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Abstract

Background: The involvement of persons with lived experiences of mental illness and service use is increasingly
viewed as key to improving the relevance and utility of mental health research and service innovation. Guided by
the principles of Community-Based Participatory Research we developed an online tool for assisted self-help in
mental health. The resulting tool, PsyConnect, is ready for testing in two communities starting 2014. This case study
reports from the design phase which entailed clarifying very basic questions: Who is the primary target group?
What are the aims? What functions are priorities? Roles and responsibilities? What types of evidence can legitimize
tool design decisions? Here we highlight the views of service users as a basis for discussing implications of user in-
volvement for service design and research.

Case description: PsyConnect has become a tool for those who expect to need assistance over long periods of
time regardless of their specific condition(s). The aim is to support service users in gaining greater overview and
control, legitimacy, and sense of continuity in relationships. It has a personalized “my control panel” which depicts
status → process → goals. Functionality includes support for: mapping life domains; medication overview; crisis
management; coping exercises; secure messaging; and social support. While the types of evidence that can
legitimize design decisions are scattered and indirectly relevant, recent trends in recovery research will be used to
guide further refinements.

Discussion: PsyConnect has undoubtedly become something other than it would have been without careful
attention to the views of service users. The tool invites a proactive approach that is likely to challenge treatment
cultures that are reactive, disorder-focused and consultation-based. Service user representatives will need to play
central roles in training peers and clinicians in order to increase the likelihood of tool usage in line with intentions.
Similarly, their influence on tool design has implications for choice of methods for evaluation.

Conclusions: Starting down the path of service user involvement in intervention design fosters commitment to
follow through in the remaining implementation and research phases. While this can be time-consuming and less
meriting for researchers, it is probably vital to increasing the likelihood of success of person-centered service
innovations.
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Background
The involvement of persons with lived experiences of
mental illness and service use is increasingly viewed as key
to improving the relevance and utility of mental health re-
search and service innovation [1,2]. Indeed, funding bod-
ies increasingly require user involvement as a prerequisite
for awarding grants [3]. One approach to user involve-
ment is community-based participatory research (CBPR),
which is characterized by systematic inquiry, with the par-
ticipation of those affected by the health problem, for the
purposes of education and action or effecting social
change [4]. Rather than being a research method, CBPR is
an approach towards research that emphasizes “equitable”
engagement of all stakeholders throughout the research
process, from problem definition through data collection
and analysis to the dissemination and use of findings to
help effect change [5]. CBPR begins with a topic of im-
portance to the community with the aim of combining
knowledge and action for social change to improve com-
munity health and eliminate health disparities [5].
The current study started with the question of how in-

formation and communication technologies (ICT) such
as Internet and mobile phones can improve user involve-
ment and collaboration in community mental health ser-
vices. Evidence of the effectiveness of online mental
health tools is accumulating rapidly, along with know-
ledge of how to maximize benefits [6,7]. Nevertheless, it
typically takes 14–17 years before this type of knowledge
is translated into practice [8]. The speed with which
Internet and mobile technologies emerge and are re-
placed outstrips our knowledge of their effects, and our
ability to exploit them in healthcare. While controlled
studies are essential to our knowledge base, equal atten-
tion is needed on refining research designs that iteratively
incorporate experiential and research-based knowledge
into design and evaluation processes in real life contexts
[9]. This is vital in ensuring that results are timely, rele-
vant and beneficial to those who we seek to help.
This case report is from a 1½ year pre-project and de-

velopment phase of an online tool for assisted self-help
in community mental health. Guided by the principles of
CBPR we developed a tool called PsyConnect, which will
be tested from the start of 2014 in two “communities” –
i.e. service users and their service providers within pri-
mary and specialist levels of care in the north and south
of Norway. The design specifications resulting from
these processes serve as a point of departure for this
paper. We retrospectively reconstruct the processes and
rationales that led to answers to the overriding questions
that stakeholders initially faced: Who is our primary tar-
get group? What objectives and outcomes should we
have? What functions and content should be prioritized?
Who is responsible for appropriate use of the tool?
What types of evidence can legitimize our decisions?
This case report highlights the perspectives of service
users in this process. The objective is to illuminate the
implications of service user involvement in service
innovation and research, thus serving as a basis for
discussion about how service user involvement might
further evolve in light of new technologies for assisted
self-help.

