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Complete all blue parts of the form and include the approved Project Brief in your Graduation Report as Appendix 1 !
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• SSC E&SA (Shared Service Center, Education & Student Affairs) reports on the student’s registration and study progress.
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APPROVAL PROJECT BRIEF
To be filled in by the chair of the supervisory team.

chair date signature

CHECK STUDY PROGRESS
To be filled in by the SSC E&SA (Shared Service Center, Education & Student Affairs), after approval of the project brief by the Chair.  
The study progress will be checked for a 2nd time just before the green light meeting.
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List of electives obtained before the third  
semester without approval of the BoE

missing 1st year master courses are:

YES all 1st year master courses passedMaster electives no. of EC accumulated in total:
Of which, taking the conditional requirements 

into account, can be part of the exam programme

EC

EC

• Does the project fit within the (MSc)-programme of
the student (taking into account, if described, the
activities done next to the obligatory MSc specific
courses)?

• Is the level of the project challenging enough for a
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working days/20 weeks ?

• Does the composition of the supervisory team
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Next, please assess, (dis)approve and sign this Project Brief, by using the criteria below.

comments

Content: APPROVED NOT APPROVED

Procedure: APPROVED NOT APPROVED

- -

name date signature- -

name date signature- -

41

30

X

C. van der Bunt 27 06 2022 CBCB

Monique von Morgen 4/7/2022
MvM

V

V

- also approved for Medisign
- as discussed with the chair:
- The full title should be: Augmenting the value of Patient
Reported Outcome Measures -PROMS- for people living
with HIV
The 3rd mentor in the comments can be left out.

new title in comments BoE above

- very late
submission
projectbrief
explained by
chair and
accepted

Marijke Melles 11 04 2022

BartasAM 5165369

Augmenting the value of PROMS for people living with HIV



Personal Project Brief - IDE Master GraduationPersonal Project Brief - IDE Master Graduation

Title of Project

Initials & Name Student number

IDE TU Delft - E&SA Department /// Graduation project brief  & study overview /// 2018-01 v30 Page 3 of 7

Please state the title of your graduation project (above) and the start date and end date (below). Keep the title compact and simple.  
Do not use abbreviations. The remainder of this document allows you to define and clarify your graduation project. 

project title

INTRODUCTION **
Please describe, the context of your project, and address the main stakeholders (interests) within this context in a concise yet 
complete manner. Who are involved, what do they value and how do they currently operate within the given context? What are the 
main opportunities and limitations you are currently aware of (cultural- and social norms, resources (time, money,...), technology, ...). 

space available for images / figures on next page

start date - - end date- -

Augmenting the value of PROMS for people living with HIV

01 04 2022 03 11 2022

HIV (human immunodeficiency virus) is a virus that affects the body’s immune system, weakening its ability to fight 
infections and diseases (About HIV/AIDS | HIV Basics | HIV/AIDS | CDC, n.d.). Since its discovery, HIV treatment has made 
strides forward and with current treatments the future for someone affected does not look as grim as it used to. 
However, living with HIV creates a demand for self-management, health literacy, and treatment participation of 
patients for the rest of their lives. 
 
This project takes its beginnings at the HIV outpatient clinic at Amsterdam UMC, that treats people living with HIV 
(PLHIV). Their focus is on improving the quality of life, with the intent of providing small-scale and personal treatment 
for patients. The goal is to give an as healthy and ordinary life as possible while having a broad focus on somatic 
elements, mental conditions, and social problems that correspond with HIV. 
 
Patient Reported Outcome Measures (PROMs), is a tool that will be implemented by the HIV outpatient clinic at 
Amsterdam UMC in May 2022. The clinic's aim is for patients to engage with PROMs and, hopefully, better engage in 
their own healthcare. PROMS is a scientifically validated tool which will be handled by the digital system of Epic and 
therefore not changeable under the scope of this project. PROMs are used to measure the quality of life of patients, 
and act as an early signaling system for the individualized care. To gather the data on PROMs it is essential that patients 
fill in questionnaires prior to their clinical consultation. The questionnaire provides the HIV treatment team with 
important insights into a patient’s mental situation, treatment compliance, substance use, burden of HIV stigma, and 
more. 
 
Research has shown that patients often do not see PROMs' long term value in helping them in their care. One of the 
reasons seems that PROMs do not have an immediate impact on the patient. This lack of short term payoff as well as 
under-utilization by clinicians leads to a lack of motivation in completing PROMs (Van Muilekom et al., 2021). Based on 
previous studies in other medical settings the team at Amsterdam UMC expects that gathering this data might 
therefore be difficult. However, if patients are more engaged with PROMs it could lead to a better overview of their 
own health and possibility to provide help when needed in a timely manner.  
 
There is evidence that patients who are more engaged in their care have better health outcomes (“Patient 
Engagement,” 2013). The relationship between what is called patient engagement, -enablement, -empowerment and 
-activation is overlapping and often times wrongly used synonymous, as we know from Fumagalli et al., (2014). Going 
by these definitions figure 1 was created as a guide for the terms in this project. In it, we see that patient engagement 
can both be the cause and consequence of patient empowerment, and it includes a form of participation and 
involvement. Patient empowerment is defined in three ways, either as the process of acquiring power, motivation, and 
ability, or the state of having these, or as the behavior of taking advantage of these. PROMs fits into these definitions as 
it can be a tool for patient engagement. Filling in PROMs, could be a way for patients to participate in their own health 
and could lead to further involvement. 
 
Therefore, the goal of this project is to improve the patient engagement of people living with HIV with and through 
the use of PROMs. 
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introduction (continued): space for images

image / figure 2:

image / figure 1: Patient Engagement, Empowerment, Activation Model. Based on Fumagalli et al., 2014.

Types of patients based on staff observations at Amsterdam UMC outpatient HIV clinic.
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PROBLEM DEFINITION  **
Limit and define the scope and solution space of your project to one that is manageable within one Master Graduation Project of 30 
EC (= 20 full time weeks or 100 working days) and clearly indicate what issue(s) should be addressed in this project.

