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Abstract 

The purpose of this research was to develop and pre-test an interactive decision-aid for men diagnosed 

with localized prostate cancer. A literature review of availability and effectiveness of empirically tested 

decision aids was done and then a prototype of the decision aid made. Semi-structured interviews with 

12 men (65-80) diagnosed with localized prostate cancer were conducted to get feedback on ideas, 

content, usability and layout of the decision aid. Four of the participants had undergone active 

surveillance, four surgery/radiation therapy and four were newly diagnosed and had not yet undergone 

treatment. The interviews were transcribed verbatim and analyzed using content analysis. Participants 

valued the decision aid and found the accessibility of the information and the decision task helpful. 

Their points on improving the decision aid concerned the length of the text and flow. Also they wanted 

to make exercise and lifestyle recommendation a part of the decision aid as well as highlighting the 

benefit of joining a support group for men with prostate cancer. Four major themes submerged 1) 

usability and design, 2) content and knowledge, 3) deciding factors of decision-making and 4) social 

support. The extensive and realistic information about side effects of surgery/radiation therapy was 

something that the participants thought was most needed from usual care as well as an unbiased 

presentation of treatment options. The decision aid is now under revision and will be tested in a 

randomized clinical trial when it is completed. 

 

Key words: decision aid, localized prostate cancer, active surveillance, surgery, radiation therapy, 

treatment options 
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Introduction 

Prostate cancer is the most common cancer for men in Iceland and it makes up 

for 26,4% of all cancers in Iceland. Around 214 men are diagnosed each year 

(Krabbameinsskrá, 2018). Prostate cancer is the second most common cancer 

worldwide and the sixth leading cause of cancer deaths (Center et al., 2012). It is 

estimated that more than 75% of newly diagnosed prostate cancer is diagnosed early 

and classified as clinically localized disease (Krabbameinsskrá, 2018). When the 

cancer is clinically localized the men have different treatment options to choose from 

than when the cancer has spread outside of the prostate. Surgery and radiation therapy 

are primary options for more advanced cancer, but when the cancer is localized active 

surveillance is also a treatment option.  

When men are diagnosed with localized prostate cancer they often have to take 

an active role in choosing treatment, since the treatment options available have not 

shown measurable difference in results or in survival rates (Sun et al., 2014; Wilt et 

al., 2012). The process of making that decision can produce stress and have negative 

effects on quality of life (Donovan et al.,2016; Gwede et al., 2005; Johansson et al., 

2011). Choosing treatment is therefore a very complex decision making procedure. 

The adverse side effects of surgery and radiation therapy are considerable and quite 

challenging for the patients. Around 74-83% of men that go to surgery and 59-66% of 

those who choose radiation therapy have erectile dysfunctions two years after the 

treatment and 20-33% of those who choose surgery and 4-17% of those who go to 

radiation therapy have urinary problems two years later (Donovan et al., 2016). 

Reading about erectile dysfunction, urinary and bowel difficulties is a hard task and 

some men experience decisional regret regarding the treatment option that they 

choose (Diefenbach & Mohamed, 2007; Morris et al., 2015). It is therefore not 

surprising that patients report that the treatment decision period is distressing 

(Donovan et al, 2016; Gwede et al, 2005; Johansson et al, 2011) and the men often 

feel they have insufficient information to make an informed decision (Feldman-

Stewart et al., 2000; Patel, Mirsadraee & Emberton, 2003). 

The task of choosing a treatment option can also get more complicated by the 

fact that treatment recommendations from physicians sometimes depend on their 
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specialty training. Urologists are more likely to recommend radical prostatectomy and 

radiation oncologists are more likely to recommend radiation for example (Fagerlin et 

al., 2004). In a qualitative study of Loeb et al (2017) it was concluded that there is a 

tension between providing standardized care while also considering the needs and 

health of the patient when recommending active surveillance and that additional 

education is needed for active surveillance during urology training and continuing 

medical education.  