Case description
Starting with an idea and a question to community
stakeholders
In line with CBPR, researchers contacted stakeholders
within two Norwegian regional community service cen-
ters for mental health with an unrefined idea: to adapt
an existing online tool for assisted self-care to the needs
of service users in mental health. Stakeholders included
the local Learning and Coping Center, which trained
many service users in how to contribute their experien-
tial knowledge, e.g. in projects, committees and teaching.
Other stakeholders included a hospital and its affiliated
outpatient clinics, and local municipal units that provide
all primary health and care services. Through a series of
meetings, researchers gave an overview of available
online health tools for assisted self-help and presented
research supporting their potential for improved care
[10-12]. One of these tools was Connect 2.0, a platform
that has been extensively tested for cancer patients, and
that includes several modules: a) secure messaging, b)
discussion forum, c) symptom-registration which inter-
acts with d) symptom-specific self-help information, and
e) a diary [13,14].
Stakeholders were asked: Can community mental

health service users and their providers benefit from a
tool like this? If so, will you participate in determining
how it should be adapted to best meet the needs of ser-
vice users?
All stakeholders confirmed their commitment to this

endeavor under the condition of funding. Funding the
work required to prepare grant proposals that will in turn
secure funds for the actual project can be a stumbling
block for CBPR [15]. Fortunately, several stakeholders,
including service users, volunteered their time in a pre-
project that included writing a grant proposal, and fund-
ing was awarded from the start of 2012. This in itself was
a milestone since CBPR protocols diverge from traditional
health research in ways that can make them difficult to
fund [16]. Thus, we embarked on a process with no spe-
cific goals other than to design a system that stakeholders
could believe in and commit to testing.

Practice-research team
Once funding was secured, we established a practice-
research team in line with the principles of CBPR [17].
The team includes three service users, representing a
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total of 45 years’ first-hand experience of mental health care
for various mental health conditions. Their ages ranged
from 25 to 50 years. These team members committed to
contributing as much of their time and knowledge as they
were capable. One service user (LSE) was employed 80% to
work more consistently with the programmers and to en-
sure continuous input from the other service users. Other
team members included clinicians from the municipality,
outpatient clinic and mental health hospital, together with
IT-experts who participated as required. We also worked to
build a broader network through open workshops in the
north and south of Norway. DG functioned as team leader
and PhD candidate MS was coordinator.

Mutual learning and trust
Monthly meetings in the practice-research team lasted for
4 hours with a break for lunch. The first few meetings fo-
cused on getting to know each others’ experiences, cap-
abilities and interests in the project, and on discussions of
our overriding questions. We continuously worked to cre-
ate an environment of trust where no question or issue
was too big or small. Service users learned to help re-
searchers and clinicians tame their jargon, often using
humor. Participants were encouraged to suggest items for
the next meetings’ agenda, and continuous dialogue by
phone and email between meetings was also encouraged.
Educational sessions (e.g. available internet tools, thera-
peutic approaches) were also scheduled as part of several
meetings. The monthly meetings were documented with
minutes detailing discussion topics, decisions and plans.
Slowly but surely we became a well-functioning team that
shared a common understanding of what we wanted to
achieve and how.

Overriding questions
The sections below are organized around the overriding
questions that guided discussions throughout the
process: Who is our primary target group? What objec-
tives and outcomes should we have? What functions and
content should be prioritized? Who is responsible for
appropriate use of the tool? What types of evidence can
legitimize our decisions? Here we summarize team dis-
cussions and the rationales for decisions made, highlight-
ing the views of service users.

Who is our primary target group?
Who should we work to help? Discussions of this topic
touched on various dimensions such as needs during
different phases (preventative/pre-diagnosis, treatment,
rehabilitation), diagnoses (e.g. affective, psychosis), as well
as service issues (e.g. fragmentation, resources). Rather
than “copying” existing, well-tested diagnosis-specific tools
for mild conditions (e.g. anxiety, depression, PTSD) –
which we assumed that we could adapt if appropriate – we
decided to address the largely unmet needs of those with
persistent conditions and multiple service providers. In-
creasingly, service users held that our work should be non-
condition-specific and person-centered and support continu-
ity across levels of care (primary, secondary, tertiary). The
following paraphrased quote from service users on the
team illuminates the rationale for this focus:

“I’ve had numerous diagnoses over the years, and none
of them seem to influence the treatment I receive. I
want a tool that I can use over time, independent of
my current condition, or the favorite theory of whoever
happens to be my main provider at a given time”.

While this person-centered perspective became a guiding
premise in the design process, it also introduced concerns,
particularly in light of local and national efforts to dissem-
inate best practice protocols. Clinicians and researchers
were concerned that the broader and less specified the tar-
get group, the greater the difficulty of gaining legitimacy
among clinicians, as well as in detecting (publishable) out-
comes. Nevertheless, the challenges of those with multiple
conditions in need of long-term support in everyday life
evolved as our primary focus.

