disabilities and conditions as themselves.
The discussions about the persona health history and various information needs
and challenges were particularly detailed and provided useful insights and information for the project, and a different type of information than the information from
the focus groups or usability walkthrough. There were quite some overlap between
the themes emerging from the personas workshops and from the other methods. While
the discussion in the focus groups often were quite high level, the usability
walkthrough and design workshop gave concrete and detailed feedback to our PowerPoint prototype. The persona workshops on the other hand, gave detailed insight into
concrete challenges during the life of the personas. The collected data represented a
more coherent narrative, which showed challenges in dealing with health information
over time and from the perspective of a person with a particular type of disability or
health condition. This conversation was particularly different between focus groups
and personas workshops.
The users’ immediate feedback on the method was that it was fun and engaging. In
the personas workshops, participants could talk about challenging experiences without disclosing one’s or others’ personal information. This made it easier to discuss
potentially difficult and vulnerable issues. After all, the other participants could not
know whether it was the participant’s story or someone else’s that they knew. In the
focus groups, participants hesitated considerably to disclose their experiences. In both
settings, the participants knew each other from before. Beyond the method, the number of participants present was the main aspect differing the two. This is another factor that could help explain the difference in the type of information that were discussed.
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Discussion

As many have pointed out, there are inherent conflicts and tensions when trying to
condense rich qualitative and quantitative data along many different axes into one or a
few personas. Several authors have discussed the difficulty of creating a representative, coherent and believable personas based on such material, risking to create what
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Bødker describes as a kind of Frankenstein persona [22], or a persona that nobody is
able to relate to. The idea of creating one or a few average personas to represent a
large segment, will in a way break with the original idea of personas, namely that it is
better to really understand and design for one person than to try to design for a general user. When reducing such materials into a few personas we are likely to lose
important insights about people who are statistical outliers, such as people with disabilities, or people with special health conditions, and about time and context aspects
that are important to understand their lived experience.
Some may dismiss having users participate in persona scenario creation as difficult
or confusing for the users, or that it may be difficult to organize. Users in our workshops, however, quickly grasped the idea of personas scenario. Users seemed to enjoy
themselves, participating actively in the workshop. One participant commented that
she was reluctant in retelling her personal health history in a group, because it could
be too personal and meant reliving traumatic events around her condition. She found
it much easier and helpful for the co-design workshop to talk about such events in a
fictive third person perspective, and create a persona scenario based on different stories she knows.
We experienced that co-creating personas scenarios, including a health history and
future tool usage scenarios, provided a type of information that we could not derive
from focus groups or usability walkthrough of the prototype. The co-created persona
scenarios provided a narrative and insight into the lived experience of people with
particular disabilities and health conditions, in a context and over time. This is in line
with [14] who conducted similar types of persona-scenario workshops with patients
and clinicians for a primary care intervention. They also found that this method provided rich descriptions and argue that the quality and quantity of ideas that were identified were significant and illustrate the added value and strength of this method.
This ties back to and answers to the critique from Treviranus [29] that personas
created from background data lack the lived experience of the individual. Since the
users co-create the personas with the experts, the participants’ lived experiences are
major components of the persona scenarios that we created. We found that creating
persona scenarios with users gave high realism, and users were eager and willing to
share information that would have been difficult to talk about in a more personal way.
Co-creating personas with users with relevant, rich experience and / or functional
declines can therefore be one of several methods to gather deep insights into the lived
experience of potential users of the tool. This should provide the designers and developers with a better understanding of issues an individual with disabilities lives with
every day.
As previously pointed out (section 4) people with disabilities lie outside what is
considered the average or typical user. We contend that there is no meaningful way to
create an average person with disabilities. In inclusive and universal design, it is important to take into account diverse users with diverse needs and to make the design
work for as broad a population as possible. A strategy to do this is to involve so-called
“edge-users”, “outliers” or “extraordinary users” in design activities [32]. These people can easily identify pain points in the current situation. The idea is that creating a
solution to satisfy the universal design needs of such a persona will likely satisfy the
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needs of less demanding users as well. Treviranus [29] notes that the best people to
have at the design table are people that have difficulty with a current solution. They
are not invested in keeping the current solution, and they will help stretch or expand
your design further. Co-creation with these people has the potential to spur new and
innovative solutions [29, 32]. Therefore we asked the users in our persona scenario
workshops to envision a persona that had been “a little unlucky”, with perhaps multiple disabilities or challenges.

7

Conclusion

We have discussed the issue of collecting and representing the needs of marginalized
user groups to support universal and inclusive design, and challenges related to
gaining deep insight into their lived experience. A main critique of the persona
method is the rather challenging task of condensing quantitative information into a
few personas, and that this process can create increased distance to users rather than
increased understanding.
We found that co-creating persona scenarios with users provided a type of information that we could not derive from focus groups, usability walkthrough or prototype or design workshops. The co-creation of persona scenarios gave us deeper
insight into the lived experience of people with particular disabilities and health
conditions, in a context and over time. While co-creating with users may increase the
realism of the persona scenarios, it comes at the cost of statistical representativity.
However, striving for this type of representativity may lead to personas that are not
coherent and believable, and thus lose some of its potentially strongest properties,
such as its ability to create deeper understanding, empathy and focus.
We suggest letting go of the idea that personas should reflect a quantitative segment, and rather use co-creation of persona scenario with users as a meaningful way
to bring forth and discuss relevant and potentially sensitive information needs with
users. We conclude that inclusive and participatory persona scenario creation can be a
feasible and effective method to supplement other qualitative and quantitative
methods to uncover user needs for universal and inclusive design purposes.
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