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Informed decision-making - but how?

Decision guide
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What you should know about using the decision guide!
Dear patients,

this decision guide has been developed for individuals facing a
decision about how to deal with their cancer diagnosis. You can use this
guide as a support to make personal decisions, for example about possible
treatments or tests.

Today, many people want to be involved in decisions concerning their
health. Often, there are several options for further action, each with
different advantages and disadvantages. In order to make the right decision for

yourseld, it is important to be aware of these pros and cons.

Your test results are often discussed by a team of experts - also known as a
tumor board. A recommendation is made based on current research and medical

findings. Your healthcare team will then discuss the options with you.
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In order to make a decision based on your personal preferences and individul
circumstances, it is important that you ask any questions and let your medical

team know what is important to you personally and what concerns you have.

The decision guide helps you to make structured notes so that you and your
healthcare team can make a decision about how to proceed. It aims to assist you
in understanding where you stand in your treatment journey and what options
are available to manage your situation. It summarizes your current status and

does not provide separate patient information.

If you wish, you can bring your decision guide to further discussions with your
healthcare team so that your open points can be addressed. If you have further
guestions, please feel free to reach out to your healthcare team or your oncology

coach.
The decision guide is divided into various steps
1. My Question

2. My Options
3. What am | still missing?



1. My Question

What decision do you face?

What are your reasons for making this decision?

When do you neet to make a choice?

What type of decision is it?

Itis a decision regarding a diagnostic test.

Itis a decision regarding a treatment.

Itis another decision, specifically about:

How far along are you with making a choice?

Not thought about it.

Thinking about it.

Close to choosing.

Made a choice.




Where do | stand?

At this point, you can take notes on your findings and diagnosis.

If you lack information, feel free to speak to your treating oncologist.

What diagnostic tests have been conducted so far?

Where is my cancer?

What do the results of the tests so far mean?

e is my cancer?

What is the prognosis for me if | do not undergo treatment?

What symptoms does the cancer cause?

Additional notes on your findings:




2. My Options

There are usually various treatment or diagnostic options available. This may
include doing nothing or no further treatment, as an equally valid option.

Once you have all the necessary information, you can compare the different
diagnostic and treatment options and weigh up their potential benefits and
harms. It is important that you know your needs and preferences and
communicate them to your healthcare team.

The following pages are intended to help you to become aware of your personal
needs and preferences regarding your next steps. To weight up the benefits and
harms of a proposed treatment, it is important to know what outcomes you can
expect without treatment or the proposed diagnostics.

You can use the table on the next page for this purpose.

e Check the box next to Option 1 to indicate which alternative you want to
compare to the proposed treatment/diagnostic.
e List your different options.

e Take alook at them and add all the important pros an cons for each option
for yourself.

e Use stars to indicate how important each pro and con is to you. 5 stars

signify "very important," and no star means it's "unimportant" to you.

To receive guidance on filling out the form, please click on the question mark
symbols 0 in the table



no further diagnostic

Option 1: (please check the appropriate box) o

none of the proposed treatments

D none

Benefits / Advantages / Pro

Option 2:

How much it
matters to
you?*

hekekoAgAs
A ekokoAgAs
TR
PAQk @k QAQAS

Risks / Disadvantages / Cons

How much it
matters to

@ ©

TR
WKW
YRR
TR

*Q stars = not at all to 5 stars = a great deal

Benefits / Advantages / Pro

Option 3:

How much it
matters to
you?*

TR
XQAAQAQAS
TR
TN

Risks / Disadvantages / Cons

How much it
matters to
you?*

TR
XQAAQAQAS
TR
TR

*0 stars = not at all to 5 stars = a great deal

Benefits / Advantages / Pro

recommendation here.

How much it
matters to
you?*

TR
WKW
TR
TR

Risks / Disadvantages / Cons

How much it
matters to
you?*

TR
WKW
TR
TR

*0 stars = not at all to 5 stars = a great deal
Your results are often discussed by experts in a tumor board and a recommendation for
further action is made. If you know these, you can make a note of the tumor board's

The recommendation of the tumor board is:



Ausfüllhinweis
Here you can select how important each individual advantage/benefit is to you. 