ASSIGNMENT **
State in 2 or 3 sentences what you are going to research, design, create and / or generate, that will solve (part of) the issue(s) pointed 
out in “problem definition”. Then illustrate this assignment by indicating what kind of solution you expect and / or aim to deliver, for 
instance: a product, a product-service combination, a strategy illustrated through product or product-service combination ideas, ... . In 
case of a Specialisation and/or Annotation, make sure the assignment reflects this/these.

Amsterdam UMC is planning to work with PROMs to collect patient data and insights on how to improve their 
patients' quality of life. Their intention is for the patients to fill out the PROMs at home before their appointments. 
During their appointments at the outpatient clinic, the patients will find out their scores and discuss them with 
healthcare professionals (HCPs). When patients do not understand the value of PROMs and do not engage in the 
conversation about PROMs during consultations, it could lead to sub-optimal treatment or longer wait times for the 
correct help. Additionally, if the patients do not fill in PROMs before appointments, they would at the clinic. Spending 
that time at the clinic to find out the answers to a PROM is also not a desirable solution. Patients might omit important 
information that can feel embarrassing to say aloud or they can otherwise forget the struggles they may have had 
since their last appointment. 
 
Changing the current PROMs contents and the way it is designed to address patients feeling of disinterest is not 
possible because PROMs need to meet 'psychometric integrity'. Any alteration to the PROMs would require it to go 
through validation again (Moody & EATG PROMise Task group, 2021). For the same reason making different PROMs 
questionnaires for different types of patients (examples seen in figure 2) is also impossible. 
 
The above concerns have been expressed by the team at Amsterdam UMC and are based on pilot studies and 
previous literature research with PROMs. The literature research from Amsterdam UMC and the literature research for 
this project brief focused on other groups of patients such as patients from pediatric care. Additionally, the PROMs for 
those studies were facilitated by the KLIK PROM Portal, a digital system that facilitates the use of PROMs for patients 
and HCPs. There is limited research regarding PROMs facilitated by EPIC for PLHIV, which is a potential limitation (and 
challenge) for this project. 

The project aim is to develop a design intervention that increases the engagement of people living with HIV in their own 
health and care process by means of PROMs. 

The project will start with literature research: What has been done already in patient centered healthcare? How do 
health outcomes change based on how involved the patient is? What has been done in PROMs to stimulate patient 
engagement in their own health? How to use behavioral models to influence the patients' experience with PROMs? 
 
Simultaneously, I want to dive into the context, by shadowing healthcare professionals at the HIV outpatient clinic. 
During this time I plan to connect with the patients at the clinic. Amsterdam UMC is also working on putting together 
a panel of patients, that I will have the opportunity to work with. This will allow me to better define the scope of the 
project and start user studies, as they are the main focus. 
 
After initial discussions I aim to include the users in the design process by conducting generative sessions, including 
sensitizing materials to better prepare them for the sessions, interviews and tools to engage in co-creation with the 
users. Since this is a sensitive topic, these sessions will be done with one patient at a time to preserve anonymity. I 
want to involve the patients throughout the project to ensure the resulting design fits them. Low fidelity prototypes 
will be used for the initial testing. The goal for the final deliverable will be a more high fidelity prototype of a design 
intervention that increases patient engagement through interaction with PROMs.
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PLANNING AND APPROACH **
Include a Gantt Chart (replace the example below - more examples can be found in Manual 2) that shows the different phases of your 
project, deliverables you have in mind, meetings, and how you plan to spend your time. Please note that all activities should fit within 
the given net time of 30 EC = 20 full time weeks or 100 working days, and your planning should include a kick-off meeting, mid-term 
meeting, green light meeting and graduation ceremony. Illustrate your Gantt Chart by, for instance, explaining your approach, and 
please indicate periods of part-time activities and/or periods of not spending time on your graduation project, if any, for instance 
because of holidays or parallel activities. 

start date - - end date- -1 4 2022 3 11 2022

Timeline
Month  MAR APR MAY JUN JUL AUG SEP OCT
Calendar Week 13 14 15 16 17 18 19 20 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41 42 43 44
Project Week 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 0 0 16 17 18 0 19 20 21 23 24 25 26 27 28 29 30
Days 1 4 3 3 3 3 3 3 3 3 3 3 4 3 4 0 0 4 4 4 0 4 4 4 4 4 2 4 4 4 4 4
Deadlines Kick‐Off ‐ 

1 APR
PROMs 
roll out

Midterm 
Evaluation 
‐ 29 JUN

Green 
Light ‐ 27 
SEP

Graduatio
n ‐ 3 NOV

Meetings
Chair
Mentor
Company mentors
All
Activities
Phase Activity
Exploration Orientation

Assumption Map
Mapping 
Opportunities 
Research Questions 
(1st Iteration)
Literature Research
Shadowing Nurses 
and Doctors

 

Connecting with 
patients  
Problem Definition 
(1st Iteration)
Research Questions 
(2nd Iteration)
Problem Definition 
(final) 
Personas

Design Goal and 
Interaction Vision

User Studies Preparation 
Interviews and 
sensitising materials

Sensitizing
Generative Sessions

Patient Journey Map

Conceptualization Ideation
1st Iteration Design

2nd Iteration Design

Prototyping 1st Iteration 
Prototyping
2nd Iteration 
Prototyping

Evaluation Lo‐Fi Testing
Final Evaluation

Analysis Analysis Generative 
Session
Lo‐Fi Testing Analysis

Final Evaluation 
Analysis

Documenattion Insights
Conclusion and 
Recommandations
Finalize Report

The project plan takes into account 100 days of work, starting from 1st of April and ending on 3rd of November. 
The project week will generally consist of 4 working days, due to a part-time job.  
 