What are our objectives and expected outcomes?
Researchers and clinicians tended to focus on goals reflect-
ing traditional outcomes such as symptom reduction,
adherence, service consumption, and satisfaction. While
this was acceptable to service users, they argued that goals
formulated along these lines were uninspiring and little
related to their lives. After numerous discussions around
this issue we ultimately arrived at the following common
vision: PsyConnect supports service users in guiding their
lives in the direction they choose, in accordance with their
personal values. This was broken down into three main
goals for our work. “PsyConnect aims to support mental
health service users in:

1) Gaining an overview and greater control over aspects
of their personal lives that affect their health and
well-being.

2) Legitimizing their personal knowledge, strengths and
values in the formation of services provided by
healthcare.

3) Experiencing a greater sense of continuity of care and
relationships with and between providers”.

Service user representatives held that these goals were
key for achieving the more traditional outcomes sought by
clinicians and researchers. In addition to avoidance of
diagnosis-driven content, service users held that the tool
should reflect generic, “humanistic” needs and values.
Thus, we decided to try for both: a flexible, generic support
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tool that also allowed for subsequently incorporating other,
more condition-specific protocols as appropriate.

What functions and content should be prioritized?
The functions that we ultimately decided upon as key to
achieving the above objectives are available to service
users through a secure user interface that conforms to
Norway’s strict data security standards [18]. The specific
functions are listed below in Table 1 in the left-hand col-
umn. The right-hand column summarizes the rationales
discussed within the team, particularly highlighting the
views of service users.
Many of the functions are displayed within a “my control

panel” image that gives a sense of direction from status
(e.g. life domains) → process (e.g. activities, exercises) →
goals. One of the most important advantages service users
expected of PsyConnect is that they would no longer need
to repeat the same information over and over again for
new providers. They envision this contributing to a sense
of continuity for both themselves and providers.

Who is responsible for appropriate use of the tool?
Issues related to responsibilities arose throughout the de-
sign processes. Our assessment of similar tools [10,19,20]
found that they were mainly used at clinics either from
pre-consultation kiosks and/or during consultations. To
our knowledge, the information generated during these
encounters remains accessible to service users only when
they are together with their clinician, who is responsible
for quality and data protection.
In contrast, we sought a tool that could serve as a shared

“meeting place” where service users can work either inde-
pendently or together with providers, who can also access
the site independently. Shared access – key to the collab-
orative profile of the tool envisioned by our team – never-
theless poses challenges. In particular, clinicians expressed
concerns about the legal status of user-generated content
and whether they would be held responsible for faulty or
alarming content. Service users have held that the tool
should be “owned” by service users. Thus, service users
should also be responsible for the information that they
put into the tool. As one expressed it:

“We are ultimately responsible for our own recovery
process in any case, why not also for PsyConnect?”

Despite underlining both on the website and in individ-
ual written agreements that service users were respon-
sible for content and use, clinicians remained uneasy
about having access to service users’ sites. This was par-
ticularly the case for the medication module. Rather than
having access, they preferred to receive information/
questions directly from service users in the form of a
message. If clinicians judge information in PsyConnect
relevant to the medical record, they can transfer it to
medical records through standard national message for-
mats without having to log onto the tool separately.
Services users, on the other hand, reacted to these types

of efforts to “protect” providers (e.g. legally and practic-
ally). They argued that if it is in fact best for service users
that providers use the system in specific ways, then pro-
viders should be willing to do so. Regarding family mem-
bers’ access, service users decided that they should only
have access if service users themselves allowed family
members to use service users’ personal ID. The pilot study
will help illuminate these issues. Concerning our efforts to
anticipate and assess risks, and formulate appropriate,
clear-cut legal guidelines, our legal advisor noted that it is
not possible to avoid all potentially unwanted situations
through regulations; nor should regulations substitute for
relational trust and good communication.

What types of evidence can legitimize our decisions?
Listening to and comprehending service users’ and clinicians’
insights and priorities, while coupling this with research that
helped us critique and refine our design decisions, was a
continuous, iterative process. While the evidence-base of
diagnosis-specific interventions designed to reduced symp-
toms is substantial, research supporting the type of generic,
multiple-module, user-controlled tool that was taking shape
is scattered and only indirectly relevant.
During the early stages of this process, various domains