Some men find it very difficult to be asked to take an active part in the decision 

making (Aning, Wassersug & Goldenberg, 2012). Often they find it more appropriate 

for the doctor with his/hers specialty knowledge to decide what is the most 

appropriate treatment option. But as has been noted, when research has not given a 

clear difference in benefits of any one treatment, the decision has to be the patients in 

the end but it is of course a shared encounter where the clinician and patient engage in 

a shared decision making. Research has shown that patients that are involved in the 

decision making of their health have better outcomes (Aning et al., 2012).  

Usage of decision aids reduce number of undecided participants and have 

positive effect on the communication between the patient and the clinician (Stacey et 

al., 2017). In a Cochrane review of decision aids (Stacey et al., 2017) it was noted that 

the use of decision aids reduced the number of people choosing major elective 

invasive surgery over more conservative options. Evidence now indicates that 

knowledge and risk perception is improved when decision aids are used either within 

or in preparation for the consultation (Stacey et al., 2017). Reviews of cancer related 

decision aids indicate that they promote active participation in decision-making 

(Diefenbach et al 2012; Stacey et al., 2017; Whelan et al., 2003; Whelan et al., 2004). 

Studies have shown that decision aids can help with cognitive strategies and 

emotional processes (Bekker, Hewison & Thornton, 2003), they can reduce decisional 

regret (Ho, So, Leung, Lai & Chan, 2013; Lam et al., 2013; Losken, Burke, Elliott & 

Carlson, 2005; Waljee, Rogers & Alderman, 2007; Whelan et al., 2004) and improve 

knowledge (Losken et al, 2005; Stacey et al., 2017; O'Connor et al., 1999; Waljee et 

al., 2007; Whelan et al, 2004).  

Results from a systematic review, thematic synthesis and meta-analysis by 

Syrowatka, Krömker, Meguerditchian and Tamblyn (2016) indicated that information 

and education for patients are moving into online decision aid tools and that more 
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research is needed to guide us in what independent contributions and specific features 

can improve effectiveness of decision aids. In their analysis the computer based 

decision aid tools seem to improve the quality of preference-sensitive decision 

making and the most important factor seemed to be the content control or how much 

control the patient has over the access to information (Syrowatka et al., 2016). The 

literature suggests that interactive technology offers individual tailoring of 

information that can be very beneficial (Fotheringham, Owies, Leslie & Owen, 2000;  

Sheehan & Sherman, 2012). Also the interactive technology enables immediate 

feedback and ability to get additional information and flexible use (Banegas et al., 

2012; Fotheringham et al., (2000). Individuals also seem to learn more easily through 

multimedia presentation (Mayer, Hegarty, Mayer & Campbell, 2005).  Even more 

importantly feasibility of using an interactive educational and decision program has 

been established for early-stage prostate cancer patients (Diefenbach et al., 2012).  

There are some decision aids for prostate cancer screening available but very 

few for men with prostate cancer who are choosing their treatment option. Also most 

of decision aids regarding cancer are for breast cancer (“The Ottawa Hospital 

Research Institute”, 2019). This paper describes the development and pre-testing of a 

Web-based decision aid tool designed for men with localized prostate cancer who are 

in the process of choosing their treatment option.  

Methods 

To reach our research aims of developing and pre-testing a decision aid for 

localized prostate cancer, we adopted for a qualitative approach. Qualitative methods 

are useful to understand a condition or an experience from a personal perspective and 

to analyze text and documents like websites for example to learn about distributed or 

private knowledge (Hammarberg, Kirkman & Lacey, 2016).  

The development consisted of two phases.  

Phase 1: A literature review of the availability and effectiveness of empirically tested 

decision aids for localized prostate cancer and making of a prototype of the decision 

aid designed with the research team that consisted of researchers, advising doctors, 

programmers and web-designers. 

Phase 2: Usability testing in the form of semi-structured interviews to get feedback 

on ideas, content, usability and layout of the tool.  
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Participants  

The participants were men from the age 58-80 years (mean 69 years), with 

similar background. The mean age of diagnosis with prostate cancer was 66 years. 

