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Forord

Generelt om V-CHI technical report serie

Neaervaerende rapportserie, udgivet af Virtuelt Center for Sundhedsinformatik, formidler resultater og erfa-
ringer fra forsknings- og udviklingsprojekter i sundhedsinformatik. Det er hensigten, at rapporterne pri-
meert skal praesentere materialet pa et tidligt tidspunkt i forsknings- og udviklingsprocessen og dermed give
mulighed for fagligt feed-back til forfatterne. Rapporterne kan saledes indga som et vaesentligt element pa
vejen fra forsknings- og udviklingsside til publikation i internationalt peer-reviewed tidsskrift. Rapportseri-
ens redaktionskomite antager derfor ogsa manuskripter, der ikke preesenterer afsluttede feerdige arbejder.
Man ser pa manuskriptets egnethed som indlaeg i en faglig diskussion og opfordrer laeserne til at kommen-
tere og kritisere rapporterne, enten direkte til forfatterne eller gennem redaktionskomiteen. V-CHI kan,
hvis redaktionskomiteen finder det relevant, udgive supplement til og reviderede versioner af allerede ud-
sendte rapporter. Status for en given rapport og dens efterfglgende “trade” vil veere tilgeengelig pa www.v-
chi.dk. Kun ved aben konstruktiv kollegial kritik kan vi opna den ngdvendige kvalitet i vores arbejde.

Specifikt om narvaerende rapport

Projekt "Online patientbog” er gennemfgrt i samarbejde mellem Aalborg Sygehus og Aalborg Universitet
som et centralt element i det ph.d.-projekt, der er dokumenteret med ph.d.-afhandlingen: The patients’
health informatics tool - Exploring the possibilities. A Web 2.0 application for men with prostate cancer.
Ph.d.-studiet er gennemfert af sygeplejerske, cand.cur., ph.d. Charlotte D. Bjgrnes med vejledning af pro-
fessor Christian Nghr fra Aalborg Universitet, Institut for Planlaegning og Virtuelt Center for Sundhedsin-
formatik, og med projektvejledning fra Aalborg Sygehus, Arhus Universitetshospital: Sygeplejerske,
cand.cur., ph.d. Charlotte Delmar og sygeplejerske, cand.cur., ph.d. Birgitte S. Laursen.

Patienter og sundhedsprofessionelle har vaeret inddraget i design og udvikling af det nye Internetbaseret
informations- og kommunikationsredskab Online patientbog med afsat i spgrgsmalet: Hvad har patienten
behov for, for at veere tryg i sit patientforlgb? Svarene herpa er omsat til indhold og funktioner i redskabet,
der er udviklet i et teet samarbejde med it-eksperter og eksperter i klinisk praksis. Dermed har fokus veeret
at imgdekomme patienternes behov for information og kommunikation i deres behandlingsforlgb.

Online patientbog blev implementeret i klinisk praksis pa Aalborg Sygehus september 2009. Ved at kunne
tilbyde maend med prostatacancer adgang til en personlig Online patientbog far sundhedsprofessionelle i
klinisk praksis et konkret arbejdsredskab i kontakten til patienterne. Redskabet giver den enkelte patient
adgang til generel information, individuel monologbaseret information og dialogbaseret online kontakt
med identificerbare og kendte sundhedsprofessionelle og medpatienter.

Evaluering af Online patientbog, efter det fgrste ars drift, viser, at redskabet har stor veerdi for patienterne.
Det Internetbaserede informations- og kommunikationsredskab g@r det muligt at vaere den aktive patient,
fordi redskabet bidrager til tryghed, frihed, indsigt og overblik.

Med brugerinvolvering som et centralt element igennem hele projektet skylder vi stor tak til patienter, der
har deltaget i interview, test af redskabet eller har evalueret deres oplevelser som brugere af Online pati-
entbog. Ligeledes en stor tak til de mange eksperter fra klinisk praksis, der deekker forskellige faggrupper,
og systemudviklere og programmerer fra Region Nordjyllands IT udviklingsafdeling.

Charlotte D. Bjgrnes

Virtuelt Center for Sundhedsinformatik
Institut for Planlaegning

Aalborg Universitet

Oktober 2011
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Abstract

A considerable focus in the PhD project was to explore the qualitative effects of a new health
informatics tool. The tool was designed, developed, and implemented as a part of the research
process. Using Web 2.0 technologies, the health informatics tool aimed to meet the informa-
tion and support needs of a group of patients, specifically men with prostate cancer undergo-
ing radical  prostatectomy  surgery. Thus, the Online Patient  Book®

(www.onlinepatientbog.dk) was designed as an example of a patients’ health informatics tool.

The evaluation generates insights in the tool’s ability to meet the patients’ needs during their
course of treatment and care. This substantiation of the qualitative effects contributes to an
understanding about the potential of such health informatics tools.
To explore the possibilities of health informatics tools became the central part of the PhD
project. However the primary focus was to get an insight in how men with prostate cancer
experience a course of treatment based on short stays at the hospital. The number of men di-
agnosed with prostate cancer has increased by more than 51 percent from 2000 to 2009. Pre-
viously, these men were hospitalized up to 19-20 days in relation to the surgery. Today the
stays in hospital are less than three days, and the time still decreases towards planned dis-
charge the day after surgery. In addition, the men have to visit the outpatient clinic numerous
times both before and after the surgery. The short contacts reduce the patients’ time for in-
formation and support. To explore consequences experienced by the patients the existing lit-
erature was searched through and secondary an interview study was completed. The literature
survey and the interview study substantiated the relevance in designing a new health infor-
matics tool as the men experienced lack of information, support, and dialogues with the
healthcare professionals in their course of treatment and care. These two studies also depicted
how a new health informatics tool could be design to meet the needs of these men.
Based on innovative thinking and using a bottom-up design the patients as well as the health-
care professionals were involved throughout the designing and developing of the Online Pa-
tient Book®, by applying various participatory methods, such as interviews and design work-
shops. Subsequently, the health informatics tool was implemented as a part of the standard
care in a specified clinical practice. Patients’ experiences, as users of the resource tool, were
generated by Internet-based interviews.
This research project substantiates:

» Qualitative effects of health informatics tools, which are designed using a bottom-up

approach, developed, and implemented to meet the needs of a specific group of pa-

tients in a specific context
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That men older than 50 years are active Internet users, when healthcare professionals
invite the men to use a Internet application, which combines Web 1.0 and Web 2.0
technologies

That men experience accessibility of the healthcare professionals via the asynchro-
nous environment Web 2.0 technologies offer

That the patients’ need for general and individualized information can be accommo-
dated by adding a Web 1.0 and Web 2.0 application as a part of the standard care

The potential of integrating Internet technologies in the future patient information and
communication

The potential of health informatics tools that integrate the patients needs in the design.

This thesis illustrates how working with and in a dialectical connection between theory and

practice throughout the research project develop nursing practice in a specific clinical setting.

At the same time the dialectical connection generated knowledge which has applicability to

go beyond the immediate setting, in relation to insight in:

L

How men with prostate cancer experience their contacts to the healthcare profession-
als in a course of treatment and care based on short stays at the hospital. For example
the importance of both general and individualized information and support

How men as patients experience and use a health informatics tool as their tool in their
course of treatment. The tool empowers the men, as it assists the patients in being ac-
tive participants in their own care with the freedom to use the tool as and when
needed. These health informatics tools can enhance the continuity of care, through the
patients’ increased ability to stay in control, which reduce the dependence on the
healthcare professionals

How it is important that future health informatics systems incorporate the needs of the
patients, during the design phase. A primary focus on the patients could support a
health informatics design that compasses the patients’ needs and thereby enable the
patients to continue their normal day of life

How patients and healthcare professionals can participate in both the designing and
developing phase via various participatory methods based on a bottom-up design and
guided by the hermeneutic philosophy, which emphasizes the importance of dialogues

in generating new knowledge.
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Abstract in Danish

Patienternes sundheds-it redskab — en udforskning af mulighederne.

En Web 2.0 applikation for mand med prostata cancer.

Et vesentligt fokus i ph.d.-projektet var at undersege mulige kvalitative effekter ved et nyt
sundheds-it redskab, der blev designet, udviklet og implementeret som en del af forsknings-

processen. Online patientbog® (www.onlinepatientbog.dk) blev udviklet som et eksempel pa

patienternes sundheds-it redskab. Ved at anvende Web 2.0 teknologi var hensigten at imede-
komme behov for information og stette hos mand med prostata cancer, der gennemgér kirur-
gisk behandling i form af radikal prostatektomi. En kvalitativ evaluering af redskabets an-
vendelse 1 klinisk praksis bidrog til en indsigt i og forstaelse for potentialet i sundheds-it red-
skaber, der specifikt udvikles til at imedekomme patienternes behov i deres behandlingsfor-
lob.
Forskningsprojektet blev indledt med en undersegelse af, hvordan meend med prostata cancer
oplever kontakten med sundhedsprofessionelle 1 kirurgiske behandlingsforleb, der bestér af
en kort indleeggelse med ambulante konsultationer for og efter operationen. Antallet af mand,
der diagnosticeres med prostata cancer har varet stigende. Fra 2000 til 2009 steg antallet med
mere end 51 %. M@nd der behandles med kirurgisk fjernelse af prostata var tidligere indlagt 1
op til 19-20 dage. I dag er indleggelsen i1 forbindelse med operationen mindre end tre dage,
med fortsat reduktion hen mod planlagt udskrivelse dagen efter operation. Et litteraturstudie
og efterfolgende et interview studie blev gennemfort for at afdekke mulige konsekvenser af
den dermed reducerede tid for information og stette fra sundhedsprofessionelle. I studierne
afdekkes det, at patienterne savner individuel information, stette fra og dialog med sund-
hedsprofessionelle. Fundene understottede relevansen af og gav samtidig ideer til, hvordan et
nyt Internetbaseret informations- og kommunikationsredskab kunne designes for at imede-
komme patienternes behov.
Inspireret af innovativ tenkning og med afset i et bottom-up design blev patientbrugere og
sundhedsprofessionel brugere inddraget i design og udvikling af Online patientbog®. Bruger-
inddragelsen skete via interviews og workshops.
Efter implementering i klinisk praksis gennemfortes en evaluering. Patienternes oplevelse
som brugere af sundheds-it redskabet blev undersogt via Internet-baseret interviews.
Evalueringen viser at:

B Sundheds-it redskaber har kvalitative effekter, nar der i design og udvikling tages af-

s@t 1 og er fokus pa patienternes behov, og redskabet herefter implementeres 1 kli-
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nisk praksis med henblik péd at imedekomme behov hos en konkret gruppe af patien-
ter 1 en konkret kontekst

Mand over 50 &r har interesse 1 og er aktive brugere af Web 1.0 og Web 2.0 applika-
tioner, der tilbydes af sundhedsprofessionelle som informations- og kommunikati-
onsredskab i mandens behandlingsforleb

Mand oplever at det er nemt og fordelagtigt at fa kontakt med sundhedsprofessio-
nelle via det fleksible miljg som Web 2.0 teknologier tilbyder

Patienters behov for generel og individuel information kan imedekommes ved at til-
byde Web 1.0 kombineret med Web 2.0 applikationer som en del af standard pleje
planen

Internet teknologier er et potentiale i den fremtidige patient information og kommu-
nikation

Sundheds-it redskaber, der inddrager patienternes behov i design udger et potentiale.

Afhandlingen viser, hvordan en forskningsproces kan udvikle den konkrete kliniske praksis,

nar der

arbejdes med og i dialektikken mellem teori og praksis igennem hele processen. Den-

ne dialektik genererer samtidig viden, der kan have betydning ud over den konkrete kontekst

ved indsigt i:

[

Hvordan mand med prostata cancer oplever deres kontakt med sundheds-
professionelle 1 behandlingsforleb, der bygger pd korte kontakter. Generel sdvel som
individuel information er for eksempel vasentlig

Hvordan mend oplever og benytter sundheds-it systemet som deres redskab. Et red-
skab som de kan bruge igennem hele deres behandlingsforleb til at indgd som aktive
partnere og som understotter deres frihed, idet de kan benytte redskabet ndr de har be-
hov og tid. Mand oplever derved en kontrol i eget forleb, hvilket reducerer oplevel-
sen af at vere athangig af sundhedsprofessionelle og kan bidrage til oplevelse af
sammenhang i forlebet

Hvordan det er essentielt, at patienternes behov inddrages i1 design. Et primert fokus
pa patienterne og deres udtrykte behov giver mulighed for at udvikle sundheds-it red-
skaber, der imedekommer patienternes behov og derved understetter patienternes mu-
lighed for at fortsette deres normale liv og hverdag

Hvordan en hermeneutisk tilgang kan inspirere til brugerinddragelse i design og ud-
vikling af sundheds-it redskaber. Den hermeneutiske dialog kombineret med et bot-
tom-up design kan involvere patienter og sundhedsprofessionelle i udvikling af red-

skabet og generere ny viden.
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Preface
The front page of the PhD thesis illustrates a screenshot from the website: The Online Patient

Book® (www.onlinepatientbog.dk).

The screenshot is supplemented with a short quote:

Explore the possibilities

- This quote is shown on some of the license plates in Tasmania. As a part of the PhD study, I

explored University of Tasmania and parts of the fantastic culture and nature of Tasmania.

Exploring is what a PhD study is all about (Ordbogen.com, 2011):

If you explore a place, you travel around it to find out what it is like.

If you explore an idea or suggestion, you think about it or comment on it in detail,
in order to assess it carefully.

If you explore something with your hands or fingers, you touch it to find out what
it feels like.

If people explore an area for a substance..., they study the area and do tests on
the land to see whether they can find it.

The philosophical position hermeneutics is a non-naturalistic approach to human
existence, which explores the various media of cultural formation and meaning
generation in both individual and collective perspective. Philosophical Herme-
neutics reflects the fact that what it means to be a person (or group of persons, an
institution, a nation,...) depends on one’s understanding of being that particular
person... It is the plurality of the discourses of our understanding, which consti-
tutes the human way of being... Philosophical hermeneutics delivers a pivotal
contribution to our understanding of modern society. It provides an insight of the
cultural and historical mechanisms which constitute our modern self understand-
ing and thus our reality (PHH Aarhus University, 2011).

The aim of this thesis is to explore health informatics by travelling around it and think about
and comment on it in detail, in order to assess it carefully, and by exploring it in both an indi-
vidual and collective perspective.

Maybe health informatics has the possibilities (Ordbogen.com, 2011)?

If you say there is a possibility that something is the case or that something will
happen, you mean that it might be the case or it might happen.

10
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Definition of terms

This pre-section contributes to a summary of core terms utilized throughout the thesis as well
as in Paper I-IV. The definitions of the terms are primarily based on The large online diction-
ary in Denmark (Ordbogen.com, 2011) and in the perspective of the current research proc-

CSS.

Contact: Contacts are situations or conditions where persons are able to exchange informa-
tion, attitudes, feelings and so on. This means that both availability (of the persons) and ex-

change-ability (the ability and opportunity to exchange) is central.

Short stays: Related terms are: Short stay surgery and short stay patients. Means planned
discharge within a few days. Specified to men with prostate cancer treated with prostatec-

tomy surgery, with a length of stay less than five days (in 2007).

Prostatectomy surgery: A prostatectomy (radical prostatectomy) is an invasive surgery to
remove the whole prostate gland including the tumour, when men are diagnosed with prostate
cancer. Radical prostatectomy is most often done when the cancer has not spread beyond the
prostate gland. The aim of the operation is to cure the cancer.

The surgical procedures includes: Radical retropubic prostatectomy (traditional open sur-
gery); Laparoscopic radical prostatectomy; Robotic-assisted laparoscopic prostatectomy.
Prostatectomy is associated with side effects such as urinary incontinence and impotence.
Other treatment options for prostate cancer are: radiation therapy; hormone therapy; active

surveillance.

Disempowerment is reduced amount of control that someone has over a situation or over
their life. The feelings of powerlessness or helplessness.
The terms uncertainty and insecurity were used in operationalizing the term disempower-

ment.

Uncertainty is primarily attributed to the sensation of feeling unsure about the best action or

choice in a given situation.

Insecurity is to feel unsafe, uncertain; a state of doubt about the future or about what is the

right thing to do.
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Certainty is the state of being definite or of having no doubts at all about something. To feel

comfortable, confident, calm.

Security is to feel safe. A feeling of security is a feeling of being safe and free from worry.

Empowerment is the process of giving somebody power and status in a particular situation.
To give somebody more control over their own life or the situation they are in.

If someone is empowered to do something, they have the authority or power to do it.

Continuity of Care: Healthcare provided on a continuing basis from the initial contact, fol-

lowing the patient through all phases of treatment and care.

Healthcare System: The complete network of agencies, facilities, and all providers of health

care in a specified geographic area.

Highlight is used as synonym to: important, significant, or if something is said, point at, or

emphasized by several.

Web 2.0 technologies: Web 2.0 technologies establish dynamic websites, which allow the
users to do more than just retrieve information, as on Web 1.0 sites. Thereby Web 2.0 web-
sites differ from the static web pages established on Web 1.0 technologies where the users are
limited to passive viewing. A Web 2.0 website allows users to interact and collaborate with
each other in a dialogue. Users can provide and control the data on a Web 2.0 site. The con-
tents are user-generated and the users are interactive and able to communicate with each

other.

Health informatics systems vs. the patients’ health informatics tools: The objective of
health informatics systems is to support and document safe and effective delivery of treat-
ment and care to the particular patient and to the healthcare system in general: To solve prob-
lems around ineffectiveness and mistakes, e.g. in relation to medication, lack of communica-
tion between sections and between healthcare professionals. As such health informatics pri-
marily serve as information and communication tools for the providers of healthcare and the

network of agencies and facilities around; the healthcare system. These health informatics

13



PhD Thesis. The patients’ health informatics tool - exploring the possibilities.

systems are primarily open for and used by healthcare professionals and administrators within
the healthcare systems.

Categorized under health informatics systems, the term patient informatics use information
technologies to inform, teach, and empower patients to participate meaningfully in their
healthcare. Hence, the new health informatics system named the Online Patient Book® is a
patient informatics system. However, the purpose is primarily to meet the patients’ need in
their course of treatment and care. Therefore the term: The patients’ health informatics tool

is more precise.

The researcher: For consistency this term is utilized throughout the thesis, as synonymously
to the author of the thesis, meaning the PhD Student during the research process, the inter-
viewer in the phases of qualitative interviewing, and the project manager in relation to the

Online Patient Book®.
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1. Introduction

The thesis documents the results of a PhD project. Four papers are submitted and accepted for
peer review in international scientific journals. These manuscripts are attached as a part of
this document and will be referred to in the text by their Roman numerals.

The thesis must be seen as summarizing the research project. The thesis presents and con-
nects the papers by illustrating how they document various processes in and the results of the

four phases of the research process, as depicted in Figure 1.

Survey of the Interview Intervention Evaluation
literature study study study

Paper | Paper I

A
y

Paper lI Paper IV

Figure 1: The four phases of the research process and the relations to the research pa-
pers.

The thesis is structured as follows:

Section 2 describes the background to the whole research process.

Section 3 defines the aims of the research, which are outlined as research questions, which
again are operationalized in relation to the four phases of the research project.

Section 4 introduces the methodology and explains how the four phases are linked to each
other in this perspective and how the methodology guided the various use of methods during

the whole research process and the four phases. The methodology is operationalized in the
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methods. Preconceptions including theoretical preconceptions and ethical consideration are
presented.

Section 5-8 document the four phases of the research process in separated sections. The op-
erationalized research questions are attached to each phase. The four sections various in
length, according to the documentation of the individual phases in the attach paper manu-
scripts. Findings are summarized in relation to each phase. At the end of each section the par-
ticular phase is link to the whole research process:

Section 5 documents the literature survey.

Section 6 documents the interview study.

Section 7 documents the intervention and differs from the other three depictions, as the re-
sults of this process are a product; the technology itself.

Section 8 documents the evaluation study.

Section 9 combines the whole research process by means of reflections on the limitations in
the methods used in the project, the findings, and to the technology itself.

Section 10 contains the conclusion as it report the results of the whole research process in the
light of the research questions.

Section 11 suggests implications for the future.
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2. Background

The problem explored in this research process is born in nursing practice: The Department of
Urology, Aalborg Hospital, Aarhus University Hospital, Denmark. A growing number of the
patients, in urology departments in general, are men with prostate cancer, as the number of
men diagnosed with prostate cancer has increased with over 51 percent from 2000 to 2009. In
2009 prostate cancer ranked as the most frequent cancer among men in Denmark (National
Board of Health, 2010). Men with prostate cancer are going through very different course of
treatments from watchful waiting regime to active treatment as surgery, medication, or radia-
tion therapy. Therefore, men with prostate cancer are characterized as a diverse group, with
different needs in relation to their course of treatment and care. This underpins the relevance
in focusing on one of these groups.

In the particular urology department the number of men with prostate cancer treated with
surgery Radical prostatectomy has increased. At the same time the individual patient’s time at
hospital decreases. Previously, these men were hospitalized up to 19-20 days in relation to the
surgery (Litwin et al., 1997). In 2007, at the time the current research process was initiated,
the short stays in hospital, for men treated with prostatectomy surgery, were defined as three
to five days with admission the day before surgery. Today, in 2010-11, the men’s stays in
hospital are less than three days, with planned admission the day of surgery and planned dis-
charge the day after surgery.

Figure 2 illustrates the normal flow of formal contacts between the individual man with pros-
tate cancer and the healthcare professionals in a course of surgical treatment and care, accord-
ing to the particular Department of Urology. As depicted the individual patient will experi-
ence a course of 14-16 short formal contacts in outpatient clinics and one admission from the
day of surgery and discharge the day or two days postoperative. These contacts are even

strictly planned and specified according to the standard care plan.
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Figure 2: A flowchart of a standard plan for men with prostate cancer treated with
prostatectomy surgery.

Men with prostate cancer, undergoing a course of surgical treatment and care raise a general
issue based on the ongoing structural changes in the healthcare system. All around the hospi-

tal systems, an increasing number of patients are short stay patients, which means planned

19



PhD Thesis. The patients’ health informatics tool - exploring the possibilities.

discharge within a few days, and the time of hospitalization per patients still decrease (Larsen
et al., 2008; The Ministry of the Interior and Health, 20006).
In general the patients are satisfied with shorter stays in hospital (Husted et al., 2006; Kehlet,
2001; Marx et al., 2006). Discharge within one day is efficient and it confirms the quality of
the treatment. The patient is presumed cured and without having complications. However, the
patients’ have to learn to live with, and in, this new and unknown life situation. In relation to
men with prostate cancer treated with prostatectomy surgery, the men are for example faced
with and need to learn: how to handle the urinary catheter the first weeks at home after the
surgery; early recovery after a large operation; the risk for long-term side effects such as
urinary incontinence and impotence; and the risk for recurrence of the cancer. The healthcare
professionals often play a significant role in this process of learning, but due to the reduced
admission time at the hospital the patients have to learn quickly. This will be elaborated in
the following.
The short stay regime is organized around and depends on seeing the patient as an active
partner in his own course of treatment and care. In the particular context The North Denmark
Region (2006), it is described as:

The accelerated course.... which we call: The active patient course. The defini-

tion points to our position to support the patients to be active partners in their

course of treatment, with a focus on health in stead of disease. Thus, we recog-

nize the patient as healthy, however with a dysfunction, which can be cured. The

patients should be co-responsible in their own treatment and the way they live al-

ready before the surgery.
This illustrates how the patients need information and support to be active partners, and to
learn, what to do, in their own course of treatment. The healthcare professionals play a sig-
nificant role in this process (Danish Regions, 2006; Vinge, 2010; Wagner et al., 2005; Cahill,
1998; Gallant et al., 2002; Grum, 2008). However, the short contacts reduce the patients’
time for information and support, as contacts are defined as situations or conditions where
persons are able to exchange information, attitudes, feelings and so on (Ordbogen.com,
2011). Delmar (1999) describes how the nurses experienced that the short, quick contacts
limited their opportunity to think and act in their relation to the patients.
The patients and the healthcare professionals both rely on the opportunity to exchange infor-
mation. However, to exchange information is not enough, as human beings need to under-
stand and learn the information, to act upon the information. The patients generally want to

learn and to gain understanding for example on the diagnosis and consequences of treatment
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(Grum, 2008; Rasmussen et al., 2009)(Paper I and II). Understanding the consequences is an
important step for the patients to act upon the consequences. At the same time, healthcare
professionals need to learn about the individual patient, to target their care activities. Thus,
the patient needs to inform the healthcare professionals and the healthcare professionals need
to obtain and understand these information to know which questions, experiences, and re-
sources this individual patient brings into this unique and situated relation. In other words,
contacts open for dialogues, which are important, as human beings learn about each other
within dialogues; learn about feelings, experiences, hope, and so on (Hansen, 2005; Taylor,
2002; Gadamer, 2006). Accordingly, the dialogue is a process of learning to develop insight
and a kind of shared understanding for both patients and the healthcare professionals (Hopen,
2003). Essentially, the contacts between the individual patient and the healthcare profession-
als must include dialogues.

The Danish nursing philosopher M. Scheel is one of several nursing philosophers, who de-
scribe the importance of dialogues within nursing. The current research process is, however
in particular inspired by Scheel’s theoretical understanding, which will be elaborated in sec-
tion 4 of the PhD thesis. Scheel (Scheel et al., 2008) is inspired by several philosophers and
develops what is characterized as a practice-theory called: Interactional nursing. In Scheel’s
perspective dialogues are actions and nursing practice is described as communicative and
dialogue-based actions. In dialogues the individuals involve with each other and the world,
trying to understand and thereby recognizing each other. Scheel characterizes caring practice
as rational cognitive activities, which are of great importance for people’s lives, health, and
well-being. Hence, nurses need the dialogues to recognize, interpretive, and understand, to
get an insight in what is important for the individual patient, for example what the individual
needs to learn about in this particular course of treatment.

Thus, the short contacts reduce the time for these significant dialogues, whereby the patients
need to learn quickly in the short stay settings. This again, increases the demands on the
healthcare professionals’ qualities and skills in relation to these communicative and dialogue-
based actions (Vinge, 2010). Wagner et al (2005) describe how nursing practice has shifted
from somatic care to more counselling and guidance. Burt et al (2005) explain how shortened
hospital stays have the effect that the patients’ concerns and information needs must be fo-
cused and timely.

In the beginning of the current research process, the researcher experienced how the commu-
nity of nurses in the particular urology department expresses among each other, how they

would like to have more flexibility in their caring for these men. These descriptions at infor-
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mal meetings were elaborated during the research process at formal meetings through the
workshops. The nurses experience a contradiction between: the time for formal and specified
face-to-face contacts with the individual patient; the amount of information and guidance in
relation to the patient according to the standard care plan; and the individual patient’s need
for information and support.

To comply with the organisational changes future information and communication tools must
be designed in the light of possible consequences of the reduction in time of the formal face-
to-face contacts. At the same time, the nurses and the healthcare professionals in general en-
counter a growing number of patients, who are searching for information and support for ex-
ample by use of the Internet (Rasmussen et al., 2009; Rasmussen & Clemensen, 2009; Statis-
tics Denmark, 2011)(Paper I and II). Therefore, it is relevant to consider and explore the pre-
sent information and communication tools, too. At the same time, the rapid development in
the area of health informatics could be a possible way to support the important dialogues be-
tween the patients and the healthcare professionals. New technologies as Web 2.0 technolo-
gies allow the users to be active, as well as open for dialogue-based contacts. These opportu-
nities seem to comply with the demand for active patients and the need for dialogue-based
contacts between the individual patient and the healthcare professionals. Therefore the cur-
rent research project explores the possibilities of Web 2.0 technologies which demand an
insight in how men with prostate cancer experience their contact with the healthcare profes-
sional in general and in particular an online contact.

In the following section of the thesis these aims are specified in the research questions and

operationalized to be answered in four phases using diverse methods.
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3. Aims — research questions — operational questions

This section defines the aims of the research project. The aims are illuminated by means of
research questions, which again are operationalized in relation to the four phases of the re-
search project.

The patient group in focus is men with prostate cancer treated with prostatectomy surgery.
Specifically men undergoing a course of treatment with a length of hospital stay less than five

days, according to the status in 2007, at the beginning of the research process.

3.1. Research questions
The research questions were:

% How do men with prostate cancer, treated with prostatectomy surgery, experience
their contact with the healthcare professionals in clinical practice based on short
stays?

® How can an online contact contribute in the contact between men with prostate cancer

and the healthcare professionals?

3.2. Operational questions

The research questions were answered using different methods during the research process.

A literature survey was carried out to summarize the state of knowledge on how men with
prostate cancer experience their contact with the healthcare professionals and what these men
need and do to feel empowered. How the concept empowered is operationalized to feel se-
cure and certain is explained in section 4 of the current thesis. The specific operational ques-
tions in the literature survey were:

% How do men with prostate cancer, treated with prostatectomy surgery, experience
their contact with the healthcare professionals in clinical practice based on short
stays?

® What do patients need to feel secure and certain?

% What is the role of the Internet?

Secondary, the findings from the literature survey were used to explore how new information
and communication tools must be designed to accommodate the needs of men with prostate
cancer treated with prostatectomy surgery, in the light of existing literature on the subject.
The questions asked in this process of analysing the data from the literature survey were:

3 How should a new health informatics tool be designed to accommodate the needs of

the patients?
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» How do the present information and communication systems oblige the change to-
wards short contacts?

% How do men with prostate cancer treated with prostatectomy surgery utilize the Inter-
net?

In the second phase of the whole research process an interview study was carried out to con-
textualize the research questions in the specific culture and society; Denmark.

% How do men with prostate cancer, treated with prostatectomy surgery, experience
their contact with the healthcare professionals in clinical practice based on short
stays?

® What do patients need to feel secure and certain?

% How do men with prostate cancer treated with prostatectomy surgery utilize the Inter-
net?