of research were examined in terms of their ability to jus-
tify and elucidate the objectives and priorities of our
team. Among these are approaches loosely referred to as
“Third wave psychotherapies” which are gaining empir-
ical support [21,22]. These are a heterogeneous collection
of approaches, all of which build on the principles of cog-
nitive behavioral therapy (CBT), but which are modified
by approaches such as acceptance and commitment
treatment, mindfulness, and behavioral activation. These
can in turn be linked to transdiagnostic approaches to
emotional disorders, approaches that have emerged in
light of the high rates of current and lifetime comorbid-
ity, and the cross-over effects of treatments based on
CBT [23]. Several of the exercises in our database are
derived from these approaches, although we have avoided
flagging any specific approach.
Another domain of research – self-management in

chronic care – can be said to take the “transdiagnostic”
perspective a step further by distilling common principles
of care across mental and physical disorders [11,24,25]. A
number of well-tested guidelines for self-management
across conditions have emerged from this literature and
have inspired some of the content in modules related to
physical and mental coping strategies. We nevertheless
found that much of this literature was more medically
oriented than was appropriate for our purposes.



Table 1 Functions in the service user interface and rationales for design

Functions as presented to service users in PsyConnect Main rationales from the team, with an emphasis on service user
perspectives

What is important in my life:

Here you can write a brief statement about your values, or the things
that matter most to you in your life.

Although several team members found the concept of values difficult pin
down, they were inspired by literature that addressed values, or similar
concepts such as purpose, meaning, hope. The value statement is visible
on the opening page.

Life domains:

Here you can describe your current situation within different life
domains (school/occupation, social life, mental and physical health,
housing, finances). You can also describe what helps and hinders you
in living as you would like.

This module departs from the original symptom-monitoring module
found successful for cancer patients [13]. Our service users argued that
symptom monitoring would be unhelpful and “depressing” in bad pe-
riods. Instead, they held that free text options for describing their status in
different life domains would not only help them gain better overview, but
also facilitate constructive communication with providers.

My medications:

Here you can list which prescribed and non-prescribed medicines you
take, how they are intended to help you, your experiences with them,
and notes or questions to your doctor.

Services users report uncertainties about their various medications, both
prescribed and non-prescribed. Also, they often forget to broach their
questions and concerns during consultations. The information in this
module is accessible to providers only when the service user sends it as a
message. (See next section about responsibilities.)

Network map:

Here you can make a map of all the people you have a relationship
with. You can change their placement on the map according to how
close or distant a relationship you feel.

Service users have found paper drawings of networks to be valuable,
particularly during lonely down periods. In PsyConnect, contact
information is linked to each respective person in the map.

Exercises:

Here you will find different exercises that can help you strengthen
your skills in areas that you might want to improve. The exercise
categories are: coping, strengths, collaboration, and lifestyle. You can
also make your own exercises, and ask to be reminded to do exercises
according to your own schedule.

Service users find that having exercises to do between consultations is a
good way to maintain focus. The categories and exercises mainly focus on
building resources, although some support problem analysis. Services
users and their providers select exercises and can design new exercises
according to needs.

Crisis management:

Here you can make an overview of warning signs or triggers and plan
how you can prevent yourself from getting worse. You can also
specify what you want your helpers to do if you experience an acute
situation.

This is an online version of a paper-based form for crisis management that
team members had positive experiences with. Service users believe that
having the crisis management plan available online will make it
easier for them to make relevant updates and, importantly, automatically
update their helpers.

Monitoring:

Here you can choose to register information about various aspects of
your daily life, for example, sleep, nutrition, physical activity, social life,
medications, and assessment of relations with helpers. If you make
registrations over a period, you can create a graph to help you see
how these aspects might be related to your health and well-being.

While researchers sought standardized registrations, service users wanted
a simple selection of smiley-icons that depicted their mood at a given
time, along with a free-text field for notes. Also, they view the
incorporation of interactive lifestyle-related content to be an important
dimension for mental health.

Goals and activities:

Here you can formulate goals that you want to work towards. You can
also describe activities that can help you achieve these goals. If you
want helpers to assist you, you can invite them to participate.

Service users have had good experiences formulating and working with
goals and maintained that this was an important function. They wanted
goals to be displayed as processes, organized thus: status (e.g. life
domains) → process (e.g. activities, exercises) → goals.

Good to know:

Here you will find information about PsyConnect and how you can
adapt it to your own needs and daily life. You will also find a list of
links to articles and information about mental health and well-being.
Short stories and articles from other service users are also found here.

It is important that the workspaces are not overloaded with information,
although much is available through “read more” links. All available
information has been assessed for quality and all sources are cited.

My helpers:

Here you can list contact information to your helpers and family. This information is available to all those with access to the service user’s
site. Service users decided that family members would only have access if
service users allowed them to use service users’ personal ID.
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Table 1 Functions in the service user interface and rationales for design (Continued)

Messages:

Here you can communicate with your helpers in a secure way, and
the content can be integrated with providers’ various electronic
medical records.