Most of them had finished a University degree, were married and worked full time 

(see Table 1).  Participants for the interviews were recruited from support groups for 

men with localized prostate cancer who meet at the Cancer Society and newly 

diagnosed men from the National University Hospital of Iceland from March 2nd to 

April 10th 2019. One of the support group is called “Góðir hálsar”, which is for men 

who have chosen surgery or radiation therapy, the other is called “Frískir menn” 

which includes men that have chosen active surveillance as their option. Our 

collaborator at the Cancer society sent out an information letter via e-mail regarding 

the research to the support groups and offered them to take part. They could then 

reply to the e-mail if they wished to participate. Collaborative doctors at the National 

University Hospital of Iceland gave newly diagnosed men with localized prostate 

cancer the same information letter. Interested participants were provided with an e-

mail address and a phone number where they could contact the researcher to schedule 

an appointment. Four men from each of the three groups participated, a total of 12 

men. Eligible men for participation were those who had been diagnosed with 

localized prostate cancer and either/or decided for active surveillance or 

surgery/radiotherapy as a treatment option, or were newly diagnosed and had yet to 

decide on their treatment option. Men unable to read or speak Icelandic and unable to 

give informed consent were excluded from the study.  
Table 1.  

Background information of the participants  

 N=12    
Age Range 58-80    
Mean (range) 69    
Age at diagnosis Range 52-80    
Mean (range) 66    
 % (N)    
Education     
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Primary school 8,3 (1)    
Vocational education 8,3 (1)    
University degree 83,4 (10)    
Relationship status     
Married/partnered 66,6 (8)    
Single/divorced/windowed 33,4 (4)    
Vocational status     
Full time/part time  83,3 (10)    
Retired 16,7 (2)    

 

Procedure 

Phase 1. Thorough literature review was made on the topic of treatment 

options for men with localized prostate cancer as well as looking at decision aids and 

websites available for this group. The Medical Research Council’s guidance for the 

development of complex interventions (Craig et al., 2008), The International Patient 

Decision Aids Standards (IPDAS) (Elwyn et al., 2009) and the Ottawa Decision 

Support Framework (2019) were used to guide the development of the decision aid 

tool.  

As the website developed by HealthMark Multimedia, a USA based company 

was judged to have the best educational material about prostate cancer treatment their 

educational material was purchased. The material was translated by a clinical 

psychologist, an urologist and two research assistants and proofread by a specialist in 

translating medical text into Icelandic.  In addition the text for the decision aid tool 

was based on information from the Icelandic cancer society and several researches 

and systematic reviews that are quoted in the decision aid.  

Phase 2. Semi-structured interviews were conducted with the 12 participants 

to learn about their opinions about the content of the decision aid, their experience of 

using it and to test the usability of the decision aid. When talking about the 

participants, they will be referred to as P1 (participant nr.1) et cetera. The interviews 

were conducted in person at the Icelandic Cancer Society and lasted 35-94 minutes, or 

67 minutes on average. On arrival all participants received a consent form to sign if 

they wished to take part and noted that they could leave at any time. A consent was 

also given for a permission to audio-tape the session. In the beginning a short 
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discussion about the research took place as well as an instruction about a free-flow 

procedure, where all comments were welcome while going through the decision aid. 

The same computer was used for all participants to use to navigate the decision aid 

online. An interview guide was used to go through the same features of the decision 

aid with every participant. Questions were asked about content, look, usability, feel, 

colors, amount of information and design for example. All comments were welcomed 

during the whole interview and prompted regularly. On completion the participants 

filled out the 10-item System Usability Scale/SUS to get an overall rating for the 

decision aid. SUS yields a single number that represents the overall usability of the 

system being studied. The score can range from 0-100 with 100 being the best score 

possible with the benchmark for acceptability at 68. It has been proved to be a good 

evaluation tool, both robust and reliable (Brooke, 1996).  

