
Deciding with heart
Appendix

Martina Pozzoni





Index

A. Project brief											           4
B. Explanation of “Pumping Marvellous Foundation” flyer			   13
C. Topic list for the interviews with healthcare providers			   16
D. Progess of the life-prolonging options visualisation			   17
E. Topic list for the interviews with heart failure nurses			   20
F. Creative sessions										          21
G. Topic list for the evaluation of Booklet “Deciding with heart”	 26
H. Patient decision aids										         27



13

The Pumping Marvellous Foundation is a British patient led heart failure charity. 
Its aim is to promote self-care and self-education through peer to peer coaching and 
support. 
The foundation introduces the visualization of heart failure as metro lines, which 
served as an inspiration to the visualization of the life-prolonging treatments.
Figure A1 is the front of the flyer and shows the visualization and legend of the 
treatment path, while Figure A2 shows the back of the flyer, which explains what to 
expect about the illness management depending by the “zone”. 
This flyer lacks information about life-prolonging choices and end-of-life.

B. Explanation of “Pumping Marvellous
	 Foundation” flyer
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Questions used as a guide in the interviews with healthcare providers:

In English:
•	 What kind of life-extending treatments involve heart failure patients at the end of 

their life? (antibiotica, sondevoeding, vocht opname…)
•	 Could you think of a situation where you were involved as a nurse/as a doctor 

with a patient who had to make a treatment choice about life-extension?
•	 [I could use the timeline?]
•	 How do you usually proceed? (Who talks with whom?) 

•	 Who is involved in the discussion with the patient? And in the decision? 
•	 Who is responsible for the decision?
•	 What is your role in the decision of a treatment?
•	 Where is the discussion held?

•	 What is important for you in the discussion with the patient?
•	 Would you do it differently?

In Dutch:
•	 Welke levensverlengende behandelingen hebben hartfalenpatiënten aan het eind 

van hun leven? (antibiotica, sondevoeding, vocht opname...)
•	 Kun je een situatie bedenken waarin je als verpleegkundige / als arts betrokken 

was bij een patiënt die een behandelkeuze moest maken over levensverlenging?
•	 [Kan ik de tijdlijn gebruiken?]
•	 Hoe gaat u gewoonlijk verder? (Wie praat er met wie?)

•	 Wie is betrokken bij de discussie met de patiënt? En in de beslissing?
•	 Wie is verantwoordelijk voor de beslissing?
•	 Wat is uw rol in de beslissing van een behandeling?
•	 Waar vindt de discussie plaats?

•	 Wat is belangrijk voor u in de discussie met de patiënt?
•	 Zou je het anders doen?

C. Topic list for the interviews with 
healthcare providers
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D. Progess of the life-prolonging 
options visualisation

First Version

The visualization of the life-prolonging treatments had three iterations. 

The first version showed the “Vocht line” or “Liquid drainage line” before the medical 
decision of stopping treatments. This was incorrect, since the treatments for the drainage 
of liquids continue during the whole illness trajectory.
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Second Version

The second version included the liquid drainage line as a treatment after the medical 
decision of interrupting medical treatments. This visualization was not clear since the life 
line seemed interrupted and there was no mention of the end of life. The dotted line were 
also confusing.



19

Last Version

The last version includes a staright Journey line, which terminates with the wording 
“End of life”. The term journey was more approprate for coherence with the Pumping 
Marvellous Foundation flyer and for clarity of its meaning. 
The name have been changed from the Dutch term Beleid 1,2,3 to Code A,B,C.
Both the “Code A - Life-prolonging treatments” line and the “Code C- Symptoms care” 
line include the liquid drainage treatments.
The line “Code B - Partial treatments” shares the path with Code A and C, and 
represents the chance for the patient to change their mind halfway. 
The end of the line includes sedation as a possibility for all trajectories.
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Intro: 
Hello, thank you for giving me the chance to interview you. I am Martina Pozzoni and 
I am a graduating student from TU Delft. My graduation project is part of ZonMw 
Palliantie project: “Appropriate care in the patient last phase of life by involving nurses 
in shared decision making” started in 2018 in collaboration with VUmc, Red Cross 
Hospital, and Spaarne Hospital, of which dr. Irene Jongerden is the project leader. 
My project focuses in particular on supporting shared decision making process about 
life-sustaining treatment decisions with heart failure patients, in the end-of-life stage.