There are 11 weeks that will contain 3 days of work, of which 9 are due to taking a course, that will take place on 
Tuesdays. The course is Drawing the Human Figure (ID5462), which will improve my visualization skills for this project 
and future projects. Due to my background being more technical and research oriented I strive to improve my 
visualization skills as a designer. 
The other 2 weeks containing 3 days of work are due to the Easter holiday and taking a day off after the midterm 
presentation. Similarly, during week 39  I have scheduled only two days so I can recover after the green light meeting. 
 
Additionally, 3 weeks off is included during the summer break. The last week of vacation is currently placed in August 
due to having to renew my passport, those dates are not final as it is not possible to know the exact date for this 
appointment. 
 

BartasAM 5165369

Augmenting the value of PROMS for people living with HIV



Personal Project Brief - IDE Master Graduation

Title of Project

Initials & Name Student number

IDE TU Delft - E&SA Department /// Graduation project brief  & study overview /// 2018-01 v30 Page 7 of 7

MOTIVATION AND PERSONAL AMBITIONS
Explain why you set up this project, what competences you want to prove and learn. For example: acquired competences from your 
MSc programme, the elective semester, extra-curricular activities (etc.) and point out the competences you have yet developed. 
Optionally, describe which personal learning ambitions you explicitly want to address in this project, on top of the learning objectives 
of the Graduation Project, such as: in depth knowledge a on specific subject, broadening your competences or experimenting with a 
specific tool and/or methodology, ... . Stick to no more than five ambitions.

FINAL COMMENTS
In case your project brief needs final comments, please add any information you think is relevant. 

I am passionate about designing for health, especially to help vulnerable groups. So this project aligns very well with 
some of my core values, because I think design should be all about the people it serves. With my background in 
Medisign this project will test my skills within the area and I hope to bring everything I have learned to bear. 
 
The thing that speaks to me about this project is its focus on the wellbeing of patients, in all areas. Getting to 
experience and interact with this approach will only strengthen me as a designer. 
 
I am looking forward to the opportunity to get some first hand experience in shadowing and observing in the health 
care context. The theory I have learned on observation and in-context studies will be refined into proper skills. 
 
I hope to improve my skills in interviewing and use what I learned in courses like Context mapping and Context and 
Conceptualization. This is why I want to use what I learned in those courses through design and using generative tools. 
 
As mentioned previously, my background is more technical and research oriented. This is due to my Bachelor's being 
in Medialogy (at Aalborg University), where projects focused on literature research and argumentation, 
implementation and statistics. In this project I aim to focus more on the design phase, especially ideation where I will 
experiment with different ideas. Due to the time constraints of this project, low fidelity prototypes will be used for the 
initial testing. The goal for the final deliverable will be a more high fidelity prototype. 
 
 
 
References: 
1. About HIV/AIDS | HIV Basics | HIV/AIDS | CDC. (z.d.). Centers for Disease Control and Prevention. Geraadpleegd op 1    
april 2022, van https://www.cdc.gov/hiv/basics/whatishiv.html#:%7E:text=HIV%20(human%20immunodeficiency%
20virus)%20is,healthy%20and%20prevent%20HIV%20transmission. 
2. Van Muilekom, M. M., Teela, L., Van Oers, H. A., Van Goudoever, J. B., Grootenhuis, M. A., & Haverman, L. (2021). 
Patients’ and parents’ perspective on the implementation of Patient Reported Outcome Measures in pediatric clinical 
practice using the KLIK PROM portal. Quality of Life Research, 31(1), 241–254. 
https://doi.org/10.1007/s11136-021-02950-x 
3. Health Affairs, & James, J. (2013). Patient Engagement. Health Policy Brief. 
https://doi.org/10.1377/hpb20130214.898775 
4. Fumagalli, L. P., Radaelli, G., Lettieri, E., Bertele’, P., & Masella, C. (2015). Patient Empowerment and its neighbours: 
Clarifying the boundaries and their mutual relationships. Health Policy, 119(3), 384–394. 
https://doi.org/10.1016/j.healthpol.2014.10.017 
5. Moody, K. & EATG PROMise Task group. (2021, February). PROMs in HIV Research and Development: Analysis of 
Community Needs and Engagement. 
https://www.eatg.org/wp-content/uploads/2021/10/eatg-proms-in-hiv-research-referencereport.pdf 
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An assumption map  was used to have a 
visual representation of any assumptions 
made at the beginning of this project. It is 
a tool that helps identify and document the 
assumptions made about the target group, 
the problem, and the solution, and it is used 
to understand the potential risks and limita-
tions of a design. The map was made based 
on initial meetings with the clients and 
initial research conducted. Not all assump-
tions are needed to be answered for the 
project e.g. In this instance the assumption 
that patients do not think the EPIC software 
provides an attractive interface will not be 
answered because changing the interface is 
out of the scope of the project.



Appendix 3: Interview Guide for Patients

Interview Guide

Participants:

People living with HIV,

People that follow treatment at Amsterdam UMC, location AMC.

Timing:

1. Part 1: Introduction: 5 min 
2. Part 2 Provotype 1: 5-7 min
3. Part 3 Provotype 2: 6-7 min
4. Part 4 Provotype 3: 7-9 min
5. Part 5: Wrap up: 3-5 min

(Total time: 26-33 min)

Materials:

1. Consent form
2. Interview script
3. 1st Provotype 

o visual storyboard
o visual guide (only contains first 2 steps, as it is meant to immerse the participant, not to be used

4. 2nd Provotype 
o visual storyboard 
o board with pins

5. 3rd Provotype 
o visual storyboard
o speaker
o phone with audio files

6. Pen and paper
7. Audio recorder
8. Gift card

Text Format:

Talking

Notes

Heading

•	 Question
o Follow up question

Interview Guide

Part 1: Introduction

Thank you for taking the time to do this interview with me. I am Alexandra and I am coordinating this research project.