This module was barely discussed as it is fundamental to the collaborative
profile of the tool.

Forum:

In the discussion forum you can anonymously meet other users of
PsyConnect. There you can share experiences with others in similar life
situations.

To underline the social support profile of this forum, it is only available to
service users, although it is monitored by a health professional (who is
not acquainted with the users).

Diary:

This is your personal notebook where you can jot down thoughts,
memories, or ideas. This might be useful in preparation for
consultations, or for follow-up questions.

There were few discussions about this module since it was already
available and believed useful by service users. It is not accessible to
anyone but the user.
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The domain that ultimately resonated closest with the
team’s values and objectives stems from recent trends in
recovery literature [26,27]. In March 2012, the Substance
Abuse and Mental Health Services Administration (USA)
announced an updated working definition of recovery as:
“a process of change through which individuals improve
their health and wellness, live a self-directed life, and
strive to reach their full potential” [28], p. [3]. Notably,
this contrasts with traditional medical models of mental
illness where “clinical” or “service-based” definitions of
recovery are equated with cure [26]. Rather than recovery
from mental illness, which implies cure as the goal, this
new approach focuses on supporting the process of being
in recovery. The team found that much of what we had
arrived at during the design process reflected this orien-
tation to recovery and that further revisions of the tool
should seek to harmonize even closer to the domain of
recovery.
Researchers’ concern with finding legitimacy for design

decisions, and in choosing validated evaluation instru-
ments, gave rise to crucial discussions within the team.
Service users reported being “fed-up” with some of the
standardized instruments which the researchers were con-
sidering. They found the instruments invasive and irrele-
vant to their lives: that the instruments failed to reflect
our goals of overview/control, legitimacy and continuity.
The publication of a systematic review of instruments for
measuring mental health recovery [26] was timely in help-
ing us narrow down our search for instruments. Import-
antly, an inclusion criterion for instruments assessed in
this review was that users had been involved in their
development. Since none of these are in Norwegian, we
will initiate translation and validation of the instruments
selected by our team, simultaneously refining new mea-
sures proposed by our service users.

The next steps
The next phase of the project will pilot test PsyConnect
in two communities from the start of 2014. We will con-
tinue to iteratively adapt the tool together with local
stakeholders in a small rural community in northern
Norway, and a large urban community in southern
Norway. Communities include primary, secondary and
tertiary levels of care that are involved in the care of the
recruited service users. The practice-research team that
was responsible for development will be reorganized into
two local teams with respective steering committees that
will oversee the piloting processes. These committees
will also include service users that have not been in-
volved in the development phase. The timeframe for the
pilot study is one year.

Discussion and evaluation
PsyConnect has undoubtedly become something other
than it would have been without significant influence
from service users. It has resulted in a tool that service
users on our team find relevant for their needs in daily
life, but that also challenges current practices in mental
health care. While clinicians’ wishes and concerns have
been addressed, PsyConnect is a service users’ tool, and it
represents a shift in activity and locus of control towards
service users. After wandering among many different
types of evidence to legitimize our decisions, we have
found a “home” in more recent approaches to recovery,
where evidence remains to be amassed [26]. We hope
that PsyConnect can eventually serve as a platform for
collecting evidence and further developing this approach.
Outsiders have periodically questioned the representa-

tiveness of the service users and clinicians on our team.
No one has questioned the representativeness of the re-
searchers. Obviously, the representativeness of partici-
pants will be an important issue after the pilot, when we
test the tool under controlled conditions. For innovative
discovery processes such as ours, shared visions and
values, along with breadth of experience and roles
among team members, are fundamental. The process of
design has been genuinely co-creative. Distinguishing
between respective contributions, as done in this paper,
somewhat obscures the dynamics of what took place.
Team members’ knowledge and opinions evolved over
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time, and were driven towards common goals by mutual
curiosity and respect for diverse areas of expertise.
While PsyConnect can facilitate recovery-oriented prac-

tices, it is only a tool. Its value will be closely linked to
organizational and cultural adaptations within clinical
practices that are aligned with recovery thinking. Our
main concern is that clinicians will miss opportunities to
proactively engage service users in their own recovery.
This will not be due to unwillingness, but rather to a clin-
ical culture that is more consultation-based and reactive,
than proactive. It is well known that adherence to, and
positive outcomes of, online self-help tools increases sig-
nificantly when coupled with prompts like “how did you
do on your last exercise?”, even if these prompts are auto-
matically generated [29]. While our tool also allows for
automated prompts, it is mostly designed to strengthen
existing relationships between service users and care pro-
viders within their community. Our experience suggests
that this will be easier to achieve within the municipal
health services, than within specialist services.
Clinicians’ concerns about being swamped with mes-

