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Background



• How I Live with Cancer – documentary being produced by 
Persistent Productions

• Idea in Myanmar to develop educational tools for 
families

• Importance of parent and family education and 
involvement at Dana-Farber

• Personal background working in Latin America
• Advancing the collaboration of GHI with sites in Central 

America and Mexico

Rationale
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Education geared toward families/caregivers of children with cancer
• Findings

– Key principles: family-centered, give time to process, quality of teaching 
is important, education should span continuum of care, supportive 
environment necessary

– Standardize content, but individualize method of delivery
– Important to consider education, religion, values, beliefs, politics, 

economics etc
• Gaps

– Best practices for delivery of patient/family education after new 
diagnosis of childhood cancer are still being researched in low-income 
settings 

Literature Review Summary



Literature Review Summary
Role of Media
• Findings
• Mass media campaigns have been shown to produce positive changes or 

prevent negative changes in health-related behaviors across large 
populations

• The large user population and immediate nature of social networking sites 
have the potential to increase the reach and efficiency 

• Gaps
• Need for innovative methods to assess the effectiveness of using social 

media for health campaigns
• The use of videos as an educational strategy has not been evaluated among 

children with cancer and their families, but with other pediatric populations, 
it showed positive results



• Unidad Nacional de Oncología Pediátrica (UNOP) 
– Guatemala City, Guatemala 

• Benjamin Bloom National Children’s Hospital       
– San Salvador, El Salvador

• Hospital Infantil Teletón de Oncología (HITO)       
– Querétaro, Mexico

• Hospital del Niño Dr. José Renán Esquivel
- Panama City, Panama

Sites



Goal
• To propose specific themes and media outlets for a 

family-oriented educational tool in LMIC settings



1. Assess the educational need of families
2. Determine the most appropriate media tool to 

deliver this information
3. Outline the process to develop a user-friendly 

tool that is generalizable and adaptable to 
other health facilities in LMIC

Objectives



Methods



Methodology



• Study population: Family members or guardians with 
educational need or those involved in the delivery of 
educational information

• Inclusion Criteria: Families of children with cancer, health 
professionals working with patients with pediatric cancer, 
local and hospital communications professionals
• Did not try to recruit families that had just received a diagnosis

• Random sampling, snowball sampling

Interviews



• Participant Recruitment: Families and professionals 
recruited through local hospital staff

• Used separate structured interview guide for health 
professionals, communications professionals, families 
and focus groups

• 69 total interviews, 4 focus groups

Interview Administration

Benjamin
Bloom

UNOP HITO Renán 
Esquivel

Padres o cuidadores 6 10 7 5

Profesionales de salud 7 15 15 16

Profesionales de comunicación 4 3 2 2



• Families:
• Parents, other family members, guardians
• Focus groups with families

• Health Professionals: 
• Oncology, nurse educator, psychology, child life, pharmacy, 

nutrition, social work
• Foundation Leadership
• Communications director, fundraising program directors

• Communications Professionals:
• Public relations, Ministry of Health communications director

Key Informants



• Received IRB exemption from Harvard Chan
• Verbal informed consent

Ethical Considerations



Country Context: Guatemala
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Country 
Demographics

▪ 15.19 million people, 50% living in rural areas
▪ 23 languages, high illiteracy rates
▪ 59% of population below the poverty line

Statistics
▪ 438 new cases in 2015
▪ Abandonment rates have decreased from 42% à 0.7%
▪ 75% of patients from rural areas

UNOP

▪ Opened in 2000-before, there were no pediatric oncology training 
programs in Guatemala
▪ Offers comprehensive services to any child free of charge
▪ Supported through AYUVI Foundation, government, St. Jude’s and 

private donations

Key Considerations



Country Context: El Salvador
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Demographics

Centro Medico 
Statistics

▪ 161 new cases in 2014
▪ National cancer registry project started in 2013

Benjamin Bloom 
Hospital

▪ Only children’s hospital in country
▪ Pediatric oncology “Centro Médico” established in 2007
▪ Supported through Ayudame a Vivir, government and private 

donations

Key Considerations

▪ 6.16 million people, high population density
▪ Spanish is only official language
▪ 36% of population below the poverty line



Country Context: Mexico 
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Demographics
▪ 123 million people in Mexico, 1.6 million in Querétaro
▪ Spanish is official language, but other languages spoken (5%)
▪ 52% of population below poverty line

Statistics
▪ 52 new cases in 2016
▪ Unique model- Casa Teletón

HITO

▪ Hospital Infantil Teletón de Oncología opened in 2013
▪ HITO is the only pediatric oncology hospital- all other sites in Mexico 

have pediatric oncology units within the hospital
▪ Part of Teletón Foundation along with rehab and Autism centers 
▪ 2-day annual fundraiser for Teletón, which provides funding for HITO 