The interviews were transcribed verbatim and analyzed using content analysis 

to systematically and objectively quantify themes that emerged from the participants 

responses (Neuendorf, 2002). The procedure involved 5 steps: 1) transcription, 2) 

familiarization with the interviews, 3) identification of themes: where “constant 

comparative” method was used to identify emergent themes within and across the 

transcripts (Charmaz, 2000), 4) development of a coding manual: where the 

researcher operationally defined the themes to create a coding manual with an 

exhaustive and exclusive list of coding categories (Neuendorf, 2002). 

Ethics approval 

The study received ethical approval from The National Bioethics Committee 

and the chief medical officer at the National University Hospital of Iceland 

(Reference: VSN-18-127).  
  

Results 
 

Phase I Literature review and making of a prototype 

 A literature review was conducted to look into existing resources to support 

decision making for men with localized prostate cancer. Looking at other patient 

decision aids and websites for prostate cancer (“Ottawa Decision Support 

Framework”, 2019) fifteen resources were identified, with eight concerning prostate 

cancer screening, one concerning the dose of radiation in treatment, one regarding 

choosing active surveillance (web-based), one regarding choosing radiation or surgery 
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(web-based) and four regarding decision aid for localized prostate cancer (1 web-

based, 3 paper/pdf).  

After literature review and overview of other decision aids and websites 

available for men with localized prostate cancer, the research team in collaboration 

with advisory doctors at the National University Hospital of Iceland, patients with 

localized prostate cancer, web-designers and programmers made a prototype of the 

decision aid tool.  

The decision aid includes these topics:  1) an overview of prostate cancer; 2) 

overview of active surveillance, surgery and radiation therapy (e.g., procedure, 

survival); and 3) pros and cons associated with the different treatment options (e.g., 

physical, emotional, social). As participants proceed through each section, they are 

asked to respond to questions about how they value the pros and cons of each 

treatment option and when they have finished the decision-aid tool they get a result 

page, showing toward what type of treatment option they are leaning at that moment.  

Table 2 shows the content of decision aid tool and how it relates to the IPDAS 

checklist (content and functions). There is an option to print the website as a PDF 

document and recommended to bring the printout to the doctor’s to discuss matters of 

concern. The decision aid considers those with lower health literacy, using 

diagrams/pictographs and simple language, providing definitions for complex terms 

and ensuring that sentences are short (McCaffery et al., 2013). Readability was 

equivalent to 8th grade level as assessed by the SMOG readability formula 

(McLaughlin, 1969). Meeting guidelines of grade 8 or below from IPDAS (O’Connor 

et al. 2009). Screenshots of two pages of the decision aid are presented in Figure 1.  
 

Table 2.  

Content of the decision aid tool. 

Section/features Content IPDAS guideline checklist 

Home page  

Sign in 

(see Fig.1 akvordun.is example 

screenshots) 

Introduces the purpose of the decision 

aid tool and that it is only for men with 

localized prostate cancer.  

 

2.1 describe the health condition 

2.5 describe the procedures 

2.9 describe what test is designed to 

measure 

 

 

Background information and 

questions regarding general health, 

cancer history and to what treatment 

they are leaning at that moment. 

Describe how to work through the 

decision aid tool. 

2.5 describe the procedures 

8.3 provide feedback on personal 

health information that is entered into 

the decision aid 
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8.4 provides security for personal 

health information entered into the 

decision aid 

Section/features Content IPDAS guideline checklist 

Introduction 

Text and videos. 

Describe what localized prostate cancer 

is and what treatment options are 

available.  

2.2 list the options 

2.3 list the option of doing nothing 

8.1 provide a step by step way to move 

through the web pages 

Four separate chapters that cover 

1) Active surveillance 

2) Treatment  

3) Surgery 

4) Radiation therapy 

Each chapter covers the same topics. 

What each treatment option offers, side 

effects, pros and cons. 

Decision task in the form of questions. 

