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Background
► Communication is often a concern in palliative care
► NCI recommends open and honest communication
► Questions remain about what, how and when
► AAP recommends children participate to fullest extent possible
► Yet, little research has explored communication preferences
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Purpose
► Exploration of communication styles and preferences
► Children 7-17 years
► Parents/primary caregiver
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Methods

► Followed a 2016 focus group study 
► Developed interview questions
► Recruited 7-17-year-old children (n=8) and parent caregivers (n-14)
► Conducted in-depth interviews:  audio-recorded and transcribed 

Focus group manuscript  (in press in Journal of Pediatric Oncology Nursing)
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Sample questions
► CHILDREN

 Mike just found out that he has cancer. His doctor and parents haven’t told him anything about the cancer or what 
medicines he’ll be taking. If you were Mike, what questions would you ask your parents? What questions would 
you ask your doctor?

 Danny has had cancer for a while. At first, his medicines were working and he was getting better. But the doctor 
just told his parents that the medicines are not working anymore. How would you feel if you were Danny and your 
parents told you this?

 Some families of kids who have cancer don’t like to talk about the cancer. Why do you think those families don’t 
like to talk about cancer? Do you think it is important for the families of kids with cancer to talk about cancer? 

► PARENTS

 How do you think a healthcare team should talk to children about their disease and treatment?

 Do you think doctors and nurses should always tell children and parents everything about how the treatment is 
going, or do you think that sometimes there are things they should not talk about?
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Results
► Content analysis revealed 2 themes and 5 sub-themes

How to communicate
o How to tell
o Who should tell
o Who should be included

Thoughts about/responses to diagnosis and treatment
o Changes in prognosis
o Side effects of treatment
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How to Tell
► Well, to give it to them easy, and then just tell them all the facts about what’s gonna

happen. Like say that you’re sick and everything, but the kind of illness you have, and 
they will tell you what type – 13-year-old girl

► Honest. Brutal honesty, don't hold back. Say what it is, and what's gonna happen… He 
[the doctor] goes, "There's different types of cancers, this is what she has. It's gonna be 
rough, it's gonna be tough. But we're gonna get through it."  He laid it all out, straight 
out. He flat out said it. And I appreciated that. – Mother of a 13-year-old girl
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Who should tell

► I would say the doctor because the parents wouldn’t be comfortable, probably I 
think. Because they would just break out in tears and everything. I had [the doctor] 
tell me that I had my cancer instead of my parents – 13-year-old girl

► They were more communicating with us in the room with him there, then I think 
necessarily directly to him about it, and they let us drive that. And I appreciate that. 
I know him obviously better than a doctor is, so if they can allow me to filter that 
and communicate how we best see it. – Father of a 7-year-old boy
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Who should be included
► I’d say her parents, because the doctors and nurses are there to take care of them and 

stuff, but her mom and dad are there for support and everything – 7-year-old girl

► I do think to talk to the kids, that’s important. They probably just don’t want the kid to get 
scared and worried and start freaking out. They’re calmer about it – 14-year-old boy

► I think she [the child] appreciates when people address her. You know, talk to her… I 
think she really appreciates that, because she's … intelligent ... And she knows she's 
important. And that would make her feel important as an individual. – Father of a 9-year-
old girl

► We discuss every detail with his siblings. Our older kids, they know every single thing. 
They'll be texting us all day long. We tell our parents a lot, but sometimes we don't, just 
because at their age they've all gotten really emotional and just stay scared to death. –
Mother of a 7-year old-boy
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Changes in prognosis
► I’d feel a little down, because if it isn’t working you should try another medicine. But I 

would be asking questions if the other medicine that you’re gonna give me stops 
working like the first medicine, what are you going to do then – 9-year-old girl

► [Talking about it] actually helped me with my learning and knowledge about it. I wasn’t 
really scared. I knew I was going to get taken care of – 14-year-old boy

► I would want her to know. Like I said, we prepared her as best we can… I would be there 
and my husband. We may involve our preacher at that point, the youth minister…But I 
think I would be honest with her 'cause she's asked me to…she goes, "Well, if you find 
out I'm gonna die, will you tell me, please?"… I told her yeah, that I would tell her.  –
Mother of a 9-year-old girl
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Side effects of treatment
► Well that’s kinda how my medicine works on me. I can’t hardly play, I gotta lay 

down. I say stuff sometimes like I can’t explain it but I’m hurt. I’m hurt, but I can’t 
explain how I’m hurt   – 9-year-old girl 

► When they [child’s peers] said, "Why are you so much slower than me?" she goes, 
"Well, I've been on chemo….. So she understands the side effects of her medicine 
and she understands her tumors” – Mother of a 9-year-old girl
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Conclusions
► Challenges associated with receiving appropriate information

► Children have complex understanding of their disease/prognosis

► Both children and parents recognize the impact of their cancer diagnosis on the family 
system

► Parents appreciate receiving information in a step-wise approach
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Implications
► Need for developmentally appropriate, evidence-based educational materials

— to equip providers
— to inform parents on how and what to communicate

► Children generally want to be included in conversations

► Cultural and developmental differences have global implications
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Vanderbilt University Communicatdions

Sensitivity to communication preferences in the face of serious disease is essential
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