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SUPPLEMENTAL TABLE 5 Pediatric Oncology Prognostic Communication Codebook

Code Title Code Definition and Examples

Assessing prognostic understanding Assessing the patient’s understanding of his/her prognosis.
This includes understanding about future quality of life, functioning, ability to go to an event, general survival,

etc.
Eg, “What do you understand about your prognosis?”
Eg, “What have your doctors told you about what’s likely to happen in the future?”
Eg, “Are you worried about being able to attend your son’s graduation in a few months from now?”

Prognostic uncertainty Any mention of uncertainty with regard to estimating prognosis, guessing if a treatment will work, etc
This includes any mention of “I don’t know,” “not sure,” “unclear,” “hard to say,” etc. (This code may dovetail

with other prognostic communication codes, depending on the language used.)
Eg, “I hope that this treatment will work, but I don’t know if it will.”
Eg, “It is difficult for us to know what the future holds.”
Eg, “We aren’t sure if your child will survive.”

Disease changing for the worse Discussion of how the disease trajectory is changing for the worse without explicit mention of survival time or
curability

This includes discussion of tumor sizes increasing, cancer spreading and/or progressing, cancer being
unresponsive to treatment, or stating that things are getting worse (also apply subcodes for population
versus individual and clarity).

Eg, “The fact that the disease has increased in size tells me that we need to change course.”
Eg, “Now that disease is in your bones, I think it’s likely that it has spread elsewhere in your body.”
Eg, “The lesions in your lungs are getting bigger.”

Best- and worst-case scenarios Discussing best-case and worse-case scenarios
Be sure there is a clear top and bottom anchor. If there is only a top or bottom anchor, code as survival time

(also apply subcodes for population versus individual and clarity).
Eg, “Most patients will survive 6–12 mo. Some may do better and live up to 2 y, and some do worse—only 2–3

mo.”
Survival time Discussing estimates of survival time

(Also apply subcodes for population versus individual and clarity)
Eg, “I’m not sure that you will make it to Christmas this year.”
Eg, “I think we’re talking weeks to months, instead of months to years.”
Eg, “I think there is at least a small chance that you will have long-term control after radiation.”
Eg, “It’s important that you start doing the things on your bucket list. If there is something that you would like

to make sure you have a chance to do, whatever it is, then you should try to do it.”
Curability Discussing if the care can be cured

This includes discussion of cancer not going away or not being curable (also apply subcodes for population
versus individual and clarity).

Eg, “Although the treatments might help you live longer and live better, they cannot completely get rid of the
cancer. It’s not a cure.”

Subcodes
Curability

No cure: it is not curable.
Eg, “Unfortunately, we can’t get rid of your illness.”
Eg, “I wish that we could make your cancer go away, but sadly we cannot.”
Unlikely cure: cure is not likely to be achieved.
Eg, “Our goal is to try to shrink the tumor, but I doubt that the chemotherapy and the radiation will make it go

away.”
Likely cure: cure is likely to be achieved.
eg, “Your body is responding well to the chemotherapy. It is shrinking the tumors and it looks like we might be

able to get rid of all the cancer cells.”
Clarity

Clear: This is when a curability statement uses direct and/or frank language to express how disease
progression will affect the patient’s future life.

Eg, “You’ve got an illness where you, you know, this one we can’t get rid of. We can’t cure your cancer.”
Cloudy: This is when a prognostic statement implies a poor outcome but does not directly state it (ie, one may

read between the lines to assume how disease progression will affect the patient’s future life).
Eg, “It’s different for every person. But the fear is that sometime down the line we’re gonna see cancer

elsewhere in your body.”
Eg, “There is some evidence that things are starting to progress.”

Population versus individual
Population: speaking generally to all patients with this cancer type
Eg, “So, generally stage 4 cancer is not curable because the tumor always tends to come back.”
Individual: speaking to the specific patient or family
Eg, “And we expect eventually, whether 6 or 12 mo, your disease should progress.”
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SUPPLEMENTAL TABLE 6 Patient-Parent Dyad Participation

Approached dyads who agreed to participate on study (n = 34) 34 of 41 (∼83%) of eligible dyads agreed to participate in the study. We
collected data from 33 dyads because 1 patient died acutely before the first
disease reevaluation recording. In this article, we report data for the
subcohort of patients and parents that experienced disease progression
during the study (n = 17 dyads)

Approached dyads who declined to participate on study (n = 7) 7 of 41 (∼17%) of dyads (either the patient or the patient) declined to
participate in the study

Variable
Individual declining, n (%)
Mother 3 (42.9)
Father 1 (14.3)
Patient 4 (57.1)

Race (patient-parent [same]), n (%)
White 6 (85.7)
African American 1 (14.3)
Asian 0 (0.0)

Ethnicity (patient-parent [same]), n (%)
Non-Hispanic 6 (85.7)
Hispanic 1 (14.3)

Patient reasons for declining “I don’t feel like it.”
“I don’t want to be recorded.”
“Can’t trust anyone to keep my business private.”
“I changed my mind.”

