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Abstract

Purpose – The purpose of this paper is to improve the general operationalization of an “active patient,” by
examining the specific activities and skills expected of active patients.
Design/methodology/approach – Expected activities and necessary skills were studied through a qualitative
case study into the development and use of an assistive technology (i.e. web site) aimed at stimulating active
patient-ship. Interviews, observations and document analysis were used to capture and explore designers’
inscribing practices and their consequences regarding expected competences and activities of patients using
the web site.
Findings – Designers inscribed two “co-design roles” that active patients were expected to perform on the
web site (co-designing their own healthcare and co-designing the healthcare of peers), for which at least eight
different competencies were needed. The absence of skills or facilities to apply these skills resulted in incomplete
use, a different use than intended by designers and non-use of the web site.
Practical implications – Technological choices and inscribing processes determine who is able or facilitated
to become active and who is not. Due to inscribed co-design roles, it also influences the extent to which already
active peers are able to perform health-related activities. Different users with different conditions should be
taken into account in the design as specific group characteristics can influence level of individual activity.
Originality/value – This study is, as far as the authors know, the first that examines the “active patient”
concept by studying an assistive technology and using scripting literature, resulting in an improved
understanding of what it means to become “active” in terms of skills and activities.

Keywords Healthcare, Co-design, Active patient, Patient participation, Scripting, Technological design

Paper type Technical paper

Introduction

“Passive patients are patients of the past; active patients are the present and future.” This – somewhat
provocative and sharply phrased – notion can currently be found in many policy documents and
literature on patient participation (Van de Bovenkamp, 2010). While “active patient-ship” applies
especially to the involvement of patients in their own health and healthcare, it also applies to other
levels, for example participation in improving the quality of hospital care (see, e.g. Vennik et al.,
forthcoming). Because information and communication technologies (ICT) are seen as enabling
instruments that facilitate patients’ personal health-related activities (Anderson et al., 2003;
Eysenbach, 2008; Czaja et al., 2013), expectations for their contribution to active patient-ship are high.
They are expected, for example, to help patients integrate large amounts of complex health
information (Baker et al., 2010) and enable self-care (Harris et al., 2010). In recent years, ICT
applications that help patients undertake activities that support their own health and care, here further
described as patient-oriented ICT applications, have been developed.

Though there is much literature on patients’ transformations from passive to active and the
stimulating role that ICT could play, this rarely makes explicit what is meant by this changed
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concept of the patient. What are “active” patients, or what should they be? What skills do they
need, for example, in order to use patient-oriented ICT applications? And is it, for instance,
possible to be active in the “wrong” way? Until now, the description of active patient-ship has
been limited to “managing your own healthcare” (Henkemans et al., 2010), “gathering information
to be informed about diseases and treatments” (Anderson et al., 2003; Crawford, 2006; Henwood
et al., 2003), “participating in medical decision making” (Lee et al., 2010) and “taking up a healthy
lifestyle” (Van de Bovenkamp, 2010). Such operationalization gives a general description of
activities but remains largely rhetorical (Schermer, 2009), as the specific tasks and skills these
activities comprise – and the consequences of (not) possessing/utilizing these skills – remain unclear.

To learn more about the content of the word “active,” this paper focusses on the development of
a patient-oriented ICT application. Technologies are not neutral tools; they carry various
inscriptions of the developers and designers (Akrich, 1992; Oudshoorn et al., 2004). For example,
the materials used to build cars reflect predictions of the developer and designer about the
stresses cars will have to bear (Akrich, 1992). By studying these materials, it is possible to explore
and explicate designers’ specific ideas and notions of (future) users. Applied in this context,
examining the development and design of an ICT application, reveals expectations for the (future)
active patient, demonstrating which preferences, competencies and activities are inscribed by
designers in the technical product (Oudshoorn et al., 2004). The result of the inscribed users’
representations in technologies is called a “script” (Akrich, 1992, p. 208).

In this paper, we aim to examine the “active patient” concept further, by studying how designers’
expectations regarding patients’ competences and activities are reflected and scripted in
patient-oriented ICT applications. The research question guiding this paper is:

RQ1.How is the “active patient” scripted in the design of a patient-oriented ICT application?

Insight into this question is scientifically and practically important as it explicates professionals’
and policy-makers’ expectations of patients’ skills and activities and it results in an improved
conceptualization of what is currently expected from patients (Boivin, 2012). This will sharpen the
scientific and policy debate of active patient-ship.

This paper begins with a brief overview of active patient-ship literature. This is followed by an
explanation of the scripting concept and how it is relevant to this case. In the methods section we
describe the research design, and in the results section we illustrate the scripting activities that took
place in the development of a patient-oriented ICT application. In the discussion and conclusion we
reflect on the consequences of these scripting activities, in light of the “active patient” concept.