» How should a new health informatics tool be designed to accommodate the needs of
the patients?

Based on the findings in the first phase of the research process, and nuanced via the second
phase, an intervention study was carried out in the third phase of the research project.

In this third phase, the intervention study, a Web 2.0 application, the Online Patient Book®,
was designed, developed, and implemented in clinical practice. Therefore, this phase does not
contributed to answering the research questions directly. Still, the operational questions were
utilized during the phase for example in the design workshops:

» What do patients need to feel secure and certain during their course of treatment and
care?

® What do patients need to enhance empowerment during their course of treatment and
care?

The intervention study was followed by an evaluation of the effects of the intervention for the
patients, as a fourth phase in the research process. The aim of the evaluation was to generate
insights in the tool’s ability to meet the patients’ need in their course of treatment and care.
This contributes to an understanding about the potential of such health informatics tools, par-
ticularly in the area of supporting continuity of care and the importance of dialogues. The
specific operational questions were:

® How can an online contact contribute in the contact between men with prostate cancer
and healthcare professionals?

® How can an Online Patient Book, as an example of the patients’ health informatics

tool, enhance the patients’ continuity of care?
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% How can dialogue based web applications, as part of an Online Patient Book®, im-
prove quality in the contact between male cancer patients and healthcare profession-
als?

® How can dialogue based web applications facilitate contacts between male cancer pa-

tients?

The answering of the research questions, meaning the operationalized questions, is explored
in an interdisciplinary field of nursing and health informatics, and therefore also influenced
by both nursing research and health informatics research.

However, the problem was born in nursing practice thus the approach and design were pri-
marily inspired by nursing research. According to the presentation of the practice-theory In-
teractional nursing by Scheel in section 2 of the current thesis, the research process was in-
spired by Scheel’s perspective. Scheel states that if the researcher wants to learn something
about nursing it is important to learn something about people, about persons (Scheel et al.,
2008). A hermeneutic approach compels the healthcare professionals, as well as the research-
ers, to recognize that each individual has a unique reality constructed by culture, language,
and tradition (Rodgers, 2005). Hence, the approach and design in the current research project
are primarily inspired by hermeneutic philosophy. As the hermeneutic perspective recognizes
that people have different experiences, perceptions, and viewpoints, the hermeneutic perspec-
tive generates insights and understandings, for example in relation to the individuals’ contacts
with one another, or using Scheel’s conceptualization interaction with one another. Therefore,
all four phases in the current research project were guided by hermeneutic philosophy, which

is elaborated and specified in the next section of the thesis.
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4. Methodology

In line with the former section the aims in this research project were to learn something about
how men with prostate cancer experience their contacts with healthcare professionals in gen-
eral and specifically online contacts. Given that this research explores the qualitative effects
of the health informatics tool, which is designed and implemented during the research proc-
ess, it is important to focus on the attitudes, understandings, and experiences of those indi-
viduals involved. Therefore, it is relevant to conduct the research within the hermeneutic phi-

losophy, which will be clarified in the current section of the thesis.

The four phases in the present research project were all guided by hermeneutic philosophy
inspired by the philosopher H.G. Gadamer (1900-2002). Gadamer made an important contri-
bution to hermeneutics in the twentieth century, primarily through his book Truth and
Method (2006). A central aspect in Gadamer’s work was to explore the nature of human un-
derstanding. Gadamer generated his philosophy on the hermeneutic tradition. Though,
Gadamer contributed to an ontological shift, as he saw the hermeneutic circle as a way of
being and living. Gadamer clearly states that hermeneutic is a way of thinking — a philoso-
phy. From that point of view interpretation is something that happens to the individual human
being, as questioning, understanding, and cognition is a way of being and living. To interpret
means to enter into a dialogue, direct one’s questions in the dialogue, and allow oneself to be
questioned back, and continuing this back-and-forth process towards a new understanding.
Human beings participate in this dialogical search for knowledge. In other words, hermeneu-
tic philosophy rests upon a dialogical foundation.

The inspiration from Gadamer in the current research process must therefore be recognized as
a contribution to the methods on the philosophical level. ‘To go hermeneutic’ is an art, not a
method. An art of questioning that for example the researcher needs to learn. The researcher
needs to act as a questioner by being in the art of questioning and testing, for example by
utilizing different types of dialogues during the research process.

From the hermeneutic perspective to ask a question means to bring into the open. The open-
ness of what is in the question, and consists in the fact that the answer is not settled. Gadamer
(2006) talks about: The knowledge of not knowing. However, the not knowing, which are
expressed via the question, places what is questioned in a particular perspective, as for exam-
ple the research questions in this research process. These questions direct and thematise the

following dialogical process. In order to be able to ask, one must want to know, which means
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knowing that one does not know. Gadamer (2006) explains how the subject matter is broken
open by the question and by that unfolded in a dialogue.

The dialogue is a process, an action, through which the individual comes to understanding.
This illustrates how dialogues are a kind of intervention in itself. The dialogue has an impact
on those who are partners in it, as they develop and reach a new understanding together. Ac-
cording to this perspective, by Gadamer (2006), knowledge is dialectical and dialogues gen-

erate new knowledge.

To understand what nursing is and what it means to be a nurse, the dialogues are significant,
both among nurses, interdisciplinary, and in relation to the ongoing society. The nursing phi-
losopher, which was presented already in the beginning of the current thesis (section 2),
Scheel (Scheel et al., 2008) emphasize the importance of dialogues in nursing by describing
that nurses needs dialogues. Scheel recognizes dialogues as actions, and nursing practice is
described as communicative and dialogue-based actions. Scheel also emphasizes the dialogue
between theory and practice. She points to the ongoing dialogue there has to be between prac-
tice and theory, meaning there must be a dialectical connection between theory and practice.
Theory forms practice and practice forms theory.

The current research project is inspired by Scheel’s practice-theory Interactional nursing
(1995; Scheel et al., 2008), which is developed in the Danish context. M. Scheel (1929-2007)
has made important contributions to nursing theory in the Danish context. However, Scheel is
inspired by several philosophers from other European countries as well as from USA and
Canada. Scheel herself describes how she is inspired by the long philosophical discussion in
relation to the dialectic between practise and theory. Scheel is for example inspired by the
philosopher C. Taylor. Taylor (Michelsen, 2008; Scheel et al., 2008) is one among several
philosophers who discuss the understanding of dialectic, which the philosopher Hegel repre-
sents. Hegel is the first philosopher, who emphasizes the unity instead of the dualism between
practice and theory. Taylor, as well as Scheel, recognise this viewpoint. Scheel describes how
theory and practice both informs and inspires each other. There is a synergy between theory
and practice. Scheel emphasizes how practice-theory as Interactional nursing must go beyond
the tradition in nursing, and instead challenge and question theory, practice, norms, and val-
ues and thereby hold on to an ongoing changeable and developing process of learning.

In the international nursing perspective Scheel draws some lines between her own practice-
theory Interactional nursing to the work of the nursing theorist P. Benner. Scheel as well as

Benner are inspired by Taylor according to the importance of the dialectic between theory
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and practice. Both Scheel and Benner describe how theory shapes practice, and practice
shapes theory. Scheel herself relates close to Benner according to this perspective by citing
Benner’s description that (Scheel, 1995): In the best of worlds, practice and theory set up a
dialogue that creates new possibilities (Scheel, 1995; Scheel et al., 2008).

The inspiration from the practice-theory Interactional nursing in the current research process
may thereby be seen in the light of these significant correspondences outside the Danish con-
text.

In summary, the current research process is primarily initiated by the nursing philosopher M.
Scheel, as the practice-theory Interactional nursing emphasizes the importance of the dialectic
between theory and practice and the importance of dialogues. The reason for choosing this
particular theoretical nursing perspective is though also driven by other core aspects in

Scheel’s theoretical understanding, which will be illuminated in the following.

Providing that the purpose of research is to generate new knowledge, which has applicability
beyond the immediate setting, the dialectical synergy between theory and practice may also
be a key point in relation to nursing science (Gerrish & Lacey, 2006). Hence, dialogues are
also important in nursing research. If nursing researchers want to go beyond the description
of nursing care to also develop nursing, the researcher needs the dialogue in practice, with the
practitioner. To have an impact on clinical practice, the nursing researcher, being the theore-
tician, may intervene in clinical practice using dialogues. However, already by intervening in
practice by dialogues, the researcher is a partner in the action, the dialogue actions. This
again illustrates the dialectic between theory and practice (Scheel, 2004). To know is closely
related to understanding and doing.

To Scheel (1995) the subject matter within nursing is human existence in health and sickness,
and the nurse’s role in this connection. Thus, nursing research needs to generate knowledge
about the human beings, and their opportunities and possibilities in relation to health, illness,
environment, and society. Scheel (1995; Scheel et al., 2008) also states that the basic to the
nursing profession is peoples’ interaction with one another. Interactions between people are
central in Interactional nursing practice-theory, as human existence is seen as co-existence
with other people. Human existence and autonomy depend on and develop through the de-
pendence on the other people. Thereby, nursing research also needs to generate knowledge
about human interactions, which is the aim in the current study, as the focus is on the contact

between men with prostate cancer and the healthcare professionals.
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To generate knowledge about interactions or as in the current research project about contacts,
the nursing researchers, being theoreticians, need the dialogue with the patients as well as the
healthcare professionals. A hermeneutic approach within nursing research, using questioning
and thereby generate dialogues as a method, enables a deeper and stronger awareness and
understanding of individuals’ perceptions, and thereby of the individuals’ attitudes, under-
standings, and experiences (Rodgers, 2005).

Therefore different types of dialogues were generated throughout the present research process
to generate new understandings. All dialogues were based on the research questions accord-
ing to the operationalized questions. The combination of different types of dialogues is illu-
minated in the next subsection of the thesis, by illustrating how the hermeneutic philosophy

inspired the approach to the process and in the phases.

4.1. Methods

According to the research questions the aims in this research project is to explore qualities,
which means to understand and document the qualitative aspects of the specified core themes
and the qualitative effects of the technology under investigation. Therefore a hermeneutic
approach was valuable, which will be further elaborated in this subsection.

The approach in the current research process is initiated by the research questions. A core
theme in the research questions is contact. In this context the term contact relates to the pa-
tients contacts in their course of treatment and care. Contacts are situations or conditions
where persons are able to exchange information, attitudes, feelings and so on (Ordbogen.com,
2011). Thus, contacts relate to: information, support, and dialogues. A core aim of the current
research process is therefore to understand how a specified group of patients experienced
information, support, and dialogues in their contacts. The hermeneutic approach by utilizing
dialogues contributes to understand these experiences of contacts.

Additionally, the research questions depict that the current research process aimed to make
the contacts technological by establishing opportunities for online contacts. An innovative
approach initiated this process of developing and implementing a new technology (Jergensen
et al., 2009).

Thus, the core themes in the research questions depict the significant inspiration from diverse
perspectives to the approach. The hermeneutic philosophy inspires the back-and-forth process
by means of dialogues, which generated the new understandings. The innovative approach

inspired the continually movement away from the starting point, which generated the new
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tool. Thus, core aspects in the hermeneutic philosophy as well as in the innovative thinking
guided the research process.
The core aspects in the hermeneutic philosophy that guided the research process were:
® Recognition of the primacy of the questions. The research questions direct the an-
swering in the current research. These directions are described and pointed out by the
operationalized questions, which makes the particular perspective explicit
® Emphasizing the role of the preconceptions, and by that illuminate it prior and impli-
cate it during the process
¢ Working with and in the dialectical connection between theory and practice: Theory
forms practice and practice forms theory
® Utilizing the circularity of dialogues to generate new understandings. Human being
participates in a dialogical search for knowledge for example by being partners in a
continuous back-and-forth process between understanding the whole of the subject
under investigation and considering parts of it
® Combining the understandings with actions. The understanding of, and insight in, the
meanings, are utilized and combined with the implication
a Considering the researcher as a part of the researched area, as the researcher being the
questioner also always are a part of the dialogues in which the new understandings are
generated.
The different types of dialogues that were established in the four phases of the present re-
search process, as depicted in Figure 1 (section 1), to generate new understandings, were as
follows:
¢ Literature survey in which the dialogical search for knowledge was conducted by
means of dialogue with findings in earlier study relevant for the question; how men
with prostate cancer experienced their contact with healthcare professionals
® Interview study in which the dialogical search for knowledge was conducted as quali-
tative interviewing supplemented with Internet-based interviewing
¥ Intervention study in which the dialogical search for knowledge was conducted as
workshops
® Evaluation study in which the dialogical search for knowledge was conducted as

Internet-based interviewing.

The four phases depict that the primary focus of the research process was to get an insight in

how men with prostate cancer experience their contact with the healthcare professionals in a
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course of treatment based on short stays at the hospital. However, the four phases also depict
that the possibilities of health informatics tools became a central focus of the current research
project.
Combining the diverse stages of the research process illustrates how the ongoing dialectic
game between theory and practice, generated new understandings throughout the process. A
problem experienced in clinical practice was explored in and substantiated by the survey of
the literature. Already at this early stage of the process, new understandings were generated.
During this learning process a new theoretical idea came up, to develop a health informatics
tool for these men. This theoretical idea was then specified and implemented as a new tool in
clinical practice. The values of the new tool in clinical practice were subsequently understood
in the light of the researcher’s theoretical preconceptions (see subsection 4.5).
Thus, the current research evolved to an innovative process meaning (Jergensen et al., 2009):

3 From an idea to possible value
And become an intervention study meaning (Bygholm et al., 2009; Holloway, 1997; Polit et
al., 2001; Lorensen et al., 2003):

® From an experienced and substantiated problem to use and evaluate the effects of a

tool in clinical practice.

This illustrates how the research, though already early in the process, became inspired by
innovative thinking, according to the continuous generation of new knowledge, and thereby
grew into an innovative, intervention process.
According to the present research project the innovative intervention thinking does not make
a large distinction from the hermeneutic thinking. This is for example sustained by the em-
phasizing of the ongoing dialectic between theory and practice in both perspectives, as de-
picted above. Still, it is relevant to discuss two of the core elements in the hermeneutic think-
ing in a process oriented perspective.
First it is relevant to discuss the term parts. In hermeneutic the whole may be understood in
the perspective of the parts. In a process oriented perspective as in an innovative, intervention
study the term phases are more adequate. The terms innovation and intervention relate to
processes, as innovation also means a process of change, and intervention means a process of
actions. A process is defined as a course, whereby something happens, either naturally or due
to a line of actions, so that something is changed or developed (Ordbogen.com, 2011). Sum-
marizing, an innovative intervention study is a process of actions and changes.
Therefore, the current research is a process and the diverse stages of the process may be un-

derstood as phases and not as parts, which was more relevant according to the hermeneutic
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thinking. Though, Gadamer (2006) himself actually refers to the term process, as he charac-
terizes the individual dialogue as a process of coming to an understanding. Every understand-
ing, meaning dialogical search for knowledge, is a process of actions and changes.

As such the research process consists of phases, and each phase consists of processes by
means of dialogues. From a hermeneutic perspective every understanding is itself a herme-
neutical process, a specified process which must be understood in relation to the whole re-
search process.

Secondly it is relevant to discuss the circularity in the hermeneutic thinking. In the perspec-
tive of Gadamer the hermeneutic circle does symbolise development, as the dialogical search
for knowledge, which are depicted according to the circularity, is always a search for new
understandings. From the perspective of Gadamer (2006), the circle symbolizes the continu-
ally search for new knowledge. A circle, we live in and do not step out of, but develop in.
However, the circle can be understood as just moving around in the same circle without any
progress or development. Therefore the hermeneutic circle is sometimes replaced by a spiral,
which symbols a progress by the continually movement away from the starting point (Kjerup,
1997). From an innovative perspective this distinguishing feature is important, as the spiral
covers the process of developing, creating, or formatting something new (Jorgensen et al.,
2009).

By combining the hermeneutic philosophy with the process oriented perspective, the progress
of understanding and doing all through the current research process can be depicted as a spi-
ral. The spiral relates to the process thinking, as the spiral signals a process, in which one
phase depends on the former phases and at the same time relates to the next phase. The un-
derstanding and action were generated in a back-and-forth process between theory and prac-
tice by means of diverse dialogues. Seen as a process of designing and developing a product
each repetition in the process is an iteration, where the result of one iteration is used as a
source for the next iteration (Joergensen et al., 2009; Ordbogen.com, 2011). At the same time,
these iterations associate with the hermeneutic philosophy, as one phase must be understood
in an ongoing dialogue with the other phases and the whole research process. The research
process is thereby an iterative process where each phase of the process provides new knowl-
edge by which the understandings, and thereby preconceptions of the persons involved, con-
tinuously move. Therefore the current research pictures the circularity using a spiral, as illus-
trated in Figure 3.

However, this emphasizing on progress by means of actions does not conflict with the per-

spective of Gadamer (2006). In the perspective of Gadamer understandings are always also
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actions, as to understand is to do. In other words the understandings are movements.
Gadamer actually points to a sort of spiral himself, by describing that the understanding is
always a movement in the circle, and moreover this circle is continuously expanding, since
the concept of the whole is relative, and being integrated in even larger contexts always af-
fects the understanding of the individual phase. Introducing the spiral is therefore not a re-
draw from the hermeneutic philosophy of Gadamer (2006). Instead the spiral illustrates how
the approach in the current research process combined the hermeneutic philosophy with the

innovative thinking.

The depiction of the research process as a spiral is corresponding to the perspective of Scheel,
as she emphasizes the synergy between theory and practice. Nursing research must go beyond
the tradition in nursing, and instead challenge and question theory, practice, norms, and val-
ues and thereby hold on to an ongoing changeable and developing process of learning.

Figure 3 illustrates a spiral, which gives a picture of the innovative process in combination
with the hermeneutic perspective on understanding. Understandings and actions are generated

in a back-and-forth process between theory and practice by means of diverse dialogues.
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Figure 3: The research process as a spiral.
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Thus, Figure 3 reports the four phases in the current research project. As mentioned earlier in
this subsection of the thesis, the four phases were:
® A survey of the literature
® Interview study
a Intervention study: Developing and implementing
» Evaluation study
Combining the four phases the suggestion was to:
¢ Utilize the dialectic between theory and practice to shape both
a Utilize diverse dialogues to generate new knowledge, which at the same time is used
by further actions
x Utilize the single phase to support the spiral meaning the progress and thereby the
continuously movement away from the starting point. The movement in the innova-
tive perspective is the developing of a product based on the idea of it.
The dialogical search for knowledge can then be sustained across the phases of the research
process. In addition, the dialogical search for knowledge was also implicit in the individual

phases.

In the sections 5-8 of this thesis, the four phases will be illuminated one by one. In each sec-
tion the focus will be on how the search for new understandings was supported by different
methods by description of the processes in each phase. In every one of the four sections the
new understandings are summarized according to the findings. The connection between the
phases will also be made explicit.

According to the survey of the literature and the evaluation study the illumination will mainly
be summaries as these phases are described in depth in Paper I-IV.

The interview study is not presented in full in any of the four papers hence it is described in
more detail in section 6.

The intervention study differs as the results of this process is a product; the technology itself.
Therefore, the process of the intervention study is clarified in section 7. The other three
phases result in empirical data, which were analysed and the findings are summarized in rela-

tion to each phase.

4.2. Qualitative interviewing

As described in the prior subsection the dialogical search for knowledge was also implicit in
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the individual phases of the research process. The different dialogues conducted implicit in
the individual phases were also listed in the subsection above. This list illustrates that qualita-
tive interviewing was used in the evaluation study in addition to in the interview study. In the
interview study the qualitative interviews were primarily face-to-face interviews. These in-
terviews were supplemented with Internet-based interviewing. In the evaluation study all in-
terviews were conducted using Internet-based interviewing.

The face-to-face interviews as well as the Internet-based interviews were grounded on the
hermeneutic philosophy. According to the hermeneutic stance, knowledge is generated during
the interviews and affects both partners, meaning that both partners gain new understandings.
This is already pointed to earlier in the thesis. In addition, it is emphasized that the generation
of new knowledge is directed by the preconceptions of the dialogue partners. In research this
means that the answering in the individual interview is directed by the operationalized re-
search questions, which are generated upon the researcher’s preconceptions. This aspect is

elaborated among other aspects according to qualitative interviewing in the following.

The hermeneutic inspiration was operationalized through the usage of the book Interviews by
S. Kvale. The English version, second edition, has a second author S. Brinkmann (Kvale &
Brinkmann, 2009). In all aspects of the interview processes the researcher reflected upon the
detailed description of being an interviewer and doing interviews by Kvale and Brinkmann
(2009). An example of that is the dimension of having men as the study population. The de-
scriptions by Kvale and Brinkmann inspired the researcher to reflect on this aspect, and sub-
sequently to utilize earlier studies to make specified decisions in the interview processes. This
is elaborated in subsection 4.5., which is one of the following subsections.

Kvale and Brinkmann (2009) connect to the generation of knowledge in dialogues by their
recognition of an interview as an inter-change of views between the participants. The knowl-
edge is constructed in the interaction between the interviewer and the participants. This inter-
dependence of interactions and the generation of knowledge correspond with Gadamer’s phi-
losophy. Like Gadamer, Kvale and Brinkmann (2009) define the specified interview, mean-
ing the dialogue, as a process. They describe that interviewing is an active process where the
participants through their relationship produce knowledge, as such the partners in the inter-
view dialogue involves as co-constructors of knowledge, which again points to actions and
possible changes for both partners.

As illustrated in the beginning of section 4, the hermeneutic circle is not a method according

to Gadamer’s hermeneutic philosophy. The circularity depict that understanding is a way of
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being. However, when the hermeneutic understanding and thereby dialogues are utilized in
research, the specified dialogue have a specified aim and a structure. The purpose of most
qualitative interviewing is to understand the meaning of the participants’ experiences accord-
ing to a specific research agenda. Thereby qualitative interviewing is a kind of guided dia-
logue, in which the researcher needs to act as a questioner by being in the art of questioning
and testing.

To guide the face-to-face dialogue the researchers often use an interview guide. In the current
research process it was relevant to use a semi-structured interview guide, according to the
aim of understanding how men experience their contact with the healthcare professionals. As
described by Kvale and Brinkmann (2009) a semi-structured interview, with a focus of the
participants’ experience of a specific phenomenon still allows the participants to describe the
topic using their own words and in their own time, as often these interviews start with an
open invitation to describe a situation in which the specified phenomenon were present or
enacted. In the individual interview, the following questions are then generated upon the par-
ticipants’ answers, whereby the participants have the opportunity to report on their own
thoughts and feelings. Utilizing a semi-structured interview guide the researchers do not ask
the questions in the same way and form to each participant. Kvale and Brinkmann (2009)
illustrates how an interview guide may support a generation of questions based on a themati-
cally dimension in combination with a dynamically dimension. They describe how a good
interview question can contribute thematically to the generation of knowledge, and the dy-
namically dimension can promote a good interaction between the participant and the inter-
viewer (Gubrium & Holstein, 2001; Hansen, 2005; Holloway, 1997; Kvale & Brinkmann,
2009; Laursen, 2004).

In the current research process every interview was conducted upon the understanding of
human existence as co-existence with other people, which is a core aspect in the Interactional
nursing practice-theory by Scheel (1995), as pointed to earlier in this thesis. Human existence
and autonomy depend on and develop through the dependence on the other people. This illus-
trates the importance of the researcher being respectful and professional in presence in every
interview context. The researcher’s positions as the interviewer and often with a professional
background do influence the structure of power in the specific interview. The interviewer
must consider this in the specified context as well as when analysing the data. Laursen (2004)
describes the relevance in awareness to the choosing of the research contexts. The structure
of power and the specific research topic which can be very personal to talk about must be

taken into account when planning the interviews. This is further considered according to the
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description of having men as the study population in one of the following subsections (sub-
section 4.5.).

The specified processes of interviews in the current research are elaborated in the two sec-
tions where the interview study, section 6, and the evaluation study, section 8, are described.
These detailed descriptions include reflections and decisions generated upon the illumination

in this current subsection.

4.3. Data analysis

As depicted in the subsection above, knowledge is generated during the interviews and af-
fects the partners in the dialogue, meaning that they retrieve new understandings during the
dialogue. However, the dialogical search for knowledge is double in relation to qualitative
interviewing. Firstly, the dialogues generate data. Secondly, dialogues are needed to interpret
the meaning of these data ‘texts’. These second dialogues represent the data analysis. Data
analysis inspired by the hermeneutic approach can be described as (Ezzy, 2002): The re-
searcher ‘dialogues’ with the terms to be understood, asking what it means to those who cre-
ated it, and attempt to integrate that with its meaning.

In relation to the analysing of the data generated in the different phases of qualitative inter-
viewing in the current research process, the inspiration by Gadamer’s philosophy was opera-
tionalized by using hermeneutical interpretation of meaning (Kvale & Brinkmann, 2009). The
dialogues with the data ‘texts’ were directed according to the operational questions related to
the particular phase in which the data were generated. The data ‘texts’ were seen as answers
to these questions and the new understandings were identified and understood by a continu-
ous back-and-forth process both implicit in the specified phase and in relation to the whole
research process.

The data analysis generated core themes, which emerge according to a re-contextualising of
the data. This re-contextualising must be recognized in relation to the context of the current
research, and thereby in the light of the innovative process with a focus of actions. The re-
contextualising points to future actions based on the new understandings, as for example in
relation to the designing and developing of a new health informatics tool. According to the
hermeneutic philosophy new knowledge is first gained by the use of it in the present context
(Gadamer, 2006).

These aspects of data analysis are as well operationalized and thereby illuminated according
to the two sections where the interview study, section 6, and the evaluation study, section 8§,

are described.
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4.4. Preconceptions

In line with the hermeneutic emphasizing of the preconception, this subsection seeks to expli-
cate the researcher’s background.

The researcher’s preconceptions are grounded in nursing and nursing theory. These have
been achieved by working in clinical practice, by teaching nurses and nursing students in
clinical practice, and by studying nursing theory at university level.

In relation to the patient group in focus, the researcher has been working in the operating
theatres and thereby involved in the patients’ course of treatment in a very short and often
stressful time for these men just before their operation.

In relation to the field of health informatics the researcher has been utilising the Internet
technologies in an earlier study by focusing on the qualitative effects of Web 2.0 based con-
tacts to support healthcare professionals’ opportunity for professional reflections (Bjernes,
2007).

During the PhD study new areas were explored by involvement in nursing researchers’ net-
working and networks of health informatics researchers, nationally as well as internationally.
The Paper V (the Supplementing Paper) and the reference list reflect these perspectives.
According to the professional background as a nurse, the researcher did not carry any profes-
sional IT background into the study. In other words, the researcher stepped into a new field
during the research process, that of health informatics. Therefore theories, practice, and re-
search in the area of health informatics contributed to new perspectives throughout the study
process, which are discussed in the section 9 of the thesis.

Theoretically, the researcher’s main interests are around communication, interaction, the pa-
tient role, the healthcare professionals’ role, education, and reflection. The theoretical issues

that were relevant to the current research are elaborated in the next subsection.

4.5. Theoretical preconceptions

As a part of explicating the preconceptions, it is relevant to describe some of the theoretical
pre-understandings in details, as these influenced various elements and choices during the
research process.

As illustrated in the earlier sections of the thesis, the research process was first of all theoreti-
cally grounded on the hermeneutic philosophy, inspired by the perspective of Gadamer, and

the nursing theory Interactional nursing by Scheel.
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4.5.1. Men as patients
Though every single patient is an individual, there are indications of differences men versus
women as patients. Studies and theories with a focus on gender in relation to men as patients
and men as the study population were utilized in the qualitative interviewing and while de-
signing the new health informatics tool.
Previous studies, with focus particularly on men as patients, state that male patients want to
stay in control and retain autonomy. Men like to act (Sharpley & Christie, 2007; Agger &
Olgod, 2001; Agger, 2002; Joergensen, 1999; Johnsen, 2006; Olsen et al., 2007; Olgod, 1999;
Simonsen, 2006). Dickerson et al (2010) describe how men focus on problem solving, deter-
mine effects, treatments, and symptom management in a functional way. Male cancer patients
actively organize information, monitor for reoccurrence, prepare, facilitate, and validate
ahead of their contacts with healthcare professionals. Therefore information, advice, and tools
that support actions, are important in their course of treatment. These aspects were particu-
larly utilized in the design phase.
4.5.2. Men as the study population
In relation to men as the study population it is recognized that it is relevant to be aware of
certain aspects for example while organising and completing interview studies. In an article
by Sommer (2006), Madsen states, based on his research in gender, that men will probably
talk about their feelings, though the likeliness depends to a great extent on the context and
how the researcher or the healthcare professionals meet the male participants.
The importance of the context when interviewing men is supported by international studies
(Pateman, 2000; Yong, 2001; White & Johnson, 1998). Aspects emphasized are for example:
® Allowing the men the time and space to initiate the conversation, which for example
can be supported by a relaxed and informal style and by spending time on informal
talking about general social issues
® Allowing the men time and space to settle in, as men often start with brief statements
that everything went fine, though when the conversation develops the men often goes
beyond these statements and share their experiences
¢ Allowing the men to determine what is meaningful for them to talk about and what
they give priorities to in relation to their experiences by utilizing the interview guide
flexibly. In other words, utilize the dynamically dimension of the interview guide, ac-
cording to the inspiration from Kvale and Brinkmann
¢ Allowing the men to be interviewed in an environment that is familiar for them, for

example the man’s own home or his workplace.
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Pateman (2000) describes how he experienced the involvement of the men’s female partners,
when interviewing, as an important way to enrich the data. He describe how the presence of
the wife made a large difference, as the women gave lengthy detailed accounts and intro-
duced new issues into the conversation.

When interviewing on personal topics related to experiences of uncertainty and vulnerability
for example due to the cancer diagnosis and possible complications as urinary and sexual
dysfunctions, Yong (2001) explains how the interviewer can utilize the professional back-
ground, for example as a nurse, to make the interview context more familiar to the men.
During the interview process the researcher must pay extra attention not only to what the men
describe in the interviews, but also to how they say it and how they react to their own sayings
(Burt et al., 2005; Yong, 2001).