sages and having to reorganize their schedules to formu-
late responses can be an important barrier. We have not
found any evidence to support these concerns, although
this issue will be followed closely during the pilot. Rather,
we hypothesize that the majority of service users will not
misuse the lowered threshold for contact through
PsyConnect, but will rather be respectful of clinicians’
time constraints.
We have little knowledge about levels of digital access

and literacy within our target group. Internet penetration in
Norwegian households is currently 94% [30]. Once national
data security regulations for mobile health applications are
in place next year, we will move PsyConnect to a mobile
phone-based platform, which we assume is more accessible
to our group. The pilot community in the North has
already noted that several interested PsyConnect users lack
PCs and Internet access. Thus local initiatives are underway
to find used PCs and fund training. As quality-assured on-
line health interventions grow in number, disparities in
Internet access will become unacceptable in countries like
Norway, where equity in access to healthcare, regardless of
income or geography, is a fundamental right.
A major insight from the processes described in this

case report is that service user involvement – to the ex-
tent that we have practiced it – obligates. This is not just
due to personal relations, or to our commitment to fol-
lowing a CBPR approach. It unfolds from what PsyCon-
nect has become. No one is more capable in conveying
the intentions and functionalities of PsyConnect than
the service users on our team and their network of
peers. Their role in ensuring the quality of training of
service users and clinicians in the pilot study is thus un-
questionable. Further, when a researcher asks service
users their opinion of a questionnaire that is popular in
psychological research, and they respond that it is inva-
sive and irrelevant to their lives, then it becomes difficult
for the researcher to use that instrument. This is not be-
cause researchers cannot ignore service users’ views, but
rather because it forcefully exposes the gap in relevance
between mainstream research and the interests and lives
of service users. While mental health activists have ar-
gued this viewpoint for many years [1], experiencing it
first hand is persuasive.
Our study illustrates a participatory approach to itera-

tively incorporating experiential and research-based
knowledge into system design and evaluation. Participa-
tory approaches like CBPR are expected to speed transla-
tion of knowledge into practice, along with reducing
health disparities [5,9]. To strengthen this type of ap-
proach, scientific communities need to share not only the
outcomes of system use, but also the rationales for deci-
sions made in research and service design processes. If it
is clear why a certain decision has been made, it is easier
to incorporate the crucial aspects into rapidly developing
new technologies, as well as identify how new technolo-
gies might be responsibly put to use. Decisions are not
just based on research, but also on values and cultural
contexts of participants. This is an important justification
for service user involvement and approaches such as
CBPR. Increased skills in these approaches should better
enable us to exploit new technologies in ethical, timely
and culturally relevant ways.
Conclusion
Starting down the path of involving service users in inter-
vention design fosters commitment to follow through
also in the implementation and research phases. While
this work can be time-consuming for researchers, and
give little return in terms of prestige, it is probably vital
to increasing the likelihood of success of person-centered
service innovations.
Competing interests
The authors declare that they have no competing interests.
Author information
DG is a PhD, psychologist and senior scientist with 20 years’ experience
heading telemedicine and ehealth research and development projects. Her
focus has been on person-centered systems for different health conditions,
including mental health.
MS has several years’ experience as a psychiatric nurse, is now a PhD fellow
at Oslo University Hospital as well as a consultant at the Department of
Psychiatry Blakstad, Division of Mental Health and Addiction, Vestre Viken
Hospital Trust.
LSE is among the first service users in Norway to have completed a training
program that qualifies as a mental health service user consultant. For many
years she has been voicing the experiences and concerns of service users in
Norway and is now completing a newly developed course for co-researchers
in mental health.



Gammon et al. International Journal of Mental Health Systems 2014, 8:2 Page 8 of 8
http://www.ijmhs.com/content/8/1/2
Authors’ contributions
All authors participated in the design of the study, funding acquisition, and
conceptualization of the case report. DG made a first draft, MS and LSE
made substantial edits. All authors read and approved the final manuscript.

Acknowledgements
The authors thank team members and supportive colleagues for their
inspirational and constructive collaboration; Gunn-Helen Kristofferen, Camilla
Dyrhol Paulsen, Arne Lillelien, Johanna Muri, Britt Eriksen, Finn Jørgensen
Holo, Cornelia Ruland, Gro Berntsen, Marianne Westeng, Karin Sørli, Idar
Lettrem, Kari Vang, Per Tømmer, Stein Jakob Nordbø, Yizhak Itzchaki, Arne
Hassel, Fredrik Svensen, Frederik Klokk Holst, Marianne Ollivier, Eva Skipenes
and Ellen K. Christiansen Eli Arild. We also thank Extra Foundation and the
Norwegian Research Council for funding.