Active patient-ship

The involvement of patients in their own health and healthcare has always been a social practice.
However, through the years, different institutions and developments have influenced the extent to
which patients have been stimulated to become “more” or “less” active. Steele et al. (1987)
provide an overview of the active patient concept starting from the mid-eighteenth century. At
that time, writers stressed the search for self-help alternatives due to broad societal interest in
personal freedom, autonomy and personal responsibility combined with a growing distrust of
medical authority. These ideas flourished into the nineteenth century but became less discernible
when, among other things, major advances in medical technology were realized (e.g. the
discovery of X-rays), along with new ways to treat and prevent diseases (e.g. with improved
vaccines). This resulted in increased medical authority at the beginning of the twentieth century
(Steele et al., 1987). This increase, however, did not last long; professional authority was again
challenged in the second half of the twentieth century when socio-political critiques “called for
more egalitarian power-sharing within the clinical consultation,” to move away from paternalistic
physician-patient relationships (Boivin, 2012, p. 10) where doctors govern and decide. In this
period, patients’ rights such as “informed consent” and the right to participate in decisions
concerning their own health were introduced (Steele et al., 1987). According to Van de
Bovenkamp (2010), these rights strengthen the position of patients. At the same time, they also
(legally) place emphasis on a more active patient, who makes individual health choices or
decisions together with healthcare professionals and manages his/her own health (Boivin, 2012).
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Besides the more democratic argument, that patients have the right to be involved in decisions
concerning their lives, there are also other arguments for stimulating an active patient and to
move the boundaries of patient skills and initiatives, such as to enhance the legitimization and
quality of decisions (Van de Bovenkamp, 2010). Moreover, active patient involvement could, for
example, potentially lead to improved dialogue during medical consultations, as patients give
opinions and ask questions, resulting in a more complete information exchange and ultimately
improving the quality of care (Steele et al., 1987). Finally, stimulating patients to become active
and do more themselves could control costs by reducing the burden on health systems; an
important argument at a time when healthcare costs continue to rise and the chronically ill
population continues to grow. These arguments illustrate that there are multiple reasons for not
being excused from an active role in society when one is ill.

Professionals and policy makers anticipate that not every patient is able to become more active
on his/her own and search for ways to support patients in assuming a more active role. In this
respect, much is expected from ICT applications, which are seen as important instruments
to facilitate patients in health-related activities (Adams and De Bont, 2007). Technological
developments in this area, such as the availability and accessibility of health information through
the web, have stimulated more (intense) possibilities for patients to become active, possibly
leading to other tasks and responsibilities of patients, as well (Hardey, 1999).

Scripting users in technologies

To gain a better notion of the “active patient” concept, it is particularly suited to study
healthcare-related technological developments aimed at involving patients in their own health
and healthcare, as studying these technologies makes it possible to distill designers’ inscribed
vision of the skills, behavior and activities of (future) users of the technology. Designers have a
specific configuration of the user in mind (Akrich, 1992), which determines how they shape the
technology of a product in terms of materiality, layout, functionalities, etc. By studying design
practices and thus by looking at these different aspects, the user configuration becomes
explicit, which makes it possible to deepen our understanding of what it means to be(come) an
“active” patient.

A study by Oudshoorn et al. (2004) illustrates that designers’ “inscribing” processes – i.e. the
translation of the designers’ vision of the competencies, actions and responsibilities of the user
into the design (Akrich, 1992, p. 208) – are influenced by both the environment in which they find
themselves (“macro dynamics”) and their own personality (“micro dynamics”), and that these
dynamics influence the inclusion and exclusion of users. Regarding the macro dynamics, they
showed, for example, that the initial wish of designers in their study to include a diversity of users
gradually became overruled by a more marketing-related focus of having an innovative product.
To be “innovative,” this study showed, meant not lagging behind in using the latest computer
software programs. Because this software was not accessible to every user, specific (types of)
users were excluded. This illustrates that when differences between users are not taken into
account, certain competences and wishes of specific segments of the populations are excluded,
making it impossible to design for “everybody” (Oudshoorn et al., 2004). When designing a
patient-oriented ICT application, the diversity in patients groups should thus be taken into account,
which means avoiding categories of users that are too broadly defined (Van Loon et al., 2014).