In the current research process, the understanding of men as a diverse group to females influ-
enced specific choices, when planning and completing the interviews. However, the con-
scious and active decisions during the research process were primarily grounded on the her-
meneutic philosophy. This perspective contributes to seeing human understanding as a way
of being, as ontology, which is elaborated earlier in the current section of the thesis. Similar
to Scheel, Taylor (2002; 2008) describes how the individuals’ identities develop and are rec-
ognized in dialogues with other human beings. This perspective contributes to a primary fo-
cus on every person as unique. The uniqueness of every individual is furthermore emphasized
in relation to the studies with a focus on gender. These studies point to other significant as-
pects to be aware of, when investigating human experiences, as for example culture, religion,
education, ethnicity, and social class (Pateman, 2000; White & Johnson, 1998). Therefore the
gender philosophical perspectives which are elaborated above are only one part of seeing the
individual as unique during the qualitative interviewing in the present research process.

4.5.3. Computer mediated communication

As the researcher has worked with the possibilities of the Internet technologies in an earlier
study (Bjernes, 2007), as already mentioned, the preconception endures some theoretical per-
spectives on topics relevant for computer mediated communication as: communication, re-
flection, and learning. These topics illustrate that the researcher’s preconceptions are on the
user perspective, meaning what are the Internet users’ possibilities and how they use these
possibilities. In general, these questions are already explored and discussed in earlier studies
and particular according to the Internet technologies evolutions: from paper to computer;
from telephone to the Internet; from Web 1.0 to Web 2.0 technologies. Therefore the inter-

pretation of data and the design of a new health informatics tool was influenced by various
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perspectives from theoreticians or researchers on learning or E-learning, for example O.
Dysthe (2005); E. Wenger (2006; Wenger, 2010); H. Rander (2005); J. Derup (2005); P.J.
Murray (1997); J. Sandars and R. McDonough (2005). One aspect is for example the discus-
sion of the shift from talking to talking via written texts. This aspect is relevant in relation to
the generation of data via Internet-based interviews. However, also most important while
designing Web 2.0 applications for the patients.

The researcher’s preconceptions in this area are therefore discussed in several stages of the
research process, which is mainly reported in the Paper II, III, IV, and in the Paper V (the
Supplementing Paper).

4.5.4. Disempowerment or insecurity and uncertainty

Throughout the research process the term disempowerment was operationalized to the terms:
insecurity, uncertainty, and loss of control, which is summarized in this subsection.

The prior focus for the current research project was men’s experiences in relation to their
contacts with healthcare professionals. The literature survey, at the start of the research proc-
ess, substantiates that experiences of uncertainty, insecurity, and loss of control were com-
mon feelings for men, when they experienced lack of information and support in their con-
tacts with the healthcare professionals. The survey of the literature also depicts that the terms
uncertainty and insecurity are closely related and point to the same: disempowerment, which
are feelings of powerlessness or helplessness that reduce the amount of control that someone,
has over a situation (Ordbogen.com, 2011).

These early findings are elaborated in Paper I. However, in the current thesis these early find-
ings are also listed as preconceptions, as these terms are an example of how the researcher’s
preconceptions develop and thereby moved already in the early stages of the research proc-
ess. This movement was central for the direction and movement in the further processes of
gaining new understandings in the project. Thus, the researcher experienced that the opera-
tionalizing of the theoretical concept disempowerment to the terms to be insecure and to be
uncertain was valuable in diverse dialogues throughout the research process, which is elabo-
rated in the following.

During the qualitative interviewing and the workshops it was relevant to operationalise the
terms disempowerment and empowerment, to the words insecurity and uncertainty, and secu-
rity and certainty. In dialogues with patients, as for example in the interview study, it is not
relevant to ask a patient about him being empowered. The questioner primarily needs to use
words that describe feelings and experiences, which via the hermeneutic circularity can de-

velop into new understandings for example a concept as disempowerment. One example can
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be a patient that describes feeling insecure about blood in the urine and explains that he did
not understand why and did not know what to do about it. Such description can depict disem-
powerment, however via the ongoing dialogue and secondly the analysing of the data (text)
the meaning of this description will be understood, based on the whole ‘story’.

According to the workshops involving healthcare professionals, the participants and the re-
searcher cooperate by answering the question: What do patients’ need to feel secure and cer-
tain during their course of treatment and care? Asking this question generated answers that
were re-contextualized in the designing of the new health informatics tool. In other words the
healthcare professionals answers were transformed to features in the Online Patient Book®,
which is elaborated in the section 7 of the thesis.

Hence, these terms: insecurity; uncertainty; and loss of control were central during the re-

search process.

4.6. Ethical considerations

Throughout, as well as following, the research process the generating, handling, and publica-
tion of data are consistent with the guidelines of CVK (The Danish research ethics commit-
tees) and reported under Datatilsynet (Danish Data Protection Agency) (2008-03-05). The
local CVK was contacted however the research project did not have to be approved.

All respondents gave their oral and written informed consent to interview participation. All
respondents in the evaluation gave their written informed consent to participate in the Inter-
net-based interviews.

The participants were guaranteed confidentiality. Respondents remain anonymous in data
analysis and in communication of the findings. The quotes provided have been translated
from Danish, omitting any corrections in phrasing.

The researcher obtained permission to use pictures and interviews from newspapers or televi-
sion news flash in communication of the research project.

The new healthcare informatics system the Online Patient Book® is established under the
standard security approval and procedures at the IT Department, The North Denmark Region.
The public section of the Online Patient Book® is open for all Internet users via the World
Wide Web address. The personal section of the Online Patient Book® demands a key code.
The healthcare professionals use their personal standard id and key code to the hospital’s
general IT systems. The patient users log on by their social security number and a personal-
ized key code. The nurses in the clinical practice handled the enrolment of the individual pa-

tient via a specified web page in the Online Patient Book®. Only the healthcare professional
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users can enter this web page. The enrolment automatically generates an e-mail to the pa-
tients private e-mail box containing system generated, secure one way encryption key codes.
This encryption is considered compliant with Danish safety and security legislation. Due to

the security of the system, the patient users can not change the personal key code.
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5. The survey of the literature
This section reports the literature survey, which is categorized as the first phase of the re-
search process. In this phase the dialogical search for knowledge was thereby conducted

through dialogue with findings in earlier studies relevant for the research questions.

The literature survey was carried out to summarize the state of knowledge on how men with
prostate cancer experience their contact with the healthcare professionals and what these men
need and do to feel empowered. According to the researcher’s preconceptions, reported in
subsection 4.5 of the current thesis, the term empowered was operationalized to feel secure
and certain (also cf. the pre-section: Definition of terms). The specific operational questions
in the literature survey were:

% How do men with prostate cancer, treated with prostatectomy surgery, experience
their contact with the healthcare professionals in clinical practice based on short
stays?

® What do patients need to feel secure and certain?

% What is the role of the Internet?

Secondly, the articles found in the literature survey were analysed to explore how new infor-
mation and communication tools may be designed to accommodate the needs of men with
prostate cancer treated with prostatectomy surgery, in the light of the existing literature on the
subject. The questions asked in this process of analysing the data were:

3 How should a new health informatics tool be designed to accommodate the needs of
the patients?

% How do the present information and communication systems oblige the change to-
wards short contacts?

» How do men with prostate cancer treated with prostatectomy surgery utilize the Inter-
net?

Methods, including the search terms, and results in relation to this phase of the research proc-
ess are reported and discussed in Paper I and Paper II. The following description in this sec-

tion is therefore restricted to the findings.

5.1. Findings generated in the survey of the literature
The findings are generated from a total of 47 articles having men with prostate cancer as the
patient group in focus and with topics related to contact, information, communication, and

support. The articles included were published after 1997 according to the focus on short stays
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in hospital, in today’s healthcare system. The number of articles is retrieved from literature
surveys on the PubMed and CINAHL databases in 2007 and, for up-dates, again in February
2011. This is further described in section 9.
Summary of findings:
® Often men with prostate cancer treated with prostatectomy surgery do not receive the
individualized support, information, and dialogue they need, which lead to feelings of
uncertainty, insecurity, and loss of control
® The importance, in relation to the patients’ contact with healthcare professionals, is
not the length and amount of time. Instead accessibility of the healthcare professionals
and the healthcare professionals’ ability to individualise information are significant
aspects
® Providing information and support healthcare professionals may be able to empower
the patients, and the empowered patient is also the active patient
B The men use the Internet to stay in control and to engage in their own course of treat-
ment as active and responsible partners
® The men use the Internet to achieve online social support
® The organisational change towards patients’ short stays at hospital challenge the pre-
sent information and communication systems
® To accommodate the patients’ needs for information, supports, and dialogues during
their course of treatment, healthcare professionals have to give priority to the devel-
opment of new information and communication tools.
To depict the coherence between the patients’ opportunity to obtain information and support
and the patients’ empowerment, the Figure 4 and 5 relate the findings in the survey of the

literature, by reporting words and phrases, which were found by searching across the articles.
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Experiences and
feelings: insecurity, Lacking
anxiety, helpless- support
ness, frustration, dis- and

tress, uncertainty,
lonely

information

&
Affects the process of

coping: unprepared, Inability to

difficult to cope, con- be active
stantly wondering, suf-
fers in silence and
anxiety

Figure 4: Findings in the survey of the literature: A negative process of disempower-
ment.

Experiences and feel-
ings: certainty, security,
comfort, safety, com-
fortable, in control, per-
sonal autonomy

Receiving individual-
ized information
through dialogue-
based contacts with
healthcare profession-

als

Affects the process of cop-
ing: gaining control, manage
symptoms, management,
able to deal with, prepared,
oping, willingness and abil-

ity to engage

Understanding
and ability to be
active

Figure 5: Findings in the survey of the literature: A positive process of empowerment.
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As such, the two figures report the findings in the survey of the literature. The figures illus-
trate how lack of information and support can initiate the men’s experiences of uncertainty,
insecurity, and secondly continue this process of uncertainty, whereby the individual’s ability
to cope with the situation are affected. Figure 4 depicts a negative process of disempower-
ment as a consequence of lack in information and support. In contradiction, obtaining contact,
enter dialogues, and receiving individualized information and support are related to experi-
ences and feelings, which support the positive process. Figure 5 depicts a positive process of
empowerment. Empowerment is the process of giving somebody power in a particular situa-
tion, which means to give somebody more control over their own life or the situation they are
in (Ordbogen.com, 2011). This illustrates the importance of receiving information and sup-
port during a course of treatment and care. By providing information and support healthcare
professionals may be able to empower the patients. The empowered patient is also the active

patient.

5.2. The survey of the literature as a phase in the research process

The first connection between practice and theory was to explore the problem experienced in
clinical practice, by searching the literature. This early phase of the research process, illus-
trates what Scheel states: Theory forms practice and practice forms theory. Or the other way
round: Practice forms theory and theory forms practice.

The problem experienced in clinical practice by the nurses, as described in section 2 of the
thesis; the Background, was the contradiction between: short and limited time for formal and
specified face-to-face contacts with the individual patient; a significant and increasing
amount of information and guidance in relation to the patient according to the standard care
plan; and the different and changing needs for information and support for the individual pa-
tients. This problem in clinical practice was substantiated in the survey of the literature, as the
nurses’ descriptions on how they would like to have more flexibility in their caring for these
men are essential. Flexibility in relation to the individual man allows the healthcare profes-
sionals to individualize their information and support to this individual patient, which are
important to empower the man. Thereby the man can act according to the active patient re-
gime, as active partner in his own course of treatment and care. However, even the literature
signifies the importance of flexibility, the healthcare professionals are not allowed more time
to be flexible in. Therefore the theory asked the next question: How to establish flexibility in

the contact between the men with prostate cancer and the healthcare professionals?
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At the same time the theory, by way of the survey of the literature, designed puzzle pieces to
what could be a new health informatics tool, especially the relevancies in utilizing the Web
2.0 technologies. This, at that time in 2007, relative new technologies, offer the opportunity
to establish a flexible environment for contact between men with prostate cancer and health-
care professionals, according to the asynchronous communication. Together with the Web 2.0
technologies the literature survey contributes to a collection of puzzle pieces, as features and
functions relevant for future health informatics were found across the literature. These find-
ings are elaborated in depth in Paper II.

In view of that, the dialectics between practice and theory was already present in the current
research process. Thus, in a hermeneutic and innovative perspective, the next steps were to
continue this dialectic process. The theoretical idea, based on findings in the literature survey,
could only become of value if the dialectics between theory and practice continue. Jorgensen
et al (2009) explain how a technology is something that is developed, used, and experienced
in a practical and social context. A technology needs users to become a technology.

At the same time, there is a mutual influence in the unity of theory and practice. In an innova-
tive perspective, going from idea to value is not a linear process. The theoretical idea of a tool
influences the practice, and back-and-forth the practice forms the technology.

In summary, the tool could only become of value, if the practical and social context was ex-
plored and understood, too. This generated the next two phases of the research project: The

interview study and the intervention study.
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6. Interview study

This section reports the interview study, which is categorized as the second phase of the re-
search process. In this phase the dialogical search for knowledge was conducted as qualitative
interviewing and supplemented with Internet-based interviewing.

The decisions made in relation to the process of interviewing were inspired by the hermeneu-
tic thinking and operationalized through and reflected upon the book of Kvale and Brinkman
(2009), which are illuminated earlier in the thesis, in section 4. The analysis of the data was
as well grounded on the description of hermeneutical interpretation of meaning by Kvale and
Brinkmann. Additionally, the decisions ahead of and during the interview phase were influ-
enced by the researcher’s preconceptions in general, which are elaborated in subsection 4.4
and 4.5. Especially, the theoretical understandings of men as patients and study population
were central in this phase. How the theoretical preconceptions influenced the process is illu-
minated in the current section. The references will not be listed, as they can be found in sec-

tion 4.

The problem experienced in clinical practice was substantiated in the survey of the literature.
However, to substantiate and understand the body of the problem in the specific social and
cultural context an interview study was carried out.

In the light of the theoretical idea, from the former phase, the main focus, for this phase, was
to develop and implement the new health informatics tool by utilizing the findings in the in-
terview study. Therefore the findings are not presented in full in none of the four papers. In-
stead the data generated in this interview study were utilized and discussed during the devel-
oping phase of the Online Patient Book®, as an important step to involve patient users in de-
signing the new tool and to contextualize the new technology.

As the interview study is not documented elsewhere, this thesis elaborates on this phase of

the research process.

The interview study contextualized the research questions in the specific culture and society;
Scandinavia (Denmark). The specific operational questions in the interview study were:
® How do men with prostate cancer, treated with prostatectomy surgery, experience
their contact with the healthcare professionals in clinical practice based on short
stays?

» What do patients need to feel secure and certain?
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» How do men with prostate cancer treated with prostatectomy surgery utilize the Inter-
net?
% How should a new health informatics tool be designed to accommodate the needs of

the patients?

6.1. Study population

The study population, in this retrospective, descriptive study, was men with prostate cancer
treated with prostatectomy surgery, with a length of hospital stay of less than five days. The
men were recruited via an open invitation in the magazine of Danish patients association for
men with prostate cancer (PROPA).

In all 75 men responded on the invitation. A strategic selection was used to involve men from
all areas of Denmark and to interview men with varied length of hospital stays from 1 to 5
days, according to the status of short stays at hospital in 2007, at the beginning of the re-
search process.

In all 15 interviews were carried out from June 2008 until October 2008.

6.2. Qualitative interviewing

The interview study was carried out to generate knowledge on how men with prostate cancer
experience their contact with the healthcare professionals and what these men need and do to
feel empowered. Descriptions of men with prostate cancer’s experiences of contacts with
healthcare professionals were generated through the qualitative interviews. An interview
guide was made to achieve an insight into how, when, and maybe, why the men had experi-
enced feelings of insecurity, uncertainty, and disempowerment. And what the men had done
to overcome those feelings of disempowerment and what they think could have minimized
the disempowerment.

Thus, the objective was to conduct semi-structured interviews, according to the researcher’s
specified focus on the themes: contact, information, communication, support, empowerment,
and the Internet. Therefore the interview guide was partly and thematically structured to
maximize the focus on the individual man’s experiences in relation to these terms. The inter-
view guide, in Danish, can be seen in the Appendix A. The interview guide depict a themati-
cally dimension as well as a dynamically dimension. The questions were contained in this
interview guide with a focus on the issues to be covered. One of the main questions was:

What makes you, as the patient, feel secure and certain?

50



PhD Thesis. The patients’ health informatics tool - exploring the possibilities.

The first three interviews were primarily conducted as pilot interviews to test the interview
guide. During this phase some minor revision of the interview guide were carried out. Subse-
quently, these interviews were a part of the data collection, as they contributed to the richness
of the data, not to major changes of the interview guide.

Due to the preconceptions about men as a study population, as illuminated earlier in the cur-
rent thesis, the men were asked in relation to where the interview should take place. Thus, the
individual decided, whether the interview should take place at his own home or at a hospital
nearby the man’s home. One man preferred the hospital; two men suggest their workplace;
and the rest of the interviews were carried out at the man’s own home.

Ahead of agreement on the interview the men were asked, by phone and by mail, not to invite
their partners or relatives. This asking for withdrawing of the men’s partners was a conscious
decision grounded on the researcher’s preconception. According to the theoretical preconcep-
tion, illuminated in section 4, the presences of the men’s female partners could contribute to
richness of and details in the data. In the current interview study the de-selection of the part-
ners was therefore an active de-selection. The possible richness the partners could offer was
given less priority compared to the opportunity to get a deeper insight in the men’s experi-
ences and feelings. Even though the women’s presence could be seen as more productive, this
production would not identify the concerns of the men themselves.

The men accepted to be interviewed without their partners. In several cases the researcher
was introduced to the man’s partner before starting, or after, the interview. In one case the
man’s wife was present during the interview. Ethical considerations in this particular context
made the researcher (and interviewer) refrain from asking the wife to leave the interview set-
ting. Instead the researcher, at the start of this interview, explained that she primarily would
address the questioning to the man himself. However, during the interview it was clear, that
the wife was present to help the man to remember, as he generally suffers mild amnesia. Data
from this interview was taken into consideration in the analysis of the data, as the data were
found consistent with the data from the other interviews.

The researcher’s theoretical preconceptions were also taken into consideration according to
the very personal themes. The researcher tried to utilize her professional background to estab-
lish a familiar interview context. Ahead of the interview, the men were told, by phone and by
mail, that the researcher (interviewer) was a nurse, which included experiences from working
in the field of urology. This information was repeated at the start of the interviews, though at

that time often in an informal matter.
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Due to the personal matters, the men were invited to send supplementing comments using e-
mails both before and after the interview, which a few men actually did.

The interviews started by inviting the men to tell their story in relation to their own course of
treatment and care. By that the men were allowed to set the scene and by that sense their con-
trol in this unfamiliar situation. The interview guide helped the researcher to conduct the
questioning based on the core themes in relation to the individual man’s story. During the
interviews the men were offered time and space to settle in and to go beyond the topics, to
reach to a greater insight of the experiences of the individual men: To go from the normal,
initial male statements, on everything being okay, to the individual man’s actual experiences
and feelings. Partly therefore, the length of the interviews varied from one to two hours, in
addition often starting with an informal, not audio recorded, coffee break.

Men'’s use of tools, for example drawings and personal notes, were recognized and utilized, if
relevant, during the interviews.

These structural, relational, and interactional choices were made according to the researcher’s
preconception of men as the study population. Though, ahead of each meeting the researcher
reminded herself to be aware of men as individuals.

The interviews were audio recorded and supported by field notes in a notebook. The field
notes were transcribed vertebral to Word files and the audio records were kept as audio files.
The researcher experienced the individual interviews, as being partner in a hermeneutic proc-
ess. The researcher recognized how the dialogues in the interviews generated new under-
standings for both the individual man, who was interviewed, and the interviewer (researcher)
herself. This was supported by the men themselves, as some of them after the interviews de-
noted new understandings. This experienced hermeneutic circularity was depicted by the re-

searcher, for her own use during the research process, and can be seen in the Appendix B.

The 15 interviews were supplemented by an invitation to 60 men, those who also responded
on the open invitation in the magazine of Danish patients association for men with prostate
cancer. These men were invited to answer open questions using Internet-based interviewing
via e-mail or in few cases text-based interview questions send by mail. 47 men responded and
sent their written answers to the researcher either as e-mail or snail mail. These written an-
swers were kept as various documents and are categorized as supplementing answers.

The whole collection of text in this phase of the research process was then completed, and

consists of: The audio files, field notes, and written documents.
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6.3. Data analysis in the interview study

Guided by hermeneutical interpretation of meaning (Kvale & Brinkmann, 2009), as outlined
earlier in the thesis, this collection of diverse data were seen as answers to the operationalized
questions which related to this phase of the research process.

The inspiration from hermeneutic philosophy does not contribute to a step by step analysis.
Instead the hermeneutic perspective contributes to some principles, as for example the pri-
macy of the question. Another aspect is the back-and-forth process between parts and the
whole based on the circularity of the hermeneutic process. In the current research process
these hermeneutic principles contributed to a re-contextualisation of the men’s primary an-
swers, as illustrated in Figure 6 and 7, which will be explained in the following.

According to the hermeneutic stance of the primacy of the questions, the operationalized
questions directed the men’s answers. The operationalized questions depict that the men, who
participated in the current study, were directed to talk about their experience on contact with
healthcare professionals in relation to topics as: short stays, security and certainty, and the
Internet. The men’s separate answers were recognized as parts in: the individual interview; in
the specific phase of the research process; and as parts of the research process as a whole. As
such the findings were as well re-contextualised in the light of the design of the health infor-
matics tool.

In relation to the next phase of the research process, the intervention study, the Figures 6 and
7 depict how the data from the interview study were re-contextualized to be utilized in the
designing and developing of the new health informatics tool. The men’s primary answers
were first de-contextualised according to the theoretical preconceptions, for example on con-
cepts as empowerment and disempowerment. Then these de-contextualised answers were re-
contextualised in the innovative perspective. Kvale and Brinkmann (2009) describe that every
hermeneutic interpretation goes beyond the immediately given and enriches the understand-
ing to an understanding-better and to extend its meaning. In the current research process this
creative process re-contextualised the men’s answers to puzzle pieces of the new health in-
formatics tool. Core themes related to the operational question: How should a new health
informatics tool be designed to accommodate the needs of the patients, are thereby outlined
in the Figure 6 and 7. Figure 6 relates to the two head sections in the Online Patient Book®.

Figure 7 relates to some of the subsections in the Online Patient Book®.
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The primary “answers”

De- contextualisa-
tion: What em-

Re- contextualisa-
tion — further

powers the men actions:
and help them to Features in the
be active? new tool
Audio files: Man.12: Your nerves are a little on the edge... Every thing Information is A section with
was run through... the healthcare professionals were incredible to in- important General infor-
form you both before and after the operation...You absorb all (informa- .
tion) that you can. mation
Audio files: Man.24: I had not dreamed that I would be discharged the
day after surgery... I did not know anything... I was disappointed...
overwhelmed... I had some questions, but I did not get to them... The
only one, who really explained to me, that was at the first meeting... she
(doctor) explained what will happen... Before the operation I was not
nervous, but after the operation, when you are home, I feel, that they (the
healthcare professionals) do not care about you.
(This man is also one of the patient test users in relation to the prelimi-
nary version of the Online Patient Book in the test phase (see Interven-
tion study). In this test phase he describes: I would had like to have this
facility to learn so much about prostate cancer, as I can here. I can see
everything, read what is going to happen. I can read about everything, it
is really good).
Written notes from the man before the interview: Man.15: About support | Individualized A section with
and information, that is difficult, because there are different phases... I information is Personal infor-
think the healthcare professionals should be better in relation to dia- . .
1mportant mation

logue... After the operation. It is only at that time we as men are ready to
hear and to take the next step. After the operation there was a gap... It
was me, as a human being, which should continue to live, not just my
scar and bowel movement ... I think that I am more than that. The next
consultations are short...It went fast at the doctor’s office... It was a big
problem about the lacking dialogue... I left without new information.
Field notes: Man.15: During the interview the man draws a picture. This
illustrates how the healthcare professionals at the local hospital do not
see the human behind; the individual needs. He pictures the need for
information in different phases of the course by drawing a set of steps.

Internet-based interviewing - snail mails: Man.33: There were a lot of
questions which I did not get any answers to... all the healthcare profes-
sionals I meet, were shallow and they did not take their time... I experi-
enced two nurses... which supported me and talk to me... There were
many times at home, where I did not feel supported and lacked an-
swers... I indeed needed to search for information elsewhere... The con-
sequences of the lacking dialogues with the healthcare professionals is
an enormous frustration and lots of anxiety and worries.

Figure 6: Re-contextualized data in relation to the two head sections in the Online Pa-

tient Book®.
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The primary “answers”

De- contextualisa-
tion: What empowers
the men and help
them to be active?

Re- contextualisation
— further actions:
Features in the new
tool

Audio files: Man.21: All along I had their (the healthcare profession-
als) phone number, and they let me know, that I could always call or
come to the hospital... then you can not ask for more... (to have a
good contact) it certainly matters, because you are uncertain, it is a
new situation...

Audio files: Man.24: In the beginning, I experienced some problems,
and called the hospital, they say, that I need to call again, using an-
other phone number ... Then I call, using this other number, to a
nurse maybe, or a doctor, I do not know... they say the same, that I
should not call them either ... then they are free of you, that is so dis-
appointing.... (By his own initiative he gets in contact with a district
nurse) she tells me that I should just call her again if I experience
some problems again... It could not be better ... this security, actually
my lifeline... and because of that (feelings of security), I only call
when it is necessary.

Accessibility to
healthcare profes-
sionals

A subsection for
personal contact
between the indi-
vidual patient and
the healthcare
professionals at
the wards

Audio files: Man.21: For me it matters something... I could call X
(another patient from the Danish patients association for men with
prostate cancer) by phone, and I could call Y by phone and talk to
them, and from my point of view it also matters for them to talk with
me on, how I had experienced it... exchanging experiences.

Audio files: Man.30: In relation to a patient survey I was with a
group of ten other patients with prostate cancer ... that was a good
experience... I could ask some question, which gave me a higher
degree of certainty.

Sharing with co-
patients

A subsection for
dialogues between
groups of patients
— online social
support.

Written notes from the man before the interview: Man. 1: Just from
the start I kept a record. Presumably the reason was that I would be
in control of the course... (the record was structured as doctors’ notes
in a patient record).

Written notes from the man before the interview: Man.15: I used the
Internet a lot and many times... for us men, I think that, this is a good
technique just to sit down and read and hear about the different in-
formation. Field notes: During the interview the man draws a picture.

Audio files: Man.17: ...when you feel that you can do something you
often avoid feelings of insecurity and the feelings of loosing control.

Audio files: Man.30: I had done a lot of research on the Internet... [
feel that if I acquaint myself, I do, to a certain degree, have my hands
on the control stick... Another thing I did, from the start... I made a
Log book. I wrote in it after every blood test, after every meeting with
the doctors,; what we talked about, what has been put on the table,
what did, I get out of it, and what had the doctor been saying about
the things I asked about. I needed to do something. I was happy about
doing it, it gave me a feeling of being in control... at home, writing it
down and register it, so I have a long folder.

Tools which sup-
ports control

A subsection for
the patient’s Per-
sonal Notes and a
personal checklist

Figure 7: Re-contextualized data in relation to some of the subsections in the Online

Patient Book®.
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6.4. Findings generated in the interview study

The findings in the earlier phase of the research process, the literature survey which are ana-

lysed in Paper I and Paper II, were as well recognized in the social and cultural context ac-

cording to the findings in the current phase of the research process. As such the interview

study substantiates the findings from the literature survey: For men to be empowered, the

accessibility of the healthcare professionals and the healthcare professionals’ ability to indi-

vidualize information and support are important aspects.

Summary of findings:

=

»

Men who described lack in relation to contact, dialogue, information, and support also
describes feelings of insecurity, uncertainty, and disempowerment

In relation to the men’s contact with healthcare professionals the important thing is
not the length and amount of time, instead it is the quality of the contacts; the health-
care professionals’ accessibility and their ability to individualize information and sup-
port, based on exchange-ability

Providing information and support healthcare professionals may be able to empower
the patients, and the empowered patient is also the active patient

The men like to act and to stay in control by being active partners in their own course
of treatment and care

The men use the information to empower themselves and thereby to be active partners
in their own course and to continue their normal day of life

The healthcare professionals’ ability to individualize information and support, based
on dialogues with the individual man, is essential for the men to experience the con-
tact to the healthcare professionals as good

For men to feel secure and certain, the healthcare professionals must be easy to get in
contact with during the whole course of treatment and care

The men often avoid to contact the healthcare professionals, as they do not want to
disturb them

The men experience the information given to be difficult to remember

The men who use the Internet use it to be well informed, prepared, or even to be at the

forefront of the things ahead.

The importance of the healthcare professionals’ ability to see the men as individuals, carrying

their own experiences, feelings, attitudes, and so on into this, for them as patients, unique and

unfamiliar situation, even when it is not obvious at first, is illustrated in a cartoon. The car-
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toon is reproduced in Figure 8. This cartoon was handed over from one of the men (Man.42)
in one of the interviews. The cartoon shows how the needs of the individual patients may not
be obvious at first. The healthcare professionals’ ability to recognise the needs of the individ-
ual patients are significant and put some demands on the healthcare professionals’ qualities
and skills. The healthcare professionals may be able to explore the patients’ need by way of
diverse = perspectives  (The  original  cartoon can  be  retrieved  from

http://wulffmorgenthaler.dk/strip/2007/06/19 ).

Figure 8: A cartoon from one of the men, who participated in the interview study.