2.5 describe procedure 

2.6 describe positive features 

2.7 describe negative features 

2.8 includes chances of 

positive/negative outcomes 

3.1 use event rates specifying the 

population and time period 

3.5 use visual diagrams 

3.7 use multiple measures to view 

probability (words, numbers, diagrams) 

4.1 describe the procedures and 

outcomes to help patients to imagen 

what it is like to experience their 

physical, emotional, social effects 

4.2 ask patients to consider which 

positive and negative features matters 

most 

9.2 shows positive / negative features 

with equal detail 

Results Results from the decision task. 

Possibility to look at decision task and 

change answers if felt needed.  

2.11 describe possible next steps based 

on test result 

6.2 suggest ways to talk about the 

decision with a health professional  

6.3 include tools to discuss options 

with others 

8.6 permit printing as a single 

document 

12.8 improves the match between the 

chosen option and the features that 

matter most to the informed patient 

Additional material More detailed information about 

support groups and research. Links to 

external organization that offer support 

to men with prostate cancer.  

4.3 suggest ways for patients to share 

what matters most with others 

6.1 provide steps to make a decision 

 

 

References Citing key publications used in the 

decision aid tool.  

11.1 provides references to evidence 

used 

11.6 uses evidence from studies of 

patients similar to those of target 

audience 
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Figure 1. Screenshots from the decision aid webpage 

 

 
 

 

Phase II Semi-structured interviews 

 Participants were positive regarding the decision aid and found the decision 

task helpful. Their points on improving the decision aid mostly concerned the length 

of the text and flow. They suggested that exercise and lifestyle recommendations were 

part of the tool as well as highlighting the benefit of joining a support group for men 

with prostate cancer. The extensive and realistic information about side effects of 

surgery/radiation therapy was something that the participants thought was most 

needed from usual care as well as an unbiased presentation of treatment options. 

There were four key themes that came up in the interviews, 1) usability and design, 2) 
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content and knowledge, 3) deciding factors of decision making, 4) social support (see 

Figure 2). Key themes and sub-themes are presented with quotes in Table 3.  
 

 

Figure 2. Themes and sub-themes. 

  

 

Usability and design 

Less is more. Most of the participants thought that there should be less 

amount of text. Some commented that part of the text felt like it was repeated and that 

the use of shorter text and then an option to read more about the topic for those who 

wanted should be used. Still there were some that said the text needed to be this 

extensive, “if the text is shorter, the men will just misunderstand” P3. 

Use of personal stories. Some of the men mentioned that personal stories 

about men who have gone through the diagnoses and then decided on treatment would 

be a good add on to the decision aid. “It’s always helpful to hear stories from others 

who have gone through this, if you are lucky to know someone you can talk to that’s 

great but not everybody is so lucky and then it would be great to have videos or 

stories about others” P4.  

Language requirements. Only one participant commented on a word he 

didn’t understand. A few others commented that the wording needed to be simpler 

since the men were often very confused and stressful after receiving the diagnosis so 

• Shared	experience	
• Relationship	status	

• The	feeling	that	you	
have	a	choice	
• The	doctor	effect	
• Values	
• Age	

• Practical	advice	
• Realistic	information	on	
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• Use	of	personal	stories	
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• Location	in	the	decision	
aid	
• Warning	before	videos	
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everything should be kept as simple as possible. “You are not in your right mind after 

you get the diagnosis, you really have to keep things simple for men at that point” P5. 

Location in the decision aid. It was quite common that the men asked if there 

was much left to read or do, while going through the decision aid. One asked if it 

would be possible to have it visible somehow where you are and how much is left. “It 

would be very helpful to know where you are located in the decision aid, is there 

much left or not, then you could decide on breaks and that kind of stuff”. P5 

Warnings before videos. Two of the participants that were newly diagnosed 

but were leaning towards surgery did not want to watch a video about the surgery and 

said that they would like a warning before the video would start. The video does not 

show surgery, only explains what is done but they still wanted a warning. “I think it 

will not be helpful to watch this, I have no desire to see this” P10. Most of the 

participants however commented on how educational the video was and that it was 

very good to see the surgery explained in that way.  