The inclusion and exclusion of users is also influenced by micro dynamics, specifically by the use
of the “I-methodology” (Akrich, 1995): a concept referring to designers’ tendency to take their
own “preferences and skills as major guides in the design” (Oudshoorn et al., 2004, p. 53).
Applying I-methodology can lead to an overestimation of the skill set of the more “average” user.
Consequently, this further contributes to the inclusion and exclusion of specific users. In addition,
taking the self as a representative model could result in the exclusion of users based on certain
aspects, such as gender: the work of predominantly male designers may lead to a masculine
design style, primarily attractive to, and thus used by, men (Oudshoorn et al., 2004; Rommes
et al., 2011). Though many studies explore so called gender-scripts (e.g. Ravneberg, 2012;
Shade, 2007; Van Oost, 2003), similar studies on scripted roles of “active” patients were not
found in the literature.
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Although design influences the inclusion and exclusion of users and is able to govern user
behavior, for example by technically stimulating or limiting certain (inter)actions, it does
not mean that users are passively submitted to a certain script (a view also known as
technological determinism) (Akrich, 1992; Oudshoorn and Pinch, 2003). Contrary to a more
linear notion of technological innovation where the agency of designers is placed above that of
users, users can better be viewed as co-designers who “may slightly modify the scripts, they
may drastically transform them, or they may even completely reject them and create new
meanings and uses of the objects or become nonusers” (Oudshoorn and Pinch, 2003;
Oudshoorn et al., 2004, p. 55). Examples of such modified scripts are ICT applications that
are used in a different way or for a different purpose than intended by designers. Scripts could
thus reinforce existing user behavior but could also create new behavior. It is therefore
possible that users (and technologies) take on different roles in practice than what the
designers had envisioned.

Given the above, it is important to look at design practices in their entirety when studying
inscribing processes and scripts related to the active patient. This means that it is not only vital to
focus on the design of a product, but also to take into account the broader context in which the
product is (being) built. Additionally, not only designers’ points of view have to be taken into
account, but also the view of users of the technological product (Akrich, 1992). These views
should be alternated continuously, to fully understand how a behavioral architecture (i.e. the
technological design that stimulates certain user behavior) is actually inscribed and (co-)created
by both designers and users.

Methods

Case study

To explore how the “active patient” is scripted in the design of a patient-oriented ICT application,
an in-depth qualitative case study was performed into MijnZorgnet (“my health net”). This was a
Dutch organization engaged in building an assistive technology: the patient-oriented web site
(www.MijnZorgnet.nl). This web site was a web-based community platform where patients and
physicians could communicate and exchange knowledge. When the organization started (2009),
the idea of MijnZorgnet was proclaimed by the Minister of Health, Welfare and Sports (VWS) to be
a pioneering healthcare initiative; the initiative received four-year funding from VWS and the
Radboud University Medical Centre. It was initiated by two healthcare professionals who wanted
to increase opportunities for patients to actively participate in their own healthcare processes, to
stimulate better collaboration between physicians and between physicians and patients, and
to change the current healthcare system into a more patient-centered system (Faber et al., 2012).
The past tense is used because the organization and web site under study no longer exist in the
researched format. To be clear, the aim of this paper is not to provide an explanation for this
ending. This paper aims to examine the “active patient” concept, by studying how designers’
expectations regarding patients’ competences and activities are reflected and scripted in
patient-oriented ICT applications.

As described above, studying inscribing processes meant studying MijnZorgnet from a broad
perspective. We included both the design of the product and the context in which it was
being built into the study. In addition, as recommended by Akrich (1992), we continuously
alternated between the organization MijnZorgnet, the web site they were building, and end
users (i.e. patients), using a variety of data collection methods: observations, document analysis
and interviews.

Observations

The main research method used in this study was observation. Observations were conducted
by the first author during weekly meetings held by MijnZorgnet’s team between November
2010 (when the web site was launched) and August 2012 (when the organization stopped in
its current structure by a shortage of financial resources). MijnZorgnet’s team consisted of
approximately 14 employees (male and female), each focussed on a different aspect related to
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the web site: technological development, product and support, marketing and sales, research
and business management. Examples of observed meetings are:

■ “The round”: morning rounds at the end of every week in which each employee recited the
activities he/she had performed that week.

■ “Deliverable of the month”: sessions in which employees presented the achievements and
activities of that month.

■ “Colloquia”: sessions once a week in which employees or external guests gave presentations
on certain topics related to the organization’s work.

During these meetings, current and future (technological) developments regarding the web site
and organization were discussed, under the leadership of two directors (the healthcare
professionals who started the initiative). Every employee was free to voice his/her opinion
regarding this development process.