Key Considerations



Country Context: Panama
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Dmographics

FANLYC

Hospital del Niño
▪ Only children’s hospital in the country
▪ 80 new cases each year
▪ Abandonment rate 1-2%

Consideraciones Claves
▪ 4.1 million people
▪ Spanish is official language, but there are indigenous 

languages spoken
▪ 23% of population is below poverty line

▪ Organization founded in 1995 that helps patients and their 
families with services like medications, lodging, education and 
psychosocial support
▪ Began with an education campaign about warning signs of cancer



Findings



“Four days after coming, my daughter said, ‘Mom, these are 
good doctors.’ I asked her why, and she said, ‘Because they fixed 
my feet. My feet hurt a lot before, and now they don't.’ And 
when they told me later that they knew it was cancer, it made 
me really sad because I had taken her to a ‘sobada,’ you don't 
know how bad I felt. How bad I felt, I thought it was the ‘espanto’ 
that had her, I had taken her to ‘sobar,’ not for ignorance. But, 
thank God, we're here moving forward.”

- Mother, Mexico



Most Common Questions
Benjamin Bloom-

El Salvador
UNOP-

Guatemala
HITO-

Mexico
Hospital del Niño-

Panama

1. What did I do 
wrong?

1. What is cancer? 1. Is my child going to 
die?

1. Can you cure my 
child?

2. What are the 
treatment 
complications?

2. Is my child going to 
die?

2. How long will my 
child be in the 
hospital? 

2. How long will my 
child be in the 
hospital?

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

4. Is my child going to 
die?

4. Can my child still 
go to school?

4. What did I do 
wrong?

4. How long will the 
treatments last?

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

5. What are the 
treatment 
complications? 

5. Can my child still 
go to school?

6. Can my child still go 
to school?

6. How much will this 
cost? 

6. What can my child 
eat? 

6. What are the side 
effects of the meds?

7. How long will my 
child be in the 
hospital? 

7. What can my child 
eat?

7. How much will this 
cost? 

7. How will I pay for 
this?



Most Common Questions
Benjamin Bloom-

El Salvador
UNOP-

Guatemala
HITO-

Mexico
Hospital del Niño-

Panama

1. What did I do 
wrong?

1. What is cancer? 1. Is my child going 
to die?

1. Can you cure my 
child?

2. What are the 
treatment 
complications?

2. Is my child going 
to die?

2. How long will my 
child be in the 
hospital? 

2. How long will my 
child be in the 
hospital?

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

4. Is my child going to 
die?

4. Can my child still 
go to school?

4. What did I do 
wrong?

4. How long will the 
treatments last?

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

5. What are the 
treatment 
complications? 

5. Can my child still 
go to school?

6. Can my child still go 
to school?

6. How much will this 
cost? 

6. What can my child 
eat? 

6. What are the side 
effects of the meds?

7. How long will my 
child be in the 
hospital? 

7. What can my child 
eat?

7. How much will this 
cost? 

7. How will I pay for 
this?



Most Common Questions
Benjamin Bloom-

El Salvador
UNOP-

Guatemala
HITO-

Mexico
Hospital del Niño-

Panama

1. What did I do 
wrong?

1. What is cancer? 1. Is my child going to 
die?

1. Can you cure my 
child?

2. What are the 
treatment 
complications?

2. Is my child going to 
die?

2. How long will my 
child be in the 
hospital? 

2. How long will my 
child be in the 
hospital?

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

4. Is my child going to 
die?

4. Can my child still 
go to school?

4. What did I do 
wrong?

4. How long will the 
treatments last?

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

5. What are the 
treatment 
complications? 

5. Can my child still 
go to school?

6. Can my child still go 
to school?

6. How much will this 
cost? 

6. What can my child 
eat? 

6. What are the side 
effects of the meds?

7. How long will my 
child be in the 
hospital? 

7. What can my child 
eat?

7. How much will this 
cost? 

7. How will I pay for 
this?



Most Common Questions
Benjamin Bloom-

El Salvador
UNOP-

Guatemala
HITO-

Mexico
Hospital del Niño-

Panama

1. What did I do 
wrong?

1. What is cancer? 1. Is my child going to 
die?

1. Can you cure my 
child?

2. What are the 
treatment 
complications?

2. Is my child going to 
die?

2. How long will my 
child be in the 
hospital? 

2. How long will my 
child be in the 
hospital?

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

4. Is my child going to 
die?

4. Can my child still 
go to school?

4. What did I do 
wrong?

4. How long will the 
treatments last?

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

5. What are the 
treatment 
complications? 

5. Can my child still 
go to school?

6. Can my child still 
go to school?

6. How much will this 
cost? 

6. What can my child 
eat? 

6. What are the side 
effects of the meds?

7. How long will my 
child be in the 
hospital? 

7. What can my child 
eat?

7. How much will this 
cost? 

7. How will I pay for 
this?



Most Common Questions
Benjamin Bloom-

El Salvador
UNOP-

Guatemala
HITO-

Mexico
Hospital del Niño-

Panama

1. What did I do 
wrong?

1. What is cancer? 1. Is my child going to 
die?

1. Can you cure my 
child?

2. What are the 
treatment 
complications?

2. Is my child going to 
die?

2. How long will my 
child be in the 
hospital? 