Ausfüllhinweis
Here you can select how important each individual disadvantage/risk is to you.

Ausfüllhinweis
e.g.
- unexpected results 
- side effects 
- Regular checks

Ausfüllhinweis
e.g.
- no intervention
- no side effects
- Lifetime extension

Ausfüllhinweis
e.g.
Option 1: no diagnostics
Option 2: molecular genetic diagnostics

or
 
Option 1: none of the proposed treatments
Option 2: chemotherapy


What other questions do | have?

You may still lack important information to make a decision. We
have compiled a list of possible questions that you can discuss with
your treatment team.

Please check the questions you would like to discuss with your treatment
team and consider which checked questions are particularly important
to you in preparation for your doctor's appointment. If you have
additional questions, you can note them below the question blocks

Questions about diagnostic examinations

Which further diagnostic examinations are suitable for me?
What is the purpose/objective of the diagnostic examination?
How reliable are the examination results?

ooon

What is involved in the diagnostic procedure: at what times, how often, for

how long each time, and over what total period, where will the examination

take place?

[0 How likely is it that the examination will reveal further treatment options or
improve the predictability of the success of certain treatments?

[] What risks and side effects are associated with the examination?

My additional questions:




Questions about prognosis

OO0 oOoOoogd

Is it possible to cure my cancer?
What happens if my cancer is left untreated?
What symptoms will it cause if left untreated?

What is the life expectancy for people with my cancer diagnosis typically
without treatment?

Can my tumor regress on its own?
How likely is it that my cancer will spread to other areas of my body?
How likely is it that the treatment will control my cancer?

If the cancer can be cured, what is the likelihood of it recurring?

My additional questions:

Questions about treatment options

Oooooo o

What is the goal of the proposed treatment? (Shrink the tumor / make it
operable / prevent growth / maintain the status quo)

What are the other treatment options available?

What are the pros and cons of each treatment option?

What is the best-case scenario that could result from the treatment?
What is the most likely outcome of the treatment?

How likely is it that my cancer will spread to other areas of my body?

How likely is it that | will be cured by each treatment option?




If my cancer can no longer be cured, how much additional time can | gain
from treatment?

What type of side effects are there? How likely are these side effects?

What is involved in the treatment: at what times, how often, for how long
each time, and over what total period, where will the treatment take place?

Which treatment is recommended by you or by the tumor board?

How much time do | have to make a decision?

oo oo o

Can | wait to start treatment? What are the pros and cons of waiting? How
long can | wait?

My additional questions:

Questions about symptom and side effect management

[] What symptoms may arise from the treatment or the cancer in the future, and
what options are available to alleviate them (such as pain, discomfort,
constipation, shortness of breath, nausea or vomiting, loss of appetite, fatigue,
dry mouth)?

[] What alternative healing methods are available to reduce side effects or
symptoms?

[] What can | actively do to avoid side effects? How can | take good care of
myself beyond that?

[] What assistance will | need in coping with the side effects? When and for how
long?



Do the side effects improve or worsen as the treatment progresses?
How long will they last?

Does the treatment affect other health issues (such as diabetes,
hypertension)?

Can my fertility be affected by the treatment?

My additional questions:

Questions about participating in clinical trials

Oood oOod

O O

Where can | get information about currently ongoing studies?
Are there any studies | can participate in?

For which clinical trials am | eligible? What makes me eligible and what
doesn't?

What is the goal of the clinical trial?
What benefits will | gain from participating in the study?

What risks and side effects are associated with the new treatment? Are there
any permanent or long-term side effects? Are there any serious or rare side
effects | should be aware of?

Has the benefit of the new treatment already been proven in people like me?

What is already known about the effectiveness of the new treatment
compared to standard treatment?

What is involved in the clinical trial: at what times, how often, for how long
each time, over what total period, and at what location will the treatment be
administered?

How much time do | have to decide whether to participate in the study? Does
the time | need to make the decision affect the effectiveness of the treatment?

10




If | participate in the study and later change my mind, how can | withdraw
from participation?

If | participate in the clinical trial, will the pharmaceutical company cover my
treatment costs, or will they be covered by health insurance?