During the observations, the researcher was primarily focussed on speech (e.g. what was said),
visual aspects (e.g. facial expressions) and the activities performed (e.g. adjustments to the web
site). In addition, during observation moments, informal interviews with employees of MijnZorgnet
were conducted. The observations and informal interviews provided insight into how
MijnZorgnet employees wanted to design the patient-oriented web site, their views of patients
(i.e. their roles, skills, etc.), and how they thought that patients should use the web site.

During all observations, extensive field notes were taken and worked out into thick descriptions.
The field notes were divided into descriptive notes, reflective notes (i.e. personal thoughts) and
demographic information such as time and place of the observations (Creswell, 2003). Some
observations were recorded with permission and transcribed verbatim. During the observations,
the employees knew that the researcher was present to collect data.

Document analysis

In addition to observations, relevant “documents” (in the broadest sense of the word) were
analyzed by the first author. Examples are PowerPoint presentations given by MijnZorgnet staff,
strategy documents compiled by the organizations’ Board of Directors and the web site that was
being built. Regarding the latter, different aspects of the web site were observed and analyzed,
including the layout, the login, the available (instruction) information and the help desk. Specific
attention was paid to designers’ language use and the usability of the site. To gain more in-depth
knowledge of how the web site was used by patients, five online health communities on the web
site, accessible for anyone with internet access, were observed for eight to 21 months (between
December 2010 and September 2012). See Vennik et al. (2014) for a detailed description of the
selection of these communities. Discussion themes of these communities included Parkinson’s
disease, cerebrovascular accident and fertility care, and the communities consisted of different
information and communication functionalities including blogging applications, forums and wikis.
The aim of observing the communities was to find out how the different functionalities were used
and whether that corresponded to the intentions of the designers, which was possible to
compare due to the data obtained by the observations described above. The web site analysis
(including patients’ use of the web site) was performed by taking screenshots of the web site and
analyzing all the content and visible aspects present while making descriptive and analytic notes
(Bernard, 2006).

Interviews

Lastly, the first author performed semi-structured interviews with MijnZorgnet employees and
web site users (i.e. patients). Interviews were held with a selection of MijnZorgnet staff (n¼ 5)
(i.e. one director, project coordinator, marketing and sales employee, implementer and a process
manager support and technology). The selected key persons were interviewed to deepen and
validate some more general findings of the observations and document analysis. During the
interviews, staff members were invited to talk about the development of the organization and web
site, their own role, their vision on the web site and on the patients’ role. The interviews were
conducted face-to-face at the organization MijnZorgnet and lasted approximately one hour each.
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Semi-structured interviews with users of two of the five observed online communities were also
conducted (n¼ 17). The two communities, about Parkinson’s disease, were selected because
they had the longest life span of the five observed communities and a relatively high number of
members, which increased the possibility of activities and postings within these communities,
giving a clearer picture of how the communities were used. Additionally, the users of these
communities – chronically ill patients under age 50 – were according to the directors of
MijnZorgnet the ideal target group of MijnZorgnet.nl. The users (nine male, eight female; between
the ages of 39 and 65; time since diagnosis of Parkinson’s disease ranged between one and 18
years) were contacted through forum and private messages, with permission from the community
managers. During the interviews they were asked to explicate their experiences with the web site
and were invited to talk about why, how and when they used the web site. With the exception of
four telephone interviews, the interviews were conducted face-to-face at the respondents’ houses
and lasted 73 minutes on average.

Data analysis

The interviews were tape-recorded with permission and transcribed verbatim. All transcripts, field
notes and documents were analyzed qualitatively. First, all data were carefully read and data
related to the role and activities of patients were selected and labeled. Second, labels that shared
a commonality, for instance activities that an active patient needed to perform, were clustered
and formed into categories. As a final step, themes were created by selecting the core category
(i.e. active patient) and to link this category to the other categories (i.e. aim of MijnZorgnet,
expectations of patients using the web site and experiences of patients with this web site)
(Creswell, 2003). This process of analysis continued until no new codes, categories and themes
emerged (Bowling, 2002) and was performed by the first author and checked for consistency of
application of the codes to the data by the second author.

Ethical considerations

Permission to perform the interviews with employees and the observations at the organization
was given by the directors of MijnZorgnet. In addition, permission was obtained from the
Committee on Research Involving Human Subjects (in Dutch: Commissie Mensgebonden
Onderzoek Regio Arnhem-Nijmegen) to interview users of MijnZorgnet.nl. The content of this web
site was available for scientific research as a result of the user agreement. To respect the privacy
of the participants in this study, pseudonyms are used (Creswell, 2003).

Results

In this section, we first describe the healthcare changes that the staff of MijnZorgnet had in mind
and illustrate how they wanted to reach this envisioned change, by introducing MijnZorgnet.nl.
Then, we describe which skills the organization expected patients to have/develop and how
these translated into specific activities on the web site. Finally, we discuss patients’ experiences
with the web site and compare these experiences with the designers’ vision, to illustrate the
consequences of scripting activities.