2. How long will my 
child be in the 
hospital?

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

4. Is my child going to 
die?

4. Can my child still go 
to school?

4. What did I do 
wrong?

4. How long will the 
treatments last?

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

5. What are the 
treatment 
complications? 

5. Can my child still 
go to school?

6. Can my child still 
go to school?

6. How much will this 
cost? 

6. What can my child 
eat? 

6. What are the side 
effects of the meds?

7. How long will my 
child be in the 
hospital? 

7. What can my child 
eat?

7. How much will 
this cost? 

7. How will I pay for 
this?



Educational Themes
*Ranked by importance

Benjamin Bloom-
El Salvador

UNOP-
Guatemala

HITO-
Mexico

Hospital del Niño-
Panama

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

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

3. Sibling support 3. Compliance & 
adherence to 
treatment 

3. Home care 3. Treatment 
complications

4. Compliance & 
adherence to 
treatment

4. Osteosarcomas:
dealing with 
amputations

4. Hygiene 4. Home Care

5. Origin of cancer 5. Nutrition 5. Warning signs 5. Compliance & 
adherence to 
treatment

6. Treatment specifics 6. Life after cancer 6. Alternative 
treatments

6. School/origin of 
cancer
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Differences
- Amputations
- Sibling support
- Alternative therapies



Communication Preferences
Benjamin Bloom-

El Salvador
UNOP-

Guatemala
HITO-

Mexico
Hospital del Niño-

Panama

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

1. Video with mixture 
of health 
professionals and 
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

2. Formal emphasis 
on having formal 
discussion about 
topic from video

• All sites wanted a tool that could be watched at the hospital 
in waiting rooms or patient rooms but also available to 
share with family and friends at home



Major Barriers
1. Education & Literacy
2. Language
3. Cultural or religious beliefs
4. Fear/Shock
5. Financial



• [SWOT, process map, Fishbone, Gantt, etc]

Process Map: Developing an Educational Tool



Next Steps



• Persistent Productions will start work with 
each site to help develop an educational tool 
based off needs assessment
–Will consider desired method of communication, 

actors, country-specific barriers to developing tool

• Share process map with other sites interested 
in developing educational programs
– Encourage collaboration and idea exchange 

between sites

Next Phase



• Poster presentation at HSPH Practicum Day: 
Apr 2017 

• Online presentation to international sites: 
May 2017

• Report to GHI: May 2017
• Poster presentation at SIOP: October 2017
• Submitting manuscript summer 2018
• Expansion to include Panama: May 2018

Dissemination Plan



• Tool evaluation (cost-effectiveness, 
effectiveness in educating families, relevance 
of theme)

• Potential to expand project to include more 
sites

Further Research
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Thank you to the Global Health 
Initiative for supporting this project! 
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Questions or Comments?



UNOP: Guatemala



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

- Father, Guatemala



• There is a nurse education team, with one nurse educator 
designated to meet with families individually as well as in 
small groups to discuss 11 different topics
– Helps orient families to program individually, then 

small groups to discuss hospital expectations
– Daily inpatient rounds to teach parents about taking 

temperatures, warning signs
– Morning interactive sessions with larger groups while 

parents are in waiting room
• Nurse educator creates brochures and handouts for 

families, nutrition and pharmacy have developed handouts
• Mini-video on hygiene circulates on internal hospital TV 

network

Current Education Program



• Social work and psychology do pre-evaluations with 
family before diagnosis meeting

• Psychologist, oncologist, parent(s), patient (if 
appropriate), integrated medicine if needed

• Discuss what is cancer, give diagnosis and identify it as a 
malignancy, truthful prognosis, complications/side 
effects, social aspects, treatment timeline, how life will 
change, financial expectations

• Sign consent with psychology

Day One Talk



• Education/Literacy
• Language- over 23 languages spoken in Guatemala
• Cultural, religious, spiritual
– Many different beliefs about origin and causes of cancer
– Difficulty accepting amputations

Barriers to Education



Most Common Questions
Guatemala

1. What is cancer?

2. Is my child going to die?

3. Why my child? 

4. Can my child still go to school?

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

6. How much will this cost? 

7. What can my child eat?



Educational Themes
Guatemala

1. Home care

2. Origin of cancer

3. Compliance and adherence to treatment

4. Osteosarcomas: dealing with amputations

5. Nutrition

6. Life after cancer



Communications
• Preferred media tool: Video, then radio 
• Radio especially for rural communities

• Actors: Mixture of families and doctors
• Location for viewing: At home and hospital 



Benjamin Bloom Hospital: El Salvador



“Sometimes I say, ‘God, it's like the wind brings 
this disease’ because when someone comes here 
for a consult or treatment, you always see new 
faces, new families.”