Another man in the interview study (Man.30) describes how he experienced the healthcare
professionals’ ability to see him as an individual and what it meant to him:
For me, it meant that I felt secure in the course... I felt I was in the hand of pro-
fessionals... everything is sort of wrapped up by what I will call empathic kind-
ness (Man.30).
As the cartoon seems to summarize some of the core findings in the interview study, it
was used as a tool in the next phase of the research process in relation to the involve-
ment of the healthcare professionals. This is described in connection with the interven-

tion study in the section 7.

6.5. The interview study as a phase in the research process

The theoretical idea of a health informatics tool, that was based on findings in the survey of
the literature, could only become of value if the future users and their context where recog-
nized, as a technology needs users, and their usage of it in a practical and social context, to

become a technology. This is earlier described in the end of section 5.
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Therefore in the current phase of the research process it was primarily relevant to substantiate
and understand the body of the problem from the patients’ perspective. The question was
whether, and if, how men with prostate cancer in the specific social and cultural context ex-
perience a problem in their contact with the healthcare professionals. In view of that, the dia-
lectics between practice and theory continue, as the researcher in the current phase explored
the men’s experiences in the practical and social context.

As stated, the findings in the interview study substantiated the findings from the literature
survey. It was relevant to develop a new health informatics tool for men with prostate cancer,
which they could use in their course of treatment.

Secondary the process of generating and analysing data in the current phase nuanced the
theoretical idea of the new health informatics tool, as the findings contributed to clarify and
contextualise the puzzle pieces to what a new health informatics system should offer.

These nuanced understandings were important in the next phase of designing and developing
the new information and communication technology. By operationalizing the new under-
standings which the researcher obtained during this phase of the research process, these in-
sights were utilized and further explored, in the following dialogues with the clinical practice,
through the intervention study.

At the same time the mutual influence to the unity of theory and practice would continue as
the researcher in the next phase of the research process intervene in, and thereby influenced,

the clinical practice in which the problem was experienced at first.
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7. Intervention study

This section of the thesis reports the intervention study, which is categorized as the third
phase of the research process. The section introduces the technology itself and the process of
product development, as the intervention study generated the technology. Therefore this sec-
tion differs from the other sections, which reported the four phases of the research process.
The other three phases generated new understandings, which mean knowledge, whereas the
current phase results in a product. Thus, in this phase the dialogical search for knowledge was
primarily conducted as design workshops.

According to Figure 1 (section 1), which depicts the research process, the intervention study
followed a linear process: from problem; to literature survey; to interview study; and then the
intervention. However, the research process should be recognised by the hermeneutic spiral.
Through documentation of the intervention study, this section illuminates how the separation
of the research project in four phases is merely a theoretical distinction. Seen as a practical
design process and as a product development the research process consisted of several itera-
tions that created the final product. Though placed separately, the phases were stages in a
back-and-forth process, iterations, between progresses in the whole process and progress in
the individual phases. The progress in and across the phases depended on and influenced the
whole research process. This can for example be illustrated by the significance of the earlier
phases of the research process to understand the aim of the tool, which was developed in this
particular phase, the intervention study. At the same time, early actions in the intervention
phase approved the processes to move on. Seeing the separated phases in the light of the
whole research process contributes to understanding the possible relevance of the tool devel-

oped in the current phase.

The aim, in this phase of the research process, was to develop the patients’ health informatics
tool. The theoretical idea of a Web 2.0 application for the patients, which was based on find-
ings in the survey of the literature and in the interview study, could only become of value if
the tool was specified. This means that the health informatics tool must be developed and
implemented in a practical and social context.
Therefore, the results in this phase do not contribute to answering the research questions di-
rectly. Still, the operational questions were utilized during the phase in guiding the design of
the tool:

» What do patients need to feel secure and certain during their course of treatment and

care?

59



PhD Thesis. The patients’ health informatics tool - exploring the possibilities.

According to the theoretical preconceptions as described earlier in the thesis and elaborated
in Paper 1, this question, including the terms secure and certain, was in addition operational-
ized to, and questioned as:

® What do patients need to enhance empowerment during their course of treatment and

care?

These operational questions were used to direct the dialogues in the design workshops and in
diverse design dialogues with other co-operators throughout the specifying and developing of
the new health informatics tool.
In the following the technology itself will be introduced at first, as this is the result of the

intervention phase. Next after the process of product development will be illuminated.

7.1. Results in the intervention study: The web application the Online Patient Book®
According to the aim the intervention phase led to the development and implementation of

the web application the Online Patient Book® (www.onlinepatientbog.dk).

From the patient users’ perspective the website consists of two sections, both with subsec-
tions, as illustrated in Figure 9. A public section, with open access, that provides monologue-
based general information generated by clinical experts. The general information is divided
into nine subsections. The public section is supplemented with a secure individualized section
that requires a login. This personal section provides monologue-based individual personal-
ized information, which can be generated both by healthcare professionals and by the patient
himself. Personal information based on nurses notes after the patient’s meeting in the outpa-
tient clinic, and the patient’s own private personal notes (e.g. Log Book) can for example be
entered and accessed in the personal section. Additionally, the uses of Web 2.0 technologies
provide the opportunity for personal communication and dialogues within this asynchronous
and written environment. In one subsection between the individual patient and well-known
clinicians, as the Online Patient Book® links to the healthcare professionals the patients met
at the hospital. Additionally, in a separated subsection among a group of patients, as the
Online Patient Book® provides an application for online social support between bounded

groups of patients.
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Figure 9: The web application: The Online Patient Book® from the patient users’ per-
spective. ®=Reading, #*=Writing, 8= Dialogues.

7.2. Results in the intervention study: Implementation

The usage of the Online Patient Book®, in clinical practice started in September 2009, at the
Department of Urology, Aalborg Hospital, Aarhus University Hospital. It was introduced as a
new information and communication tool to men with prostate cancer planning for prostatec-
tomy surgery. The Online Patient Book® was implemented in clinical practice as a part of the
standard care for this group of patients. Hence, the Online Patient Book® was not introduced

as a pilot study. Instead, it was introduced as a new information and communication tool
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grounded on the substantiated problems in relation to lack of information experienced by men

with prostate cancer planning for surgery.

The patient users can use the tool along their whole course of treatment and care for this con-
dition, as shown in Figure 10. The figure illustrates the individual patient’s opportunity to use
the Online Patient Book® during his course of treatment. The yellow lines demonstrate how
the patient can use the tool at home and in different phases. The blue lines document the
healthcare professionals’ use of the tool in relation to the individual patient.

At the men’s second meeting at the hospital, and prior to planning the surgery, the men were
informed about the opportunity to use the public section with open access in the Online Pa-
tient Book®. At the third meeting, at the time the surgery was accepted, the men were en-
rolled. A personal section was then created, whereby the men had full access both prior and
after the surgery. Some patient users had full access up to three months prior their surgery,
because of an extraordinary waiting time for surgery.

Information about the Online Patient Book® and the enrolment were handled by the nurses, as
an element of the standard care for this group of patients. The enrolment automatically gener-
ated an e-mail to the patients private e-mail box containing system generated, secure one way
encryption key codes. This encryption is considered compliant with Danish safety and secu-
rity legislation as mentioned in subsection 4.6 in the current thesis. In addition to the key
code, the automatically e-mail to the patient users included a user guide specified for patient
users. The patient users are able to use the Online Patient Book® without limitations in time.
However, the ability to contact the healthcare professionals is closed 12 months after their

surgery, advising the patients to contact their private doctor instead.
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Setting Care /Treatment The healthcare professionals’ use of the
Online Patient Book®

Hospital. First meeting: Biopsies -
Out-patient Clinic

Home \O¥

The Online Patient Book® appears as one of the first results in a Google search, if the patient Google “prostatek-
tomi” (Denmark, March 2011)

Hospital. Second meeting Diagnosis Inform about the Online Patient Book®
Outpatient Clinic Planning further exami-
nations

Home \O¥

The patient can read the General Information including links to pictures, pamphlets, websites - the open access part

Hospital. Third meeting: Planning the course of | Enrolment of the patient.
Outpatient Clinic treatment Notes on Personal Information including Appointments
Surgery accepted and Summary from meeting
System-Automatically generation of key code; to patient
by e-mail

Home \OX 9 /

The patient are allowed full assess. The patient received the key code by e-mail

Hospital. 1-3 days: Inpa- Surgery Notes on Personal Information including Appointments
tient Clinic Short Stay, discharge and Summary from stay at the inpatient Clinic
within 1-3 days + (standard) Written message to the single patient at the
day for discharge

Home \O¥ 9 /

The patient are allowed full assess. The patient received an E-Alert in his private e-mail box, e.g. in relation to the
written message from the healthcare professionals

Hospital. Various number Cath. sep. Notes on Personal Information including Appointments
of meetings up till 3 Bio Feed Back and Summary from meetings
months: Outpatient Clinic
Home \OX 9 /
The patient are allowed full assess
Hospital Control Notes on Personal Information including Appointments
3 months Consultations: and Summary from meeting
Outpatient Clinic

Home \O¥ 9 /
The patient are allowed full assess

Home 1 year after discharge (O @ /

The patient are allowed full assess, apart from the patient to healthcare professional contact. The patient will still
be able to read earlier dialogues
The patient is automatically informed that he need to contact his private doctor instead.

Figure 10: The individual patient’s opportunity to use the Online Patient Book® during
his course of treatment: ®=Reading, #*=Writing, 9 = Dialogues.
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7.3. The process of product development

As described in section 4 of the thesis an intervention means a process of actions. The proc-
esses of actions in this research project were not restricted to the intervention study. How-
ever, the actions in the intervention study differ from the actions in the other phases. The aim
of the actions in the intervention phase was to produce the new technology. In the other
phases the actions aimed to generated knowledge. Combining the four phases, and thereby
the aims, the phases covers a process, which can be defined as a course, whereby something
happens due to a line of actions, so that something is changed or developed (Ordbogen.com,
2011). The phases depend on and relate to each other, as iterations, which is depicted accord-
ing to the spiral (Figure 3, section 4.1). The spiral covers the process of developing, creating,
or formatting something new, in which the separated phases were utilized to support the spi-
ral, meaning the progress and thereby the continually movement away from the starting point.
The movement in the innovative perspective is the developing of a product based on the idea
of it. Seeing the whole research process illustrates for example the bottom-up approach and
the involvement of participants, which will be elaborated in the following subsections.
Though, the actual developing, meaning the process of product development and cooperation
with healthcare professionals and system developers was placed in a limited period of time:
From January 2009 to September 2009. The tool was then implemented in clinical practice to

be utilized from the 15 September 2009 as depicted in Figure 11.
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Survey of the Interview Intervention Evaluation
literature study study study
2007 2008 2009 2010 2011

Idea phase (ph.) >
Preliminary develop-

ing ph.

Developing

ph. Product.

Test

ph.

Implemen
tation ph.

Running ph.: Usage

Evaluation ph. >

Figure 11: The four phases of the research process, in combination with years, and the
different phases of the Online Patient Book®. (phase =ph.)

7.4. Participatory methods

As pointed to above, seeing the whole research process illustrates the involvement of users.
The importance of needs assessment as a part of the designing, specifying, developing, and
implementing the new technology, links the intervention study to the survey of the literature
and to the interview study. The phases ahead of the intervention study should therefore be
recognized as ways of involving users in the designing of the new health informatics tool. As
such patients as well as healthcare professionals were involved throughout the research proc-
ess, by applying various participatory methods.

Patient users were involved by applying the answers, to the operational questions, which
were generated during the survey of the literature and the interview study. In the interview

study the men were questioned directly, according to the specific questions about their inter-
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est in and ideas to Internet based tools. In addition, the men’s experiences of contacts, infor-
mation, support, and dialogues during their course of treatment, which were generated in the
interviews and subsequently analysed, were applied. The re-contextualising of the men’s ex-
periences depicts relevant features and functionalities in the future technology, as illuminated
in section 6.

Nearly a year after the interview study, six men, who offered their help through the inter-
views, tested a prototype of the new tool, as a part of the developing phase. Their use of and
comments were taken into account before the Online Patient Book® was implemented in
clinical practice. However, these were only minor changes, for example in relation to the user
guide.

After the implementation of the health informatics tool, the patient users were involved in
relation to the fourth phase of the research process according to the evaluation study, which

the next section, section 8 in the thesis reports.

Healthcare professional users were primarily involved by applying design workshops. The
actual design workshops consist of six workdays, where the researcher (also named project
manager in relation to the Online Patient Book®) worked together with six healthcare profes-
sionals. The workshops were all completed within the period of time: March 2009 to Sep-
tember 2009. However, the introductions to the intervention study in the clinical practice al-
ready started with a primary meeting in November 2008. This meeting was the first in a line
of meetings between the clinical leaders in the relevant departments and the researcher.
According to the workshops the healthcare professional users were represented by six nurses,
all end-users as they would ultimately use the health informatics tool in their daily clinical
care. At the start of the implementation they should take action as super users. The six work-
shops, within six months, were the basic in the cooperation between the group of nurses and
the researcher. Though, these workdays were followed by ongoing dialogues, primarily based
on e-mails and between one or two nurses and the researcher.

From a hermeneutic perspective the dialogues throughout the workshops offered the opportu-
nity to generate knowledge on relevant features to the potentially new health informatics tool.
The generating of knowledge was directed by the operational questions, as the ongoing dia-
logues circled around the answering of what empowers the men treated with prostatectomy
surgery in their course of treatment and care. The dialogues, and thereby the generating of
knowledge, started with the researcher presenting the puzzle pieces, this means the idea of

and the early model to a new health informatics tool, which was grounded on the results from
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the involvement of patients in the earlier phases of the research process. To inspire the dia-
logues with the healthcare professionals during this phase, the researcher presented excerpts
from the patients’ answers from the earlier phases, for example by introducing the cartoon
depicted in Figure 8 in section 6.
The cooperation with the healthcare professional users generated the content to the puzzle
pieces:
® From just being uncreated and unfilled pieces of what could be sections of the new
health informatics tool
* To become pieces that were charged and loaded: Filled with for example general in-

formation, illustrations, pictures, and headings of textboxes to standard or open re-

marks on individual information.
The involvement of healthcare professional users, represented by the six nurses, was supple-
mented by inviting experts on particular topics to complete the feature to the developed tool.
Experts as: doctors, surgeons, secretaries, clinical photographer, sexologist, nurses special-
ised in incontinence, surgical nurses, nurses from intensive care units, nurse specialists, head
nurses and head doctors, etc. contributed to complete the content, for example the large
amount of general information the Online Patient Book® offers according to the nine subsec-
tions of the public section.
The materials to the approaching Online Patient Book® were thereby based on answering the
operational questions, by means of generating knowledge in cooperation, and in that way
dialogues, with clinical experts.
From the perspective of Scheel this development became a process, which shapes not only
the health informatics tool, but the practice in general. In particular, as the process generated
dialogues among the nurses in the departments. The group of nurses was for example forced
to discuss the way they would address their information and communication in the written,
asynchronous environment the Web 2.0 technologies offer. It was new for these groups of
nurses that the patients would be able to read their nursing documentation. These discussions
tend to initiate a general discussion on the subject matter in nursing. Another aspect was initi-
ated at the beginning of the workshop process, as it became clear to the nurses involved that
the existing information material to men with prostate cancer was not at all up-dated. There-
fore the intervention process produced new paper based information material as well to this
specific group of patients, which later on was transferred to other patient groups in the De-
partment of Urology. This paper version was comparable to the one of the subsections, within

the public section of the Online Patient Book®, describing a course of treatment in general.

67



PhD Thesis. The patients’ health informatics tool - exploring the possibilities.

After the implementation of the Online Patient Book®, patients, who did not use the Online
Patient Book®, were offered a paper version of the general information. Though, this paper
version did not contain pictures, links, personal information, and pamphlets (instead these
were handed out on separate paper sheets). The communication elements available through
the Online Patient Book® were obviously not available to this group of patients. Even so, this
paper based information material was up-dated due to the possibilities the intervention study
generated.

Thus, patients and healthcare professionals participated in both the designing and developing
phase, by means of utilizing the data collected from the literature survey, the qualitative in-

terviews, and the workshops in the current phase, the intervention study.

7.5. Bottom-up design
As pointed to above, the progress in the innovative perspective is the developing of a product
based on the idea of it. In the current research project, this idea, was born in the clinical prac-
tice, and shaped in the unity of nursing practice and theory.
Seeing the whole research process illustrates the bottom-up approach, as:

a The tool was grounded in the clinical practice, by which the project manager (the re-

searcher) was placed in clinical practice
% The tool was designed using participatory methods, by which the primary focus was
on the future or potential users: the patients and the healthcare professionals.

Through co-working with both experts from clinical practice and system developers, the re-
searcher (project manager) linked the clinical practice to the IT Department.
As the project manager was the researcher, with a professional background as nurse, the pro-
ject manager did not carry any professional IT background into the cooperation with the sys-
tem developers. Thus, the development process, in this case the process of product develop-
ment, bridges the boundary between the contexts and work practices of two very different
professions: the clinical practice and the practice of system development.
The clinical practice was organized under The North Denmark Region, which is one of five
regions in Denmark. The healthcare sector is the main task for the regions, and The North
Denmark Region includes four hospitals with approximately 8.700 employees.
The region also includes an IT Department, which is physical and organisational separated
from the hospitals. The IT Department is a part of the Regional Administration with ap-

proximately 800 employees.
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To establish a possible cooperation the researcher contacted this IT Department the first time
in November 2007. To set up the cooperation two initial meetings were completed in the pre-
liminary phase (see Figure 11). Four design meetings were completed within five months
during the eight months developing phase, this means the process of product development,
from January 2009 to September 2009. The total amount of meeting hours were around 10
hours. The cooperation was therefore primarily based on e-mail contacts.

The user generated design, which was produced through the involvement of patients and
healthcare professionals, was communicated from the researcher (the project manager) in
clinical practice to two system developers, at the IT Department by e-mails. From the initial
design of the Online Patient Book® in January 2009, to the implementation September the 15,
2009, more than 500 e-mails were sent from the researcher to the system developers. At-
tached to the e-mails were a numerous numbers of: text files; pictures; and visualization by
commented screenshots using colour codes as illustrated in Appendix C.

This co-working contributed to the results: The implementation of the Online Patient Book®
in clinical practice, which is illuminated earlier in the current section.

Still, bridging the boundary between these contexts and work practices do challenge the part-
ners, who were involved. To get an insight in this process, the researcher analysed and dis-
cussed the process with researchers within the field of health informatics. These dialogues
contribute for example to the Paper V, the Supplementing Paper.

Additionally, section 9 of the current thesis elaborate some perspectives to the bottom-up

approach, as this way of facilitating new health informatics system is discussed.

7.6. The intervention study as a phase in the research process

The current section aims to depict the non-linear process of the research process and thereby
illustrate the iterations. These iterations were significant for the progress of the process and
thus for the progress of the technology itself.

The intervention study should neither be seen as identical to the usage of the new tool in
clinical practice, nor as the implementation of the tool. The intervention study included these
sub phases as well. However, the intervention study was also the practical process of design-
ing and developing the new product, in which the design workshops and cooperation with the
system developer were central.

Contradictory to the linear process depicted in the Figure 11 the practical process of design-
ing and developing the new product consisted of several iterations that created the final prod-

uct. This is for example illustrated by:
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a The project manager’s (the researcher’s) first contact to the IT Department was com-
pleted already in November 2007 and then followed by various contacts during the re-
search process as depicted above

® The first meeting with the clinical leaders in the departments was completed already
in November 2008 and then followed by diverse contacts and meetings during the re-
search process as depicted above

% The Online Patient Book® do not differ much from the first draft of the idea, accord-
ing to the number of sections and subsections, which were based on findings in the
literature survey and the interview study. However, the implemented tool was much
more nuanced and larger than the researcher could imagine at first, and therefore, as
the IT Department estimated from the start. This made it necessary to raises more
funding during the process.

In summary, the intervention study depends on the spiral, meaning the iterative processes.
The hermeneutic spiral contributes to a picture of how the four phases were closely related, in
which one phase depends on the former phases and at the same time relates to the next phase.
The four phases:

» Were not strictly separated in periods of time
Interacted with each other
Affected each other

Could only be recognized as phases of a whole process

¥ oM oM M

Were influenced by the ongoing and continuously developing of the clinical practice

in which the research process was contextualised

W

Made an impact on the clinical practice in which the research process was placed in
¢ Should all be seen as important stages of the designing, specifying, developing, and
implementing of a new health informatics tool.
The intervention study moved the conceptualisation of the patients’ health informatics tool to
the specified tool: The Web 2.0 application, the Online Patient Book®,

www.onlinepatientbog.dk .

To understand the effects of patients’ health informatics tools, as the Online Patient Book©,
the use of the tool in clinical practice must be evaluated. Thereby the next natural phase was

the evaluation study.
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8. Evaluation study

This section reports the evaluation study, which is categorized as the fourth phase of the re-
search process. In this phase the dialogical search for knowledge was conducted as Internet-
based interviewing. The decisions made in relation to the process of evaluation by way of
Internet-based interviews were inspired by the hermeneutic thinking and operationalized
through and reflected upon the book of Kvale and Brinkman (2009), which is illuminated
earlier in the thesis, in section 4. The analysing of the data was also grounded on the descrip-
tion of hermeneutical interpretation of meaning by Kvale and Brinkmann (2009). Addition-
ally, the decisions ahead of the evaluation study were influenced by the researcher’s precon-
ceptions in general, which are elaborate in section 4 as well. Especially the theoretical under-

standing of men as patients and study population was central in this phase.

To understand the qualitative effects of patients’ health informatics tools such as the Online
Patient Book® an evaluation study was completed. The focus was on the patient users’ per-
spective. The operational questions were:

% How can an online contact contribute in the contact between men with prostate
cancer and healthcare professionals?

® How can an Online Patient Book, as an example of the patients’ health informatics
tool, enhance the patients’ continuity of care?

s How can dialogue based web applications, as part of an Online Patient Book®,
improve quality in the contact between male cancer patients and healthcare pro-
fessionals?

® How can dialogue based web applications facilitate contacts between male cancer
patients?

Patients’ experiences, as users of the resource tool, were generated by Internet-based inter-
views via a web page in the Online Patient Book®. The evaluation web page consisted of six
textboxes, each related directly to an open question. These six concrete interview questions
were all generated from the above mentioned operationalized research questions, for exam-
ple: Describe how you use the Online Patient Book® in your course; Describe the meaning
the Online Patient Book® has in relation to your course; and Describe the meaning it has for
you, that you could enter a dialogue with other patients. The patient users describe their use
of and what they consider about the tool, by filling in the six textboxes. The patient users

themselves could decide how many of the textboxes they would fill in and the length of each
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reply, as there was no word limit imposed. User identity was automatically collected, which
made it possible to count and separate the unique evaluation.

Methods and results in relation to this phase of the research project are elaborated and dis-
cussed in Paper III and Paper IV. The following description in this section is therefore re-
stricted to the findings. Though, the analysis of data will be explained first, as will the reason

for choosing Internet-based interviews.

8.1. Internet-based interviews
In the current phase of the research process, which means the evaluation study, the men’s
experiences in relation to contact with healthcare professionals, specified to their experiences
of online information and communication according to their use of the Online Patient Book®,
were generated using Internet-based interviews. While earlier in the research process the
men’s experiences were conducted using face-to-face interviews.
According to the researcher’s theoretical preconceptions of men as the study population (see
subsection 4.5) and the researcher’s experiences of men as the study population in the inter-
view study earlier in the research process (see section 6), it was determined that it was rele-
vant to use the Internet-based interviewing as the method in the current phase.
The supplementing use of Internet-based interviewing during the earlier interview study es-
tablish that the group of men are potential participants in Internet-based interviews, as 47 out
of 60 men responded on the invitation to answer open questions using Internet-based inter-
viewing (see section 6). In the interview study the men responded on the text-based interview
questions, primarily send out per e-mail, either by e-mail or by mail.
According to the theoretical preconceptions Internet-based interviews may have some advan-
tages as well as limitations, which are listed below. In Internet-based interviews it is possible
to utilise the asynchronous environment as in e-mail based interviewing or utilise the syn-
chronous environment that the chat interviews offer. In the current study the asynchronous
environment the actual health informatics tool offers was utilized, as the patient users’
evaluations were conducted via a web page in the Online Patient Book®. Therefore the lists of
advantages and limitations are produced in the light of an asynchronous environment.
Advantages of Internet-based interviews, according to the theoretical preconceptions (Doe-
rup, 2005; Dysthe, 2005; Georgsen, 2003; Rander, 2005; Sandars & McDonough, 2005; Wal-
ston & Lissitz, 2000; Kvale & Brinkmann, 2009):

a Flexibility; the patient users can contribute to the evaluation in a time and place most

convenient for them
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» Familiarity; the patient users are, as users of the health informatics tool during their
course of treatment and care, familiar with the use of it
x Reflections; the patient users’ written answers can contribute to new understandings
when writing, as the process of writing can generate reflections, which again gener-
ates new knowledge
® Resource saving; the patient users as well as the researcher may save time in compari-
son with face-to-face interviews
® Various perspectives; the number of patient users, who can contribute in the evalua-
tion can be enhanced, which could broaden the input
® Ongoing evaluation; the patient users can reopen the evaluation and thereby supple-
ment his earlier evaluations
¢ Self-transcribing; the patient users’ written answers generate a text, which is basically
ready for analysis.
Limitations of Internet-based interviews, according to the theoretical preconceptions (Doe-
rup, 2005; Dysthe, 2005; Georgsen, 2003; Kvale & Brinkmann, 2009; Rander, 2005; Sandars
& McDonough, 2005; Walston & Lissitz, 2000):
a Short answers; the writing process can be a more cognitive demanding task than talk-
ing, which can shorten the patient users’ written sayings
® Merely a monologue; the written answers cannot be questioned and thereby explored,
as in face-to-face dialogues or as in chat interviews. The written answers are only di-
rected according to the interview questions
® Less in-depth; the combination of a more cognitive demanding task, the monologue-
based answering, and the higher number of responders, reduce the opportunity for in-
depth answering and, or analysis. Kvale and Brinkman (2009) describe how it can be
difficult to generate rich and detailed descriptions
® Lack of facial expression; as there are no bodily presences.
The lists of advantages and limitations may not be complete, though it provides evidence that
Internet-based interviews are suitable for some purpose and not for others, which Kvale and
Brinkman conclude as well.
In summary, using face-to-face interviews in the evaluation could have been relevant and
would potentially contribute to a more in-depth insight as what can be depicted in written
Internet-based evaluations. Therefore face-to-face interviews are relevant in the future
evaluation of health informatics systems as the Online Patient Book®. However, for the pur-

pose in this phase of the research process in combination with a population who already were
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familiar with this particular web environment, the Internet-based interviewing was relevant

and therefore the evaluation was carried out by way of Internet-based interviews.

8.2. Data analysis in the evaluation study
To explore the patients’ experiences and what it means to them to have this health informat-
ics tool in their course of treatment and care, the analysis of the data was based on herme-
neutical interpretation of meaning (Kvale & Brinkmann, 2009), as outlined earlier in the the-
sis. The hermeneutic approach was used to explore the patients’ answers by entering into a
dialogue with the evaluation-text, as the hermeneutic philosophy does not contribute to a step
by step analysis. The patient users’ evaluations were handled as separated answers; as parts,
and as one whole text. What the text itself stated about the use of and the effects of the Online
Patient Book®, were identified and understood by a continuous back-and-forth process in and
across: the individual interview; the specific phase of the research process; and the research
process as a whole. The evaluation text was recognized and analysed as the individual patient
user’s whole story on him being user of the health informatics tool. Additionally, a search
across the individual evaluations divided the answers according to the interview questions.
This back-and-forth process generated core themes, which are elaborate in Paper III and Pa-
per IV. The core themes were as follows:
Two themes explaining the effects (Paper III):

¢ The patients stay in control

a The patients stay free.
Two themes relate to the use (Paper I11):

¢ Patient users depend on healthcare professional users

® Comments on the user interface and the design.
Seven core themes regarding usage of Web 2.0 technologies (Paper IV):

® The patients become partner in a dialogue
A flexible environment for dialogues
Emphasizing is not always the same as using
A calm environment, which generates dialogues
Potential problems are taken care of

Online social support as an opportunity

MoM oM oW M M

Different levels of participation.
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These themes reflect the findings, which are illuminated in the next subsection. Though, the
illumination is restricted to a summary of the findings as these are elaborated in Paper III and

IV.

8.3. Findings generated in the evaluation

As depicted at Figure 11, in section 7, the evaluation study was carried out within the first
year of production of the Online Patient Book®. In the current research process the term pro-
duction is named as the running phase and relates to the usage of the tool in clinical practice.
The Figure 11 (section 7) also depicts that the usage of the Online Patient Book® continues
after the first year of production and is still running today, in May 2011. However, seen from
the perspective of the current research process a line was sat after the first year of production,
as only the first year was a part of the funding and the agreements on collaboration between
the IT Department, the Department of Urology, and the researcher. After this first year the
role as project manager was succeed by the Department of Urology.

The evaluation study in the current research process therefore relates to the first year of pro-
duction from September 2009 to September 2010.

The usage of the tool in clinical practice was not influenced by the evaluation, as the patient
users could use the tool before, during, and after the evaluation study. The patient users’ us-
age of the tool was independently of them participating or not in the evaluation study. This
was according to the organisation of the tool as a part of the standard care plan in the clinical
departments. The healthcare professionals were not involved in the evaluation, as the re-
searcher handled the invitation to the patient users’ and following administrated their partici-
pation in the Internet-based interviews. Therefore the healthcare professionals did not know,

who or how many of the patient users that participated in the evaluation.