Changing healthcare by patients using online communities

MijnZorgnet was an organization aimed at changing the current healthcare system into a more
patient-centered system, by stimulating personalized care and reducing fragmentation of care.
Building a patient-oriented web site (i.e. MijnZorgnet.nl) with the technological design of online
health communities facilitated by communication functionalities such as blog, wiki, forum and the
option to exchange files, was seen as a way to reach this goal. The underlying idea was that by
using different types of online communities, illustrated in the list below[1], in which patients have
an “active” role (see the following section for an elaboration on what this “active” precisely
means), the health network of the individual patient becomes transparent, which could
stimulate (improved) collaboration and communication between healthcare professionals and
between professionals and patients, thereby reducing fragmentation of care. Additionally, the
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health network could provide access to relevant (personal) health information leading to
better-informed patients.

Community types on MijnZorgnet.nl:

1. Personal health community (PHC):

■ content is only visible for community members; and

■ community of one person who is surrounded by his/her physicians and other relevant
actors to his/her health (see also Aarts et al., 2014).

2. Private hospital community:

■ content is only visible for community members; and

■ patients and physicians of a specific hospital ward are gathered.

3. Public general community:

■ content is visible for everyone with internet access; and

■ patients and physicians that generally do not know each other are gathered (see also
Vennik et al., 2014).

4. Private general community:

■ content is only visible for community members; and

■ patients and physicians that generally do not know each other are gathered.

The choice for the type of web site was motivated by the positive experience of one of the
directors with the use of online communities in healthcare. However, making this choice also
shaped the first user representation: the user was configured as someone with access to a
computer and working internet connection. At that time, this meant almost everyone in the
Netherlands (European Commission, 2014). This was in line with the target group MijnZorgnet
envisioned: “every Dutch citizen” could create a profile on MijnZorgnet.nl, after which he/she
could focus on his/her own health by participating in different health communities (see the list
above). They configured the user thus as “everybody.” Within this group of “everybody” they
expected particularly most activity and enthusiasm from chronically ill patients under age 50
(observation March 18, 2011).

Scripted expectations of active patients in online communities

Every patient was expected to be able to and actually use the web site, because, “From the
beginning we [of MijnZorgnet] created something that is generically available for anyone” (Director
1). One of the community types on the web site was the PHC and patients were expected to use
this community in the following way:

Here [in the PHC] the patient creates his own team of healthcare professionals or even loved
ones, family, children, people who are involved in your care; you can organize and decide it
yourself. This creates a personal community in which the patient is in the lead and this way you
give others access to all sorts of information about your healthcare, that provides them with
insight, and they can also add information. Well, the ultimate goal of this is of course shorter
lines, no fragmentation and patient-centeredness (Product manager, transcribed observation
January 21, 2011).

The PHC contains the notion that “transparency” is a necessary precondition to improving
communication and coordination in care, whereby it refers to the visibility of individuals involved in
a patients’ care process and the information they can contribute. These individuals include
physicians but also other relevant actors in the patients’ social network such as family members,
and must have access to the same online space (a PHC) where they can “gather” and where all
relevant data are stored. Coupled on this, MijnZorgnet gave individual patients the responsibility
to manage this space by selecting and inviting relevant people in their network and by controlling
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the content of the community. With this, the reframing of the patient as having a more active role
in healthcare becomes apparent. It illustrates that patients, in partnership with healthcare
professionals, family members and/or (patient) peers, become (more) integrally bound up in
care-related activities, thereby “co-designing” their own healthcare.

The envisioned active co-design role was, however, not limited to the PHC, it applied to all
community types on the web site. In private hospital communities and general communities,
patients were, for instance, expected to gather information (e.g. about treatment options) by
searching for relevant content and posing questions to physicians and peers. In addition, patients
were expected to provide meaningful and transparent information to help (unknown) others (e.g.
about coping strategies). Patients were thus also asked to co-design other patients’ health, by
becoming (more) integrally bound up in activities related to the care of others.