Toestemming + Recording

Questions:
•	 What does it mean to be a heart failure nurse?
•	 Why did you choose to become a heart failure nurse?

I observed that sometimes you are involved in the MDO in Cardiology with doctors, 
specialists and nurses in deciding the aftercare plan with the patients and in the 
discussion of treatment decision with the patients.

•	 Could you think of a situation where you were involved as a nurse with a patient 
who has to make a choice about life-prolonging treatments?

•	 Are you often involved?
•	 How do you usually proceed? 

•	 Show process and lines of treatments: do I miss something? 

•	 What is important for you in the discussion with the patient?
•	 What do you find difficult? 
•	 What would you make different? 

•	 Would you consider decision aids in the conversation with a patient?
•	 Why? What do you think is important in a decision aid?

E. Topic list for the interviews with 
heart failure nurses
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F. Creative sessions
For the ideation phase, three creative sessions have been organized: one in the VUmc 
and two in collaboration with the course “Creative Facilitation” with TU Delft students.

Creative session with VUmc employees
I personally organized and participated to the with other three VUmc employees. 

The session started by understanding the problem using the 5Ws. After this step, we 
formulated the design goal, which is the following: “We want nurses to have an active 
role in life-prolonging treatments decision with heart failure patients in the Cardiology 
ward, to make them feel confident.”
Then we did used the ideation method of “How might we” to generate ideas. The 
approach involves the development of sheets of paper with “How might we” questions 
that are shared among the participants. The participants have 1 minute to generate 
solutions to a question and write them on post-its. When the time is up, the paper sheet 
is shared to the next participant. During the session we did two rounds of ideas for 
sheet. The questions where:

How might we…
a. Involve nurses in the conversation?
b. Make nurses more confident of their opinion?
c. Support patient’s treatment wishes?

This led us to have multiple ideas that are shown in Figure D2. The different ideas were 
clustered and served as inspiration for the development.
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Creative sessions with TU Delft students
Two other sessions were organized by the students of the course “Creative facilitation” 
from TU Delft. In these sessions, I was involved as a project owner and I participated in 
session A as a participant.

Session A
During this session I was involved as a project owner and as a participant. The session 
last 2 hours and it was organized by Emanuele Gandini.  

The session included:
• Energizing exercise
• Problem exploration
• Problem statement and design goal
• Interaction vision
• Brain writing
• Clustering ideas
• Developing concept ideas

Session B
Session B was organized by Maira Ribelles. I personally did not participate at the 
session, but the ideas and procedure were shared with me. 

The 2-hours session included:
• Enacting the situation
• Context understanding
• Ideation through crazy thinking
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Concept ideas from the sessions:
Artwork 
The nurses colour their confidence level on an artwork on the wall.

Bucket list decision based 
The patient writes or draws what they still want to do, then they can see what 
treatment it may be more suitable.

Boardgame nurse-patient
The patient plays this boarding game in which they imagine and take the roles of 
the people involved in the decision. Outcome: overview of the consequences of 
the decision.

Celebrating day
The patient shares their decision with friends and family with a party.

Bury a decision
The patient writes the decision on a piece of paper and buries it in a pot with a 
plant. The plant will grow with the decision, even after the patient’s death.

Tea party
The nurses schedule a moment in the day for “tea parties” with patients, in which 
they get to know them and share time together.

Positive nature
Bringing positivity to the patient through nature by having excursions or 
experiencing it through VR. This to distract the patient from their depressing 
real-life experience.

Comfort hug-blanket
The patient and the nurse lie next to each other with a blanket with sensors. It 
aligns their breath while taking the decision, fostering intimacy between the two. 

Ending “like an animal”
Using a tool to help the communication of end-of-life. Inspiring patients with 
animal metaphors, by showing how an animal death in a natural way. An 
example showing a fish disappearing in the sea.

Emotion cards
Life-game in which cards represent emotions nurse and patient play to plan 
therapy accordingly.

Multisensorial room
A toolbox, including VR, that controls sound, smell, light and temperature to 
create harmonic situations to improve the patient’s experience. 