In the specified urology department, approximately 120 men with prostate cancer started their
course of treatment from September 2009 to September 2010. Of these patients 90 accepted
the invitation to use the Online Patient Book®. The exact number of actual rejections is not
recorded, as in some cases the introduction to this new tool could have been forgotten and
information about rejections was not specifically gathered by the nurses. This resulted ap-
proximately in:

® 75 percent of the men in this group of patients in the Department of Urology were us-

€rs
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Patient users were invited to the evaluation from two to seven months after their surgery. The
evaluation stopped September 2010. Therefore patient users, who had their surgery after July
Ist 2010 were excluded from the evaluation study. This left 58 potential evaluators, of whom
34 completed and sent the written responses. This resulted in:

® 59 percent of the men who were invited to evaluate responded

Summary of findings:
Combining Web 1.0 and Web 2.0 technologies, the health informatics tool:
® Was recognised as the men’s own health informatics tool, which they used throughout
their course of treatment and care
® Assisted the patients in being active participants in their care with the freedom to use
it as and when needed

® Empowered the men, which made them able to stay in control and feel secure

\ 4

Support accessibility of the healthcare professionals
® Represents the key to continuity:
® As the flexibility establish feelings of an always open electronic door through
which the men at any time during the course of treatment can obtain contact, en-
ter a dialogue, and thereby gain individualized information and support
® This increase the patients’ ability to stay in control, which reduce the patients’
dependence on the healthcare professionals and thereby enhance the continuity
of care
B Demands active partners including the healthcare professionals to be of value
® Generates reflections and new understandings for the individual patient, as he can
read other patients’ experiences in the online social support groups
® Facilitate valuable contacts between male cancer patients. Though when designing
applications for patient to patient dialogues, it is necessary to oblige different types of
users, as the men’s need for support from co-patients and their capability to help oth-

ers changed along their course.

Figure 12 illustrates how using health informatics tools such as the Online Patient Book® can
be the key to enhanced continuity of care:

B Individualized information and dialogue helps the men to take action;

B the patients’ health informatics tool support the men in their actions;

> and usage of the health informatics tool generate individualized information.
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At the start of the course of treatment and care, the individual man experience to be in a new
and unfamiliar situation. As such, there is a risk for disempowerment because of uncertainty
and insecurity. Due to the general and individualized information via the Online Patient
Book® the man knows what to do. He understands and has insights in the course of treatment
and care, which he is in and thereby is able to act in. Thus, health informatics tools as the
Online Patient Book® enhance continuity of care, by means of the individual patient’s re-
duced dependency on the healthcare professionals. At the same time, the patient experiences

a freedom to continue his normal day of life.

Just diagnosed with cancer, the man experience to be in a new situation and in an unfamiliar
context. There is a risk for disempowerment because of uncertainty and insecurity.

Individualized Empowers the
information man

‘ The individualized The patients’ health

information and informatics tool
dialogue helps the support the man
man to take action in his actions
Enhance the .
L The manis an
continuity of .
active partner
care
Reduced
/ dependence
on the
healthcare

professionals

Figure 12: The patients’ health informatics tools can be the key to enhanced continuity
of care, by way of the individual patient’s reduced dependency on the healthcare pro-
fessionals.
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8.4. The evaluation as a phase in the research process

The evaluation phase contributed to an important fourth phase in the hermeneutic spiral of the
whole research process.

First of all, the findings must be recognized in the light of the problem experienced and sub-
stantiated at the start of the research project. The nurses in the particular urology department
describe how they would like to have more flexibility in their caring for these men. During
the literature survey the importance of flexibility were substantiated. Flexibility in relation to
the individual man allows the healthcare professionals to individualize their information and
support to the individual patient. Thereby the men are allowed the support to be active part-
ners in their own course of treatment and care. The relevancies in and potential of utilizing
the Web 2.0 technologies to establish flexibility in the contacts between men with prostate
cancer and healthcare professionals are substantiated in the current phase.

Secondly, the evaluation points to the relevancy in future redesign phases. This at the same
time demands an ongoing involvement of the users, to accommodate their needs continuously
and in a constantly changing practical and social context. It is for example relevant to redes-
ign the application for online social support. The literature survey, the intervention study, and
the evaluation substantiated the value of patient-to-patient dialogue. Though, the patient us-
ers, who evaluated the Online Patient Book® were not frequently active users of this applica-
tion. Instead the men were often passive users, as elaborated in Paper IV. A few of the patient
users, who contributed in the evaluation of the Online Patient Book®, suggested that they
themselves could act as “older” patient users, as a sort of moderator to support the ongoing
dialogues among patients in the establishing of new patient groups within the Online Patient
Book®. This example stresses the importance in using participatory methods in the future
processes as well.

Thirdly, future evaluations are significant for the technology itself to coordinate with the pre-
sent and the future practical and social context, as the context itself continuously develops.
The current research process depicts how the back-and-forth-process in an innovative inter-
vention study shapes not only the health informatics tool, but the practice in general. The
technology itself generates developing processes in the clinical practice. To coordinate with
these continuous progresses the health informatics tool also need the future iterative proc-
esses, which a spiral depicts, whereby every new stage provides the researcher and the par-
ticipants involved with new knowledge.

Core aspects outlined above, for example future evaluations and redesign phases, are dis-

cussed in the following section 9 as well as in section 11.
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9. Discussion

The results are reported in each of the four sections 5-8, which describe the four phases of the
research process. This section works across the four phases of the research process to discuss
the methods used, limitations, and the findings. Finally, the new technology itself will be put

into perspective.

9.1. Perspectives regarding the participatory processes
The approach in the current research process combined the hermeneutic philosophy with the
innovative thinking. Recognized as a process of designing and developing a product, various
participatory methods were applied throughout the research process. Recognized by the her-
meneutic spiral, the results of every iterations, stages, and phases in the research process,
were used as a source for the next movements.
Thus, the research process is characterized by core aspects in the hermeneutic philosophy:
® The usage of different types of dialogues during the phases generated new under-
standings and knowledge, for example on how to design the patients’ health in-
formatics tool
st The phases of the research process could not be separated: one phase depends on
the other phases, as such there were an ongoing back-and-forth process between
seeing and working with the whole perspective and seeing and being in one phase
¢ The research process was recognised by the researcher as being in a hermeneutic
spiral, as an iterative process whereby each stage provided the researcher with
knowledge. Thus, the researcher’s understanding, and thereby preconceptions, de-
velop in and ahead of each new phase
¢ The individual dialog was recognised as a hermeneutic process, as for example the
interview dialogues generated new knowledge for both partners. At the same time
the individual dialogue was a part of the whole research process
% The researcher’s preconceptions were naturally implicated during the phases and
affected as well. The generation of new knowledge inspired, formed, and thereby
changed the preconceptions continuously
® The work was completed because of and in the dialectical connection between
theory and practice
® The researcher felt as being in the art of questioning and testing, as sometimes
there were several more new questions than answers

® Understandings were actions.
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The hermeneutic perspective contributes to a method on the philosophical level, which how-
ever supported: the innovative process; the synergy between theory and practice; and the in-
volvement of participants, as understandings and actions were generated in a back-and-forth
process between theory and practice by means of diverse dialogues.

The involvement of users was significant in trying to design the patients’ health informatics
tool. The hermeneutic perspective guided this involvement by emphasizing that questions
need to take precedence over knowledge. The need to gain new knowledge and to learn gen-
erates the art of questioning and testing. Being a questioner; always know that you do not
know, is a prerequisite if the researcher wants to involve users. The hermeneutic philosophy
contributes to seeing the involvement of users as ontology, which means a way of being.
Corneliussen (2009) criticises how the previous IT architecture has contributed to an under-
standing of the user as one standard. The general IT architecture reduces the complexity into
one standard, for example: The patient user. This standard patient user is seen and understood
outside the context. From a hermeneutic perspective the patient user is always situated in a
practical, social, and cultural context. The individual influences and are influenced by the
context, and can only be defined by including the context (Taylor, 2008). The hermeneutic
perspective supports the contextualisation of the health informatics, as the patient users are

defined and contextualized via the hermeneutic circularity of the dialogues.

Diverse challenges in the current innovative intervention study made it relevant to discuss
whether the research project could have benefited from action research or participatory de-
sign on the method level. The challenges were for example financial and how to facilitate co-
working across diverse organisational levels and diverse working cultures and practices.

Action research in nursing science seems to be the counterpart to participatory design within
the field of health informatics. In nursing science the action research method has gained
popularity. This seems natural, as the method offers a way of developing practice-based
knowledge. Nielsen and Svensson (2006) illustrate the closeness of action research to the
basic concepts of hermeneutic philosophy, for example the dialectics between practice and
theory. They describe action research as a child of hermeneutic philosophy due to conceptu-
alisation of cultural and social phenomena through dialogues. They emphasise how herme-
neutic dialogues create knowledge and meaning, by changing the preconceptions of the dia-
logue partners, as through dialogues the partners educate and cultivate themselves. Nielsen
and Svensson (2006) explain, how the dialogues cannot be separated from the actions, the

dialogue is an action in itself based on the unity between interpretation and action.
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The current research process gave priority to these dialogues, however another core aspect in
action research was not strictly followed; the democracy.

The phases of the research process supported the dialectic between theory and practice by
means of the back-and-forth process. Thereby theory forms practice and practice forms the-
ory, which for example can be illustrated by the substantiation of the problem experience in
clinical practice, in the literature survey. However, it was only the researcher who walked
through the whole process. The patients and the healthcare professionals that were involved
in the process were involved in separated and limited phases. To take advantages of the spiral
between the phases conflicted with the democracy, as the ongoing developing of new knowl-
edge sat the scene for every succeeding phase in the light of the former, future, or even ongo-
ing other phases. The lack of democracy is for example illustrated by starting the design
workshops presenting a potential new health informatics tool to the nurses. This preliminary
picture of the tool was presented as an answer to the problems in clinical practice. A partly
theoretical answer, but the developing and realization of the theoretical tool demands the
healthcare professionals’ involvement.

A democratic process in relation to the group of nurses, as one of the important group of con-
tributors and users, seems to be most relevant, at least along the separated and limited phase
of the design workshops. On the other hand, already placed in the clinical practice, the re-
searcher knew the organisational limitations, when planning the healthcare professionals’
involvement in workshops for example: working across different and diverse timetable;
working in 24 hours shifts; and working in an often unpredictable environment in relation to
workload and acute demands (Sandars & McDonough, 2005). These aspects conflicted with
an equal involvement in the design process. This is illustrated by the fact that the first work-
shop was carried out two months later than it was planned to be. Also by the fact that particu-
larly one nurse was missing during the workshop’s process, as she was not present in three
out of six workshops. This nurse was primarily on evening duty. Therefore the risk of priori-
tizing the democracy is that the innovative intervention process will slow down and maybe
even decline. If this specified phase of the research process slows down, it will not support
the spiral, meaning the progress of the research process. The risk is that the potential new tool
will not be developed at all. Another scenario is that a slow phase just delays the develop-
ment of the potential new tool. If so, there is a risk that the tool, at the time when it is finally
ready for implementation in clinical practice, do not match the practical and social context, as
the context itself continuously develops. The risk is that the movements inside the spiral do

not reflect the continuously movement of the context.
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Thus in the current research process, dialogues were prioritized to democracy, as the dia-
logues were essential to generate new knowledge and by that develop a new tool.
Collaboration, and by that sharing a community, is also an important stance in action re-
search. The action researcher’s role is to intervene normally in the social and cultural proc-
esses (Nielsen & Svensson, 2006; Rodgers, 2005). Even though the collaboration, in the cur-
rent project, was central in the design phase and the researcher was placed in clinical practice,
the researcher did not intervene naturally. The researcher did not share the same community
of practice as the healthcare professionals. Instead the researcher walked in and out of, or
along, the communities, which means: the community of the healthcare professionals; the
community of system developers; and in combination communities of different research net-
works. The researcher had to navigate through these different practices and perspectives, as
this was central to take advantages of the spiral and thereby generate new knowledge and the
new health informatics tool.

In summary, the specifying, designing, and developing of the Online Patient Book® was
based on the knowledge that the hermeneutic spiral, the iterative processes, generated. If,
instead, the research process had been organized as action research, the answer would not be
the Online Patient Book® — maybe something similar, but not the same, and most likely not at

the same time and place.

9.2. Perspectives regarding the bottom-up design

The Online Patient Book® was developed using a bottom-up design. Grounded in clinical
practice the users were categorized as patients and healthcare professionals. These groups
were therefore seen as core participants in the designing of the new health informatics tool.
Participation means involvement, all though there seems to be various levels of involvement
for example: to take part; have interest in; or be concerned with the thing possessed (Ord-
bogen.com, 2011). Kushniruk and Turner (2011) describe a change of behaviour that goes
from participation and into engagement. Fundamentally, participation often generates rela-
tionship or ownership.

In the current research process, the patients’ and the healthcare professionals’ engagement in
the interviews, workshops, and finally their usage of the Online Patient Book®, presented a
picture of their interest in developing and using the Online Patient Book®. This interest may
be classified as relationship, as it is a user-ship, however not an ownership. Therefore a rele-

vant question is: Who owns the Online Patient Book“?
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Even though the administrators within the Department of Urology, in which the Online Pa-
tient Book® was developed and implemented, agreed on being owners, there was a need to
support this ownership. According to the characteristics of the new technology, as a health
informatics system, it was relevant to have co-owners from the IT Department as well as on
the level of head administrators within the hospital setting.
Participatory design is an approach which focuses on processes and attempts to actively in-
volve all stakeholders. In the participatory design perspective, the socio-technical approach
helps in recognizing the interaction between people and technology (Nehr & Kanstrup, 2009;
Jensen et al., 2007; Nehr, 2010). Berg et al (2003) describe how technological innovation is a
social process, in which organizations are deeply affected.
A socio-technical analysis in the beginning of the current research project could have stressed
the importance in thinking the bottom-up design “to the top”. Stakeholders within the overall
management groups should also be seen as participants, as they are needed to contribute to
the environment, especially the economic environment. If these stakeholders do not see them-
selves as stakeholders they cannot contribute adequately. The stakeholders’ involvement,
which means ownership, is almost as important as the involvement of patients and healthcare
professionals.
However, in relation to the development of the Online Patient Book® some attention was
given to stakeholders in the IT Department as well as on the level of head administrators’
within the hospital settings. This attention, from the researcher, was accepted by the partners,
as both partners contributed to financial support already from the beginning of the process.
Though the stakeholders were identified, there seems to be a need to know more about them
during the process, to continually sustain their engagement too.
Kushniruk and Turner (2011) appear to set a framework on how to go beyond the attention of
participators to take actions and recognise them as diverse users. They point at the impor-
tance of differentiating between types of users for example according to; which roles the dif-
ferent users expect themselves to have; which roles the other partners in the process expect
them to have; which roles the researchers or project managers expect the different users to
have in the project and in the shifting phases of the project. The framework by Kushniruk and
Turner set five questions to analyse and thereby generate understandings of the different us-
ers. This means that the questions could help recognising the users:

® Who is the user?

» What expectations are there in relation to users?

® When do we engage the user?

83



PhD Thesis. The patients’ health informatics tool - exploring the possibilities.

s Where do we engage users?

® Why engage users?
Utilizing these questions appears to be very relevant in the current research process, for ex-
ample to support the stakeholders’ engagement in an ongoing financial support. Answers to
these questions could move the attention of different users, as when recognising the diverse
users it is possible to take actions in relation to them, and thereby facilitate the process from
the participants’ involvement and into engagement.
Developing health informatics often includes participation across very different working
practice. Answering the questions could support crossing these lines or bridges, and even take
advantages of the different working cultures, theoretical backgrounds, organisational levels,
and so on. In addition, to facilitate the understandings of for example the qualitative effects of

new health informatics tool in all organisational levels.

9.3. Perspectives regarding the literature survey

The findings from the literature survey were utilized in the design of the new health informat-
ics tool. The usage is based on 41 articles retrieved from a literature survey on the PubMed
and CINAHL databases in 2007. Paper II substantiates how the findings generated the pre-
liminary picture of the tool.

To understand the effects of the Online Patient Book® in an up-dated perspective, the litera-
ture survey from 2007 was accomplished with an up-dated literature survey in 2011. Paper I
documents the findings from the total amount of papers, which were 47 articles.

The number of articles represents the findings from a survey of the literature with the aim of
understanding, how men with prostate cancer experience their contact with the healthcare
professionals. This defined population and research questions generated a relatively limited
number of articles. Therefore, the number of articles does not necessarily cover the area com-
pletely. The questions asked are for example based on nursing practice, expanding the search
terms to other professions as doctors or health informatics would potentially give various
perspectives. Furthermore, several papers were excluded, because their focus was mainly
incontinence. Some of these papers could have been relevant in relation to the specific popu-
lation. However, the overall themes were contacts, dialogues, information, and support, in the
light of short stay surgery, and not long term complications after surgery.

The field of health informatics expands quickly. In relation to men with prostate cancer the
number of decision support systems increase rapidly. The purpose of such websites is to

guide men choosing the right treatment. Articles related to various decision support systems
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were mostly excluded, as the group of patients in focus is men with prostate cancer already in
a course of treatment with prostatectomy surgery.

The updated survey of the literature, in 2011, supported the evidence of the earlier findings
according to the men’s need for individualized support, information, and dialogue. A study
from 2008 (Sinfield et al., 2008) described the importance of healthcare professionals’ need
to identify and respond to the information needs of the individual man. Another study from
2009 (Iyigun et al., 2009) documents the effects of obtaining information, as the men felt
more secure and comfortable afterwards.

The men’s active use of the Internet, even prior their first meeting with the healthcare profes-
sionals, has increased over the few years from 2007 to 2011. This can be seen by the supple-
menting papers from the survey of the literature in 2011. Dickerson et al (2010) describe how
men with cancer incorporate Internet use into their cancer journey and become problem
solvers. The men use the Internet to enhance their sense of control. The men seek to be proac-
tive, prepared, and responsible trying to change the provider-patient relationships towards
collaboration and open communication. Ramsey et al (2009) document that a little more than
half the men in their sample accessed the Internet to obtain information about prostate cancer.
Considering the findings from the evaluation of the Online Patient Book® in these perspec-
tives supports the relevance and importance of healthcare professionals active involvement in

and use of the patients’ health informatics tools.

9.4. Perspectives regarding the interview study

In the interview study many men responded to the open invitation to contribute, via the Dan-
ish patients association for men with prostate cancer: PROPA. During the interviews the men
were often very willing to share their experiences. Several men explained how they liked the
idea that their contribution might help other men in the future. Though, it is important to take
into consideration that the men involved, in this part of the research process, were restricted
to members of the national patient organisation or to readers of the magazines from this or-
ganisation. This could be a possible bias, as the recruited men were more likely to be men
with an interest in and motivation to discuss their experiences. They may therefore not be
typical of all men with prostate cancer, as men who act more invisible may have different
stories to tell.

The researcher’s preconceptions, both prior to the current research project and arising from
the knowledge generated during the survey of the literature, were dealt with in the individual

interview setting by starting the interview by inviting the men to tell their story in relation to
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their own course of treatment and care. By that the men were allowed to set the scene and the
researcher had to build the questioning on their individual stories, though guided by the inter-
view guide. The relevance of the core themes of the interview guide were supported in rela-
tion to every interview, as every man had a story to tell in relation to the themes in focus,
either in a positive matter, in a negative matter, or a combination.

During the individual interview the researcher validated her experience of the meanings. The
ongoing dialogue and questioning were not only generated on the interview guide, but also on
the ongoing dialogue itself. The answers were integrated in the following questioning to test
the understanding of the information obtained. At the end of each interview the researcher
identified and summarized core aspects of her understandings to be confirmed, or not, by the
man himself. This circularity was supported by the interview guide, as the guide depicts a
circle.

During the process of the 15 interviews the researcher experienced a saturation of data, as no
new information to the core terms were generated in the latter interviews. Though every pa-
tient story was individual and brought nuances to various topics, the validity of the findings
was supported by the saturation of data.

The data from the interviews were utilized in the design phase to contextualize the new tech-
nology. Therefore the researcher’s focus in the process of analysing the data was influenced
by that perspective. This limited focus could hinder the richness of the data to be unfolded. A
more open focus to the patients’ stories would potentially have generated valuable supple-
mentary knowledge in relation to this large and increasing group of patients, and to the
knowledge on men as patients and men as the study population in more general perspective.
However, it was not possible within the current study’s framework to explore these perspec-
tives in depth.

The interviews were kept as audio files. This allowed the researcher, in analysing the data
(see Figure 6 and Figure 7, section 6), to step back from the re-contextualising to the primary
answers from time to time during the design phase. By re-listen to the individual interviews
the researcher re-experienced the interview, which was valuable to still remember and under-
stand the men’s needs during the design and developing phase. By recalling the men’s say-
ings these were part of the ongoing dialogues in the processes, as described earlier in the the-
sis (subsection 6.4 and 7.4). In the design and developing phases the men’s expressed needs
were for example discussed with healthcare professionals via the design workshops, as well

as with the system developers.
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9.5. Perspectives regarding the evaluation study

The findings generated in the evaluation study, and substantiated in Paper III and Paper IV,
are based on a response rate of 59 percent. The analysis of the results reveals that the majority
of the patients could benefit from the use of health informatics tools as the Online Patient
Book®. 32 out of the 34 patient users who evaluated their use of the Online Patient Book®
stated that the tool contributed positively to their feelings of security and certainty, which
means it could support their empowerment during their course of treatment and care. The two
patient users, who describe no affects to their feelings of security or certainty, still valued the
freedom to use the tool, when needed, and explained how the tool helped them to maintain
their overview during their course of treatment. This points to how the tool in general em-
powered the patient users.

Possibly the patients who valued the Online Patient Book® were higher in the group of re-
sponders. However, none of the patient users stated that the tool had a negative effect on their
contact to the healthcare professionals.

From a qualitative perspective patients indicated that the Online Patient Book® was impor-
tant. As the Online Patient Book® is still a part of the standard care in clinical practice, it is
both possible and relevant to supplement the evaluation for example with face-to-face inter-
views, content analysis of the dialogues generated, and quantitative methods to document
reduced resource consumption. In addition, with other groups of responders, for example the
healthcare professional users or the men’s relatives. This will be discussed further in the fol-

lowing subsections.

9.6. Perspectives regarding the evidence of qualitative effects

The qualitative effects of the health informatics tool, primarily substantiated in Paper III and
Paper 1V, are based on analytical generalisation. This is also the case in relation to the find-
ings in the literature survey and in the interview study.

The analytical generalisation emerges by means of the dialectic between practice and theory.
The empirical generated data were brought into dialogues with the theoretical preconceptions
and relevant studies or theory explored during the research process, as documented in the list
of references.

Analytical generalisation presupposes a detailed description of the research process. The cur-
rent thesis, in combination with the attached research papers, aimed to do so by describing
details of and the links between the dialogical and iterative processes and the four phases of

the research, and thereby make the whole research process transparent.
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The dialectic research process generates an interplay between discover, define, and identify,
for example what lies behind the individual patient’s description of insecurity. This methodo-
logical reflection provided insight and nuances in the understandings of the effects of the
health informatics tool. Findings based on analytical generalisation can not be seen as de-
contextualized. Therefore, when utilizing findings elsewhere attention must be paid to differ-
ences in relation to contexts.

The findings generated in this research project must be seen as one of the first steps in docu-
menting the effects of patients’ health informatics tools. The aim was to generate understand-
ings, explore nuances, and gain insight in how men experience different forms of contacts:
short contacts; contacts during a course of treatment; online contacts. Combining the results
from all phases of the research process provided a solid insight in the value of health infor-
matics tools as the Online Patient Book®. Still, the effects are qualitative, substantiating the
patients’ experiences. However, as the intention in the current study was to develop the pa-
tients’ health informatics tool, a tool which aimed to meet the needs of the patients, and
thereby empower the patients, it is of great value that the patients, in their evaluation empha-
size these qualitative effects.

As a part of their evaluations some of the men spontaneously explained how they experienced
quantitative effects as; reduction in their use of the healthcare professionals’ time due to re-
duction in telephone calls, and prevention of acute or extraordinary meetings at the hospital.
These quantitative effects were, however, not investigated in the current study. Therefore it is

relevant that future study survey these quantitative effects.

9.7. Perspectives regarding the new health informatics tool

The perspectives regarding the technology itself must be seen in the light of the researcher’s
professional background, as a nurse, and not having a professional IT background.

The Online Patient Book® was implemented in clinical practice as a part of the standard care
for this group of patients. Hence, the Online Patient Book® was not introduced as a pilot
study or research project. Instead, it was introduced as a new information and communication
tool grounded on the substantiated problems in relation to lack of information, experienced
by men with prostate cancer planning for surgery.

Even though the first year of implementation in some ways is identical to a pilot study, it was
the researcher’s conscious choice not to implement the tool as a pilot testing. Placed in clini-

cal practice, the researcher knew how the ongoing introduction of new research projects can
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be experienced as a heavy burden for the healthcare professionals in combination with the
often high workload.

This conscious articulation around this new health informatics system may have been a part
of the qualitative effects. Or et al (2009) explain how healthcare professionals felt uncomfort-
able using a health informatics system if they perceived the use of it as a burden to their pa-
tients, for example due to increased time consumption. Therefore, to be an active and positive
healthcare professional user it is important that the particular health informatics system im-
proves the quality care and treatment. Looking at the Online Patient Book® it is therefore
relevant to comment on how the healthcare professional users actually recognized the impor-
tance of this tool. When the Online Patient Book® was implemented and utilized in a period
of time in the clinical practice the healthcare professionals expressed how they experienced
the Online Patient Book® as of great value for the patients, as it empowers them. In addition,
the healthcare professionals experienced flexibility in their caring for these men. Thus, the
Online Patient Book® becomes a tool for the healthcare professionals, which can contribute to
quality in the care and treatment of their patients, and especially in relation to accommodate
the needs of the individual patient. Even though these experiences are only expressed by the
healthcare professionals in informal meetings, and therefore not a part of the data gathering in
the evaluation, such experiences are very important for establishing a positive environment
around the every day use of the tool in the clinical practice. However, further evaluations are
needed to explore these experiences.

Furthermore, Or et al (2009) point to the importance of the organisational levels to promote
and encourage the use of health informatics tools. The Online Patient Book® project supports
these findings. Guidelines and action plans were a central part of the introduction of the tool
(See Appendix D and E). These were based on agreements in the group of clinical leaders
and followed up by ongoing meetings with super users in the clinical departments.

In addition, the running phase (Figure 11, section 7) of the Online Patient Book® denotes the
importance of a project manager. To be a useful and valued tool in general, the actual pa-
tients’ health informatics tool has to be reliable and valid. Meaning it has to reflect the com-
plexity and the ongoing and constant development of the clinical practice, in which it is situ-
ated. This demands the healthcare professional users’ daily use of the tool, the use of the tool
in relation to every patient, and the overall administration from a project manager. A project
manager placed in clinical practice has the opportunity to continuously keep the health in-
formatics tool updated according to the ongoing development expressed in both formal and

informal meetings. Maybe most important, the ongoing dialogue with the healthcare profes-
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sional users sustains the healthcare professional users in relation to their daily use of the sys-
tem.

This illustrates how health informatics tools benefit from contextualisation in all phases; from
idea, design, and use, to redesign. The contextualisation supports a focus not only on the
technology itself, but also the way the technology is used and in which relations and contexts
it is used. Therefore it is also important that future patients’ health informatics tools incorpo-
rate both the patients’ and the healthcare professionals’ usage of the tool, during the design
and redesign phases.

In some earlier research project which encompassed pilot tests on diverse computer based
tools (Clemensen, 2006; Dinesen, 2007), it is described how such studies often face major
problems, because the new technologies are not robust and safe enough. According to the
usage of the Online Patient Book® there was no localized breakdowns the first year. How-
ever, in relation to general breakdowns of IT system in the hospital’s e-mail system the
Online Patient Book® was involved as well, due to the automatic E-Alert to the patient’s pri-
vate e-mail box. These breakdowns were documented two times. Minor technical problems
were experienced a few times, most often due to misunderstanding in the usage of the tech-
nology.

In the evaluation of the Online Patient Book® only a few of the patient users commented on
the user interface or the design. One user described that he once lost the outline of the website
and had to start from the beginning again. Another user suggest both top and side menu,
which actually was deselected in the design to make the website simple in relation to the gen-
eral users aged over 50. One user felt it could have been good to separate the Web 1.0 pages
from the Web 2.0 pages. These applications were linked so the user could jump directly from
the personal section to the public section with general information that was relevant to the
pertinent topic (See screenshots in Appendix F). Due to the security of the system, the patient
users could not change the personal secure key code, which one user criticized. Two users
rank the Online Patient Book® as a part of their evaluations. One scored the static pages with
general information to 7 on a scale from 1 to 10. Another scored the overall Online Patient
Book® with top marks.

The usage of the Online Patient Book® at the project manager level is however complicated,
as the software is not build upon a content management system (CMS). Therefore the project
manager is not able to edit and up-date the content in the Online Patient Book®. Instead the
project manager has to request for content changes which are then carried out by the system

developer. Including a CMS was a part of the preliminary picture of the tool according to the
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researcher. However, it was excluded in the process of product development due to financial
reasoning.

The Online Patient Book® represents an example of the patients’ health informatics tool,
however only as a design which means a model to inspire future patients’ health informatics

tools.
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10. Conclusion

In this section conclusions on the research questions are drawn.

The research questions were:

s How do men with prostate cancer, treated with prostatectomy surgery, experience
their contact with the healthcare professionals in clinical practice based on short
stays?

® How can an online contact contribute in the contact between men with prostate cancer

and the healthcare professionals?

It appears that men with prostate cancer, treated with prostatectomy surgery, often experience
a lack of individualized information and support. However, the importance, in relation to the
patients’ contacts with healthcare professionals is not the length and amount of time. Rather it
is the accessibility and exchange-ability that are significant aspects. For men to feel secure
and certain the healthcare professionals must be easy to get in contact with during the whole
course of treatment and care. Concurrently, the healthcare professionals’ ability to individual-
ize information and support, based on dialogues with the particular man, is essential. Provid-
ing information and support, the healthcare professionals may be able to empower the pa-

tients, and the empowered patient is also the active patient.

