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• Best practices for identifying and matching the informational 
needs of parents and families at the time of their child’s 
diagnosis with cancer are currently unknown, and research in 
low- and middle-income countries is even more limited. 

• There is also little guidance on how and when to deliver 
information to parents, as well as what setting and 
communication format is most appropriate. 

• The use of videos as an educational tool has not been 
evaluated among children with cancer and their families, but 
with other pediatric populations, it has demonstrated positive 
results.

• To assess how families currently receive information after their 
child is diagnosed with cancer.

• To explore what are the most important topics families need 
information on.

• To examine the methods of communication that families 
prefer.

• Qualitative study implementing a) In-depth interviews using a 
structured interview guide, and b) Focus groups.  English and 
Spanish was used.

• Sample size: 50 Key Informants
• Study sites: 

1. Benjamin Bloom National Children’s Hospital - El Salvador 
2. Unidad Nacional de Oncología Pediátrica (UNOP)- Guatemala
3. Hospital Infantil Teletón de Oncología (HITO) - Mexico 

• IRB exemption was obtained from Harvard T.H. Chan School of 
Public Health.

• Data analysis: Data was transcribed and NVivo was used for 
thematic analysis. 

• Global Health Initiative at Dana-Farber/Boston Children’s Blood 
and Cancer and Blood Disorders Center 

• Harvard T.H. Chan School of Public Health
• Maternal and Child Health Task Force

• Developing a needs-appropriate educational program in 
resource-limited settings can be challenging, but it is crucial to 
maintain family engagement and empowerment, and 
ultimately adherence to treatment and improvement of 
patient outcomes

• This study demonstrates that educational needs of parents 
differ despite geographic proximity and shared language. 

• This study can be used as a guide for other programs wanting 
to develop educational materials for families, even beyond the 
field of pediatric hematology/oncology.

• Further research could evaluate the effectiveness of the 
information in educating parents.

• We plan to continue expanding this project to involve more 
pediatric oncology hospitals in additional countries.

• We have partnered with Persistent Productions, a productions 
company that will work with the GHI and sites to develop a 
video tool based on the most desired topics and the preferred 
method of communication. 

Table 1: Key Informant Profile
Hospital Staff Health professionals in psychology, social 

work, oncology/hematology, nurse education, 
nutrition, pharmacy, surgery, palliative care, 
leadership (medical director and clinical 
services director)

Communications 
Professionals

Fundraising, communications and outreach 
professionals at the hospital and foundation, 
volunteer groups

Families Mother(s), father(s), sibling(s), grandparent(s), 
other family members

• Although parents at all sites had common questions and 
educational needs, the importance of these varied based on 
cultural or social influences. 

• Implications for tool development:
• Important to consider the socioeconomic level of parents, 

cultural or language barriers, and the availability of 
qualified personnel or resources when creating 
educational materials. 

• The preferred method of communication was a short video 
that could be shown at the hospital but also viewed at 
home to share the information with others. 

• An educational tool that could be shared via smart phones 
or social media was also highly desired.

Figure 1: 
Educational 
brochure for 
parents at UNOP

Figure 2: 
Children’s book 
for siblings at 
Benjamin Bloom
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Next Steps

Most Common Questions 
Benjamin Bloom UNOP HITO

1. What did I do wrong? 1. What is cancer? 1. Is my child going to die?

2. What are the treatment 
complications?

2. Is my child going to die? 2. How long will my child 
be in the hospital? 

3. What is cancer? 3. Why my child? 3. Why my child? 

4. Is my child going to die? 4. Can my child still go to 
school?

4. What did I do wrong?

5. Why my child? 5. How long will my child 
be in the hospital?

5. What are the treatment 
complications? 

“Are they going to die? This is the first question, always.  
Cancer is equal to death. It's a poorly-used synonym, but  
that's how it is.”

- Pediatric Oncologist, Mexico

Educational Themes 
Benjamin Bloom UNOP HITO

1. Social concerns 1. Home care 1. Origin of cancer

2. Nutrition 2. Origin of cancer 2. Sibling support

3. Sibling support 3. Compliance & 
adherence to treatment 

3. Home care

4. Compliance & adherence 
to treatment

4. Osteosarcomas: dealing 
with amputations

4. Hygiene

5. Origin of cancer 5. Nutrition 5. Warning signs

Communication Preferences
Benjamin Bloom UNOP HITO

1. Video with mixture of 
health professionals and 
families as actors

1. Video with mixture of 
health professionals and 
families as actors

1. Video with families as 
actors

2. Written materials with 
animated figures

2. Radio message with 
mixture of health 
professionals and families

2. Incorporate video into 
weekly educational 
sessions for parents

“In the communities, cancer is considered something people die of.”

- Father, Guatemala