Author details
1Norwegian Center for Integrated Care and Telemedicine, University Hospital
of North-Norway, Tromsø, Norway. 2Center for Shared Decision-Making and
Collaboration Research, Oslo University Hospital, Oslo, Norway. 3Department
of Psychiatry Blakstad, Division of Mental Health and Addiction, Vestre Viken
Hospital Trust, Asker, Norway.

Received: 8 December 2013 Accepted: 5 January 2014
Published: 9 January 2014

References
1. Wallcraft J, Schrank B, Amering M: Handbook of service user involvement in

mental health research. West Sussex: John Wiley & Sons; 2009.
2. de Wit M, Abma T, Koelewijn-van Loon M, Collins S, Kirwan J: Involving

patient research partners has a significant impact on outcomes research:
a responsive evaluation of the international OMERACT conferences. BMJ
open 2013, 3(5).

3. Mercer SL, Green LW, Cargo M, Potter MA, Daniel M, Olds SR, Reed-Gross E:
Reliablility-tested guidelines for assessing participatory research projects.
In Community-based participatory research for health: from process to out-
comes. 2nd edition. Edited by Minkler M, Wallerstein N. San Francisco:
Jossey-Bass; 2008:407–433.

4. Green LW, Mercer SL: Can public health researchers and agencies
reconcile the push from funding bodies and the pull from communities?
Am J Public Health 2001, 12:1926–1929.

5. Minkler M: Linking science and policy through community-based
participatory research to study and address health disparities. Am J
Public Health 2010, 100:S81–S87.

6. Hilvert-Bruce Z, Rossouw PJ, Wong N, Sunderland M, Andrews G:
Adherence as a determinant of effectiveness of internet cognitive
behavioural therapy for anxiety and depressive disorders. Behav Res Ther
2012, 50(7–8):463–468.

7. Depression and anxiety - computerised cognitive behavioural therapy (CCBT)
(TA97). http://www.nice.org.uk/guidance/TA97.

8. Green LW: Making research relevant: if it is an evidence-based practice,
where’s the practice-based evidence? Fam Pract 2008, 25(1):i20–i24.

9. Chambers D, Glasgow R, Stange K: The dynamic sustainability framework:
addressing the paradox of sustainment amid ongoing change. Implement
Sci 2013, 8(1):117.

10. Drake RE, Deegan PE, Woltmann E, Haslett W, Drake T, Rapp CA:
Comprehensive electronic decision support systems. Psychiatric services
(Washington, DC) 2010, 61(7):714–717.

11. Lorig K: Living a healthy life with chronic conditions: self-management of heart
disease, arthritis, diabetes, depression, asthma, bronchitis, emphysema and
other physical and mental health conditions. Boulder, Colo: Bull Publishing;
2012.

12. Stein B, Kogan J, Mihalyo M, Schuster J, Deegan P, Sorbero M, Drake R: Use
of a computerized medication shared decision making tool in
community mental health settings: impact on psychotropic medication
adherence. Community Ment Health J 2013, 49(2):185–192.

13. Ruland CM, Holte HH, Roislien J, Heaven C, Hamilton GA, Kristiansen J,
Sandbaek H, Kvaloy SO, Hasund L, Ellison MC: Effects of a computer-
supported interactive tailored patient assessment tool on patient care,
symptom distress, and patients’ need for symptom management
support: a randomized clinical trial. Journal of the American Medical
Informatics Association: JAMIA 2010, 17:403–410.
14. Ruland CM, Maffei RM, Børøsund E, Krahn A, Andersen T, Grimsbø GH:
Evaluation of different features of an eHealth application for
personalized illness management support: cancer patients’ use and
appraisal of usefulness. Int J Med Inform 2013, 82(7):593–603.

15. Thompson B, Ondelacy S, Godina R, Coronado G: A small grants program
to involve communities in research. J Community Health 2010,
35(3):294–301.

16. Minkler M, Blackwell AG, Thompson M, Tamir H: Community-based
participatory research: implications for public health funding. Am J Public
Health 2003, 93(8):1210–1213.

17. Wells K, Staunton A, Norris K, Bluthenthal R, Chung B, Gelbarg L, Jones L,
Kataoka S, Koegel P, Miranda J, et al: Council CHIC: building an academic
community partnered network for clinical services research: the
community health improvement collaborative (CHIC). Ethn Dis 2006,
16:3–17.