The organisational change towards patients’ short stays at hospital challenge the present in-
formation and communication systems. To accommodate the patients’ needs for information,
supports, and dialogues during their course of treatment, healthcare professionals have to give
priority to the development of new information and communication tools. To offer Internet
applications to men with prostate cancer appears relevant as these men are already Internet
users.

To accommodate the need for accessibility of the healthcare professionals, the patients must
be able to get in contact with healthcare professionals at the hospital at any time during their
course of treatment. The asynchronous environments, via the Internet, are open for flexible
contacts where the users can get in contact without having the feelings of disturbing, and in a
convenient time for them as patients.

To accommodate the needs for individualized information and support the users must be able

to exchange and understand each others information. As such a dialogue is essential. Web 2.0
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technologies open for flexible and dialogue-based contacts between the patients and the

healthcare professionals.

It appears that an online contact can contribute in the contact between men with prostate can-
cer and healthcare professionals by enhancing the patients’ continuity of care, as the patients’
ability to stay in control and stay free reduces the dependency on the healthcare professionals.
At the start of the course of treatment and care, the individual man often experience to be in a
new and unfamiliar situation. As such, there is a risk for disempowerment because of uncer-
tainty and insecurity. Due to the general and individualized information via the health infor-
matics tool the men know what to do. They understand and gain insights in their course of
treatment and care. Thereby the health informatics tool assists the patients in being active
participants in their care with the freedom to use the tool as and when needed, and by that
continue their normal day of life. The individualized information and dialogues help the men
to take action and the patients’ health informatics tool support the men in their actions. Thus,
the patients experience themselves as respected and active partners in their own course of

treatment and care.

It is substantiated that Web 2.0 applications can contribute to the accessibility of the health-
care professionals. The way the men describe their use of the tool, illustrates how the health
informatics tool provides an unlocked electronic door, which the patients can open and close
in their own pace, time, and place. The patients experience the healthcare professionals as
easy to contact and at the same time experience a freedom to continue their normal days of
life. Via the online care potential problems and insecurity are addressed. Web 2.0 technolo-
gies open for flexible and dialogue-based contacts, which underpin a collaborative approach
and an open and respectful dialogue. The Web 2.0 applications support the men in being ac-

tive partners in their own course of treatment and care.

The evaluation of the Online Patient Book® substantiates the importance in extending the
Web 1.0 technologies with the Web 2.0 technologies. The findings in the current research
project support earlier findings that patients are satisfied with short stays at the hospitals.
Though, the patients need individualized information including accessibility of the healthcare
professionals to learn to cope in this new and unknown situation. The nurses’ descriptions of
how they would like to have more flexibility in their caring for these men to target their in-

formation, counselling, and guidance to the individual patient, are recognized in the men’s
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descriptions. The asynchronous environments, which the Web 2.0 technologies provide, are a
significant way to expand the time for contacts besides the restricted formal face-to-face con-
tacts at hospital. Utilizing this expansion in flexible time healthcare professionals have the
opportunity to comply with the contradiction between the patients need for contact and the
intensifying of patients’ short stays at hospital. The course of care can go beyond the formal
face-to-face contacts between the patients and the healthcare professionals, so that the pa-
tients have the opportunity to feel informed and supported, and thereby empowered, even at
home. As such the online asynchronous health informatics tools can be one of the compo-

nents to accommodate these organisational changes.

The findings confirm the relevance of the healthcare professionals’ active involvement in
facilitating online contact between men with prostate cancer. The men’s need for support
from co-patients and their capability to help others changed during their course. Some users
do not engage or do not have the capacity to go beyond the role as a reader. However, just by
reading other patients experiences in the online social support groups can generate reflections
and new understandings for the individual patient.

When designing applications for patient to patient dialogues, it is significant to establish an
environment which can host and accommodate the needs of different types of users and even
benefit from it, for example by providing diverse applications for patient to patient dialogues,
as well as establish a construction that is well-functioning even though several users are pas-

sive users.

Based on the results in this study, it seems relevant to continue the development and imple-
mentation of health informatics systems designed to accommodate the needs of the patients:
The patients’ health informatics tool. The future use of the patients’ health informatics tools,
both in relation to men with prostate cancer and other groups of patients, is underpinned by
stated recommendations from patient users in the current study.

The results of this research are important to learn from and subsequently, to develop and
transfer the patients’ health informatics tool to other groups of patients.

The next section of the thesis seeks to follow these next possible phases into the future of

health informatics tools.
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11. Implications

This research process contributed to new insight on how health informatics tools can be of
value seen from the patient users’ perspective, when the health informatics tools are devel-
oped to accommodate the patients’ needs.

Additionally, the research process produced a new technology that is still used as a part of the
standard care in the specific department and for the specific group of patients. This specific
health informatics tool is valued among the patients and the healthcare professionals, which is
also described in a general hospital patient satisfaction survey conducted by Ruby and
Poulsen (2010) (Paper III). Though, the technology itself is not of value outside this specific
context. From a system developer perspective it is a prototype and at the level of the clinical
project manager the tool is not flexibly enough to work with in the long run.

Still, the hermeneutic spiral by which this research process was driven continues beyond the
current study, as the research process initiated new dialogues and phases. These implications

will be elaborated in the following.

According to the specific tool, for this specific group of patients, and in this specific context,
meaning the usage of the Online Patient Book® in the Department of Urology, at the Aalborg
Hospital, Aarhus University Hospital, it was relevant to redesign the subsection for patient to
patient dialogues. As elaborated in Paper IV, when designing web applications for online
social support, it is necessary to oblige different types of users. In correlation to this subsec-
tion of the Web 2.0 application, the findings substantiated a tendency that the patient users
act as passive users, either throughout their course of treatment or in various periods of time
during their course. However, just being passive users by reading other patients’ experiences
can generate reflections and new understandings for the individual patient. In Paper IV it is
also described how some of the patient users spontaneously or in relation to the evaluation
offered their help, as they would like to participate in the newer establish groups. These of-
fers were all from men, who had used the Online Patient Book® during their course of treat-
ment and now were “older” patients in the light of this tool, as well as according to a course
of treatment for prostate cancer. These men would like to act as the opening writer (see Paper
IV and subsection 8.4) in the establishment of new patient groups within the Online Patient
Book®. To accommodate and build up these valuable patient resources, according to the
Online Patient Book® in this specified context, the application for patient to patient dialogue
in small, demarcate groups, was supplemented with a secondary subsection for patient to pa-

tient dialogues. This section opens for dialogues across all the patient users enrolled in the
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Online Patient Book® at the Department of Urology. In this subsection the patient users can
participate as readers or as readers and writers. When writing only the men’s first name is
assigned automatically, as in this subsection the automatic generation of user identity is re-
stricted to the patient users’ first name.

This redesign was carried out after the evaluation and after the first year of production, there-

fore an evaluation of this subsection is relevant in the future evaluations.

Secondly, the research process initiated collaboration between the Department of Urology
and the Department of Oncology at the Aalborg Hospital, Aarhus University Hospital. The
aim of this process is to transfer the Online Patient Book® to other groups of patients with
cancer. However, this process seems to face problems, due to the fact that the software is not
built upon a content management system (CMS). It is possible to establish the CMS in the
technology, but at this time the collaborators have not been able to raise the funding sources

for this upgrade of the specified tool.

According to the limitation of the technology itself, as illuminated in subsection 9.7, and in
line with the aim of the research process, it is however more relevant to recognize the specific
tool, the Online Patient Book®, as a model that can inspire future design processes. The re-
sults of this research process can be relevant to learn from, if trying to develop health infor-
matics that primarily aims to accommodate the patients’ needs. In this perspective the current
research process by now has initiated new dialogues at the national level.

The national organisation Danish Patients, which represents approximately 800.000 patients
from 71 different patient organisations, published a written statement about telemedicine in
2010. This report from Danish Patients (2010) supports the relevance of future usage of
telemedicine including health informatics systems and telehomecare technologies. The poten-
tial of patients’ health informatics tools as the Online Patient Book® is explicit pointed at in
this report (page 5 in the report). It is recognised that these health informatics tools may en-
able the patients to capture valuable information, because the information are tailored to the
individuals’ needs and resources, whereby the patient can stay in control and be an active
partner in his own course. In other words, it is from the patients’ perspective recognised that
these health informatics tools may empower the patients.

In 2011 the Online Patient Book® is mentioned among other health informatics systems in a
journal for Danish healthcare systems, primarily for the healthcare professionals and adminis-

trators in the healthcare system (Mollerup, 2011). In addition, the nurses, who participated in
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the development of the Online Patient Book® and were super users, as well as the researcher,
have been invited to conferences for healthcare professionals in Denmark, to give a presenta-
tion of the tool (FSUIS National course, 2010; UTF Nordic Conference., 2011). A demon-
stration model is developed to support the nurses in their presentations on how they use the
tool in clinical practice. Thus, at the national level the Online Patient Book® has gained some

awareness, both among patients and among healthcare professionals.

Due to this national awareness the researcher has been invited to meetings with diverse work-
ing groups, who all aim to develop new health informatics tools to empower the patients.
These groups are established throughout the national healthcare system, independently from
each other, and in primary care settings as well as in different hospital settings. The work-
groups differ at the professional level and illustrates how health informatics systems involve
an interdisciplinary field. Across the workgroups the members of the groups are healthcare
professionals, administrators, or system developers. The combination of members in the indi-
vidual workgroups differs to a great extent. The patient group or groups in focus for the dif-
ferent workgroups also vary. The patient groups in focus are for example: patients with al-
lergy; patients with lung or heart conditions; patients with cancer in general; and patients suf-
fering from chronic diseases. However, the working groups all aim to develop new health
informatics tools to empower the patients.

Thus, these meetings with diverse groups generated new dialogues with healthcare profes-
sionals as nurses, doctors, administrators, project leaders, communicators, and so on, as well
as system developers. These dialogues depicted how there already has been a shift in focus
from health informatics systems, that primarily serves the healthcare system, towards pa-
tients’ informatics systems, which aim to inform, teach, and empower patients to participate
meaningfully in their healthcare. This shift seems to relate to the active patient regime, with
the aim of empower the patients by utilizing health informatics tools.

However, the dialogues also depicted how this shift not naturally initiated the involvement of
patients and clinical experts in the design and development phases. According to the findings
in the current research process, this shift therefore still needs a movement to a primary focus
on the patients’ needs. When developing new health informatics systems that aim to empower
the patients, the specific group of patients must be involved, as only they know what is mean-
ingful in their healthcare. Therefore, if designing and developing health informatics systems
that enable to empower the patients, the patients’ needs must be an important first step to

learn from. This demands the involvement of the patients, as well as the clinical experts who
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meet these patients in their course of treatment, already when starting to design the future
health informatics system.

In this perspective, the knowledge generated in the current research process is of value to
initiate the next shift from a primary focus of the active patient regime to a primary focus of
accommodating the patients’ needs. Therefore, at the meetings with these diverse working
groups the researcher seeks to question and discuss how the patient users and the healthcare
professional users can be significant participants in developing health informatics systems
that aim to empower the patients.

There would probably be overlaps according to features and functions in the health informat-
ics systems that primarily aim to empower the patients from the perspective of the active pa-
tient regime and the health informatics systems that primarily aim to accommodate the needs
of the patients, as the patients most often would like to participate as active partners. Though,
a primary focus on the patients’ needs will support a health informatics system that encom-
passes the patients’ needs and thereby enable the patients to continue their normal day of life.
In addition, this could support the patients’ familiarity with the new technologies, as they are
in line with their experiences as patients. Instead of health informatics systems that serve the
complexity of the patients diagnoses or the complexity of the healthcare system, and thereby
represents the unfamiliar context of the health care system or the none-recognisable medical

language, which are problematized in Paper II.

Looking at the upcoming generations and a changed perspective towards seeing the individ-
ual as responsible for his own health, the future patient will see himself as a partner in his
own course of treatment and care. The future patient will therefore: expect to be seen as a
respected partner in a provider-patient relationship build on collaboration and open commu-
nication; will be more active and use diverse health informatics systems to educate and culti-
vate and by that empower himself; expect the freedom to continue his personal day of life
(Clemensen, 2006; Dickerson et al., 2010; Rasmussen et al., 2009; Rasmussen & Clemensen,
2009; van de Poll-Franse & van Eenbergen, 2008).

In this perspective it is essential that future health informatics systems incorporate the needs
of the patients in the design process. A primary focus on the patients’ needs will support a
health informatics system that encompasses these future patients’ needs.

In summary, health informatics applications that primarily aim to meet the needs of the pa-

tients, such as the Online Patient Book©, need to be a central part of future health informatics
p
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systems to serve the patients instead of serving the healthcare system or the diagnoses of the

patients.

The Internet allows the patients to act. However, this will only be the case if healthcare pro-
fessionals are aware and accept the new roles that exist between a patient who is empowered
by the use of the Internet and the healthcare professionals. The healthcare professionals must
provide encouragement, guidance, and support to patients in relation to their Internet usage to
achieve the maximum benefit from future patients’ informatics systems (Broom, 2005). Ad-
ditionally, in relation to Web 2.0 tools, such as the Online Patient Book©, the healthcare pro-
fessionals also have to take an active role in the usage.

To sustain the healthcare professionals’ active roles, their participation in future designing
and development of health informatics systems are significant. However not documented in
the current research process, the researcher still experienced how the nurses, who participated
in the developing of the Online Patient Book®, gain new understandings. During the process
of intervention their preconceptions develop, for a few of them from scepticism, to now

where the nurses advocate for the future use of patients’ health informatics tools.

At the international level, the Department of Urology has been invited and has accepted an
invitation to be a partner in a European project, which involves collaborators from hospitals
and universities from five European countries. The aim is to define, design, and develop
health informatics systems, which motivate patients to participate actively in their health
management. During the current research project, the Department of Urology gain experi-
ences with and interest in future use of such health informatics systems, which includes the
participation of the healthcare professionals and the patients when designing and developing
these health informatics systems. The Department of Urology has interest in further devel-
opment of patients’ health informatics tools to this specified group of patients, as in the cur-

rent research process, as well as to other group of patients in the department.

The area of health informatics systems, telemedicine, and telehomecare technologies is char-
acterised by a high degree of optimism in the present society (Danish Patients, 2010; Dine-
sen, 2007). Among politicians (Haarder, 2010) this optimism is often articulated in the light
of the expected future demands to the healthcare system. Telemedicine including health in-

formatics systems are seen as a core solution to these future demands.
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The current study can be seen as a contribution to this optimism. However, it is essential to
be aware of the thinking behind the development of new healthcare systems.

Through this study, the researcher’s professional and ethical stance is that the patients’ ex-
periences of high quality care and treatment and quality of life during their course of treat-
ment need to be prioritized. Potential reduction in time and use of resources may always be
the second parameter, however of value if the qualitative effects are obtained. Therefore,
documentation of health informatics tools qualitative effects should always be prioritized and
documented, too.

Though, there is a need for future large scale research studies to document the findings of
qualitative effects of patients’ health informatics systems in the current study. Secondly, there
is a need for future research to document the patients’ descriptions on quantitative effects as
reduction in the use of healthcare professionals’ time, reduction in telephone calls, and pre-
vention of acute or extraordinary meetings at the hospital, by usage of the patients’ health

informatics tools.
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Appendix A

Interview guide utilized in the interview study. Danish version.



Interviewguide

Spergsmal jf. projektets temaer:

Med afsaet i mendenes indledningsvise fortelling sperges ind til maendenes oplevelser jf. projektets temaer:
- Korte kontakter
- Individualiseret kontakt; dialog, information og statte
- Tryghed, sikkerhed, Utryghed, usikkerhed, manglende kontrol

afdekning af mulige sammenhange

og til sidst efterlyses konkrete ideer fra mendene til II redskab

Kan du fortzlle om...

Du snakkede om... (henviser
til uformel indledning)

Kan du huske, det forste
made...

Kan du fortalle om
situationer eller perioder...

Du fortalte, at... kan du
fortaelle lidt mere om det...
Hvordan oplevede du...
Hvad beted det for dig...
Hvordan synes du...
Havde du mulighed for...
Konteksten - Fortellinger - _ Hvad tenkte du om...
Hvad gjorde du...

Du har beskrevet, at du...
Hvordan oplever mandene de korte Hvordan oplever mendene den Tror du,...

og afgreensede kontakter? information og stette de har faet, Er din erfaring...
og dialog de har haft? yu har fortalte om...

Oplever mandene, at kontakten har
betydning for deres oplevelse af
tryghed/sikkerhed og kontrol?

Hvis du havde haft en mulighed for
kontakt via Internettet, hvad kunne
du sa teenke dig, at den indeholdt?

Hvad bidrager til tryghed og sikkerhed? Oplever meendene
utryghed og usikkerhed.




Appendix B

A sketch from the interview study
which the researcher draws during the process of interviews,
for the researcher’s use only to recall the study later on.
The researcher experienced how the dialogues in the interview study generated new
understandings for both the individual man, who was interviewed,
and the interviewer (researcher) herself. Danish version only.



Figur interview. Billede af, at interviewet opleves at vere:
e Dialog.
o (Et sted), hvor viden genereres.

Konteksten:
e Samfund (bl.a. hvordan “’ser” en
mand ud?)

e Madet (mellem forsker og deltager)
- 4— ----- .
Deltagers forteelling \\\
og T
forskers fokus. K
_____ _" == -7

Hvordan oplever
mandene de korte Hvordan oplever
og afgrensede mendene den infor-

kontakter? mation og stette de
har féet, og dialog
de har haft?

Hvad bidrager til tryghed og
sikkerhed? Oplever

meandene utryghed og
usikkerhed.

ir e Sammenhange? 1
e Idéer (Online kontakt)?
s
Deltagers videre
bearbejdning. Forskers videre bearbejdning,
-«—> .
fortolkning og anvendelse.




Appendix C

Examples on visualising the design in the developing phase of the Online Patient Book®.
Commented screenshots, colour codes, and so on were used to communicate the design
between the system developers and the project manager (the researcher).



7} Online patientbog - Testversion - Microsoft Internet Explorer

Filer Rediger Vis Foretrukne Funktioner  Hjeelp

Qreoe - © - ) (& (b Jom Sorewwre @ (33 - I

Testversion
AALBORG SYGEHUS

Online patientboge Dette er en Testversion, er ikke godkendt.
generel Personlig Online patientbog

il Personlig Online
patientbog
via Ind

pe—— ; CET

+ Personlige
informationg
Personlig kol
med sygeplejd X ’ . .
Personlig dialog Velkommen til din Online patientbog - du er nu logget ind
med andre
patienter
Personlige Notater

Der er &ben og fri adgang til Online patientbogs sider om generel information
Aktuelt er det kun muligt for maend, der behandles med kirurgisk fijernelse af
prostata, ved

Urolloglsk Afdeling p8 Aalborg Sygehus, at f& oprettet adgang til Personlig
Online

patientbog

Er tilmelding til Online patientbog aftalt med sygeplejersker i Urologisk
Afdeling

fremsendes e-mail til din private mailboks. E-mailen indeholder adgg

og
opstartsvejledning

[ET0da e ] T [ et
Bsor| @ O EEERG T e & fentbog -T.. €0 BRI OB 2

=1 s T H M e I T £ ST

_anlInu P *ient qu_

o Rl & TR

o
el G R we e S o ————— L =n R

Ad:

1 Tncdeet teleat 1f bk redenin - ot Forskalige skriftsts Bykheloer

2% Tnchet billede 11 Udeig? S Upooafil 100 ead (em haa o ibee s omine)

32 Encke tekat (sd idenitich med bimlhe) - Loog Ind

3 e tehet: Persony Crrline patienthog - via Log Ind

D% Incaat: Bjalhe -bjadp  (Ejeloe ahal linke b en bertigeners] v nfuing)

EI'; Tedsien Hyslp e fint, men irsme man B slreve: hoeip (eller) f=ohindn (uted (ytie 7o)

o I Oalls 'l

Borne- og Rirurgs Center. (link: hitp Jfwww. aalborgsygehus ro didAtdelinger/BoerneOghirurgiCenter)

Crgandiatorisk & Urolaghll Afdeling tilryitel & af Aalbong Sypehus’ fem o8
Borme- of Kirurgl Centr,

Aalborg Sypehus er en del af del nordjyske sundhedsvaesen. Desuden inglil
som &n del of Irtus Universitetshospital. Demmed varetager asiborg Syt
universitetshospitalsfuriction. Les mere pd Asbor] Sypehus

hap: S Seewew aalborgoygebus o di g F akits « o = tal /Ome+ Sypehuset/




Appendix D

User guide for the Online Patient Book“to healthcare professionals.
A paper version was placed in the specific departments, who used the Online Patient Book®.
The user guide in full length was attach at the first web page for healthcare professionals and
related parts of the user guide were attach at each web pages to be opened with a click on the
Help Icon.



Vejledning: Online patientbog ©
www.onlinepatientbog.dk

Ved spargsmal, fej ing el. andet
projektansvarlig Charlotte D. Bjernes
TIf.: 50 92 55 75 - E-mail: chbi@rn.dk

Vejledning: Online patientbog © www.onlinepatientbog.d|

Hjemmesiden opnas P
« lkon pa skrivebord
« eller ved: www.onlinepatientbog.dk Tl T ey

Log ind via fanen: Anvend dit generelle 4 cifret bruger-id og adgangskode

Online patientboge

[Online pati Log ind

[ 1nf on -
generel

= Brugemavn
Personlig Onfine (CoRonr
patientbog

(it

Adgangskode:

5 mm
1 2
i nlin i Galins pationtbng - Online patientboge
4 Online r/© 5 ssionelle: Vejledning s | Sundhedsprofessionell meld ny patientbruger
. . Falies huskeseddal for sundhedsprafessianalie: :
1. side efter log ind e e e ey
« Begi raverkg for nin patienbog her sraveetfor cafigrng ofnoter | patientbruger systemet,
CPR: | — (CPR-rr. anglves uden bindestreg)
e —
- Etermavn: [
Brugervejledninger ___— EMall: [ (Patientens private el achesse)
Skabeloner til tekst o
/ hjeelp?
- M Husk klik opret - og bemaerk at tilmelding er gennemfert
Faner for sundhedsprofessionelle efter log ind Jmoersigt: Patienter
Primere f
rimaere faner: patientbruger
« Oversigt over patienter o o Brugeren [9999999909) er oprattet | systemet og en mail med information er blevet
g sendt til patienten,
« Tilmeld ny pt.bruger — .
- Dialog med patienter CPR; [ (CPReNY. angives uden bindestreg)
Fornavn:
Under fanen: Dialog med patienter Eftemaw: [
angives henvendel§er fra pahent_er\ E-Mail (Patientens private e-mall adresse)
der skal bekrzeftes inden for 24 timer
3 4

Oversigt: Patienter]

Cline patientboge
Sundhedsprofessionelle: Oversigt over tilmeldte
patienter

”Patientens skaermbillede”

Ved at anvende

sogefunktionen
afgreenses oversigten
til den sagte
"patients skaermbillede” sl
[ remssnt oo e o 150
P

Ved klik: Adgang til:
Dokumentation af individuel information + Dialog mt?d patient

CPR Navn Patient Kontakt, seneSl K
9999999999  Testpatient XY1 23. februar '10, KI. 10 49
Aftaler Materialer oq Pjecer Persol er Resumeer

” " o " . Pﬂtwﬁ'vt Kontakt, senest.
Dialog med patient: Dato angives forst nar dialog er aktiveret—
Skeiv tl patienten

Opret: Aftaler

“Patientens skarmbillede”
Aftaler ) Materialer oq Piecer Personlige Oplysninger  Resumeer

Testnarien: 41, 299599550

r's
Aftaler for operationen
Forberedalscssamtale mar—

Aftalt td: Pouse med medicin
ATl e e m «————— Kalenderfunktioner
AL roteindrk, 2 sk doglol [ 3

Al pdzguche

bw;{;‘;m;m;:;." EA [zt KI. skrives HH:MM

fran fx (17:30)

Aol td: Operaon [t

et e lenioat ot operationen
foretages [ oo v ]
[ e

g o1 zperaricnen

Planiagt operationsmetode.

Husk klik opdater under hhv. Aftaler for ELLER efter operation
- og bemeerk at zendringerne er gemt

Aendringerne er gemt! 6

Denne side fortszetter...




Opret: Aftaler
“Patientens skarmbillede”
Aftales D aterialer oo plecer  Personlloe Golvsinger  Resumesr

Aftaler efter operationen

Attt v Uskoivelse s
A e e RIS T e iy
udskrivelse Svaser [ros2mm 2
Via Online patientoog. —
Attt Fiornelse af dips Kalenderfunktioner
b e % et td og meckrivg tora b1 T
i

el of plerchoreir B2

R . e
e e " KI. skrives HH:MM
e e - | .
Giling pationog, brow aler ved apbuiant konirol fx 17:30
Aftalt s o fecdback G
Kansultation ve e K. i
At Ampulant onwol Vandiadnngrundersogeise [z
Eciroven (254 tages en uge o ves eer bege [l

i

L oceecioninee |
Husk klik opdater under hhv. Aftaler for ELLER efter operation

/ - og bemaerk at ae;dringerne er gemt

AEndringerne er gemt! 7
Denne side fortsatter...

o

Opret: Aftaler "Patientens skaermbillede”

Aftaler ) Materialer oq Piecer Personlige Oplysninger  Resumeer

Andre aftaler "Andre aftaler”
Lo sctoner 09,11 300 Uiy Biofeecoock, 2 . ikke-standardiserede

Bmbulairorum Konsuitator!

L soptemoer 00 KL oo Sigenusiird  BG, pd cperasionsdagen

| _ Opret Andre aftaler
[ Tilfoj anden aftale > «———————— | K. skrives HH:MM

e .
Dot okies . Srec —

r = o [E— Alle felter skal .udfyldes
Iﬁm(,w_m s ol — [ fx sted med: -

E} [ fx kl. med: 00:00

]

Husk klik opret - og bemaerk at aftalen fremkommer pa listen: Andre aftaler

[Andre aftaler

16 oo 10 150 SIS 2 artudenes koo

{5, iober 05, KI. Uracael

fo9 O L st 2 kansuls
8

Opret: Markeringer af materialer og pjecer

"Patientens skarmbillede”
Aftaler  Materialer oq Piecer ) Personlige Oplysninger  Resumeer

Markering af pjecer som patienten er
i til:

Udleverede pjecer,

materialer og bleer
t—— angives med vinge

Nar patienten klikker

pa pjecen har han

adgang til at leese

den/ved materiale
Fialer som patienten har faet vises foto

k. Slnerat oy Feracia
Pt 5 oot

Markering af m:
udleveret:

A patgaeean i fex afmaterale vac LI of rarkoret materala)

eraena)

Husk klik pa - og bemaerk at aendringerne er gemt

Opdatere evt. zendringer

Aendringerne er gemt!

Opret: Personlige oplysninger
"Patientens skarmbillede”

Aftaler  Materioler oq Piecer  Personliqe Oplysninger

[ —
e
Du blev indlagt den [was 2
on e o Marker pil: veelg kirurg
| T e T —
JE—

Du gennemgik operation don

Duble udskrevet den

Kalenderfunktioner

LUrologisk Ambulatorium er dine
kontakipersoner

Skriv navne: evt. flere

TUrologisk Sengeaenit madie du [T
ved indiggelsessamtalen
Contakiperson)

L Urclogisk Sengeafsrit ooy [T
=

ved din udsieivelse med

Husk klik pa - og bemzerk at endringerne er gemt

Opdatere evt. Andringerne 10
. “Pati billede”
Opret: F Dialog med —F e
s Bt o pne P Oulains: € o I
[Anders Andersen, 111111111 —— i - ’ )
— Kiik for lzes resume R Patlent Kontaxt, senest, Ved klik: Adgang til:
Resumé: / "“"“‘C’h B ;“:";':, 9999999999 Testpatiant XY 1049 Dialog med patient
! atotte Dori . .
2. Ambulante kontrol 211l 09, . 13:01 Projet Leder P L g Dato angives nar

— Klik for opret resume
1. ambulante kontrol M

[Online patientboge .
D ion ved Resume af samtaler | ANGiv emne

— ¥
Nyt Dokument

oo sime
Tyt patent:  Ardrs Aerse, 144 "
fi /, Skriv resume

Husk klik pa - og bemzerk at resume fremkommer pa listen

§ 11
]

dialogmodulet er
aktiveret = dato
<__lfor sidste kontakt

e Eantal, sengst

Skriv til patient

Kontakt med; Afders Andersen,
11111111 {65 tage w overstn)

Skriv en besked

 Skriv i dialogboks

atienten.

P S
pr

Husk klik pa - og bemzerk at indlzeg fremkommer pa listen

Den skiftige dialog gemmes og kan lzeses fortiobende i Online patientbog




Daglig ansvarlig: Online patientbog ©

Ansvar:

1: Bekreefte alle henvendelser fra patienter inden for 24 timer —
angivet under fanen: Dialog med patienter

+

(se 1. side efter log ind)

Dialog med
atienter

2: Handtere punkter i: Feelles huskeseddel for sundhedsprofessionelle

Online patient(l;?g@

essionelle: Vejledning

Sundhedspr

Fzelles husk ddel for

dh

Daglig ansvarlig: Online patientbog ©

Handtering: ad. 1

Nye henvendelser fra patienter i Online patientbog

Er der ny besked fra patienterne?/Hvem er beskeden fra?
G4 via fanen: Dialog med patienter

+ Viser ubesvarede indlaeg

Skeaermbilledet angiver nye henvendelser, der skal bekraeftes

/Di med patienter

T —

- Lt
ot srten 52 63561 - e
VMK 58 o e 3

— [
5 2008 1 53¢ L Pg;m‘ﬂ i S i S Bekrzeft henvendelse
verlatiE=a : iy | ved at svare
iy inden for 24 timer
14

Daglig ansvarlig: Online patientbog ©

Skaermbilledet angiver nye henvendelser, der skal bekrzeftes|

falog med patienter

v gt arten 5 03 5 | - e eenisar
Cicorar e W 3 Twat ot i

a1t

iz
G

Srmt ateter om fea i ct

[svar patienten/se dilon]

ialog med
atienter

Bekraeft henvendelse

ved at svare
inden for 24 timer

Bekraeft henvendelse /
T~

Skriv en besked til patienten.