Content and knowledge 

Practical advice. The men gave very good practical advice while going 

through the decision aid that can be included in the revised tool. Many of them talked 

about the importance of physical exercise and especially about the importance of 

training the pelvic muscle. It was included in the prototype but will be given more 

importance in the revised edition. “You really have to exercise the pelvic floor, it is so 

important and the doctor don’t stress that enough” P5. “You really have to be in your 

best shape, physically and mentally if you go to surgery, it really does make a 

difference. Go for walks, talk to friends. It all matters” P6. There were also practical 

information about urinary problems and how to use pads if necessary for example. “I 

always just cut sanitary pads in half and use them to feel safe, it’s so much better then 

to have a diaper or something like that” P8. 

Realistic information about side effects. The participants commented on 

how good it was to get detailed information about side effects of the treatment 

options. The men that have chosen active surveillance were surprised about the side 

effects that were offered for active surveillance and said that they had not experienced 

any side effects. “Side effects from active surveillance! What do you mean, you don’t 

feel sick and you don’t feel any side effects!” P12. But when explained in more detail 

about the possible physical side effects of having localized prostate cancer as well as 
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the psychological strain it can have in the beginning at least, they all agreed that it 

was good to have that information included. Also they commented on the importance 

of being frank about the side effects on erectile dysfunction and urinary problems. 

“All of the men I know that have gone through radiation therapy or surgery have had 

erectile dysfunction and hardly anyone has had real success in that department again. 

The doctors should just come clean about that and don’t give so much hope as they 

do” P3.  

Deciding factors of decision making 

The feeling that you have a choice. The men that had gone through surgery 

or radiation therapy all said that they never really felt like they had a choice, the 

cancer was just something that had to be removed no matter what. “You just have to 

choose life, right?” P3. One had accidentally chosen active surveillance since he first 

waited for the robot surgery option to come to Iceland. Then he decided to wait for 

some doctors to become good at operating the robot and then he figured out that since 

nothing much was happening he could just wait longer without doing anything. Some 

of them commented that radiation therapy was not an option really because maybe 

you would need that later if the surgery was not successful so they never really saw 

radiation therapy as a first option. 

The doctor effect. Most of the participants found out they had localized 

prostate cancer by surprise. They were having a routine check at their general health 

practitioner or being examined because something else when they found out. They did 

not have any symptoms so it came as a big surprise to most of them when they got the 

result that their PSA measure was high and that they were recommended to go see a 

urology doctor. The first stop in Iceland for most men with high PSA measure is a 

urology surgeon. Some of the men commented on that fact and that it might influence 

the decision. “The doctors we go and see for the first time are all urology surgeons 

with private practices, why is it like that? Isn’t that a bit strange?” P1. Most of them 

commented that they had no prerequisite to make this decision, the doctor should 

know what is best. Only the men that underwent active surveillance felt they really 

did have a choice. They stressed the importance of having some sort of support, for 

example joining a support group for men in active surveillance since it can be a bit 

stressful in the beginning and hearing from others that are on that path is extremely 

helpful.   
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Values. The value between choosing life and choosing the quality of life often 

came up during the interviews, with the emphasis on choosing life for those who had 

gone through surgery and the emphasis on quality of life for those who were in active 

surveillance. “Do you value only being alive or do you value the quality of life you 

can have in your life, it’s a hard question you really have to ask yourself” P12. 

Age. Age was the most prominent factor on the decision-making, regarding 

the erectile dysfunction especially. “You are really focusing on this erectile 

dysfunction thing! It’s just not important to me, it’s not like I’m some Casanova, now 

at 80!” P7. “I have served my duty. No need to worry about this” P7. 

Social support 

Shared experience. All the participants noted that it was extremely helpful to 

meet and talk to men that had gone through the same thing. “You say here that it’s 

important to talk to your family? I know you have to but it’s actually much more 

important to meet someone that has gone through this. They really give the best 

advice” P12. It just saved my life to go to the support group for men who have chosen 

active surveillance. By a complete accident I met this man who had started this 

support group and went to a meeting. I think that was one of the luckiest things that 

has happened to me in my life” P12. 

