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eTable. Sample Patient Interview Questions

Introductory
guestions for all
patients

| would like to ask you some questions about what you think is most important to
people your age with cancer if treatment is no longer working (and cure is not
possible). That may not be the situation you are in, but we think as a young
person with cancer, you can help us understand your perspective and what
matters to young people in that situation.

I’d like to learn a little bit about your illness. Can you tell me what you believe is
ahead for you in your illness? [Probing questions if needed: what do you think
might happen to you because of your iliness? How do you think your iliness can
affect you in your future? In what ways might your illness affect your future plans
or goals?]

Follow-up
guestions for
patients who
acknowledge a
poor prognosis

You just told me that you think about [use patient’s words.] Some patients start
to make plans for the care they would or would not like to receive if treatment
doesn’t work well. Is this something you have thought about?

If YES, patient HAS thought about care plans: What kinds of things have
you thought about? Have you discussed your thoughts with anyone else?
If so, who?

If NO, patient HAS NOT thought about care plans: As you think about
your life right now, what things are most important to you? Are there
things that are especially important to achieve or accomplish? Are there
things that you especially value having in your life?

What about when you think about your medical care? What is most important to
you in your care right now?

What about things that you would like to be sure do not happen to you, either in
your life or in your medical care?

Now | am going to ask you an especially difficult question. You can tell me you
want to move on and not answer it if you want. Okay? Most of us have “what if”
conversations that come to our mind. We tend to have them when we are alone,
or trying to sleep. If you were faced with a time when it seemed that you could
die of your illness, can you imagine what might be most important to you at that
time? Tell me about that. Can you imagine anything you might not want to
happen to you? What else has gone through your mind?

These are hard things to talk about, but I'm grateful that you are sharing your
thoughts. Are you okay for a few more questions?

Okay. Now | would like to talk about what we know about the experiences of
young people with cancer who can’t be cured, and who eventually die of their
cancer. We know that, in their last few weeks of life, most of them experience a
lot of medical care, like chemotherapy, time in the hospital or emergency room,
and time in the intensive care unit. What do you think about that? Does that
sound like the kind of care you would want, the kind of care you wouldn’t want,
or would it depend? Why?

We also know that many young people die in the hospital, although some die at
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home. Can you imagine what you would want? Why?

Are there any ways you would want to be sure that your life has had meaning?

We have talked about different priorities that you have, and also different
priorities that other young people have. As you think about the many different
things that are important to you, what do you think is most important for doctors
and nurses to understand about you? If you could tell your doctor or nurse
anything about what matters to you most, what would you tell him/her?

Is there anything else you would like for me to know about the things we have
talked about? Are there other things that you would like to express about what
might be important to people your age if they get to a point when treatment is no
longer working?

Thank you for talking with me about these things. | know these are hard topics
but | have learned so much from your perspective.

Follow-up
guestions for
patients who do
not acknowledge
a poor prognosis

As you think about your life in general, what parts are most important to you?
What is most important to you in your care right now?

What about things that you would like to be sure do not happen to you, either in
your life or in your medical care?

Now | would like for you to imagine something difficult- | would like for you to
imagine that treatment was no longer working for you. | am glad that you aren’t
in this situation, but | am hoping you can help me understand what might be
important to you if you were.

What parts of your life do you imagine might be most important to you if
treatment were no longer working?

Some patients start to make plans for the care they would like to receive if
treatment doesn’t work well. Can you imagine what kinds of things might be
important to you about your medical care if you were ever in that situation?

Now | am going to ask you an especially difficult question. You can tell me you
want to move on and not answer it if you want. Okay? Most of us have “what if”
conversations that come to our mind. We tend to have them when we are alone,
or trying to sleep. If you were faced with a time when it seemed that you could
die of your illness, can you imagine for me what might be most important to you
at that time? Tell me about that. Can you imagine anything you might not want to
happen to you? What else has gone through your mind?

These are hard things to talk about, but I'm grateful that you are sharing your
thoughts. Are you okay for a few more questions?

Okay. Now | would like to talk about what we know about the experiences of
young people with cancer who can’t be cured, and who eventually die of their
cancer. We know that, in their last few weeks of life, most of them experience a
lot of medical care, like chemotherapy, time in the hospital or emergency room,
and time in the intensive care unit. What do you think about that? Does that
sound like the kind of care you would want, the kind of care you wouldn’t want,
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or would it depend? Why?

We also know that many young people die in the hospital, although some die at
home. Can you imagine what you would want? Why?

Are there any ways you would want to be sure that your life has had meaning?

We have talked about different priorities that you have, and also different
priorities that other young people have. As you think about the many different
things that are important to you, what do you think is most important for doctors
and nurses to understand about you? If you could tell your doctor or nurse
anything about what matters to you most, what would you tell him/her?

Is there anything else you would like for me to know about the things we have
talked about? Are there other things that you would like to express about what
might be important to people your age if they get to a point when treatment is no
longer working?

Thank you for talking with me about these things. | know these are hard topics
but | have learned so much from your perspective.
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