Den skriftige dialog gemmes og kan lzeses fortiobende i Online patientbog

Daglig ansvarlig: Online patientbog ©
Bekreeft henvendelser ved at svare inden for 24 timer
[Sundhed: Dialog med patienter

PP ——

tier=an se clog |  ncer Feruercelsen
ek 58, v paeten 58 Ao - ek

1cstpasencict i scsslerse

st ot

‘ 9 med
Qaticnier

Tscar

il

Svar sendes til patient inden for 24 timer. Svar kan vaere:

Besvare patientens henvendelse endeligt

Informere patienten om at henvendelsen bringes videre til handtering, fx il

sygeplejersker i andre afsnit/kontaktperson/Da |Iﬁ ansvarlig en anden dag/handtering

senere pga. travihed (husk notér opfelgning i Fzelles huskeseddel)

"Teknisk svar": Systemel kontrollerer, at patienthenvendelser BLIVER besvaret. En

igangvaerende dialog med en patient ‘skal derfor afsluttes af Urologisk Afdeling. Der er

udarbejdet en: "Skabelon for bekreeftelse af besked fra patient m. afrunding af aktuel

dialog™ (findes pa 1. side efter log ind;

1 tilfzelde, hvor der IKKE gives endeligt svar noteres opfelgning i
Faelles Huskeseddel (husk at sende midlertidig svar til patienten — patienten
kan ikke leese med i Fzelles huskeseddel)

16

Daglig ansvarlig: Online patientbog ©
Handtering: ad. 1

Nye henvendelser fra patienter i Online patientbog

Er der ny besked fra patienterne?/Hvem er beskeden fra?

G4 via fanen: Dialog med patienter
« Viser ubesvarede indleeg

Tilmeld ny
patientbruger

samtaler

Dokumenta
Aftaler

Dokumentation:

Materialer - Pjecer|

Skeermbilledet viser, nar alle henvendelser er bekraeftet

[
Sundhedsprofessionelle:/ Dialog med patienter

Oversigt over henvendelser fra patiefiter, der ikke er besvaret:

« Listet efter dato

henvendelse

[Sperasmal

+ Svar til patienten ved ik p&: [fvar patienten / se dialog ] - under henvendelsen
+ Se tidligere dialog med patienten ved Klik pa: [svar patienten / se dialog ] - under

[Der er 1 geblikket ingen Ubesvarede patient spargsmél.

hjaelp? 17

Daglig ansvarlig: Online patientbog ©
Handtering: ad. 2
Punkter i: Faelles huskeseddel for sundhedsprofessionelle

Online patientbogs.

Se 1. side
efter log ind

Timedt oy T

E M1 o Tespnt 1 Ak e
Ko 2 et Pt 15kl

Ookumenators [ 1|

Kommunikation mellem Daglig ansvarlig:
« Flag angiver oprettet note fra tidligere Daglig ansvarlig — til handtering
« Slettes efter handtering (slet]

Opret ny note: Anvend tekstboks. ‘
« Ved klik pa: Tilfej oprettes noten

opretes o1 g

« d.d. angives automatisk




Daglig ansvarlig: Online patientbog ©

Ansvar:

— Bekraefte alle henvendelser fra patienter inden for 24 timer — angivet
under fanen: Dialog med patienter -, | [J§Pialog med |

— Handtere punkter i: Faelles huskeseddel for sundhedsprof.

[Ontine patientbog:
|sundhedsprofessionelle: Vejlednin

[Faslles huskeseddel for sundhedsprofessionelle:]

Bekrzeft henvendelse ved at svare inden for 24 timer:
« Svar sendes til patient inden for 24 timer. Svar kan vaere:
— Besvare patientens henvendelse endeligt
— Informere patienten om at henvendelsen bringes videre til handtering, fx til
j i andre afsnit/ son/Daglig ansvarlig en anden
dag/handtering senere pga. travihed (husk notér opfelgning i Feelles
huskeseddel)

— "Teknisk svar”: Systemet kontrollerer, at patienthenvendelser BLIVER
besvaret. En igangvaerende dialog med en patient skal derfor afsluttes af
Urologisk Afdeling. Der er udarbe#det en: "Skabelon for bekraeftelse af
_beds)Ked fra patient m. afrunding af aktuel dialog” (findes pa 1. side efter log
in

« ltilfeelde, hvor der IKKE iives endeligt svar noteres opfelgning i
Fzelles Huskeseddel (husk at sende midlertidig svar til patienten —
patienten kan ikke leese med i Fzelles huskeseddel) 19




Appendix E

Action plan for healthcare professionals.
The action plan was placed at write boards in the healthcare professionals working area.
The write boards listed the actual patients in the department and the plan for the particular
days work practice.



Tjekliste Online patientbog

Oversigt:

Handtering af:

1 Patienten oprettes i
Online patientbog

Tilmelding ved Urologisk Ambulatorium
(gnske om tilmelding senere i forlgbet kan ske i
Afsnit 9/10 - husk label pa VIPS og journal forside)

2 Forberedelsessamtale
i Afsnit 9

Online patientbog:

- Ajourfgring af datoer og data
(under Personlige oplysninger og Aftaler)

- Skrive resume

- Afkrydsning af udleveret materiale

Udskrivelse i Afsnit
3 10

Online patientbog:

- Ajourfgring af datoer og data
(under Personlige oplysninger og Aftaler)

- Skrive resume af indlaeggelsen og samtaler
- Afkrydsning af udleveret materiale

- Sende 1. dags kontakt via Online patientbog
(se skabelon)

Daglig ansvarlig Online patientbog: Handtering af:
- Mandag, tirsdag, onsdag: Urologisk Amb.
- Torsdag, fredag, lgrdag, sendag og alle helligdage: Afsnit 9/10

Tjek under:
Ansvar - Feaelles huskeseddel for sundhedsprofessionelle
- Dialog med patienter
Henvendelser fra patienter skal bekraftes indenfor
24 timer
Udpeget Dato: Initialer:
Daglig ansvarlig




Appendix F

Screenshots from the Online Patient Book®
which illustrate features and functions within the health infor matics system.
Patients' ID numbers and names on the screenshots are fictitious.



The Online Patient Book®/Online patientbog ©: Screenshot presentation:
www.onlinepatientbog.dk

(T —— I e e GhbRed = Funiseen = e

AALBORG SYCEHLUS

Cinline patienthog

Online patientboge

For maend, der gennemgdr behandlingsforab med
ternekie af prostata - radikal prostatektonm

Uralogisk Aldaling
Aslborg Sygebius

[Lovg ind]

The website consists of two sections, both with subsections;

% A public section, with open access. Provide:

(0]
(0]
(0]

Monologue-based general information generated by clinical experts
Divided in Nine subsections
Include pamphlets, pictures, and links to other websites

® A persona section. Requiresalogin. Provide:

(0]

Monologue-based individual personalized information generated by healthcare
professionals

Patient’ s personal notes: Log book and memory notes

Personal communication between the individual patient and healthcare professionals
at the particular hospital wards the patients consult during this course of treatment
An application for patient to patient dialogue. Every patient user is connected to a
group of patient users. The patient users are divided into groups with six patient

usersin each.



Information about the Online Patient Book® and the enrolments are handled by the nurses, as a part
of the standard care plan:
% The enrolment automatically generates an E-mail to the patients private E-mail box
containing system generated, secure (one way encryption) key codes and a user guide
¥ The patients have full access both prior and after their surgery
% The patient users are able to use the Online Patient Book® without limitationsin time.
Though, the facility to contact the healthcare professionalsis closed 12 months after their
surgery, advising the patients to contact their private doctor instead
® Updates on the individual patient’ s personal web pages generate automatic E-Alertsto the

patient’s private E-mail box.

4P

Cnlinepatientbog

Public section

| Ninesubsections: General

information and advices

Links: Pictures,
_'; Pamphlets,
‘ Websites

___p_______.

Personal section L— Four subsections:

Nurses notes,
Individualized information

Two subsections: ._ﬁ%
Patients Personal Notes,
Closed for others

‘ Dialogues: Two subsections ‘

Dialogues between Dialogues between a
one patient and group of patients,
healthcare Closed for others |
professionals at the 75"‘5_’}663

5




[llustrate one, out of nine, subsection, in the public section. Menu bar links to the other subsections.
The features in this subsection are related to the topic surgery. The blue marked text is shortcuts to
features on this web page.

AALBORG SYGEHUS

Online patienthog . .
e —— Online patientboges

generel B [nformation: Operation med fjernelse af prostata - radikal
Uradogisk Afdcling prﬂsta tektomi

At gennemagd en
aperalion

Forlabsplan
Seksuallunklion
Vandladning
Pjecer - Materialer

De metoder, der i dag anvendes ved en operation, gor det meget sikkert at blive bedovet og operenet. Alligevel byder
det at gennemgd en operation pd ukendte situationer, der kan bidrage til bide nysgerighed og nerasitet,

For nogle kan det vaere af betydning at f8 et indblik i, hvad der sker far, under og efter en operation. Denne side
Eilbycher detbe indblik,
ng al Online

) ved hj=lp af tekst og billeder baskrives pleje og behandlingsforlebet ved operation med flemelse af prostata.
Bemaerk at det er muligt at klikke sig frem til de afsnit, der har interesse. Desuden er det muligt at klikke pd udvalgte
billeder for at & dem | SEor wersion,

« ODperation med fernclse af prostata - radikal prostatektomi
Modtagelse pd operationsafsnittet

Radikal prostatektomi - Aben operation

Radikal prostatektomi - robotassisteret kikkertoperation

Operation og @hn

Liasgy il

[llustrate same subsection, in the public section, with general information supplemented with
pictures and blue marked text for shortcuts to other websites and pamphlets.

FEEEE I T |

st

Klik for ben Hustration

Dperationen varer ca, 4 timer. DIt ophold pd operationsafsnittet kan dog vare op til & Himer

Det skyldes de indledningsvise focheredelser mad lajring, storile procedurer og hindtering al operationsesdstyr,
klargaring of robot, of bedovelse,

Eftor operationen varetages vakning, s opwligningen foregle roligt. De storile proceduwor afsluttes mad blandt andet
vk af opevationssfret op plsmtning af forbinding:

# [ bliver vkt pd operaticnsstuen. Anastesisygeplejerske, operationssygeplejorske og portor hjmlper dig owver |
din seng - sengen kooes ind pd selve operationsstuen
» Anmstesisypeplejerske of portor felger dip herafter il Opvdomnasalsnittet, hvor du vil blive observeret | co. 2-3

timer for du vender tilbage til sengeafsnittat
Lees mede: @
Piece: % Opvagningsafsnittet 100

I forbindetse med @mn anlmgges:




[lustrate a subsection in the public section with general information and shortcuts to pictures when
reading the text, marked with blue text and icons. This subsection is about urination and catheter.

(7" Onliee patiertiiog G = B - e v Sdev Skiebedw Funktions = I
Online paticntbog

Online patientbogs
Information: Vandladning

Forlshsplan Ved operation med ffemelse af prostata fjemes den del af urineeret som prostata omgiver.
Seksuall unktion Den bevarede del af wrinreret syes fast bl vrinblaerens bund, Sammensyningen foretages
vid hjmlp af sutur, dvs. en kinergisk sammensyning med triid,

Under operationen anlagges et blarekateter, for at aflaste sammensyningen frem til
heling. Derfior skal behandlingen med blarekateter fortsaette indtil 14 dage efter
operationen.

Efter fjermelse af blerekateter vil de fleste maend opleve problemes maed at holde pd
urinen | @n periode.

Dette afhjaelpes dog oftest wed et treningsprogram, hvor baekkenbundens maskulatur
optraenes og styrkes,

Denne side giver en uddybende beskrivelse af baggrunden for problemer med at holde pd
urinen op optraning af baekkenbund.
Der gives ogsd vejledning i hdndtering af blerekateter,

o Arsaq tl vandladningsproblemer
s Behandling med blasrekatete

elter operationen

« Fakta om blasrekateter
» Handtering af blaerckateter
L Blerekramper

(7' Dnline patientbag G- @ - 0 mm = Side= Sikkwhed= Funbtionss = i

Behandling med blaerekateter efter operationen

Ved operation med flemelse at prostata foretages en kinurgisk sammensyning, hvor den bevarede del af urinreret, ved
hjzlp af tridd (sutur), syes fast til urinblzrens bund,

For at aflaste sammensyning anlaegges under aperationen ot & blerekateter.

Behandlingen med kateter skal fortssette | 14 dage efter operationan.
Efter den tid er sammensyningen helet tilstraskkelig til at undgd lzkage al urin mellem tridena.

Fakta om blaerekateter

+ [ Bleerekateteret fastholdes | urinblaeren ved hjaelp af en _:|'I: wvandividy ballon Mandet sprajtes ind, ad &Een
lille kanal i kateteret, umiddelbart efter anlmgqelse og umiddelbart @nlgn af kateterst

I en periode efter cperationen er det normalt, at wrinen er let blodig

» Deb er vasantligt at indtage 2 liter vaeske dagligh.

Wirsken har en generel betydning for kroppen.

Derudover nedssetter tilstraekkeligh veeskeindbag risikoen for, at blazrekateteret stopper til, og forebygger
betandelse i blaere og winveje (urinvejsinfektion)

Indtagalse af et glas tranebaersalt dagligt i 14
(urinvejsinfektion].

Det menes at tranebaersaft (og solbaersaft) forhi

17 o g, e e . B = @ =0 e o= Seee Geketel s Fesiteni = @

fast i bleereslimhbinden
Blarekateteret kan forBrsage smerter i form al i
penis
Hvis blarekateterst holder op med at fungere el
[urinvajsinfektion), skal du kontakte Urologisk A

Héndtering af bleerekateter

-

Nedenfor er beskrevet nogle retningslinier i forhold




[llustrate the same subsection, in the public section, with general information and shortcuts to
pamphlets, when reading the text, marked with blue text and icon.

B = B - 0 s = Gder fkdwhed = Fusktionar= i)

WS, €N eI ngELimE ved @1 SygephEjer sk,

De flaste har ikke behov for flere reningstimer. Eventuelle supplerenda traeningstimer aftales med vdgangspunkt i
dine individuelle behow.

Se personlige altaler noteret i Online patientbog

Lo rwara:
Bakkenbundstraening er beskrevet detaljeret i:
Pjece: " Backkenbundstrasning for maend

mepatienthon ki PjecerBlkenbundst... - T [ v Sider Sikkerhed v Funitioner v i

’a
{7 hitps/fonli

= | **mzuﬂi@@mx-[g]d Tind -
& AALBORG SYGEHUS

ARHUS UNIVERSITETSHOSPITAL

Blo-feedback (Mot

BAKKENBUNDSTRAMING EFTER PROSTATA-QOPERATION

Ved en prostaraoperation bliver
wrinrerets indre lukkemekanisme
ofte beskadiger. Decte bevirker ar,
man kan fa problemer med ac
holde pd vandet (urinen). Mange
vil ogsd opleve en svaekhelse af
penis evne tl resning,

Yed langt de flesce opererede wil
problemerne forsvinde,

Hvis problemerne er vedvarende
kan man blive nadr tl ac lere ac
kompensere ved ar blive sterkere

b I andre lukkemuskler | underliver - d
baekkenbunden. for atkunne re- ~ bakkenbunden




[llustrate public section with general information and shortcuts, marked with blue text, to personal
sections, when reading the text. The shortcuts link to related individualised information according
to the topic in the general information, at these screenshots to the patient user’s future
appointments. If not log on, the shortcuts demand the key code for further linking.

EEENE |

s (] betpe:orleapatiantbe, dfIno o i IR 1

Med sygeplejerskens vejledning bruges denne feedbads til at optimers
traeningsindsatzan ag for at "f& Fat | de helt rigtige musklar, Dermed blivar
v ledningen individuel og tager afsaet | den enkelte mands wdgangspunlt.
Trasningen foregsr | bade stiende, siddende og liggende position

Bio-feedback foregar ambulant i Urslogisk Ambulatoriom. Efter operationen tilbydes du
en Bio-feedback korsultation, dvs. en braningstims ved en Sygepléjerske.

D fleste har lkke behov for flere traeningstimer. Evenbuslle supplerends trasningstimer
aftales med udgangspunkt | dine individuelle beboy,

Se personlige aftaler notereti Online patienthog

Laes mere:
Baekkenbundstranin krevet dataljerst |
T2 Bakkenbundstraning for mand

Online patientbogo
Personlige informatigfier: Aftaler Y

oy Onhine
pratienthog
via: Ny 1l

Personlige
arpEhysninger
Resume af

Eamkaler Onkive pathentboge tilbyder med: Personlige ifformationsr: Aftaler:

Lilleweret = Ohviersgigh aver planlagte aftaler

materishe Adtaler for operationen

Personbg kontakl « Aftaler efter operationen

meis sygpeple jesher

# Under: Andea aftaler, indfores:
+ Eventuelle supplerende aftaber
« Aftaler after forste ambulante kontrol
+ Aftaler efter forste Bio-feedback

» Klik pd den "4 velkst® (link) giver direkte adgang Ul relevant generel information | Online patientbog
= Aftalerms optegnes lebends of sygeplejersker | Urologisk Afdeling
» Husk at i foretaget biodpeover, ved egen Lege, an uge forud for smbulant kontrol

pé
Personlige Hotaber

Hjaclg

Lag ud

Hviz aftaler, eller datoer for planlagte aftales, giver anledning il spargemBl, e du vellkommen bl st kontakte Urologisk
Afdeling via:

Mhiprted = Fywiunn e

Aftalt thlz Fjemnetee ol dips 27-09-
Ved egen Lege - altsl selv konkret tid og medbing tang tl flemaelse af digs Furic]
Altalt tid: Fiermobe of blierchateter a2-03-
Kongultation vod sygeplojrske FO10 1000

ﬂﬂuﬂl’
mmumwwﬂmm Niir svaret foreligger, vil o blitve kontaktet og A g
informaret harom pr. telolon, via Online patbenthog, pr. beov eflor ved ambutant kontrol

Altalt gd: Bio leedbiak 1610
Konsultation ved sygeplepemnsko 05 14:00
Aftalt tid: Anshalant k il L el oo o, 25-11-
mlﬁ&}m-uﬂwﬂﬁmmﬂml 0% 1000




One of the subsections in the public section with general information features a standard plan. The
plan depicts all stagesin anormal course of treatment and care. Shortcuts at every stage allows the
user to move between the standard plan; related general information; pamphlets; and to related
individualised information in the personal section. These shortcuts depict links to a pamphlet.

(= Ol patientbog T v - o m v Sder Skiened fusdens = §]

Uhnlree paientibog N .
—Information Online patientbogea

generel Information: Forlebsplan

Urodegisk Afdeling
Operation med
fjernele af
prostata

At gennemgd en
operation

Farlabsplanen er en grafisk gengivelse af det behandlingsforlab, der gennemgis | Online patientbog.
Planen giver direkte adgang bl relevant generel information:

Vi kdik pa:

== - = Emneme under: Information: Online patientbeg, gives direkte adgang til andre sider og afsnit | Online
Udvikling al Onfine patientbog

paticntbog « Pjece, Bbnes den valgte plece
nlig Onlne
Mg For patienter, der er tilmeldt Online patientbog opndis adgang til:
lad
+ Personlige aftaler, ved klik pd "bl& tekst” under: Aftaler
+ Personlige informationer, ved klik pd "bl8 tekst” under: Indhold

Den "blA tekst”, | de enkelte raskker, markerer et link til den relevante side | Personlig Online patientbog. Siden opnds
efter udfyldelse af log ind.

Information:

(1 h FRET R T

= @ = 0 mm = Sidew Sikkethed = Fonktione = i

Operation med fjemelse
al prostata

Hjemme efter operation

Guoade rad

Behandling moed
blaerekateter

Bazkkenbundstrazming

Vandladning
Bin-feedback

Operation med femelse
af prostata

Prostata’ anatomi og

| oot e o Ll e 11
= E e e oo w - G :

L AALBORG SYGEHUS
ARHUS UNIVERSITETSHOSPITAL

~

BAEKKENBUNDSTRAMNING EFTER PROSTATA-QPERATION

Ved en prostataoperation bliver
urinrarers indre lukkemekanisme
ofte beskadger, Dete bevrker at,
man kan fA problemer med at
hedde pavandet (urinen). Mange
vil ogsa opleve en svarkkelse af
penis evne il rejsning.

Ved lange de fleswe opererede vil
prablemerne forsvnde.

Hviz problememe er vedvarende
kan man blive nedr cl ac lare at
kempensere ved ac blive scerkere
b 1 andre lukkemuskler 1 underlver -
ENMNE [T

eFw e bl FLadn [ a0 Ce] il




[llustrate shortcut, marked with blue text, from standard plan to related general information.

This shortcut relates to general information
male sexual function.

in the subsection that features general information about

e

e e Gkkebed = Fuskbens = 97

| Vandbsdng
Bio- feedback

ration meid fjernelse
af prostata

Prostata” anatomi og
hysiologi - i relation

Online patientbogo

Information: Seksualfunktion
Pl = g . s -

o S

. A= ¢

[

ak dee kan lorventes bediing | evnen Bl retsning I op il 3

Seksualitet o Peskvalitef

Arsaq 1l rejsmngsprobiomer

Debanadbng af rejsningsprobiemer
= Medicinsk e nadling

ot o Peskvaltel elter operationen
Sewologsk radghaming, Urologisk Aldeling
Gor brug al Personliy Online paticntbog
Andee bl ermatsnskilibes

-8 -

1w e Bedew Slbihed v Fank

De Meste maend vill 18 forbigienda allor vasige problames med relsning after opermtion med temalse ol prostala

PA enne side beskrives baggrunden for problemar med iefEsaing, Der peges pl selaqinMetons komplekaitel, haiunder
i after opevationen. Forgkellige behandlinger amisles

Arsag til rejsningsproblemer

Ved fjemelse af wostata er der stor risiko for at evnen til rejsning, der kiinisk benzvnes erektion, bliver pdvirket pd
grund af beskadigelse af nerver,

Noerver of blodicar, der farer fnem Ll penis, lober tiet bag ved prostats, Nogle af disse nerver of blodioar bidrages til
refsning, idet de henhiddsvis kontrollerer og forsyner svulmelegemenmne i penis.

Teknisk gennemfores cperationen oftest s nerverna og blodkarmene skiines mest madigt. Derved er der mulighed for
at bevare evnen Ll refsning. Det har dog forsteprioritel, &t kredtsvulston fjemes fuldstandip, Kan operationen ikke
wdiores som slkaldt nervebevarende kiturgl er chancen for bevaret esne tl rejsning lille.

Ved operationen flemes, ud over prostata, ogsd smdblaeren, SEdblzren bidmger til produktionen of leveringan af
sad, Derdor ophorer evnen il ssedudbemning, som klindsk benammes ejakulation,
Dot o fortsat muligh 8t opnd orgasme, ligesom det o muligt at behandle rejsningsproblemer, efter operationen.

7 b
=R
sesise Ljrfl -
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[llustrate shortcut, marked with blue text, from standard plan to related personal information.

This shortcut relates to the patient user’ s future appointments based on nursing documentation.

If not log on, the shortcuts demand the key code for further linking.

— _ T

Do v Sadew Gakherhed v Funbtmem e T

al prostata

Gode rad

Operation med fjermelse

Hjemme efter operation

Behandling med
blaerekateter

Barkkenbundstraening

Vandladning
Bio-feedback

af prostata

Prostata’ anatomi og
Tysiclogi - i relation ul
wandladning

Prostata’ anatomi og
= i relation il
seksualfunktion

Operation med femelse

Onlme patient baodg N .
+ Information Online patientboge G j
genered Persaonlige informatidner: Aftaler

= Per |Im Online

inform:
Per: ‘|H|Ihjl

oplys - Testpatient X1, 9900000009
Resume

samitaler Online patientboge tilbyder med: Personlige informationer: Aftaler:
Udleveret + Owarsigt over planlagte aftaler

materiale

« Aftaler for operationen
Personlg kontakt + Aftaler efter operationen
mead sygeplejesker
Wlon + Under: Andre aftaler, indfores:

+ Eventuelle supplerende aftales

- « Aftaler efter forste ambulante kontrol
Personlige Notater . Aftaler after forste Bio-feedback

Hija=lp

Ly nacl N {7 vt purriog

Aftalt tid; Didskrivedse

Altal tid: Fjernelse al dips
Ved agon lmge - aftal selv konkret tid og medbring tang til flemelse af clips

Aftal tid: Fjernclse al blacrekateter
Konsultation ved srakn

hnwuﬂmtmhmnwmﬂllu“ﬁuwﬂ
Wmarmwmmmm wil du blive kontaktet
harom pr. telefon, via Online patientbog, pr. hwﬂhwmhmw &

Aftal thd: Blo-leedback
Konsultation ved sygeplejerske

Aftalt tid: Ambsslant kontrol: Vandiadningsmdersogelse og blodprovesvar
Blodproven (PSA) tages en uge for ved egen lage i

27-08-
2007

02-03-
2010 10:00
4 Lger
1614
2009 14:00

25-11-
2009 10:00




[llustrate log on. Patient users as well as healthcare professionals use the same public section for log
on. Patient users log on by their social security number and the personalized key code. Healthcare
professionals use their personal standard id and key code to the hospitals general IT systems.

The third screenshots illustrate a patient user’s personal web pages listed at the menu bar.

ALBORD SYCEHLIS

Online patientboge

Lowg inal
For meend, der gennenghr behandingsfodob med '
Tjernekse ol prostata - radikal prostatektom
- F% BT 3 ) I

Urologiek Afdeling
Aalborg Sygehus

[Lea ind]

@&

Mmmﬁmm“:

Online patientboge
Log ind _

Brugemawn /
(CPR-mr. uden Bindesireg. )

[Surdhedeprofesionels; 4 cfres Brager-id.]

Adgangskode !

hjeep?
I @

Y odm o= Sedes Shkevhed s Fositens = e

(" Drina gty B-0-

Online patientboga
Personlig Online patientbog
- ARY AW ETE .';':,'- 3

+ Personfige
inlormationer
Personlg kontakt
e sygeplejpesker
Persondn diabog
e andre
paticnter

b ckittsntad omitakt anghende Onne paientbog: Charitis Doradatisr Biames, TIL: 50 92 55 75, Emad: chey@mdk

Hjaslp

Velkommen til din Personlig Online patientbog

Lewg el

10



[lustrate personal section. The four subsections for monologue-based individual, personalized
information generated by healthcare professionals listed as shortcuts at the menu bar and via the
blue marked text. The text gives a short introduction to the type of individualized information.

(7' Oanline pateribag B s @ -0 m v Sdew Shiwhed v Funitoser = i~

AALBORG SYGEHUS

+ Information Online patientbogs
generel Persunllg Online patlenthug

Velkaemmen til din Personlig Online patientbog - du er nu logget ind

Online patientbog . .
+ Information Online patientboge

generel _ Personlige informationer

Online patientboge tilbyder under Personlige informationer adgang bl at Lese:

+  Personfige oplysninger: For eksempel navne pﬁ kontaktpersoner og legen, der foretog
8 operationen. Datoer for Indl else, operation og udskrivelse. Oplysningeme nokeres
I’1:|l".|:rllhjl" lobende af sygeplejersker | Urologisk Afdeling, Aalborg Sygehus

oplysninge

» Resume af samtaler: Det vil sige sammenfatninger efter de konkrete samtaler med
leger of sygeplejersker | Uralogisk Afdeling, Aalborg Sygehus, Resumeerne udarbejdes
af sygeplejersker

+  Aftaler: Oplysninger om de indgdede aftaler; dato for aftalen og aftalens fokus,
re'glﬂreres af sygeplejersker, og omfatter aftaler in-:l:fet | kontakt med
deling, Aalborg Sygehus

. %H materiale: Liste over relevante pjecer og andet materiale. Listen ajourfores labende af sygeplejersker |
Uralogisk Afdeling, Aalborg Sygehus, ved markeringer af udleverede pjecer og materialer

hjasip?
Personlige Notater pelp

Hjalp

Loy ud

11



[llustrate monologue-based individual information generated by healthcare professionals.

These screenshots depict the subsection for personal future appointments, featured in standard text
boxes to be user-friendly for the healthcare professionals’ in their documentation. The standard
boxes are divided in: appointments ahead of the surgery; appointments after the surgery; and other
appointments, without standard remarks.

o z PR I

Onlme patient baog

+ Information Online patientbogs

genered Personlige informationer: Aftaler

= Personlig Online
patientbog
s 4

Testpatient XY1, 9999059399

Online patientboge tilbyder med: Personlige informationer: Aftaler:

+ Owersigt over planlagte aftaler

« Aftaler for operationen
+ Aftaler efter operationen

= Under: Andre aftaler, indfores:

« Ewientuelle supplerende aftales
« Aftaler efter forste ambulante kontrol

Wi (7" Conb sttty
ol -

Personlige Notater

S8 - - v e Lhketed = Fusktons = =

Log id Aftaler for operationen i Primt

Alval tid; Forbercdelsessamtole O7-09-2009 11:00

Alval tidi Pause med medicn 12-00-2000
Korkret medicin lstes under: Andre aftales

Alvah tid; Proteindrik, @ stk dagligr fra 12-09-2005
Alvalt vd: Indlaspeie

Altenen inden operation: Sclvadministration af blodfortyndende 14-00-2000 08:00

imedicin
Fra midnat: Faste

Altal tid: Operation 14-06-2005

mﬂ'ﬂ I fpr b Meibs Christian Langklide

Radikal prostatektomi - Bben

PManlwyt operaticnsmetode Stion

Aftaler efter opargtionan

17-09-
Attal tids Udskrivekio o0
Aftalt thlz Fjemnetee ol dips 27-09-
WVed sgen lege - sltal selv konkret tid og mesdbring tang til flemelse af diga H09
Alvak td: Fjemalse o blaerckateter [FE N
Kongultation ved sygeploskn 2010 10:00
Iluﬂuﬂ:i u-llrmermwmm . Prarden o sendt 1l analyse, Svar pd
Wmnu e gve varlarar meget. N svaret foreligger, il dy blive kontaktet o9 A gl
F{:'D—l—h-r B e B0 e e b= Buninsss =
Altalt gids Bio Teedl 3
Altalt tid: Bio-feedbsck 16-10-
e ACation ved Kensultation ved sypepleferske 2009 14:00
Aftalt tid: Ansbalant
Blzdproven (PSA} tag Altalt tid: Ambulant kontrel; Vandladningsundersogoise og blodpravesvan 2511
Blodprmoen (PSA) thges en uge far ved egon lmge F009 10:00

Andre aftaler
e Stedd: Altalens fokus:

12, jull '10, K. 08:30 Urodogisk Ambaulatoriom Beofeedback, 3. konsultation

@

Injacip®



[llustrate monologue-based individual information generated by healthcare professionals.