18. The Norwegian data protection authority. Authority TNDP; 2013. http://www.
datatilsynet.no/English/.

19. Woltmann EM, Wilkniss SM, Teachout A, McHugo GJ, Drake RE: Trial of an
electronic decision support system to facilitate shared decision making
in community mental health. Psychiatric services (Washington, DC) 2011,
62(1):54–60.

20. Priebe S, McCabe R, Bullenkamp J, Hansson L, Lauber C, Martinez-Leal R,
Rossler W, Salize H, Svensson B, Torres-Gonzales F, et al: Structured patient
clinician communication and 1-year outcome in community mental
healthcare: cluster randomised controlled trial. Br J Psychiatry 2007,
191(5):420–426.

21. Kahl KG, Winter L, Schweiger U: The third wave of cognitive behavioural
therapies: what is new and what is effective? Current opinion in psychiatry
2012, 25(6):522–528.

22. Hayes SC, Smith S: Get Out of your mind and into your life: the new
acceptance and commitment therapy. Oakland, CA: New Harbinger
Publications, Inc.; 2005.

23. Nolen-Hoeksema S, Watkins ER: A heuristic for developing transdiagnostic
models of psychopathology: explaining multifinality and divergent
trajectories. Perspect Psychol Sci 2011, 6(6):589–609.

24. Bodenheimer T, Wagner EH, Grumbach K: Improving primary care for
patients with chronic illness. JAMA 2002, 288(14):1775–1779.

25. Coulter A, Ellins J: Effectiveness of strategies for informing, educating,
and involving patients. BMJ 2007, 335:24–27.

26. Sklar M, Groessl EJ, O’Connell M, Davidson L, Aarons GA: Instruments for
measuring mental health recovery: a systematic review. Clin Psychol Rev
2013, 33(8):1082–1095.

27. Deegan PE, Drake RE: Shared decision making and medication
management in the recovery process. Psychiatric services (Washington, DC)
2006, 57:1636–1639.

28. Substance Abuse and Mental Health Services Administration (SAMHSA):
SAMHSA’s working definition of recovery. USA: U.S. Department of Health and
Human Services; 2012.

29. Wangberg SC, Bergmo TS, Johnsen JAK: Adherence in internet-based
interventions. Patient Preference and Adherence 2008, 2:57–65.

30. Population statistics. www.ssb.no.

doi:10.1186/1752-4458-8-2
Cite this article as: Gammon et al.: Service users’ perspectives in the
design of an online tool for assisted self-help in mental health: a case
study of implications. International Journal of Mental Health Systems
2014 8:2.

http://www.nice.org.uk/guidance/TA97
http://www.datatilsynet.no/English/
http://www.datatilsynet.no/English/
http://www.ssb.no/

	Abstract
	Background
	Case description
	Discussion
	Conclusions

	Background
	Case description
	Starting with an idea and a question to community stakeholders
	Practice-research team
	Mutual learning and trust

	Overriding questions
	Who is our primary target group?
	What are our objectives and expected outcomes?
	What functions and content should be prioritized?
	Who is responsible for appropriate use of the tool?
	What types of evidence can legitimize our decisions?
	The next steps


	Discussion and evaluation
	Conclusion
	Competing interests
	Author information
	Authors’ contributions
	Acknowledgements
	Author details
	References


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /PageByPage
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails true
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams true
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<

    /BGR <>
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000500044004600206587686353ef901a8fc7684c976262535370673a548c002000700072006f006f00660065007200208fdb884c9ad88d2891cf62535370300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef653ef5728684c9762537088686a5f548c002000700072006f006f00660065007200204e0a73725f979ad854c18cea7684521753706548679c300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /CZE <>
    /DAN <>
    /DEU <>
    /ESP <>
    /ETI <>
    /FRA <>
    /GRE <>

    /HRV <>
    /HUN <>
    /ITA <>
    /JPN <>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020b370c2a4d06cd0d10020d504b9b0d1300020bc0f0020ad50c815ae30c5d0c11c0020ace0d488c9c8b85c0020c778c1c4d560002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /LTH <>
    /LVI <>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken voor kwaliteitsafdrukken op desktopprinters en proofers. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /POL <>
    /PTB <>
    /RUM <>
    /RUS <>
    /SKY <>
    /SLV <>
    /SUO <>
    /SVE <>
    /TUR <>
    /UKR <>
    /ENU (Use these settings to create Adobe PDF documents for quality printing on desktop printers and proofers.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /ConvertColors /NoConversion
      /DestinationProfileName ()
      /DestinationProfileSelector /NA
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure true
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles true
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /NA
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /LeaveUntagged
      /UseDocumentBleed false
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [595.440 793.440]
>> setpagedevice


