
Impact of a Patient-Provider Educational Initiative on Treatment 
of Pediatric Neuroblastoma

BACKGROUND: Treatment strategies for pediatric neuroblastoma have been tailored 
according to risk stratification, predicted response to therapy, and risk of relapse. As 
we acquire a better understanding of clinical and biological risk factors, it is important 
to consider treatment by compartmentalizing neuroblastoma and planning in 
concordance with the perspectives and goals of patients and their families.

OBJECTIVE: To empower 

patients and families and to 

share their perspectives 

with the clinical team while 

making treatment decisions 

according to disease 

compartments.

Providing patient/family perspectives to HCPs for pediatric neuroblastoma 
care can impact clinical practice behaviors, patient/family healthcare 
communication and confidence, and treatment knowledge for effective 
management, including for patients with CNS/leptomeningeal metastases. 
Together, aligned education directed to HCPs and patients can improve the 
ability to provide evidence-based treatment for patients.
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Educational Program and Evaluation Details

HCP AND PATIENT EDUCATION

Partners

Advocacy groups: Solving Kids’ Cancer 

Education: PlatformQ Health and 

Global Education Group

Measurements

Questions asked during polling and 

before, immediately after, and 2 months 

post activity. Chi-Square tests 

performed for statistical analysis.

Assessments

HCP: practice patterns, knowledge, 

competence, engagement, and 

identification of continuous gaps

Patients/Families: knowledge, 

communication, and self-efficacy behaviors  

Interventions

Tethered education comprised of one 

60-min CME activity for health care 

providers (HCPs) and 3 modules for 

patients/families ranging from 15-mins 

to 30-mins, covering similar themes 

relative to the changing landscape of 

pediatric neuroblastoma.

Positive impact on counseling 
patients regarding safety, 

different treatment options, 
and shared decision-making for 

the optimal individual choice.

identified 
themselves as 

treaters

61
total 

learners

404
MD/NP/PA/RN

89%

average pediatric 
neuroblastoma patient 
visits impacted weekly 

5.13 

slide downloads

33
 certificates

awarded

117
total polling 

responses

34
average time 

in session

31:13

Greater knowledge 
has led to greater 

understanding.

Through the Patient/Family Looking Glass: 

Perspectives in Treatment Planning by 

Disease Compartments for Pediatric 

Neuroblastoma

Empowering Patients and Families Through 

Decision-Making at Timepoints of Care for 

Pediatric Neuroblastoma

social media 
engagements

13,163 
platform 

engagements

189
total engagements

13,352 

Quitting wasn’t an option, 
finding a regimen that 

worked to get her through 
the treatment was.

I felt more confident to ask 
questions of the care 

provider.

learners reported the activity 
positively impacted patient 
experiences/outcomes94%

n=16

patients/caregivers reported the activity positively 
impacted communication with their HCP 92%

n=13

patients/caregivers reported they felt more in control 
of their health-care decisions 87%

n=15

patients/caregivers felt that 
there have been improvements 
to their health-related behaviors 71%

n=14

Can select and recommend 
treatment based on current 

studies.

More capable in diagnosing 
and treating.

Positive Impact on Patient Outcomes and Clinical Practice

PATIENT/FAMILY

Positive Impact on Health-Related Behavior and Communication

EngagementLearner Demographics

Learner Engagement

Perceptions of Greatest Challenges Managing (HCP)/Caring for (Patient/Family) a Patient with Neuroblastoma

Aligning Expectations for Patient-Provider Discussions at Treatment Decision-Making

Assessment of Treatment Knowledge/Competence

Patient Preferences for Treatment Information

n = 204 pretest, n = 119 posttest, n= 27 follow up 
*p<.05

Pre Post

51%

92%

41%

increase

2-MTH

56%

*
Naxitamab is approved for the 

treatment of relapsed/refractory 

high-risk neuroblastoma. Which 

of the following statements is 

accurate regarding naxitamab’s 

mechanism of action? 

Which of the following is a 

radiolabeled monoclonal antibody 

targeting B7-H3 investigated for 

central nervous system 

(CNS)/leptomeningeal metastases? 

HCP: What do you believe is MOST important to patients/caregivers when treatment options are being discussed?

19%

To discuss all available and 
emerging treatments (including 

those in clinical trials)

81%

To be presented with all available treatment options, 
including clinical trials, regardless of what is 

commonly provided at the cancer center

Patient: What are your expectations of the team when being presented with treatment options?

n=72

17%

To be allowed time to do 
research and come back 

to the team

33% 50%

To discuss all available and 
emerging treatments (including 

those in clinical trials)

To be presented with all available treatment 
options, including clinical trials, regardless of what is 

commonly provided at the cancer center

Preference to discuss treatment at every stage, including metastases:

Patients/Families would like healthcare teams to discuss more about:

7%

Whatever the 
doctor/team 

decides

29% 64%

Only one stage at a 
time - when treatment 

is necessary

Every stage of neuroblastoma to 
prepare for any eventuality

50%

Side effects: When to expect them 
and how they will be managed

25%

The timing of schedule 
and treatment - impact on 

life during treatment

25%

Efficacy (response 
rate, survival rate)

write-in examples 
were shared

25

write-in examples 
were shared

33

HCP: 

11%

Adhering to 
treatment schedules

39%

Anxiety about how well 
treatment will work

39%

Anxiety about disease
progression

n=18

Patient:

14% 24%19%14%

Adhering to treatment 
schedules

Anxiety about how well 
treatment will work

Anxiety about 
disease progression

Participating in 
normal activities

n=21

n=16 n=6

Patient Insights with Greatest Impact on Providers

caregivers making treatment 

decisions based on the severity 

of side effects

patients do not feel prepared to 

monitor their child at home

Providers were shown data from the patient/family program and were asked: 
Which of these will impact your/your team’s practice and interactions with patients/families? 

22%
37%

15%

n=82

Top 2 Factors Impacting Patient/Family Treatment Decisions

75%

Severity of side effects for my child

25%

Doctor recommendation of treatment

n=4

n=14

n=4

Which of the following 

immunotherapies is used for patients 

with relapsed neuroblastoma with 

bone and/or bone-marrow metastases 

and can be administered in an 

outpatient setting?

Pre

7%

29%

64%

Omburtamab 
(8H9)

Dinutuximab 
(ch14.18)

Naxitamab 
(Hu3f8)

n=14

n = 204 pretest, n = 119 posttest, n= 27 follow up 
*p<.05

Pre Post

24%

71%

2-MTH

33%

*

47%

increase

57%

29%

43%

43%

Anxiety about disease
progression

Anxiety about how well
treatment will work

Adhering to treatment
schedules

Managing side
effects

29% Finding support 
and results 

75%

50%
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