These screenshots depict the subsection for personal details for example; contact persons; surgical
procedure; surgeon. The web page features individualised details via standard text boxes to be user-
friendly for the healthcare professionals’ in their documentation.

[llustrate shortcuts, marked with blue text, from personal information to related general information,
for example what to expect of a personal contact person.

Bpo= 2 = 0 mm o+ Sdew Shiehed s Fesdtions = @

Online patientboge
Personlige informationer: Personlige oplysninger

* Personlg Onlinee
prstientisog
i Ly Bl

Hesumie af
samtaler

Altaler

= Print
nlige Motaler =

Du ble indlagt den 14-09-2009
Din operation ey adior al Migls Cheistian Langklde

Radikal prostabektoml = Sben

Operationsmetoden operation

Du gennemdgik operation den 14-09-2009

Du blev udskrevet den 18-0% 2009

I Urologsk Ambalatorium er dine kontakipersones Anetie Ringkjaer, Birgitte Uldal
::Jﬂr'“mmrmh malte du ved tsessamtalen Rikker Vingsard

1 Urodogisk Sengealsnit talte du wed din udskrivelse med Helle Lund

Kontaktperson

Din kontaktperson har et s rigt ansvar for, at du og dine eventuelle pdrerende oplever sammenhang og kvalitet |
farlabet.

Din kontaktperson kan naturligvis ikke vaere tl stede | alle situationer, men der vil vaere andre, der tager over, indtil
kontaktpersonen moder igen.

Kontaktpersonordningen opherer, ndr du er feerdigbehandlet pd sygehuset,

5S¢ kontaktperson{er) noteret | din Personlig Online patientbog

Danske Regioner beskriver kontaktperson pd folgende mSde:

» Hogpitalsansat sundhedsfaglig person tilknyttet den enkelte patient med saerligt ansvar for sikring af
sammenhasng | patientforlobet under indlazggelse og | ambulante forlob
« Kontaktpersoneme har ot saerligt ansvar for at hiaelpe patienten med:
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[llustrate monologue-based individual information generated by healthcare professionals.
These screenshots depict the subsection for summary after meetings with the healthcare
professionals. The summaries are listed after dates, with shortcuts to the written summary.

According to the automatically generation on user identity, name and profession on the specified
healthcare professional s are automatically formatted.

(¥ Crdna pabisrizog Sior B v 0 em v Sidew fikkwhedw Fenbdionm

Ondine paticntbog
* Information

generel Personlige informationer: Resume af samtaler

~ Personlig Online
S

Online patientbogsg

sondige
informationer

,;//

Testpatient X¥1, 900099006

Resume al
amtaler

Aftaler

Online patientboge tilbyder med: Personlige informationer: Resume af samtaler:

» At |@se sammenfatninger fra samtaler med leger og sygeplejersker | Urobogisk Afdeling
« Resumesrne udarbejdes labende af sygeplejersker | Urologisk Afdeling, der deltager | de konkrete samtaler

Hvis resumesme giver anledning til spergsmal er du velkommen til 8t kontakte Urologisk Afdeling via:
Personlig kontakt med sygeplejersker i Urologisk Afdeling

—
[ Chmiire patienibicg - Pramentsticrmeenion - Tere_ BB - o Sdew Skkerhad v Tenisons v i

Testversion
AALBORG SYGEHUS

online patientbug- Datto or &n Testversion, or ikke godkoend?
_nenered Personlige informationer: Resume af samtaler
informationer

- Personly Online
/II::‘/J-
Personbige

patienthog
oplysninger Adam Shown, 313333133333

= Persanbge

Onfine patientboge tilbyder med: Personlige informationer: Resume al samitaler

+ Al laese sammenfatninger (ra samtaler med laeger ofg sygeplejersker | Urologisk Afdeling
» Resumeerne udarbejdes lobende af sygeplefersker | Urologisk Afdeling, der deltager | de konkrete sambaler

sk Hvis resumesme giver anledning til sporgsmbl er du velkommen til at koentakte Lkologisk Afdeling via
M DR LU Bl  personiy kontakt med sygepieiersker | Urologisk Afdeling

Personiy dislog

med andre

patienter

tersonige Notate Fiernelse al kateter 07, jull '10, Ki. 10:22 tilfajet af: Flktiv Sundhedsprof X2,

wip Forberedelsessamtile 17, maj "10, Ki. 21:07 tilfajet af: Fiktiv Sundhedsprol X1,
Lop xd Samtale om behanding 17. maj ‘10, K. 21:00 tilfajet af: Fiktly Sundhedsprof X1,

Testversion

AALBORG SYGEHUS

+ Information Online patientbogs Detbe or ¢n Testversion, o ikke godkendt,
gemere Personlige Informationer: Resume af samtaler

[Ga tilbage tll oversigien]

: Dokumentation jf. Online patientbog:
mtaler Samtale om behandling & Print

Aftaler
Liellew Ved samtalen deltager patient og hustru. Overlasge Niels Langkilde opsummaere mht. fund af kraefboelber
e riale prostata, Der er fundet kraelt | 3 od af 8 praver fra prostats,

Personlig k Der er gennemfert knogle undersagelse of skanning som viser, at der ikke er tegn pd spredning af kraeft
mazdl syge whe wden for prostata,

Persondig ; )

Patient og hustru har allerede talt om behandlingsmulighederne efter tidligere ambulante shmtaler, og
ansker kun operation forataget hurtigst muligt.

Patient og hustru informeres om risike for bivickninger efter operation | form af problemer med
vandladning og impobens.,

Der udleveres informationsmateriale - se afkrydsninger.
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[llustrate monologue-based individual information generated by healthcare professionals. These
screenshots depict the subsection for pamphlets and material. The pamphlets are listed with
shortcuts, blue marked text, to separated read- and printable files. The materials are listed with
shortcuts, blue marked text, to pictures of the specified material for example diverse incontinence
pants. The pamphlets relevant and materials hand out to the individual patient are marked with: v

m . o v Gdew Skkeded = Funisone = i

AALBORG SYGEHUS

Online patientboga
Personlige Informationer: Udleveret materiale

Iy F'q"r_-s-ullllu Ornlinge
patkEntbog

iy

= Personlige
informatisner ")_-/I
Personbpe

ophysninger Testpatient X¥1, 9999990999

Online patientboge tilbyder med: Personlige informationer: Lidleveret materiaker:

« Owversigt over udlevereda materialer og informationspjecer. Inklusiv adgang til at lese Informationsplecer
& Listen opdateres lobende af sygeplejersher | Urologisk Afdeling, ved markeringer 8f udleverede plecer of

foe B = e v Gdev Skkwhed = Funttisner e i

Pjecer, der kan viere relevante | forbindelse med diagnose og behandlingsplan,
Markeringerme ¥ angiver de pjecer, du er blevet introduceret til:

¥ Aftalekort, Pause med blodfortyndende behanding

¥ Barkkenbundstrasning lor maend

Lndsprajtning af Medfertvndende medicn, Vejledning

Informationsmappe, F| al prostata, robotassisterel kikkertoperation

Informationsmappe. F|

Maksimale ventetider pa beha
Sundhed og Forebygoelse

al prostata, Aben operation

F L P L " . " o P

v Dpvagningsafsnittet 103
Transport og Frt sygehusval)
vandladningsundersagelse,

¥ Velkommen | Urodogisk Afdelin

¥ Velkommen i Urcdogisk dagals
¥ Velkommen i Urddogisk Senge:

s Frmgre® e e e unde
Fuaile |

[EPRRSF I T ——
T Y et - O v
Materaler, der wdleveres Som bjaelpy | Puagnkaen, for n oped e

Ly ey

Markeringerne v angiver de material

¥ Blodiortyndende medicn il ing
¥ Larfikseret urinposeholder
¥ Natl urinpose a 2 iter

i s Fovte o LR
okl Dierue sl WK s 158 Lo
pphlaiew Vo i Py Al
e - e P 1o g
s hdrpoetn ” - o bay

s s, e o ] e
o | rebSkikaranm d e
phe e 11 e

Tragrir® mmben sl apste s ot

e

Heltrusser

G‘”’PF”MW”"F'M- Bie B =0 omm v Skew Sakerhed = Furitioner= i

¥ Welkommen i Urologisk J

Materialer, der vdleveres som

Markeringerne ¥ angiver de mal

v Blodfortyndende mediciy

¥ Larfikseret urinposehold

v MNat urinpose & 2 er
Nettrusser

¥ Tang tl fiernelse af dips)

Bleer, udlever ologisk
Daen dag katet s udley
Efterfolgende L bleeme

derfor beregnes op til en uges |
Du er velkommen til at bestille
NedenstSende liste angiver de
type, du aktuelt gor brug af. De
v Abri Man formula 1
Abri Man formula 2
Abri-San Mini 3
Abri-San Normal 4
¥ Abri-San Super 7

Liebart i Intenet | Briby®tet tditasek Fra iy = %%
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[lustrate personal communication between the individual patient and the healthcare professionals at
the particular hospital wards the patients consult during this course of treatment. According to the
automatically generation on user identity, name and profession on the specified healthcare
professionals, who answer the request, are automatically formatted. Earlier requests and answers are
listed by dates.

Online patientbogo
Personlig kontakt med sygeplejersker

Testpatient X¥1, SGO0U0G00GD

Skriv din besked @ sypeplejerskerns
Dmlitee praticntboge Uibyder med: Personlyg kontakl med sygeple jersker adgang 1l

= Personlig dialog med sygeplajersier - og eventualt lager - | Urdlopnk Aldding,
Aslborg Sygehus

Dt @ mulkgt at indgh | dislog med andre patienter vad at g8 vides 1l siden
Persaoailig dhakog med andee athenber

Haj Adpm,

Med hersyn bl appetitten £8 skal den nok komme igen, men indtil da kan du med

fordel supplere med Arlas Protein drik. Protein-drikken kan kebes | Super Brugsen,

mﬁe?r u:»g' Ir-|;pnn.t!;:‘4;retns s Det er nemlig vigtig, at kroppen fir det protein den
g for, for at e & Ingen

Fikttiv Sundhedsprof X1 Tak for de flotte ord of fortsat god bedring,

Venlig Misen sypeplejersks X1

7. Jull "10, K. 10:38

7. b *10, KL 10036

Hej sygeplejersker.
Jeg har dot stort set godt, min appatit er Ikke =& god, men det skal nok komme.
Adam Shown Tak for jeres kompetente wejledning,
3333333333 Wh. Adam
7. )b "10, K1, 10:12 He| Adam.

Ang. blmrekateteret er det ikoe 5§ unormalt, at man foler tissetrang, Men hald oje

med, at der hele tiden kommer noget | posen, for ak sikre at det (kka er stoppet. Hyis

rllnan erﬂ:fléuklnr. Som redltudshiuetsen.le;:f&dﬂg‘;et us-untrimll:nt, TtbnEHEtEEiTDDW

il. Men n - som vi talte om - godt 1o vad siden a mallem. Ellars ser
Fiktly Sundhedsprof X2 det jo ud tl a1 i planmmssigl. Men skriv endelig hvis der opsthn problemes.

venlig Misen sygeplejerske X2

1. 10, Kl {957
ML Ha| sygeplajersker,

Blmrekatetet glr det godt med bdde dag og nat, men nogen gange foler jeg det som
Adam Shown om jig skal tisss, s ved jeg like om det er godt eller dariigt.
3333333333 Wanlig hilsen Adam

(7" Onilng patieretog - Framsentatonpomion - Tetv Si v B v e v Sder Skiarhed = Funktionsr = i

16.m) 10, 1212 gy Steve Hidden,
Nel, det er kun deén blodfortyndende medicin, du skal holde pause med.
% der andre Spar o elkcmimaen igen.,
Fiktiv Sundhedsprol X2 vh, sygeplejersie o ! .

17. maj "10, KL Z1:48
Efter samtalemne | dag, er jeg kommet | tvivl, hvorvide jeg skal stoppe med andet

Steve Hidden medicin end blodfortyndende - ivet pd mine sider her | patient
444444444 nen Ll som er anglvet pd mine sider her | patientbogen

Skriv din besked til Sygeplejerskerne | Urologisk Afdeling, Aalborg Sygehus

Husk at sende din besked!
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[llustrate a dialogue between the individual patient and the healthcare professionals. The
screenshots switch from the patient users web page to the healthcare professionals’ web page.

{7 Criing patimsttes - Framimtstontesnion - Trhe_ e R -2 o e Lileheie Tunkdionn = i
TTTTEE PR ERCIV TRt TVLITREIGSY T CIRATOR] THIas Sares Tmie, =0 ogsn T
gennemgaet

aperation med flemelse af prostata pd Aalborg Sypehus. Det foregdr pd siden:
Fiktiv Sundhedsprof X2 Persenlip dislog med

Du er T_::tjl:ti '.;elhnwﬂen til at kontakte os via Online patientbog, hvis der skulle opstd
Spargs u

ke finder svar pd. Det kan ske pd siden her, som du altid kan finde under fanan:
Personlig konbakt

i Sygeplajersker.

Gond bedring.

Venlig hilsen sygeplejerske

| Uralogisk Afdeling, Asiborm Synehus

Shriv din beaked Hl sygeple herakenme

Hel Fyuepieiersier,
Som I forslog har Talgt at ksbe nogle proteindrik, oF kan mecke ot det giver skscrs enesgt. Jeg aymes til gengeld
ke

AL Je3 Bar mange wnpes. Eller det tror Jeg & Byest fald et er. Jeg KA lese AL &t burde vete over after 2«3
BAGSTTAE, WEN J6Y OpIEVED AT 0% TagEr sstbelt sd lasg tiE. Trer I At 08T & TAle OB Doget AR,
Venltg hilssn Rdam

Husk at sende din besked|

Send din besked

i

Dette e en Testversion, o ikke godkendt

Online patientboge
Sundhedsprofessionelle: Dialog med patienter

Ohversigt oeer henwondelser fra patientes, der ikke of besvaret:

= Lishal after dato

» Svar til patienten ved kiik pd: [svar patienten [ se dialeg | - under henvendelsen

» 5a tidligere dialog med patienten ved klik pl: [svar patienten / se dinkog | - under henvendalse
Ubesvarede henvendelser fra patienter, der afventer bekraftelse

pa vores modtagelse - skal ske indenfor 24 timer

Aidam Shaown He) & ajorsker,
IFIFIAIRIT Sam 1 wslugl‘.ar jaﬁuﬂm at kobe nogle proteindrik, og kan maerke &t dutx:-ﬁ
i o 10-07-2010 12:55:47 oksira energl. Jeg synes til &t jeg har mange blanckramper. Eller ‘tror
ciymenialson: vrg over ofter 7-3 minutter, men
FEEEC T I at der ar tale om noget andet
Sundhedsprofessionelle: Dialog med patienter Soeavoaemssntuciiid

[ G ribage il oversigien ] hjecip?
Geawve] t patienten's "skaermbillede™. #

Isped esshoned
e pg ety Adsm Shown, 3333333313

Tlmeld wy
el Skriv en he? til patienten.

Hej Adas.
Der ar ingen twivl om at do ar generst af kramper, nir de varsr op til 5-8 minutter.
Til genpeld behaver du ikke bekymre dig om, at det kan vare noget andst.,

Eramperne forsvinder med stor sandaynlighed, ndr du om 2 dage Fir fiernet katsterat,

Send baeshoed
10. pull “10, KL 13:55 He) sygephejersker

Som | forslog har jl:\g walgt at kobe nogle proteindrik, og kan mamrke at det g m
enargl. keg synes til gengald at I’Eﬂ ¢ mange Maekramper. Eller det tror fog T ives

mrenlation:
e al

Hjelgy -
Loy ud ﬁ;gﬁ‘mw-mdm -8 -

Personlig kontakt med sygeplejersker

Adam Shown, 3333333333

craribipe

informationer Shriw din besked 1l sygeplejersherme

Online patienthoge tiyder med: Personbg kontakt med sygeplejersker adgang il

+ Personlig dinkog med sypeplejersker - og eventuedt leger - | Urobegisk AfdeSing,
Aalborg Sygehus

Dt o muligt at Indgd | dialog med andro pationter ved at pi vidore til siden:
Personkg disleg med andre patienter

Hijarlg
Loy iad

10, jull 10, K. 13:05 He| Adam
Der ef Ingen tvivl om at du er peneret of kremper, nll de varer op tl 5-6 minutter, Til
uung.'l.-!rl behaver du ke bekymne dig om, 8t det kan vatne noget andet,
Flktlv Sundhedsprof X1 Kramgeme farsvindor med stor sandsyniighed, ndr du om 2 doge Far flemet kateteret.
Venlig hilsen sypeplejerske X1

10, jub 10, K. 12:55 Hel sygeplejersker,
Sbrn !I fnrslnq h.llr |eﬂ 'Mlql al! knhe rmglu prntcmdrlk, o k:m marke At dﬂ. glw:r eRslrh
Fa b e ekra llar di Hrvast




[lustrate the application for patient to patient dialogue. The patient users are divided into groups
with six patient usersin each. The patient user will be able to send his answers according to
ongoing dialogues listed under a specified topic. In addition, the patient user can start a new
dialogue under a new topic. The patient users name will be assigned automatically, according to the
automatically formatted user identity. The patient user’ sidentity will not show up for the other
usersif he only read the ongoing dialogues.

online patientboge
Personlig dialog med andre patienter

Testpatient X1, S995599999

Shuve 1l amdre patienter
Dinlitee paticniboge Dibyde med: Porsonllg dialog med andre patienter, sdgang tl

_—
+ Dinlog med andos mand, der o behartlot mad Themslcs af rostata l @!

dl s
e Ved behov for kontakt Bl sypeplejersber eller lpager, o dot nodvendigt at gd videre til

Persanlige Noiaier ;'Iql'm.niluh'tﬂd“ T ————— PR T e "I

Hijerlp

Loy e

D Elik b et emee

ol siden, hwis du an i ik pf et emose for sl Bbose det o T8 mulighsd for ot lese eller svare. Du kan ogsl opretto et nyt emne nederst

pll sicken, Irvis du snshoer af disledes nogel al anden rlvans

Igangvarende indlzeg

lgangwaerende dialoger: Swar Seneste svar
Al Ih dingnasen 7 7. jel 10, KL B0-AS
opretiet: 14 maj "6, 8L 1301% st Adam Shown ol Adam Ghiram
Liter operationen @ 7, o °H0, WL §0-AT
opFesner: T jull ‘0, M 900 af) Adem S o S baiden
Start et I'Wt emn%
Ermrse;
Inaflasg
[+ Crien ettty Fimatpergamser T B = @ -2 s or Sl Gkl e Tenitonn = -
= Igangvaerende dialog om:
At f& diagnosen [G4 tilbage t oversigten]

Emne Sbnet af: Adam Shown, den, 18, maj 10, kI, 12:19

He) masd jor | giuppsen

Nu hever fog har min oparation ovavstilet sidder feg og nker forisbet lidt igennam, Jeg wvalgte at 13 foeetaget Sben
operation, 5§ mit forleb har vaeret meget hurtigh.

Lige rai foder jog mig lidt Blast ombauld. ..

Personbge Nolster Svar til emnet

Hjaslp
Loy wied I, Steve 7. juli 10, K1, 10:29

gy s emara=d | Ela  Heewis
—_

of en bekendt, men det ken feg lkke anbefsle jor sncre,
Jeg kontakbede afdelingen mht. et spergsmal og de svarede hurtigt, hvilket var ret

&, Adam =
-t beroligende.
el igen. : . i
o T WoaraE ot 2. Testpatient X¥2 11 Jarwar 10, K. 10:47
som den shoulle og var Ikke 5§
nogle ture. Til Haj med-patienter.
sigor dof or normait. Det kraeveda ret meget "tilvending'" mhit. katater hjemme - men det er ogsh

tilf=ldet, ndr det flemes igen.
Men jog her laert at lilﬁ‘@ﬁ#d er "vefen frem'.
Hvordan g dat hos Jer andre?

Besvar emnet

7




[llustrate the patients' personal notes: Log book and memory notes. Notes in the log book are
formatted according to dates. Notes in the memory notes can be listed as. to do; mark off; or delete.
The healthcare professionals are not allowed to enter this web page. Though, the patient user can
invite the healthcare professionals to read the patient’ s private notes if relevant for example during a
face-to-face consultation at the hospital.

Tt Siov B - e v Sdew Sakehed > Fenitione = e
Personlige Notater

Adam Shown, 3333333333

Online patientboge tilbyder med: Personlige Notater, adgang til at:

» Oprette egen huskeseddeol
» Indfore personlige notater eller skrive privat logbog

ved behov for kontakt til sygeplejersker eller laeger, er det nadvendigt at gd videre til
Slchisn:

Personlig kontakt med sygeplejersker | Uradogisk Afdeling

Hjasdp

Loy uned

¥ sperg ang. cykling [ Sket]
¥ Bestl tid ved min laege [ Slet]

/ & husk spm  [Shet]

18. maj '10, KI. 12:17 [Shet indlasg]

overstiel

Wizl hjernme oven pd en meget kort indlmggelse, <8 alt gik som planiagt. Alligevel faler jog mig noget tret, og
besvaeret. Jeg md tage en dag af gangen

7. juli "10, KI. 10:08 AL komme oven pd [Shet indla=g]

en

Ind imellem er det svaert at tro pd at man kommer oven pd igen - det er en sej omgang, Det er godt at starte pd
artejde igen

Skriv nyt notat

Dt i koo ceg, dir Buar Bdgang Ul 6T i devi NoLELE.

Skriv nyt notat

Det er kun dig, dar har adgang tl at l@se dine notater,

Emne: | /
Motat:

Husk at gemme dit notat!

hjaelp?
T




[llustrate that each web pages are printable. The attach pamphlets can as well be printed as PDF
files.

Online patientbogs
Personlige informationer: Personlige oplysninger

Testpatient XY1, 9999999399

Resume al
sambaler

Altaler
Uil ret o Dversigt over nedenstSende oplysningers
materiale » Oplysningerne noteres labende af sygeplajersker | Urologisk Aldeling
Personko kontakt » Klik pd den "bI8 tekst® (link) giver direkte adgang til relevant generel information | Online patienthaog

Online patientboge tilbyder med: Personlige informationer: Personlige oplysninger:

Hvis oplysningerne giver anledning til spargsmdl, er du velkommen til at kontakte Urelogisk Afdeling via:
Personlig kontakt med sygeplejersker | Urologisk Afdeling

Persondige Notater

= Pont
Hjalp Du blev indlagt den 14-09-2009 %

Log ud
Din operation bley udfort al Niels Christian Langkilde

Radikal prostatektomi - dben
gperation

Dperationsmetoden

Example E-Alert: System generated E-Alert will automatically be sent to the patient’ s private E-
mail box explaining about and in which web page news are uploaded by the healthcare
professionals. The E-mail features a shortcut to the Online Patient Book®.

B Onbree patierdbog  Personlige lormatesner epdateret, - Meddeleloe (HIML) == =]
el e Sl I AN T IR AT ) |

Fric  dmraorkeegatntiog o Serck:  on L4-0F-2000 (41
2: Fromebtansvarky Orinepatientbog
‘.I'H.'M Ll patienthed - Parsonls infarmatons opdstant.

Online patienthog

Der er kmm@dnleﬁu_z&r i1l {line@‘ oplyamnger 1 Online patientbog,

Aftaler er blewet cpdateret, pdl hdspunkitet. 14, jub "10, F1 06940

Fohik her for at Shne dn Onlse paténthog

Dra er &l enhue wenen tl at kentakie
Propeklamivach & D). Blemncs,
e-mall chbyfim dk & 50 %2 5575

B Dndine patienthoq - My konkakt, - Meddelelse (HTHLY =] x|
Dl fedger e rdemt  Fonsbe  Tughonds  bgndinge [
e Ctear e | Chvgeed | Ha SR W (S0 M e oo = AF G v!

Frai  sdrrboninmutien bog. ok Senc:  on D030 0954
Tk Promktamaio Orinenstientiog

=4

Emner:  Oriing patisntbog - My Fontekt.

Online patienthog

Drer er L;i. patientbog

Anctte Hojer Mikkelsen bar shravet | dem Personbgs Onkne pahentoog 14, jub "10, Bl 0958
ECkk her for at iboe dn Owime patenthog
i el e fooamzsem il at komeakte

Prodekeamss lotee D, Bijornes,
e-mid chban & & 50 92 5575
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[llustrate various user guides for the patient users. oneis attached to the automatic E-mail to the
patient’s private E-mail box at enrolment; one can be link to via the menu bar; and shortcuts at the

bottom of every web page links to partial, related user guides.

B hope nbeadenogh: o Cers Pemitae Cpenfon PR ot cla FRAAAAC NIRRT FighE gidvd itml o B [t mfe B P DML Ut b e S AR S madh D Pl U S s o] W L1

Ghiew | CRIveiale  ihwderesed T oo - B Al B XK M- oelw

Ondine patientbog - Pr - Velkommaen!
sdmnifoninepatientbog dk [samnFonknesabentbog di]

Sendt: £ ] 2000 X038

™" B

Wedhaftede e ] Dottt siednng ot 1]

Keere Adam Ez=r)

Sypeplejerskerns i Urologisk Afdeling, Aalborg Syaelus har tilmeldt dig:

Online patientbogo

Dermed har du adgang til din Personlige Online patlentbog pa:
wwewt.onlinepatientbog. di

Se brug 1 din personlige adgangskode nedenfor.
Deteri 1t ot endre adgangskoden af bensyn til systemets sikkerhed,

Med e-mailen her er vedlagt: Opstartsvejledning,
Ovrig brugervejledning findes pd hjemmesiden.

Ved henvendelser til dig, pd din Personlige Online patientbog, modtager du e-mail besked pd denne mail-adresse.

D er til enhver tid velkommen til at kontakie: [ ]
Projektansvarlig: Charlotte [, Bjomes,
e-mnnil: chbi@m.dk f: 5092 55 75

Dine personlige login oplysninger er:

Online patientboge

For mcml, der geniemgdi behandBngalorkib med
Tiernche al prostata - radikal prostalcklcemi

£

- i kg
s ey indlagn den 14-09-200%  Svpehus
D opeeratiosn bley uddsom ol Wials Christian Langhiics Ind]

Radikal prostatskiom - e

e rakionaamet iaben pHLion
D prnnemgik aperatios den pE RS L]
D ey idshreset den 16-09-200%
1 Urodogiak Ambslatorim ef dine Bitnkl peeeome Anatts Ringijer, Birglite Uidsl
Iljrwﬂlkun?dlmm:hﬂmh Rk -
1 Urshingnd Sengrafust talle di ved din odshriveisn med Hiatls Lund

hjarks’

Fhesk il

s Huskesedlen kan labende opdaterss med e punkter
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[llustrate log on. Patient users as well as healthcare professionals use the same public section for log
on. Patient users log on by their social security number and personalized key code. Healthcare
professionals use their personal standard id and key code to the hospitals general IT systems.

The third screenshots illustrate the web page the group of healthcare professionals share after log
on. The patient users are not able to see this web page.
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Healthcare professional users: Illustrate the web page the group of healthcare professionals share
after log on. The patient users are not allowed to see this web page.

This web page features shortcuts, marked with blue text, to: user guides; roadmaps; guidelines; and
standards for written messages to the individual patient for example at the day of discharge after
surgery. The web page al so features shared notes for communication among the healthcare
professionals for example notes on further actions in relation to a specified patient.
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Healthcare professional users: Illustrate the menu bar for the healthcare professionals with shortcuts
to thelist of enrolled patients. The patients are listed alphabetic after surname. By way of the search
feature the healthcare professionals can track and enter the specified patient’s record.
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Healthcare professional users: Illustrate the specified patient record, which have been tracked by
way of the search features. The record lists shortcuts to the specified patient’ s web pages. Using
shortcuts from the record and on the various web pages the healthcare professionals are able to
move between the specified patient’ s web pages and the main record.
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Healthcare professional users: These screenshotsillustrate the web page which list not yet answered
requests from the patient users. All requests must be answered within 24 hours. As a part of the day-
to-day standard care plan one nurse are responsible for checking today’ s requests from patients via
the Online Patient Book®. The patient users are not able to see this specified web page.

After responding viathis web page, the request is automatically moved to be listed only on the
patient’ s web page for contact between him as patient and the healthcare professionals.
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Healthcare professional users: These screenshots illustrate various user friendly features for the
healthcare professionalsin their documentation to the individual patient: drop down menus,
calendars; standard templates; and save before publish.
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Healthcare professional users: Illustrate user guides for the healthcare professionals. The first web
page for healthcare professionals after log on features shortcuts, blue marked text, to the complete
user guides. At the bottom of every web page, shortcuts link to partial related user guides.
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