Amsterdam UMC is looking at ways to encourage patients to get more involved with about their well-being and health 
care experiences. Today, I would like to engage you to explore some possibilities to see what the most acceptable and 
effective way would be to present reporting tools to patients. Reporting tools consist of questionnaires that will be de-
livered through e-mails and on the web that will be filled out in preparation of the consultation at the hospital.



For this interview I prepared 3 possible scenarios. I would like to go through them with you as if you are experiencing the 
scenarios firsthand. For this I prepared some pictures and interactive materials to show what these scenarios would look 
like. The goal of these scenarios is to get your expert opinion as a patient.

I will be taking notes during this interview. I also have an audio recorder so I can look back to the interview in case I 
missed anything. Only I will read and have access to those notes and audio file.

Before we begin, I would like to give you a consent form. 

Are there any questions you have before I start the interview?

Help them with any questions they might have.

If you are ready, I will start the audio recorder.

Start audio recorder.

General questions

I will start with some general questions.

•	 Where are you from?
•	 How old are you?

We are presenting people with a tool to report to us through MyChart/Mijn Dossier. 

•	 Do you have an account with MyChart/Mijn Dossiier?
o If yes: How would you describe your experience with MyChart/Mijn Dossier?
o If no: What is preventing you from getting an account with MyChart/Mijn Dossier?
o If they do not know what MyChart/Mijn Dossier is, give a brief introduction to MyChart.

Brief explanation of MyChart/Mijn Dossier: MyChart/Mijn Dossieris a patient portal used by Amsterdam UMC where you 
can keep track of your appointments, manage your health information, be in contacts with the healthcare professionals 
and have access to the reporting tools I mentioned previously.

From now I will refer to those reporting tools as PROMs. 

•	 Have you heard about PROMs before?
o If yes: What is your impression of PROMs?

Part 2: Provotype 1

1st Provotype 

Now I will present you the 1st scenario. This scenario is set in the waiting room at the clinic. As we go through the scenar-
io, I will show you some pictures to help visualize what is happening. Afterwards I will ask you some questions about the 
scenario.

Keep in mind that we are looking to see what the most acceptable and effective way would be to present reporting tools 
to patients. Feel free to ask any questions you have about the scenarios.

Show illustration of frame 1.

Frame 1: This is the first picture where you as the patient enter the waiting room passing through the reception desk. 
The receptionist greets you and hands you a visual guide on how to set up MyChart and find the PROMs on MyChart.

Hands the patient the visual guide.

To show you what the visual guide would look like, I am showing you the first page. 

Show illustration of frame 2.

Frame 2: The receptionist shows you to a computer in the waiting room.

Show illustration of frame 3.

Frame 3: You are following the visual guide and set up an account with MyChart. However, you get stuck at the step 
where you are supposed to find the PROMs.

Show illustration of frame 4.

Frame 4: The receptionist helps you with this step and shows you how to find the PROMs.

Show illustration of frame 5.

Frame 5: You complete the PROMs.

Show illustration of frame 6.

Frame 6: You log out of your MyChart account and find a seat in the waiting room for the remaining waiting time before 
your appointment.

Questions:

•	 Do you see yourself going through this scenario in the future? 
o Why?
o Do you feel comfortable?
o Do you think you would have any challenges in this scenario?

•	 How do you feel about filling in PROMs in the waiting room?

Part 3: Provotype 2

2nd Provotype

Let’s start with the 2nd scenario which is also set in the waiting room. I will follow a similar structure to the previous sce-
nario.

Show illustration of frame 1.

Frame 1: You enter the waiting room passing through the reception desk. The receptionist greets you and asks you if you 
have completed the PROMs before your appointment.

Show illustration of frame 2.

Frame 2: If you have completed the PROMs before your appointment, the receptionist gives you a box of pins that you 
can put on the waiting room wall.

Show illustration of frame 3.

Frame 3: You sit down in the waiting room and see that the wall has some drawings and some prompts to conversation 
that other patients contributed with. You are thinking about what to add to it yourself. 

Similar to the picture, the wall would look like this…

Present the participant with a board with pins (Existing prompts before the interview: What is your dream travel loca-
tion? How do you feel today? Show it with pins! or Do you have a headache?)

If you were in this scenario, what would you add to the wall? Can you use these pins to show me?

Participant adds to the board.

Questions

•	 Do you see yourself going through this scenario in the future? 
o Why?
o Do you normally have enough time before your appointment to use pins?

•	 Would this be something that would motivate you to complete PROMs? 
o How?

•	 What did you think about the questions on the board?



o What were your thoughts when placing the pins?
•	 Do you see opportunities to fill out the PROMs should this become part of your care at the AMC before coming 

to an appointment?
o How?

•	 If they heard about PROMs before: Did you have a chance to fill in PROMs yet for your appointments?
o If yes: What helped you in completing PROMs?
o If no: What has prevented you from completing PROMs?

•	 When was the last time you waited for a long time? 
o What did you do while you waited? 
o How would you have liked to spend that time?

	 If they responded with a waiting instance outside Amsterdam UMC: Is this something you would 
like to do while waiting for your appointment at Amsterdam UMC?

•	 If no: How would you like to spend the time in the waiting room at Amsterdam UMC?

Part 4: Provotype 3

3rd Provotype

This will be the last scenario which is set at your home. In this scenario you own a chatbot/AI assistant such as Siri or 
Alexa. 

•	 Are you familiar with these? 
o If no: brief demonstration with Siri. e.g. Hi Siri! What is the weather today?

The chatbot/AI assistant wants to aid you in completing your PROMs. I will use this prompt (show speaker) to play as 
your chatbot/AI assistant, so you will be able to interact with it during the scenario. Let’s get started.

Show illustration of frame 1.

Frame 1: You are at home and your chatbot wants to ensure you have time to talk about your health.

Audio File 1: Good evening! Do you have time for a quick chat?

Feel free to respond!

Response from participant.

Optional: Show illustration of frame 2. (This frame is optional based on the remaining time of the interview.)

Frame 2: The chatbot wants to make you sure you feel comfortable, so it gives you a few options to create a calming 
atmosphere.