Relationship status. Most of the men were married and had been for quite 

some time and noted that it was important to be able to talk about the possible side 

effects with their partner. Those who were single or had been in a new relationship at 

the time they got diagnosed said that it had been very difficult and two of them said 

that it had ruined the relationship. “If you just started to see somebody and then all of 

the sudden you can’t have sex and you have no idea if you can ever again, that is 

extremely difficult” P2. 

Table 3. Themes, sub-themes and quotes from the interviews. 

Theme Sub-theme Quotes 

USABILITY/DESIGN Less is more “It’s always better to have as little text as possible” 

p1 

“Less is better” p2 

“Maybe everything should just be in bullets and then 

those who want to read more can do so using 

textbox?” p7 

 Use of personal stories  “It would be very nice to get to hear stories about the 

choices other in similar steps have made” p5 
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 Language requirements “It’s so much better to not have fancy or “sciency” 

words, men are very confused so everything has to be 

simple” p7 

 Location in the decision aid “It would be very helpful to know where you are, how 

much is left, to decide when to take breaks and those 

kinds of stuff” p5 

Theme Sub-theme Quotes 

 Warning before videos “I don’t think I want to see how the operation is done 

it would be better to get a warning before anything 

like that would start” p11 

CONTENT/KNOWLEDGE 
 

Practical advice “Everybody that goes to surgery or radiation therapy 

will have to have a diaper at some point. It’s better 

just to know it” p6 

  “I just cut sanitary pads in half and use them, then I 

feel safe and you just get used to it” p8 

  “You really have to be in your best shape possible, 

both mentally and physically. No matter what decision 

you are going to make” p6 

  “It is really important to train your pelvic muscle, you 

are kind of a woman now, or how you pee, it really 

matters to do the exercise to get the control” p3 

 Realistic information on side effects  “Nobody really tells you how it is, no matter what you 

read or try to listen to the doctor, it is always a shock 

to realize how much affect it has to have a diaper and 

not being able to have sex. It really messes with your 

head” p12 

  “Sex after 2-3 weeks! That’s very unlikely, you don’t 

exactly feel like a sex god and this is really up in the 

sky idea. It’s maybe never going to happen again and 

at least never sex like you knew it before” p7 

DECIDING FACTORS OF 

DECISION MAKING 

The feeling that you have a choice “The first thing that comes to your mind is that you 

just have to do whatever it takes to get rid of it, that 

you have no decision to make, just cut it out” p2 

  “You just have to choose life, right? And then just go 

on with it, no matter the consequences” p3 

  “You can have just as long life and even longer 

without any of terrible side effects of surgery or 

radiation therapy, men really have to know that!” p12 

  “The erection and the ability to have sex is such a big 

part of a man’s life force. It changes everything to 

give that up” p12 

  “I kind of never took a decision.  I wanted to wait for 

the robot (for surgery) then I waited for the doctors to 

be good using the robot. Then the cancer didn’t seem 

to be spreading so I just by accident been on an active 

surveillance since I started the wait” p11 

 The doctor effect “Then we all have to go see a urology surgeon, that is 

the first stop and they all have private practices. I 

don’t understand why it has to be like that” p4 

  “The doctor is the only one that has the experience 

and wisdom to make this choice for you, you have no 

idea what is best” p5 

  “The doctor just said that surgery was best. I hope he 

was right” p6 

 Values “Do you value only being alive or do you value the 

quality of life you can have in your life, it’s a hard 

decision you really have to ask yourself” p12 

 Age “The biggest factor of all of this is age, when you are 

this old it is not like sex or erection really matters, 

you have done your part in that department” p8 

  “I’m healthy though I might be quite old, so erection 

problem doesn’t bother me, it doesn’t matter so I 

think I will just get the surgery” p2 

SOCIAL SUPPORT Shared experience “You say here that it’s important to talk to your 

family. I would say that it is much more important to 

talk to men that have been through the same things 
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and hear their story” p12 