Parent reasons for declining “Not interested.”
“I don’t know.”
“This isn’t something I’m interested in.”
“I don’t want to be recorded.”

ARTICLE

PEDIATRICS Volume 147, Number 5, June 2021 3



SUPPLEMENTAL TABLE 7 Data Completion and Missing Data from the Advanced Illness Cohort

Longitudinal Data Capture
Data collection item
Recorded disease reevaluation discussions, n/total (%)
Discussions captured 141/158 (89.2)
Longitudinal capture, $2 recorded conversations 16/17 (94.1)

Oncologist data, n/total (%)
Surveys (baseline 1 follow-up) 32/33 (97.0)
Interviews, after each “bad news” recording 41/42 (97.6)

Parent data, n/total (%)
Surveys, baseline 1 follow-up 25/33 (75.8)
Interviews, after each “bad news” recording 27/42 (64.2)

Reasons for missing data
Oncologist survey data 1 follow-up survey was not completed by the oncologist because the advance

practice provider shared scan results with the patient and family without
the oncologist present; per protocol, the oncologist was not eligible to
complete the survey

Oncologist interview data 1 interview was not completed at the request of the oncologist because, per
oncologist, “no new information was discussed at this visit”

Parent survey data 3 baseline and 5 follow-up surveys were declined; 3 parents wished to
participate in recording and opted out of surveys at the start of the study,
and 2 parents declined to complete a follow-up survey because of being busy
and/or overwhelmed at that time point

Parent interview data 3 parents opted out of all interviews at the start of the study, and they
represented 9 (60%) of the missed interviews. Four parents each declined 1
interview because of feeling overwhelmed or too busy but completed other
interviews during the study period. In one case, the research team declined
to interview the parent in the setting of an acute and unanticipated patient
deterioration; the decision was made jointly between the research team and
primary oncology team to not approach the grieving parent for an interview
in the hours leading up to the patient’s death
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SUPPLEMENTAL TABLE 8 Reflective Questions and Communication Prompts

Challenge Considerations

If prognosis has not yet been discussed (absent or deferred pattern) Rationale: The patient isn’t that sick yet.
Consideration: Ask yourself the surprise question.33,34 (Would I be surprised if

this patient died in the next year?) If the answer is no, consider sharing this
information with the patient/family.

Rationale: The patient/family isn’t ready to hear this yet.
Consideration: Have I asked the patient and/or family, “Would it be helpful to

hear information about chances of the treatment working?” If not, how do I
know that they do not want this information?

Rationale: I don’t know the prognosis for certain.
Consideration: Are the chances for cure low, but the patient’s response to an

experimental treatment remains unknown? If so, consider acknowledging
the unknown, while also sharing this information: “I don’t know if this new
treatment will work, but I hope that it will. Even with this treatment, I worry
that the chance of curing the cancer is low.”

Irish playwright George Bernard Shaw once said, “The single greatest problem
with communication is the illusion that it has taken place.” Consider the
following: What do I believe the patient and/or family knows about the
prognosis? What specifically have I told the patient and/or family? Is there
a difference between the answers to these questions?

Opening the door for prognostic communication (seed-planting pattern) I worry, I wonder, I wish37,38

•“The cancer has progressed despite our best treatments. I worry that this
means we will not be able to cure the cancer.”

•“I wonder if you have thought about what you want if there are not treatments
that can cure the disease.”

•“I wish that there were better treatments. I wish that we weren’t having this
conversation.”

What ifs
•“I’m so glad that you are feeling well today (or your scans are stable today). I

hope that the treatments will continue to keep your disease stable.
Sometimes patients (or families) feel worried about ‘what ifs’ – ie, what if
the treatments stop working in the future. Is this something that worries
you?”

Best case and worst case39–41

•“Sometimes it can be helpful to think through the best-case, most likely, and
worst-case scenarios to have a plan ready for whatever happens. Would this
feel useful for you?”
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