Audio File 2: What would make you feel more comfortable at the moment: a calming scent, calming music or some 
breathing exercises?

Response from participant.

If the participant chose calming scent: open lavender scent bottle.

If the participant chose calming music: Play Audio File 3 with 15 sec of calming music.

If the participant chose breathing exercises: Play Audio File 4 with 15 sec of a breathing exercise.

Show illustration of frame 3.

Frame 3: The chatbot wants to help you complete the PROMs before your appointment.

Audio File 5: Did you have a chance to complete the PROMs?

Response from participant.

If yes: Audio File 5: I am happy to hear that!

If no: Audio File 6: I want to help you complete the PROMs before your appointment. Do you have any questions for me?

In case they do not respond: What would you ask the chatbot?

Response from participant 

Based on their answer: Interesting question! 

•	 Why did you ask the chatbot…? 
•	 Why is it important for you to know…?

This chatbot was trained to answer a few questions. What question would you ask from the following illustration?

Show illustration of frame 4.

Frame 4: You are asking the chatbot one of the following questions: 1. How much time does it take to complete the 
PROMs? 2. Who can see my answers?

Response from participant 

Based on the response:

If they chose 1: Audio File 7: Completing PROMs takes about 20 min. 

If they chose 2: Audio File 8: Only the medical team has access to your data. 

Questions

•	 Do you see yourself going through this scenario in the future? 
o Why?
o Do you feel comfortable?
o Would you feel comfortable talking to a chatbot/Ai assistant about PROMs?

	Why?
o What topics would you be comfortable discussing with the chatbot?

	Why?
	 If they do not mention health related topics: Would you feel comfortable talking to a chatbot/Ai 

assistant about your health?
o Do you think you would have any challenges in this scenario?

•	 What digital tools/technology do you use in your daily life? (In case they need examples: this could be a phone, 
computer, tablet…)

o How do you use them?
•	 With whom would you feel comfortable to talk about PROMs?

o Why?
•	 (If they completed the PROMs) Have you had a chance to discuss PROMs with a HCP?

o If yes: How did you feel about that experience?
o If yes: What have you learned from that discussion?
o If no: Would you like to discuss PROMs with a HCP?

	Why?
•	 (If they did not complete the PROMs) Would you like to discuss PROMs with a HCP?

	Why?
•	 What do you do when you have questions regarding your health between appointments?

Part 5: Wrap up

Additional questions

•	 What was your preferred scenario?
o Why?

•	 Which scenario did you not like?
o Why?

We are approaching the end of the interview, so I have a few last questions for you.

o Is there anything else you would like to discuss?
o Do you have any questions for me?

Thank you again for your time, if you have any other questions do not hesitate to contact me!

Give them a gift card.



Appendix 4: Interview Guide for Nurses

Interview Guide

Participants:

Nurses working at the HIV outpatient clinic at Amsterdam UMC, location AMC.

Timing:

1. Part 1: Introduction: 2 min
2. Part 2: Questions about the relationship between nurses and patients: 3 min
3. Part 3: Questions about patient involvement in their own healthcare: 4-6 min
4. Part 4: Questions about PROMs: 7-8 min
5. Part 5: Questions about MyChart: 5 min
6. Part 6: Wrap up 2 min

(Total time: 23-26 min)

Materials:

1. Consent form
2. Interview script
3. Pen and paper
4. Audio recorder
5. Gift card

Text Format:

Talking

Notes

Heading

• Question
o	 Follow up question

	 Follow up to the follow up question

Interview Guide

Part 1: Introduction

There is an expectation that I have previously introduced myself to the nurses during an earlier stage of my project, where 
I shadowed them during consults.

Hello, first I would like to thank you for taking the time to do this interview!

As you might know, I am looking into ways that can help patients be more involved with their own health, with a focus on 
PROMs. 

For this interview I have prepared three types of questions. First, I would like to better understand your perspectives on 
patient experiences and the relationship you have with patients. Second, I would like to better understand your perspec-
tives on underserved populations. Third, I would like to find our how you assess on the patient involvement with their 
own healthcare.

I want to add that this research is not focused on the current implementation of PROMs but how they would ideally 
serve the patients in the future.

I will be taking notes during this interview. I also have an audio recorder so I can look back to the interview in case I 



missed anything. Only I will read and have access to those notes and audio file.

Before we begin, I will give you a consent form.

Are there any questions you have before I start the interview?

Help them with any questions they might have.

If you are ready, I will start the audio recorder.

Start audio recorder.

Part 2: Questions about the unique relationship between nurses and patients.

I will start with some general questions.

• How long have you been working as a nurse at this clinic?
o	 How would you compare your relationships with patients now as opposed to when you started here?

• How would you describe your experience as a nurse?
o	 How many patients do you see in a day?

	How does this affect your relationship with patients?

Based on the previous answers in Part 2, the following anecdote can be introduced to spark further reflection:

For A: Three of the patients whose consultation I observed gave you some heartfelt farewells for your retirement. I re-
member one of them gave you a thank-you card.

• What did that mean to you?
• How would you define your relationship with those patients?

o	 And how would you define your relationship with patients in general?

For the other nurses: Three of the patients whose consultation I observed gave a nurse who is retiring some heartfelt 
farewell. I remember one of them gave the nurse a thank-you card.

• Do you think this reflects the general relationship between nurses and patients at this clinic?
o	 Why?

• How would you define your relationship with patients?

Part 3: Questions about the current patient involvement in their own healthcare.

• How involved do you feel the patients are in their own healthcare? 
o	 Optional question based on time: How often do patients research and bring up new information regard-

ing their health?
	What type of information do they usually bring up?
	What patients would this apply to?

o	 What type of questions do patients have during appointments?
o	 How do your expectations change for each appointment based on the patient?
o	 Is there anything you would like patients to discuss more? 

	Why?
	What patients would this apply to?

• What is the best way to explain a health-related issue to a patient? 