These two scripted co-design roles required specific skills and competences, which became
visible by looking at the design of the web site. For example, the activity “gathering information
(e.g. about Parkinson’s disease), by searching on the website for relevant content and posing
questions to physicians and peers,” meant that patients first had to have Dutch reading and
writing skills, as this was the main language used on the web site. In addition, as some
applications on the web site (such as “community” or “blog”) were referred to in English, patients
also needed to have some understanding of the English language and what these terms mean
with respect to the functionality of those sections of the site. Furthermore, finding relevant
information on Parkinson’s disease required using the web site’s search and, by default, typing
relevant search terms. In the search process, patients saw a list of information available on the
web site related to these terms (the more information, the longer the list and anything on the web
site could “pop-up” including community themes, physicians working on that specific subject,
forum, blog or wiki messages and PDF’s). Next it was up to patients to select the relevant item(s)
from the list and to evaluate the information in terms of reliability and appropriateness/relevance to
their personal health situation. When patients could not find the information they were looking for,
questions could be posted within a community, implying that it was first necessary to find the right
community. Every user could start a community on the web site and related to Parkinson’s
disease there was, for instance, a community for young patients with Parkinson’s disease (i.e.
patients under age 56) and a community for questions about Parkinson’s disease and having a
job. Patients needed to have found both communities in order to know that work-related
questions could best be posted in the latter community, as the former in general concerned the
same target group, but did not discuss work-related subjects. Once the right community was
selected, it was necessary to find the correct area (e.g. blog or forum theme) within the
community to formulate the question.

This example reflects the assumption on the part of MijnZorgnet employees that the user was
someone similar to them: predominantly highly educated, young professionals between the ages
of 26 and 40; a group familiar with the use of computers and internet, who are able to easily find
information and who use social media sites such as Twitter and Facebook where the use of
English terms is customary (see the following section for whether or not this corresponded with
the actual users). In addition, the example illustrates that “being active” not only means that you
have to perform different kind of activities; you also need to have the right (level of) skills to perform
these activities. To unravel the “active patient” concept, it is thus not only important to focus on
the scripts of activities that users have to perform, it is also necessary to take into account the role
descriptions of required skills and competences to perform a script (to remain in the theater
metaphor).

Based on the observations, document analysis and interviews, we distinguish at least eight
different skills that users should possess: technical computer skills (e.g. to use different
functionalities within the online communities); reading and writing skills (i.e. Dutch proficiency and
a general understanding of English); intellectual skills (e.g. to formulate a question); information
skills (i.e. to search, find, critically analyze and process various sources); reflective skills (e.g. to
translate information into the own healthcare context); leadership skills (e.g. to initiate writing
information in different types of communities); management skills (e.g. to organize relevant
information in the PHC); and relational skills (e.g. to invite physicians in one’s PHC). There is an
implicit expectation that these skills are already present and that they will automatically flourish
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regardless of the context, or that they can be developed in every patient. However, when this is
not the case, it means that certain users will be excluded or “scripted-out” of using the web site.

Users’ experiences with and consequences of using the web site

Having illustrated designers’ expectations regarding active patients, it is time to explore users’
experiences with the web site, to see whether these correspond. Interviews with users of the web
site have shown that patients indeed experienced benefits using online communities on
MijnZorgnet.nl. General communities were, for instance, used to performing medical activities
(e.g. to prepare for the consultation with the doctor), emotional activities (e.g. to gain recognition)
and lifestyle activities (e.g. reading tips on how to combine working with having a disease) (see
Vennik et al., 2014). Regarding the PHCs, potential benefits were identified relating to the
organization of care (e.g. better collaboration between physicians) and care experience (e.g.
reducing stress) (see Aarts et al., 2014). The extent to which these benefits could be achieved
was, however, strongly related to the usability of the web site and thus to the technological
design. Some patients experienced difficulties with that.

The majority of users experienced two types of difficulties in particular. The first was navigating the
web site. This concerned not only the technology to go from one hypertext link to another on
the web site, but also how available information was structured. Some users did not understand
where to “click” to see the information they were searching for. Others found it difficult to find the
way back to their starting point once they had “clicked through” the web site. Most users found
the information inconveniently arranged, for example because of the dissemination of information
about a particular subject within various communities (which was possible as every user could
create a community and was able to post content wherever he/she wanted). Because of
this, navigating to relevant information was no minor issue. The web site designers scripted
patients with technical computer and information skills, but users’ experiences illustrate that
these competences were not adequately present in the actual users or facilitated by the web site.

The second difficulty related to navigation concerned the functionalities for information provision and
exchange. The designers had chosen to include different functionalities within the communities,
each for a different and distinct purpose. A blog, for instance, was described during one of the
observations as a place to “inform every member about something that you, as a community owner,
find important,” whereas the forum functioned as “a place for discussion” in which everyone could
participate (product manager, transcribed observation January 21, 2011). However, for some users,
neither the purpose of the different functionalities, nor how to use them was entirely clear:

All those other terms and “community,” I thought, what should I do with it? Because, well, my English is
not so good and then you have all those other terms that you never use in ordinary everyday life
(Female user, 65 years).