  “I think joining a support group really saved me, I 

would never have had the guts to be in the active 

surveillance if I didn’t have to others to talk to and 

cheer me on” p12 

Theme Sub-theme Quotes 

 Relationship status “I was in a new relationship and this really crushed 

it, it is really hard to all of the sudden sex is out of the 

table and you can’t discuss it as well with a new 

partner” p4 

  “It was better to pet my dog then to touch my wife, at 

least I felt something while petting the dog”. The 

medicine really takes all the feelings away. You really 

should be told that” p4 

 

 The score on the System Usability Scale (Brooke, 1996) to evaluate an overall 

rating on the decision aid was 85,4 points (range 70-95). That is considered to be well 

above average (Brooke, 1996). 

 

 Discussion and conclusion 

 

This research describes the development and pre-testing of the decision aid for 

men with localized prostate cancer. A literature-review as well as a discussion and 

collaboration between the research team, patients with localized prostate cancer, 

advisory doctors, web-designers and programmers resulted in a prototype of the 

decision aid. Semi-structured interviews were then used to tailor the tool to the needs 

and preferences of men with localized prostate cancer that had chosen 

surgery/radiation therapy or active surveillance as well as those who were newly 

diagnosed. With the help of the advisory doctors it was ensured that the information 

reflected the current state of evidence and was relevant in the health care system in 

Iceland. To ensure that the tool met quality criteria the IPDAS guidelines were 

followed. All participants agreed that less is more in the amount of text and wanted to 

get information in a simple way if possible, with the option to go deeper into details if 

they wanted, which concedes with Syrowatka et al (2016) about the benefit of being 

able to control the access of information. With this in mind the text can be revised 

with the main text in the beginning of each chapter and then having the option to go 

deeper into each topic. Findings regarding content and presentation requirements were 

similar. The wish for depth of information varied between the men, with the men who 

have gone through surgery or radiation therapy and those newly diagnosed wanting to 

go into more detail about side effects then the men who have chosen active 

surveillance. In a systematic review and qualitative meta-synthesis Kandasamy, 
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Khalid, Majid and Vanstone (2017) concluded that men diagnosed with prostate 

cancer seek information beyond their health care provider, like lived-experience 

information to support their final treatment decision and that is something that all of 

the participants pointed out as being a truly important factor and came out as a 

subtheme of shared experience. The results from the System Usability Scale were 

positive for the overall rating of the decision aid, with the average score of 85,4 

points. This is a good indication that the men liked the decision aid, and was in 

agreement with what they expressed during the interview.  

Limitations of the study are mostly in the fact that the participants were 

homogeneous, leaving out the attitudes of those men who have to make this decision 

but would never take part or share their thoughts in this kind of research. The four 

participants that were newly diagnosed turned out to be leaning towards surgery when 

they came to the interview and therefore not giving information in the state of being 

undecided like those who will be using the tool most likely will be. The reason might 

be that the doctor that referred them to the study is one of the most skilled urology-

surgeons in Iceland.  

Research has shown that some men experience decisional regret regarding the 

treatment choosen after they are diagnosed with prostate cancer (Diefenbach & 

Mohamed, 2007; Morris et al., 2015) so a decision aid tool could be of real benefit for 

these men. 

The side-effects of surgery and radiation therapy can affect the quality of life of 

the men and their partners to a great extent and the need for extensive introduction of 

side effects seems to be lacking from general practice. One can also conclude that the 

general practice does give all relevant information but the ability to process 

information at that time might be limited. Decision aid tools have been shown to be 

helpful in processing this kind of information and making it more likely that the men 

will make an informed decision. The fact that most men go straight to urology 

surgeons might have an impact on the decision the men make regarding treatment, 

and should future research look into that factor. Revisions of the tool are now in the 

making, going through every comment that came up in the interviews. The research 

team considers every comment and makes changes accordingly. The tool will next be 

evaluated in a randomized clinical trial to see how it affects knowledge, decisional 
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regret and quality of life for men newly diagnosed with localized prostate cancer and 

compare it with usual care.  
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