Part 4: Questions about PROMs:

I will continue with some questions about PROMs.

• What would you like to get out of PROMs in your own practice?
• What should patients get out of PROMs? 

o	 Do you think patients are aware of this?
	 In what way?

o	 Optional question: Do you feel patients are aware of how PROMs can benefit them?
• What are patient attitudes towards PROMs?

o	 Can you give me an example?
• What concerns have patients brought up regarding PROMs?

o	 For each concern of interest: Why do you think they brought up this concern?
o	 For each concern of interest: What patients would have this concern?

• What do you think are the main challenges patients might experience with PROMs?
• How do you think digital skills or access to technology can affect patients interacting with PROMs?
• What do you think might help patients to complete PROMs?
• Can you describe for me who the patients are that would benefit most from PROMs in your practice?

Part 5: Questions about MyChart:

In the future, for patients to have access to PROMs, they first need to get an account with MyChart. Therefore, I would 
like to ask you some questions about the patient experience with the platform.

For A: During my observations, I remember that you introduced a patient to MyChart and that this was not their first 
appointment at this clinic.

For the other nurses: From my observations, I remember a patient being introduced to MyChart during their consultation 
with a nurse. I also remember that this was not their first appointment at this clinic.

• Is MyChart introduced in this way to all patients?
o	 Why?
o	 How?
o	 At what point after becoming a patient at this clinic are patients introduced to MyChart?

• How many patients do you think could use MyChart?
o	 What patients are likely to use MyChart?
o	 What patients are least likely to use MyChart?
o	 What patients could become more likely to use MyChart

	How?
• What concerns have patients brought up about MyChart?

o	 For each concern of interest: Why do you think they brought up this concern?
o	 For each concern of interest: What patients would have this concern?

• How do you think the concern for privacy can affect patients using MyChart?
o	 For each concern of interest: What patients would have this concern?

• Optional question based on time: What do you think are the main challenges patients might experience with 
MyChart?

• Can you think of ways to introduce patients to my chart more effectively?

Part 6: Wrap up

We are approaching the end of the interview, so I have a few last questions for you.

o	 Can you describe the type of patient we can help with this project?
o	 Is there anything else you would like to discuss?
o	 Do you have any questions for me?

Thank you again for your time, if you have any other questions do not hesitate to contact me!

Give them a gift card.



Appendix 5: Provotypes in English and Dutch

Provotype 1 in English





Provotype 2 in English



Provotype 3 in English



Provotype 1 in Dutch



Provotype 2 in Dutch



Provotype 3 in Dutch
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Worksheet 1



Insights from Worksheet 1
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Appendix 7: Infromation Letter and Consent 
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Augmenting the value of PROMs 
Information for participation in interview 
 
Introduction 
Dear Sir/Madam, 
 
With this letter, we would like to ask you to take part in an interview to determine the best way 
to present reporting tools to patients. Participation is voluntary. You can read about the 
interview in this information sheet, and what it means for you. Can you please read the 
information and decide if you want to take part? 
 
1. General information 
 
This project is set up by the Amsterdam UMC, Location AMC. 
 

2. What is the purpose of the study? 
 
The aim of this project is to gain insights from patients in the process of determining the most 
acceptable and effective way to present reporting tools, also known as patient-reported 
outcome measures (PROMs), to patients. 
 
We want to ensure that people living with HIV, besides effective medical treatment, are able 
to experience a good quality of life. To achieve this, we are introducing specially designed 
tools to measure aspects of quality of life, including physical, mental, sexual health, as well 
as stigma and drugs and alcohol use. PROMs have become part of standard care you will 
receive during your annual consultation. PROMs are reporting tools that can help us and you 
identify possible physical or mental health problems. Unlike satisfaction surveys, PROMs are 
medical instruments that have been tested to reveal problems that people experience.  
 
We know from experience elsewhere that these PROMs help identify potential problems 
earlier, improve communication between patient and the healthcare worker and better 
prepare patients for their consultations. 
 
3. What happens during the study? 
 
The interview will last around 30 to 40 minutes and it will be located at Amsterdam UMC, 
location AMC. During the interview, the researcher will go through three different made-up 
scenarios which include ideas of how reporting tools could be presented to patients in the 
future. The researcher will ask questions related to these scenarios. This will help us to 
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develop a suitable way to present reporting tools to patients to ensure that all aspects are 
covered. 

 
4. If you don’t want to participate or you want to stop the study 
 
You decide whether you want to participate in the study. Participation is voluntary. If you don’t 
want to participate you will continue receiving care as before. In case you participate, you can 
always change your mind and stop, also during the course of the study. 
 
5. Use and storage of personal data 
 
You decide whether you want to participate in the study. Participation is voluntary. If you don’t 
want to participate you will continue receiving care as before. In case you participate, you can 
always change your mind and stop, also during the course of the study. 
             
As part of this study, we collect and store personal data. It concerns your name and contact 
details, telephone number and/or email.  
 
How do we protect your privacy? 
To protect your privacy, the data will be stored locally with no access to the cloud. Your name 
will be kept private. Your name will be anonymised, and contact details will be stored under 
an alias. Even in reports and publications about the study, nobody will be able to see that it 
was about you. 
 
Who can see your data? 
Some people within the Amsterdam UMC-AMC can see your name and other personal 
information without an alias. These are people checking whether the investigators are 
carrying out the study properly and reliably. These people will keep your information 
confidential. We ask you to give permission for this access.  
 
For how long do we store your data? 
We store your coded data for 1 year, from the conclusion of this project, within the 
Amsterdam UMC. 
 
Do you want to know more about your privacy? 

• Do you want to know more about your rights when processing personal data? Visit 
www.autoriteitpersoonsgegevens.nl. 

