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• Understanding the child and adolescent patient is 
essential to the practice of Pediatrics1

• Narrative has increasingly been used to provide 
insight into the illness experience2

• Illness narratives have become more prevalent, but 
the experiences of childhood cancer have mostly 
been written by  reporters or parents rather than 
from a child’s own voice

• Cancer is a living reality for so many children and 
adolescents; some texts may confront childhood 
cancer retroactively, but none are written in the 
present to capture the experience of living with 
childhood cancer

• There is a void of published narratives by children and 
adolescents living with cancer 

• Illness narratives of pediatric oncology patients 
reveal that how children tell their story can provide 
insight into their personal experiences with illness 
and their values

• Using narrative to better understand a child’s 
illness experience can enhance relationships with 
health care professionals

• In appreciating these unique experiences, care 
teams can work together to treat the many facets of 
childhood cancer

Methodology
• Participants include 25 pediatric oncology in-

patients and out-patients ages 10-17 

• Participants are asked guiding questions that they 
can respond to through any or all of the 3 mediums 
of writing, drawing, and/or speaking

• Open questions revolve around milestones of a 
child’s experience: 

1. Diagnosis
2. Symptoms
3. Hospital
4. Treatment
5. Advice
6. Reflections

• Participants are provided a blank storybook and 
encouraged to fill pages however they like 

• Patients complete post-activity survey to reflect on 
expression through these three mediums  

• Verbal conversations recorded, storybooks are 
scanned and returned for patients to keep

Results

• To fill this void by giving pediatric oncology patients 
at C.S. Mott Children’s Hospital the opportunity to 
create and publish their own illness narratives

• To explore how children and adolescents with 
cancer write, draw, and/or speak about cancer

• To understand how children conceptualize cancer 
and understand their personal experiences with 
illness

• To observe how expression through narrative 
creation functions as a therapeutic process

• What does narrative illuminate about the living 
experience of childhood cancer? 

• How do children conceptualize cancer and make 
sense of their illness experiences? 

• How can the narratives of pediatric oncology 
patients inform those who care for them?

• Incorporating more open questions directed to 
pediatric patients about their experiences can help 
their voices to be heard

• Health professionals can better understand values 
and perspectives of pediatric patients through 
narratives

• Narrative awareness enables improved 
understanding and recognition of child values

• Health practitioners can personalize care and 
treatment to each child’s unique personalities and 
preferences

• Narrative can identify gaps in a child’s 
understanding of cancer and their illness 
experiences 

• Health professionals can enhance a child’s 
understanding of their illness accordingly to help 
them better cope with cancer
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• Other mediums such as video, photography, and 
social media can be used to explore alternate 
expressions of childhood cancer

• These narratives can be applied for educational 
purposes in the field of Pediatrics to better 
understand children and adolescent patients

• Technology can create an interactive, multimedia 
compilation of narratives for other children and 
adolescents with cancer
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Conceptualizations of Cancer

• Many patients were most comfortable with 
speaking about their illness, but others preferred to 
only complete the written story

• The act of writing sometimes illuminated 
subconscious perspectives that were not 
mentioned in spoken word

• Survey results showed that patients felt better: 
narration “gave them a voice” to reflect and 
reconstruct their experiences and to express 
underlying emotions by “letting it out.” At the same 
time, some children found this to be an “emotional”
experience

“I don’t think I’ve 
ever really spoken 
about my cancer 
this much.”

-Quote from verbal conversation

• Patients demonstrated varied cognition of the good 
in chemotherapy: the ability to treat cancer. Many 
patients were only able to note the pains of side 
effects, while a few patients recognized the long 
term positive effects to treatment protocols

• Narrative findings include that many struggled to 
explain what cancer is. Most patients defined it as a 
disease, but confessed that they did not know how 
to explain their conditions further

• Advice to other children steadily reinforced an 
ideology of hope and persistence in the face of 
cancer, to “stay strong” and “it will get better”

• 2 out of 25 patients claimed that cancer did not 
change their life. “No. I can still do all the things that 
I did before I had cancer”
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Fig. 1: Pediatric cancer memoirs include Very Much Better by Jason Paul Greer, 
Autobiography of a Face by Lucy Grealy, and Grace by Melinda Marchiano. Fig. 2: Title of narrative by 16 year old female with relapse.

Fig. 3: Definition of cancer by 16 year old male in remission. 
Fig. 4: Reflection on chemotherapy by 10 year old male in treatment.
Fig. 5: Concluding statement in the narrative of a 16 year old female in treatment.
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