
Supplemental Information

SEMISTRUCTURED INTERVIEW GUIDE
FOR FAMILY CAREGIVERS

1. Perhaps we can start off by
telling me about your
understanding of your child’s
illness?

2. Have you seen any changes in
your child’s condition? Prompt:
How do you expect it to
progress? What do you think are
your child’s future medical
needs?

3. Can you tell me who lives at
home with you? Who are your
supports? Prompt: Other
caregivers at home? Do you work
outside the home?

4. What are your care goals for your
child? Prompt: What is most
important to you for your child?
Being at home or with family?
School?

5. ACP is the process of discussing
life supporting treatments and
deciding on care goals. Are you
familiar with this term? What
does it mean to you? Can you tell
me about any previous ACP
discussions you have had for
your child?

6. How do you feel about the ACP
discussions you have had for
your child? Prompt: Do you think
these started at the right time?
Too early? Too late? What went
well? What went poorly?

7. What problems or challenges do
you perceive that there were for
discussions around ACP for your
child?

8. How could the team have
improved the way this was
brought up or discussed
with you?

9. What role should HCPs play in
these discussions? Prompt: Do
you think they should take the
lead? Should the family?

10. What has influenced you the
most in your ACP discussions?
Prompt: Healthcare
professionals? Family? Friends?
Other?

11. Are there any other things you
would like to share about your
expectations for these
discussions? Is there anything
you would like to share about
how the health care team could
do a better job when discussing
goals of care with patients and
their families?

12. Thinking back to these
discussions, who has been the
primary SickKids physician that
has had these conversations
with you?

SEMISTRUCTURED INTERVIEW GUIDE
FOR HCPS

1. Perhaps you can start off by
telling me about your clinical role
at SickKids? Prompt: HCP type?
Clinical area of expertise? Years
of practice?

2. The Canadian Paediatric Society
defines ACP as “the process of
discussing life-sustaining
treatments and establishing
long-term care goals.” Are you

familiar with this term? What
does it mean to you? What are
your opinions about ACP?

3. Do you have ACP discussions
with all CMC? What triggers
these discussions? Who is
involved?

4. What barriers do you perceive
that there are around discussions
about ACP for your patients?

5. In your opinion, what is an
effective ACP discussion?

6. What role should HCPs play in
these discussions? Prompt: Do
you think they should take the
lead? Should the family? Have
you ever experienced a family
member bringing up this subject?
Should a palliative care physician
be leading or involved?

7. What has influenced you the
most in your ACP discussions?
Prompt: Clinical experience?
Formal training? Have you
received any formal training?

8. Can you give an example of a case
where ACP was done well
and why?

9. Can you give an example of a case
where ACP was done poorly
and why?

10. Are there any other things you
would like to share about your
experiences for these
discussions?
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SUPPLEMENTAL TABLE 7 ACP Definitions and Interpretations by Parents and HCPs

Parent Definition HCP Definition

“I don’t know if I’ve heard of that term specifically, we were informed of
planning for like palliative care, or planning for, the worst, so how do we
prepared for the worst?” (ACP 1)

“So I think that it’s a process, so I think it’s when we meet with our families, it’s
talking about the potentials for any given child and what the goals are for
the family and for the child in terms of interventions that they would want,
quality of life, looking at the medical status and where they would want to
take the care. So the total goals of family in terms of where they would want
to take the child’s medical care.” (HCP 1)

“So what it would mean to me is in collaboration with my team, all of the
parties involved getting together and coming up with goals and how we’re
going to implement those goals, goals now and goals for the immediate
future.” (ACP 14)

“I think of it as making decisions ahead of time for a time when decisions
might be difficult to make either because we’re in a period of crisis and
there is no time.” (HCP 11)

Interviewer: “If you had to describe what advanced care planning is, can you
sort of say, like, what it means to you or what you think this idea..." ACP 4:
“No, I couldn’t even explain it to you.”

“Sometimes we don’t get to specific medical decisions, which is often what
people think advanced care planning is. You know, they think it’s just
CPR-related and that, so we don’t always go down that route, but we
certainly talk about things that are important to the family and try to
understand their goals.” (HCP 4)

“There are two ways I see it. You know, one is making sure that my child is
taken care of. Making sure that her environment and her life is comfortable
and safe, which is the first priority. Then there’s advanced care planning that
we heard here of more, which is, okay, so if she has an episode, do you do
DNR, oh, if she gets sick, do you want to stop treatment. Which is something
we don’t focus on or we don’t like talking about.” (ACP 7)

“I guess I think about it two ways. The 1 way is goals of care. So what are we
trying to achieve, or what are these family’s overall goals for their child. And
that would involve how they want to pursue sort of management options for
day-to-day management, but also what is sort of the long-term goal for
them, and how can we get to that? And then the other part of that is
a discussion around what should happen should their child become acutely
unwell, and deteriorate, and what sort of care they...medical care they want
their child to receive. So it’s more the DNR, the code status discussion. So
sort of twofold.” (HCP 8)

“I suspect that it’s just a proactive way of determining a course for children as
they develop, and not just for the family but maybe into, like, early
adulthood. From schooling to independent care to independent living to, you
know, maybe being in the workforce at some capacity.” (ACP 8)

“I guess for me, it speaks to painting a picture for the family of...based on what
we know about the child, what we expect what will happen in the short- and
longer-term future, and allow them to proactively, ahead of time, think
through some of the decisions that will need to be made in terms of
treatment and care that really is individualized toward their particular
child.” (HCP 9)

“A conversation about goals of care and modified DNR.” (ACP 13) “I think advanced care planning just simply is just planning for the future.
Thinking about what is expected to happen…Thinking about what their
prognosis is likely to be or potentially may be and then coming up with
plans to deal with different scenarios. A lot of the time it does have to do
with planning around a child’s death or, you know, what’s going to happen
around that time. So it can involve things like whether to resuscitate and
what kind of interventions we would use, but it can also involve everything
up to that point.” (HCP 5)

“So usually when I hear ‘advanced care planning,’ it’s, like, a big cringe and,
like, I don’t really want to talk about that. There’s a part of me that, like I
said, has really appreciated these really open and frank discussions. But
then, as a mom, I’m like, I don’t want to talk about that. I think for me, and
probably for a lot of parents, I think a lot of fear… like, just hearing the title,
it’s…it brings up, like, a lot of feelings of fear.” (ACP 2)

“The important, the first step for me would be to think about the big picture
and what are the goals. So, in terms of establishing with a family what they
think the goals of care should be. So, those would normally initially address
issues to ensure that the family understands what the prognosis is or what
the future might hold, and then first setting out, or defining what that is and
then what they want for their child in terms of health care goals or health
outcomes. And so some of the secondary issues around life-sustaining and
interventions, I think would be, would come after that. But the first issue is
what do the parents, what are their expectations and what are their hopes
and what are we trying to achieve.” (HCP 7)

CPR, cardiopulmonary resuscitation.
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