• If you have any complaints about the processing of your personal data, we 
recommend that you first discuss them with the research team. You can also contact 
the Data Protection Officer of Amsterdam UMC-AMC: Marleen Inge Email: 
fg@amc.nl Tel.: 020-5662 015. 
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6. In case there are any questions 
When questions arise, you can contact: 
Researcher / designer: Alexandra Bartas. Email: a.m.bartas@amsterdamumc.nl 
Amsterdam UMC researchers: 
Kevin Moody, k.moody@amsterdamumc.nl 
Maarten Bedert, m.r.d.bedert@amsterdamumc.nl 
 

7. How do you give consent for the study? 
You can first think carefully about this study. Then you tell the investigator if you understand 
the information and if you want to take part or not. If you want to take part, fill in the consent 
form that you can find with this information sheet. You and the investigator will both get a 
signed version of this consent form. 
 
Thank you for your attention. 
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Appendix: Informed consent form – subject 
Belonging to 
Research Peer Support 
 

− I have read the information sheet. I was able to ask questions. My questions have 
been answered well enough. I had enough time to decide if I wanted to take part. 

− I know that taking part is voluntary. I also know that at any time I can decide not to 
take part in the study. Or to stop taking part. I do not have to explain why. 

 
− Please tick yes or no below. 

 
 

 I give consent to storing my personal information within the Amsterdam UMC as 
described in this information letter 

 I give consent to members of the research team to copy the necessary medical 
details and store these within the Amsterdam UMC. 

 I give consent to being contacted for a follow up interview. 

 
I want to take part in this study. 
 
My name is (subject): ………………………………..   
Signature: ………………………    Date : __/__/__ 
 
----------------------------------------------------------------------------------------------------------------- 
 
I declare that I have fully informed this subject about the study mentioned. 
 
If any information becomes known during the study that could influence the subject's consent, 
I will let this subject know in good time.  
 
Investigator name (or their representative): ........................ 
Signature:………………………    Date: __/__/__ 
 
----------------------------------------------------------------------------------------------------------------- 
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Appendix 10: Evaluation Guide for Patients

Evaluation Plan 
 

Research questions (RQ):  

RQ related to the purpose of the card game: 

• What is the perceived value of the card game according to the patients?  
o What is the perceived potential of the card game for future applications for patients? 

• How do patients perceive their knowledge about PROMs being affected by the card game? 
o How do patients perceive their knowledge about the purpose of PROMs being affected 

by the card game? 
o How do patients perceive their knowledge about the benefits of PROMs being affected 

by the card game? 
o How do patients perceive their knowledge about how their data is being handled being 

affected by the card game? 
o How do patients perceive their knowledge about the connection between PROMs and 

QOL being affected by the card game? 
• How do patients think the card game will affect their motivation to complete PROMs? 

 

RQ related to the usability of the card game: 

• How easy is the card game to use and understand for patients? 
o How clear are the text and visual elements of the card game for the patients? 
o How accessible does the card game feel for the patients?  

• How guided do patients feel they are when playing the card game? 
• What are the pain points of the card game? 

 

RQ related to the context of the card game: 

• What is the perceived value of the card game according to the peer navigator in their role with 
the patients? 

• What is the perceived impact of the game packaging according to the patient? 

  



Procedure 

The evaluation will go through three phases: 

Phase 1:  The researcher explains the game: what is the purpose and goal of the game, how to play it 
and the difference between the 3 categories. This will include a short demonstration of the gameplay. In 
this phase the researcher will answer any questions the participants might have about the game, project 
and/or consent form. 

6-7 min 

Phase 2: The participant plays through the game while thinking out loud. They can choose which 
category they want to play with.  

10-15 min 

Phase 3: Likert Scale (only for the patients and peer navigator) 

5 min 

Phase 4: Semi-structured interview about their experience with Phase 2. The participant will have access 
to all categories of the game during the discussion. 

20-25 min  

Total time: 41-52 min 

 

Participants 

4-5 patients  

• Target group 
• From previous user research  

2 nurses  

• Provide holistic view on the patient population. 
• Expert opinion on how patients receive information. 

1 peer navigator 

• Their opinion on the value of the game. 
• Find out if it is something they can use. 

Materials and Set-Up 

• 3 categories of the card game  
• Audio recorder (a backup to the audio recorder) 
• Interview script 
• Pen and paper  

For the introduction check Appendix 10

Interview script for the patients: 

General questions: 

• What is your impression of the card game? 
• Do you see yourself playing the card game?  

o Why? 
o Which category would you play with? 

▪ Why? 
o Where would you play the game?  

▪ Why? 
o Where would you put it in your home? 

• Do you play any similar games in your free time? (ex. card games/board games/puzzles) 
• What value could this card game bring to you? 
• What would you change to increase the value of the game? 
• What are ways the game could motivate you to complete PROMs? (maybe ask in the end) 

o What can be changed to increase how the card game can motivate you to complete 
PROMs? Did it make you curious about PROMs 

• What is the game missing? 

 

Questions about the content: 

• What is your impression about the content on the cards? 
• What did you learn from playing this game?  

o What did you learn about PROMs? (Why did you score this question with a … in the 
questionnaire?) 

o What did you learn about the purpose PROMs? (Why did you score this question with a 
… in the questionnaire?) 

o What did you learn about the benefits of PROMs? (Why did you score this question with 
a … in the questionnaire?) 

o What did you learn about how data is being handled by PROMs? (Why did you score this 
question with a … in the questionnaire?) 

• What do you think about the amount of information on the cards? 
• What do you think about the images on the cards?  

o What do you think they mean? (focus on the more abstract) 
o What would you change about the visuals to make them more clear for you? 

• How was your experience reading the text?  
o Did you have any difficulties when reading the text? Can you show me an example? 
o What would you change about the text for it to be more clear for you? 

• What content would you like to see on the cards? 
• What are the ways the content could influence your motivation to complete PROMs? 

One of the items from the questionnaire was I would need the guidance of another person to be able to 
play this card game you where you gave a rating of… 



• Can you explain your rating? 
• What kind of guidance would you need?  
• Who would you ask for guidance? 