- Mother, El Salvador



• One nurse educator meets with families one-
on-one to discuss different topics
– Helps orient families to program
– Logs all meetings in the electronic record 
– Topics range from using a thermometer to 

medication administration.

• The social worker will sometimes have group 
sessions with parents of patients that are 
inpatient at Benjamin Bloom

• Partnership with HOPE Foundation to help 
produce books, brochures and mini-videos for 
families and patients

Current Education Program



• Social work meets with family to establish relationship 
and sets up meeting to deliver official diagnosis

• Psychologist, oncologist, social worker and parent(s) 
present

• Explain diagnosis, prognosis/risk level, adherence, 
treatment, length of time in hospital, possibility of 
complications, financial concerns, other siblings at 
home/family situation, emotional support, hygiene, diet

• Sign consent forms with social work
• Given HOPE book(s) after first diagnosis talk 

Day One Talk



• Literacy levels
• Cultural, religious or spiritual beliefs surrounding 

cancer
• Parents repeated phrase that they were in “shock” 

after first meeting, didn’t remember information
• Protective factor is the size of the program- nearly all 

patients have oncologist’s personal number

Barriers to Parent Education



Most Common Questions
El Salvador

1. What did I do wrong?

2. What are the treatment complications?

3. What is cancer?

4. Is my child going to die?

5. Why my child?

6. Can my child still go to school?

7. How long will my child be in the hospital? 



Educational Themes
El Salvador

1. Social concerns

2. Nutrition

3. Emotional support for parents and siblings

4. Compliance & adherence to treatment

5. Origins of cancer

6. Treatment specifics



Communications
• Preferred media tool: Video, then written tool
• Actors: Mixture of families and doctors, preferred 

animated figures if written tool
• Location for viewing: at home and hospital 



HITO: Mexico



“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



• Patient Family Education Committee consists of 5 
different specialists dedicated to family 
education
– Trains specialists about importance of 

education
– Checks records for education notes and 

follow-up with specialists
– Weekly, one-hour mandatory sessions with 

parents that cover a wide variety of topics, 
taught by different specialists. Afterward, the 
parents are given a 5-question ’quiz’ to 
evaluate their learning

• Weekly meeting at Casa Teleton to discuss a 
value that is important to the parents

Current Education Program



• Within 24 hours of presentation, social work has 
established patient and family barriers. Psychology also 
meets with family.

• Oncologist, psychologist, parent(s), occasionally 
neurosurgeon or ophthalmologist and patient (if 
appropriate) present

• Confirm diagnosis and stage, prognosis, discuss 
chemotherapy vs surgery options, explain what 
treatment process looks like, prepare for multiple 
appointments, discuss HITO model

Day One Talk



Most Common Questions
Mexico

1. Is my child going to die?

2. How long will my child be in the hospital? 

3. Why my child? 

4. What did I do wrong?

5. What are the treatment complications? 

6. What can my child eat? 

7. How much will this cost? 



Educational Themes
Mexico

1. Origin of cancer

2. Sibling support

3. Home care

4. Nutrition

5. Hygiene

6. Warning signs

7. Alternative treatments



Communications

• Preferred media tool: Video, but would like to see it 
during weekly group sessions so parents can ask 
questions

• Actors: Patients and families
• Location for viewing: at home and hospital (weekly 

sessions, waiting rooms or Casa Teleton)



The Practicum Experience



• Importance of developing relationships 
• Cultural and social contexts are extremely 

important
• Family’s perspective is invaluable 

Lessons Learned



• Learned throughout entire process– literature review, 
developing surveys, IRB review, engaging stakeholders, 
analyzing data, reporting findings

• I plan to use community engagement research and 
qualitative methods in my future career as a pediatrician

• Opened my eyes to the reality of public health in global 
settings and how important local context is in every 
project

Applicability to my career in public health



• Difficult to engage certain stakeholders as an 
outsider (government officials, etc)

• Limitations due to language barriers, time 
constraints

• Short time frame for project, but I hope to 
remain involved in next phase of project

Challenges