The man asked “how do I post a message” and I also sometimes have problems with that. Then I think
yeah why am I making such an effort? I’m already giving something of myself, so if it takes too much
effort I’m done with it (Male user, 60 years).

The interviews revealed that some users did not know the difference between certain
functionalities; they experienced them as similar, did not know what they were meant for or how
to use them. An instruction on how to use the functionalities was also not immediately visible on
the web site. To find this information, users had to go to the help desk for which they first had to
register by e-mail address or Twitter account.

For other users the functionalities were (more or less) clear, but they sometimes faced other
challenges: they did not know what to post or felt insecure in writing a message. This implies that
providing a technological web site is not enough to make a user/patient active on the web site, as
they still might not have the right level of skill or face other challenges:

The aim [of a wiki] is clear I guess, working together on a question […]. But what kind of information
should I add and which theme should be selected? That, I wouldn’t know (Male user, 47 years).

I find it rather difficult to post something because I’m very dyslexic and then I’m not sure how to write it
down. Those [doctors] are so highly educated and then I find it sometimes difficult to ask a question.
Even if I want to, it does not mean I’ll always do it (Female user, 49 years).
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The combination of navigating difficulties, technologically unfamiliar functions and patients not
knowing what to add in terms of content or how to write it, resulted in “empty” functionalities
within various general communities. Especially content in blogs and wiki’s remained absent for a
long period, sometimes permanently. Not all users could meet the inscribed competences of
patients, resulting in a non-use of certain aspects of the web site.

Moreover, some users used the web site differently than envisioned by the designers. For
example, questions and experiences were posted in unintended places. Accordingly, both
patients and designers tried to actively steer users’ actions to ensure that the web site was used
in the “proper” way. Users explained, for instance, to one another where to post information,
while the organization MijnZorgnet adjusted the technology:

You see that also on MijnZorgnet.nl; someone posts a message and somebody else tells you it’s better
to move it. […] So I guess it is difficult for a lot of people (Female user, 57 years).

The help desk receives different kinds of questions. An employee in control of the help desk says that
the new help desk arrangement should stimulate users first to search for solutions themselves, instead
of “randomly shooting things into the help desk”. He says that the current contact option is too easy to
access and that when it’s removed, questions can be better controlled. One director asks the
employee how one can force people to ask less questions. The employee suggests: 1) by making it
more difficult to ask questions, 2) by posting a proper frequently asked questions list, and 3) by
introducing a help button (Observation, May 27, 2011).

Although asking questions was one of the envisioned elements of the active patient, the
observation above illustrates that asking questions about how to use the web site was not what
MijnZorgnet was aiming for. This implies being active might be different from what was expected
and viewed as a “wrong way” or in a “wrong place.” To stimulate the “right” way and place, in this
case to find solutions for problems themselves first on the web site, the technology was adjusted
and reshaped by the designers to steer users in a different direction. Prior user behavior
contributed to this design change, which illustrates that patients also functioned as co-designers
of the web site.

However, it should be noted that being “wrongly” active is not always visible for designers who
study user behavior by (solely) observing the use of the technological design. During the
interviews, some respondents indicated that they connected with peers on MijnZorgnet.nl (e.g.
by using the forum), but that they soon made use of their own e-mail address instead of the web
site to exchange experiences with peers. The complicated log in process (by using DigiD, the
identification method of the Dutch government to identify internet users) compared to e-mail and
the limited time they had on the web site (approximately 15 minutes) before they were
automatically logged off due to security reasons, were reasons for users with Parkinson’s disease
(who in general have coordination problems) to make this shift. Due to this shift, the premise of
transparency and idea that patients could co-design the health of many others were both
replaced by co-designing the health of an individual in another web space. An understanding of a
different use of the web site than intended could, in this case, only be made visible by interviewing
users. In order to steer (and eventually script) user behavior, designers must therefore actively
include actual users (instead of proxy users such as professionals, which often occurs) in the
development of the web site; MijnZorgnet only included actual users in limited fashion (i.e. in
relation to certain developed technological aspects of the web site).

Discussion and conclusion

With this study, we explored how the “active” patient is scripted in the design of a patient-oriented
web site. By studying the organization creating the web site, the web site itself and users’
experiences with the site, this study provides in-depth insight in inscribing processes and
co-construction of assistive technologies such as information platforms intended to support
“active patients.” The results show that designers inscribed two co-design roles that active
patients were expected to perform on the web site: co-designing own healthcare and
co-designing the healthcare of other patients. To perform these roles, patients needed to have at
least eight different competencies, including technical computer skills and information skills. The
consequences of these inscriptions will be further discussed in this section.
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We illustrated that the target group of MijnZorgnet.nl was every Dutch citizen (with specific
expectations regarding chronically ill patients under age 50). However, the question is whether
the aim to script everybody in the design of the web site was supported by the technological
choices that were made. This is an important question because it has implications for who is
facilitated to be active and who is not, which is also of normative consequence – especially in the
case of healthcare.