One of the items from the Liker questionnaire was I found the card game unnecessarily complex you 
gave a rating of… 

• Can you explain your rating? 

 

Other questions: 

Show the patients drawings of the potential packaging 

• What is your impression about the packaging of the box? 
• What would happen if you saw it in the waiting room? 
• Does this seem suitable to have in your home? 

o Why? 
o What would need to change to be suitable to have home? 

 

  

Appendix 11: Evaluation Guide for Nurses



 

 

Interview script for the nurses: 

General questions: 

• What is your impression of the card game? 
• What value could this card game bring to the patients? 

o How does this apply to the different types of patients? 
• What would you change to increase the value of the game for the patients? 
• Do you think patients would play the card game?  

o Why? 
o How does this apply to the different types of patients? 

▪ Why? 
o Which category would patients play with? 

▪ Why? 
▪ How does this apply to the different types of patients? 

o Where would the patients play the game? 
▪ Why? 
▪ How does this apply to the different types of patients? 

• What would you change to make the game more appropriate for the different types of patients? 
• What are the ways the card game could motivate patients to complete PROMs? 

o What can be changed to increase how the card game can motivate patients to complete 
PROMs? 

Questions about the content: 

• What is your impression about the content on the cards? 
• What do you think the patients could learn from the card game? 

o What do you think patients could learn about PROMs? 
o What do you think patients could learn about purpose PROMs? 
o What do you think patients could learn about the benefits of PROMs? 
o What do you think patients could learn about how data is being handled by PROMs? 

• How do you think the patients will receive the content on the cards? 
o What do you think about the amount of information on the cards in relation to the 

types of patients? 
• What do you think about the images on the cards?  

o What do you think they mean? (focus on the more abstract) 
o What would you change about the visuals to make them more clear for the patients? 

• How was your experience reading the text?  
o Did you have any difficulties? Can you show me an example? 
o What would you change about the text for it to be more clear for the patients? 

• How would you present the content on the cards to the patients? 
• What are the ways the content could motivate patients to complete PROMs? 

For the introduction check Appendix 10

 

Other questions: 

• What do you think will be the impression different types of patients will have of the packaging? 
o What would need to change to be more appropriate for the waiting room? 
o What would need to change to be more appropriate for patients homes? 

  



Appendix 12: Evaluation Guide for Peer Navigator

Interview script for the peer navigator: 

General questions: 

• What is your impression of the card game? 
• Do you play any similar games in your free time? (ex. card games/board games/puzzles) 
• What value could this card game bring to you? 
• What value could this card game bring to the patients? 
• What would you change to increase the value of the game? 
• How could this card game be applied in your role as a peer navigator?  

o Which category would you use? 
▪ Why? 

• What would you change to help your role as a peer navigator? 
• What are the ways the card game could motivate you to complete PROMs? 

o What can be changed to increase how the card game can motivate you to complete 
PROMs? 

• What are the ways the card game could motivate patients to complete PROMs? 
o What can be changed to increase how the card game can motivate patients to complete 

PROMs? 

 

Questions about the content: 

• What is your impression about the content on the cards? 
• What did you learn from playing this game?  

o What did you learn about PROMs? (Why did you score this question with a … in the 
questionnaire?) 

o What did you learn about the purpose PROMs? (Why did you score this question with a 
… in the questionnaire?) 

o What did you learn about the benefits of PROMs? (Why did you score this question with 
a … in the questionnaire?) 

o What did you learn about how data is being handled by PROMs? (Why did you score this 
question with a … in the questionnaire?) 

• What do you think about the amount of information on the cards? 
• What do you think about the images on the cards?  

o What do you think they mean? (focus on the more abstract) 
o What would you change about the visuals to make them more clear for you? 

• How was your experience reading the text?  
o Did you have any difficulties? Can you show me an example? 
o What would you change about the text for it to be more clear for you? 

• What content would you like to see on the cards? 
• What content would help you in your role as a peer navigator?  
• What would you change about the content to be more appropriate for your role? 
• How does the content influence your motivation to complete PROMs? 



One of the items from the Liker scale was I would need the guidance of another person to be able to play 
this card game you where you gave a rating of… 

• Can you explain your rating? 
• What kind of guidance would you need?  
• Who would you ask for guidance? 

One of the items from the Liker scale was I found the card game unnecessarily complex you gave a rating 
of… 

• Can you explain your rating? 

 

Other questions: 

• What is your impression about the packaging of the box? 
• What would happen if you saw it in the waiting room? 
• Does this seem suitable to have in your home? 

o Why? 
o What would need to change to be suitable to have home? 

 

  

Appendix 13: Evaluation Qustionnaire
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Questionnaire 
 
 
 
Part 1 
 
Rank each statement from how much you agree or disagree with it. Don’t think too much and 
simply cross the box that feels right. 
 
 Strongly 

Disagree 
Somewhat 
Disagree 

Neutral Somewhat 
Agree 

Strongly 
Agree 

1. I think that I would like to 
play this card game 
frequently. 

 

     

2. I found the card game 
unnecessarily complex. 
. 
 

     

3. I thought the card game 
was easy to play. 
 
 

     

4. I think that I would need the 
guidance of another person 
to be able to play this card 
game, 

     

5. I had fun while playing the 
card game. 

 

     

6. I think I would not benefit 
from playing this card game. 
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Part 2 
 
Rank each statement from how much you agree or disagree with it. Don’t think too much and 
simply cross the box that feels right. 
 
 Strongly 

Disagree 
Somewhat 
Disagree 

Neutral Somewhat 
Agree 

Strongly 
Agree 

1. The game helped me to 
increase my knowledge and 
understanding of PROMs. 

     

2. The game helped me to 
increase my knowledge and 
understanding of the 
purpose of PROMs. 

     

3. The game helped me 
increase my knowledge and 
understanding of how 
PROMs can benefit me. 

     

4. The game helped me to 
increase my knowledge and 
understanding of how 
PROMs handle my data. 
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