Do | know which treatment | will receive, or is the study blinded? What does
that mean and why is it important for the study? Will | ever find out what |
received?

Can I still use alternative healing methods if | participate in the study (e.g.,
vitamins, herbal remedies, naturopathy, dietary changes)?

If the new treatment proves to be effective, will | still have access to it after
the study ends?

If the new treatment proves to be ineffective, will | have access to standard
treatment? Will it still be possible, and will there be any disadvantages to me
from participating in the study?

My additional questions:

Questions about support

OO O oOd

What support options are available to me?

Are there organizations or services | can contact (e.g., for respite care,
disabled person's pass)?

Is there a possibility for me to stay in a rehabilitation facility/follow-up
treatment? If so, what could they do for me?

Who can | talk to about my spiritual, religious, and emotional needs?

What support services are available now and in the future for my family and
children?

11




My additional questions:

Questions about palliative care

What is palliative care and what does it encompass? Do you believe it
could help me?

What types of palliative care are available, and which type would be
suitable for me?

When would it be beneficial for me to seek palliative care?
Who provides this care?

How/where can | get information about palliative care?
What can | expect in the last days of my life?

Who can | talk to now about my advance directives, power of attorney, and
the medical care | want in the future if | am unable to speak for myself?

O ooooog o o

Are there organizations or services | can contact for support (e.g., hospice
service)?

My additional questions:

12



3. What am | missing?
Support

Who else is involved?

Which option do they prefer?

How can they support you?

Is a person pressuring you? If so, who?

yes

no

What role do you prefer in making this choice?

Share this decision with |

Decide myself after hearing views of

Someone else decides

13



Identify your decision making needs

Knowledge Do you know the benefits and risks yes
of each option?
no
Values Are you clear about which benefits
. yes
and risks matter most to you?
no
Support Do you have enough support and
advice to make a choice? yes
no
Certainty Do you feel sure about the best ves
choice for you?
no

People who answer “No” to one or more of these questions are more likely to
delay their decision, change their mind, feel regret about their

choice or blame others for bad outcome. It is therefore important to go through
the following steps, which focus on your needs. If you would like further support,

there is the option to seek decision coaching.

14



What else do you need for the decision?
What could help you with the preparation?

Knowledge
If you feel you do NOT have enough facts

[] Find out more about the options (p.6) and the chances of the
benefits and risks.

[] Bring your collected questions (from p. 7 onwards) to the doctor's
appointment.

[] Look for trustworthy information (e.g. cancer information service,

German Cancer Aid, onco-coach)

Values
If you are NOT sure which benefits and risks matter most to you

Review the stars (p. 6) to see what matters most to you.

Find people who know what it is like to experience the benefits
and risks.

Talk to others who have made the decision.

Read stories of what mattered most to others.

OO0 OO0

Discuss with others what matters most to you. (e.g. relatives,

friends, psycho-oncologists).

15
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Support
If you feel you do NOT have enough support:

[] Discuss your options with a trusted person (e.g. health professional,
Onco-coach, counsellor, family, friends).

[ ] Find help to support your choice (e.g. funds, transport, child care).

[] Tell your psycho-oncologist or relatives and friends that you need
support. If possible, specify exactly what support you need (e.g.
financial or psychosocial).

If you feel PRESSURE from others to make a specific choice:

[ ] Focus on the views of others who matter most.

[] Share your decision guide with others.

[ ] Ask others to fill in this decision guide. ( See where you agree. If you
disagree on facts, get more information. If you disagree on what
matters most, consider the other person's views. Take turns to listen
to what the other person says matters most to them.)

[ ] Find a person to help you and others involved (e.g. in the form of
professional support).



Other factors making the decision DIFFICULT:

Please write down here what else you need for your decision:

17




What can you do next:

Once you've made a decision, the next step is to proceed with its
implementation. You can discuss with your healthcare team how the decision
will be carried out and come to an agreement. Feel free to document these
agreements here.

I have made the following agreements with my treatment team regarding
the implementation of my decision:

To review your decision at a later time and possibly make changes, you
can note here whether and when you would like to revisit your decision:

18
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