The technological choices seemed to be based on both macro and micro dynamics (Oudshoorn
et al., 2004). The wish to change the current healthcare system into a more patient-centered
system, by stimulating personalized care and reducing fragmentation of care, was an influencing
macro dynamic that fit within broader healthcare policy. It resulted in the idea to create a web site
that, through use by active patients, would make the health network of the patient visible, leading
to improved coordination and communication between physicians and between physicians and
patients. However, the web site design was also influenced by micro dynamics, namely the
I-methodology: designers own competences were used as a point of reference in the creation of
the web site. The combination of these dynamics resulted in a scripted web site design that could
be used optimally when patients had at least eight different types of skills and were facilitated to
use these skills. However, not all users had these competences or had conditions, for instance
leading to coordination problems, that influenced their ability to use the web site. As a
consequence, users did not use certain aspects of the web site, used the web site in a different
way than intended, or were even scripted-out (i.e. excluded from use) (see, e.g. Wyatt et al.,
2002), which makes it problematic to suggest that the web site was built for every Dutch citizen.
It also makes clear that designers cannot only underestimate users’ competences, leading to
frustrated users who experience feelings of discrimination, as Ravneberg (2012) has illustrated,
but that they can also overestimate users’ competences, thereby influencing users’ ability to use
the web site. The level of design of assistive technologies must thus take different users with
different conditions/(dis)abilities into account, as the specific characteristics of these groups can
influence their degree, level or pace of “activity” (Czaja et al., 2013), and often ask for specific web
site design requirements (see, e.g. Fischer et al., 2014). The importance of focussing on
individuals and their interaction with computer systems, and thus on the functionality and usability
of web sites, is also confirmed in human-computer interaction literature (Shackel, 2009).

The consequences of scripted designs not only have implications for the inclusion and exclusion
of users, but also for the roles patients were expected to perform. Active patients were to become
more integrally bound up in their own care, as well as in the care of others. They, for instance, had
to help other patients by providing experiential knowledge, a process in computer sciences also
known as “social scripting” (Lau, 2007). However, if patients do not know where to post their
experiential knowledge (as they did not always knew the difference between functionalities), or
when they do not use the web site in the “right” way (e.g. when they shared experiences through
private e-mails instead of public messages), they could not contribute to the care of (many)
others. Technological choices thus not only determine who is facilitated to be active and who is
not, but they also influence the extent to which already active peers are able to perform
health-related (self-care) activities. To meet the high expectations of ICT applications in
healthcare, it is therefore important to keep monitoring whether technological choices still
correspond with the goals that technologies have to establish.

The scripting literature of Akrich (1992, 1995) and Oudshoorn et al. (2003, 2004) used in this
paper is helpful to illustrate that designers’ technological choices and inscribing practices
influence who is able or facilitated to become a (more) active patient and who is not, which is
important to take into account in the active patient-ship debate. However, using this literature
also illustrates another important aspect for this debate: By creating “scripts” patients are also
able to deviate from these scripts (Akrich, 1992; Oudshoorn et al., 2004), potentially leading to a
“right” or “wrong” way to be active and doing the right kind of activity, but in the wrong place.
Thus, the often-made distinction between “active” and “passive” in the active patient-ship
debate, we argue, is insufficient for understanding daily practice, as there are more gradations to
make. Because an understanding of activities that should be avoided or performed elsewhere
could also clarify which types of activities could and/or should be performed (Eldh et al., 2008),
future research could focus on these kinds of activities to learn more about the active patient.
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Designers adapted the web site according to “incorrect” use of it by active patients. As patients’
actions led to reshaping the technology, it illustrates that patients also function as web site
co-designers. Although co-design activities to change and improve services usually take place by
talking to users to bring their experiences to the fore to indicate improvement areas and solutions
(Bate and Robert, 2007), co-design can thus also take place “indirectly” when technologies are
adjusted on basis of observed user behavior. However, as our results indicate that it is not
always possible to observe the “wrong” use of the web site and to reshape the web site
accordingly, it remains crucial to include patients within the development of a technology, for
example by interviewing them, to ensure better alignment between intended and actual uses
(Eisma et al., 2004).

Note

1. Since the choice for the communities and their characteristics was made prior to this study, it is beyond
the scope of this paper.
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