It’s all about you
1. The patient writes a script with their memories, and their story turns into a 
movie.
2. Teddy bear records the patient’s stories, buffering emotion between nurse/
patient.
Then nurses can understand the emotional value.
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Key-takeaways
Although some of the final ideas were not applicable for the context, I found great 
inspiration from these sessions. In fact, having different people looking at the problem 
and reframing it in a different way was really helpful for my creative process. Some ideas 
paid particular attention to certain aspects of the situation, such as the emotional value, 
which was a concern that I tried to implement in my final design. 
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G. Topic list for the evaluation of 
Booklet “Deciding with heart”

Topic list for evaluation of  the concept with nurses:
Think of a situation where you were involved as a nurse with a patient who has to 
make a choice about life-prolonging treatments. After the patient had the conversation 
with the doctor about the end of his treatments, he is accompanied back to his room by 
the nurse. In this moment the nurse explains the content of the conversation in simpler 
terms.
No written information is shared.
My design is a booklet that can be used to explain the patient his prognosis and his 
options. The first part of the booklet is a bout understanding what and who is important 
for the patient and his fears, to support him in making the right decision.

• Could you use it in practice? Why/Why not?
• Would this help you in talking with the patient?
• What do you think about it?
• Is there something that you like? Something that you don’t like?
• Is it clear?
• What would you make different?
• Is there something missing?
• Would you advise this to a colleague?

Topic list for evaluation of  the concept with patients’ representatives:

•How would you like to receive it? From whom?
• Would this help you in asking questions to your healthcare provider?
• What do you think about it?
• Is there something that you like? Something that you don’t like?
• Is it clear?
• What would you make different?
• Is there something missing?
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Figure H1 and H2
Hartstichting brochure “Hartfalen: wat is dat?” cover and page 39

Brochure: “Hartfalen: wat is dat?”
The brochure “Hartfalen: wat is dat?” is a detailed booklet developed by the 
Hartstichting, which provides information about heart failure. It describes the 
characteristics of the illness, the symptoms, the medicines and treatments that are 
available for a patient with heart failure. 

Strengths and limitations: This booklet is targeted to newly diagnosticated patients. End-
of-life care is not mentioned. The booklet consists of 47 pages of information regarding 
living with heart failure. The font size is not accessible to older patients. 

H. Patient decision aids
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Knmg checklists
The Royal Dutch Medical Association (in Dutch “Koninklijke 
Nederlandsche Maatschappij tot bevordering der Geneeskunst”, 
abbreviated as KNMG) defined two checklists for the conversation about 
the end-of-life. 
The first checklist, shown in Figure 20a, is targeted to patients. It has a 
series of questions for the patients to reflect on the issues about the end-
of-life. The questions are pretty detailed and they include issues such as 
where the patient wants to die and who should take decisions about their 
life if the patient cannot do that. 

The questions are divided in the following categories:
• How are you now?
• What does your doctor think about your situation and 
prospects?
• What are you worried about?
• Which treatments are possible and which are not?
• Where do you want to die?
• Tips to ensure that the conversation runs smoothly

The second checklist, shown in Figure 20b, is targeted to doctors. It 
contains the same type of questions that a physician should ask their 
patients.

Strengths and limitations: The document consists of one page, with text 
divided in two columns. The font is rather small for elderly patients. The 
checklist contains many questions, which can be rather confronting for 
the patient. 
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Figure H3
Knmg checklist for patient and doctor
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Doodgewoonbespreekbaar checklist
Another tool that healthcare providers can use with patients is the 
Doodgewoonbespreekbaar.nl checklist. The checklist is focused on 
the last stage of life. The first part asks yes or no questions about the 
condition of the patient and their quality of life. In the second part, the 
checklist has questions about the personal wishes about dying.

Strengths and limitations: The questions are spread out on three pages. 
The yes and no questions are easier to answer and can assess the current 
situation of the patient. The font is bigger and more accessible to patients.

Figure H4 and H5
Doodgewoonbespreekbaar.nl checklist about quality of life and end-of-life wishes page 1 and page 3
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Doodgewoonbespreekbaar wishes booklet
The booklet is a detail questionnaire to understand what is important for 
the patient, in life and in the end-of-life phase.
The booklet is composed of 28 pages.

Strengths and limitations: The font dimension is appropriate for patients 
and the questions elicit prefences and values, including space for writing 
answers. However, the booklet is lengthy and not visually appealing and 
it does not provide information over the possible treatments.

Figure H6
Doodgewoongesprekbaar wishes booklet










