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***************************************************************************** 

WHEN, HOW, but most importantly WHY? 

Why - so many reasons! We want our kids to be happy, healthy, independent adults. We want to 
give them autonomy, and agency over their own health information. We want them to have the 
confidence to talk (whether it's to a doctor, a university professor, a potential employer, future 
partner) about their health history. 

Ideally we are raising kids who, as young adults, can go to the doctor independently and answer 
questions about their health without calling their parents. 

It’s all about their empowerment! 

When – As soon as you feel your child is ready (which is so different for each family and depends on 
so many factors). Essentially the ideal time to start these discussions is as soon as your child is ready 
to understand this information. It could be at diagnosis, on completion of treatment, or after. But it's 
never too late to start, so don't worry that you've "missed the boat". This is about “starting the 
conversation”. But it doesn’t need to happen all at once. Information can be given over a period of 
time, often without your child realising that they are learning what they are learning – cancer-
related information. 

How - this is going to be different for each family, as there are so many factors at play, such as age of 
the child (at time of treatment and now), their developmental stage and level of understanding. But 
how we tell them is: age appropriately, with sensitivities to cultural factors, family dynamics - either 
yourselves, or with help from other family members or hospital staff as needed.  

So the WHEN, HOW and WHY are interlinked, and one necessarily informs the other. 

The research tells us that issues can sometime arise in relation to the provision of information about 
late effects. Some feel that at the time of diagnosis, too much emphasis was put on the acute effects 
of the therapies, rather than long term implications. That said, I have sat in on so many discussions 
at diagnosis time where the clinician does go through the potential late effects, or longer term side 
effects, of particular therapies, and the parents' eyes glaze over, and you can see them thinking "just 
cure my child, we'll worry about the rest later". They are on autopilot, and rarely absorb the 
information that is not relevant to the here and now. Developmentally, young kids are often the 



same (without the traumatising aspect of it!), and can often only absorb information that is directly 
relevant to them, so they may require the same information repeated over a period of time, with 
time to ask questions as they think of them. 

Giving information later on is the same as giving any other news – depending on the age of the child 
it’s not one big, serious conversation - it’s “chunking” it up, giving bite sized pieces of information 
that are easier to digest, waiting for questions (which there may or may not be right at that time), 
and then giving some more. Building on the story at the pace your child is ready to absorb it. Each 
time you answer, they will absorb a little more information. 

 

So let's go back to basics and think about what kids can absorb at different ages and stages. 

Younger kids will necessarily have different information needs to their older counterparts. Littlies 
(under 5s), may look like they don’t understand what is going on, but they can absorb so much. Keep 
information relevant to the here and now, what they are facing that day or what is coming up. 

Primary school aged kids may have more questions, and might need more (age appropriate) 
information about what lies ahead. Again, keep it short, sharp, and very much relevant to their 
needs and their experiences. Naturally, we would imagine that such little kids, don’t have the 
awareness to process the enormity of a cancer diagnosis. So keeping information short, sharp, in the 
moment, and on a “need to know” basis is key. 

Teenagers may fool us into thinking they have the world figured out, but are likely to still harbour a 
number of misconceptions. We need to be there for them to answer questions they have, even if 
they may been too embarrassed or shy about them initially and give them as much information as 
we think they can cope with. 

 Obviously, there will be so many diversions from the standard cognitive developmental stages - 
neurodiversity, cognitive impairment, disability, and some of this may even be affected by past 
cancer (or other) treatments.  

 So, it’s all well and good to talk about how we know when our child is ready to hear the information, 
but YOU also need to be ready. And I would encourage you all to practise some self-care and self-
kindness here – it’s a given that you want to do the best by your child, but you do not need to be 
superhuman! You many need to push yourself out of your “protective parent” comfort zone, but you 
can only do what you can do, and you might need a few goes at it before you get it right. 

Back to the WHY - why do they need to know? Consider the example of a child who was diagnosed 
at age 1, treated and completed therapy successfully and is now starting school. The parents say to 
me: “He doesn’t remember anything, and the doctors say he’s fine now, we think it would only upset 
him and there is no reason to bring it up”. And this would be true, if there were no long-term health 
or wellbeing implications, and they never needed to disclose their cancer history to anyone, sure! 
But there are, even if it is a health history for an insurance form, or an application to the police 
academy or defence forces, or trying to get travel insurance for a high school exchange program. 
And if everyone around them agreed to never mention it to them ever, including older siblings or 
grandparents, then it would be fine! The child could happily live in a bubble where their cancer was 
"but a distant dream", never to be spoken of again... 

But this is real life, and chances are it will come up, in one way or another. 



So far better for you, as parents, to "control the narrative". You can maintain parental trust by 
having the hard conversations yourself, not needing to backpedal to correct something they have 
picked up at school, or through social media, or heard accidentally. 

 

Generally speaking, there is no rush. There is no need to cover every aspect of every detail in the 
first conversation. But using the correct terminology (e.g. cancer, limb salvage surgery, stem cell 
transplant, radiotherapy, fertility preservation, etc) is really important, especially as kids grow older 
and more aware of the world around them. Particularly with younger kids, this is generally not one 
single "big" conversation. It's a slowly slowly approach, planting the seeds of understanding, maybe 
showing them and reflecting on photos or videos of them on treatment, talking about the 
experience in a gentle, non-confronting way. Shying away from how sad you were isn't necessary, 
they will often appreciate hearing how it made you feel at the time. Parents can worry that they will 
re-traumatise themselves by almost "reliving" giving their child bad news. Or worry that they are 
traumatising the child by giving them bad news about something that is in the past. 

Remember - as at diagnosis, kids can cope with almost anything if they are held in that supportive 
bubble - you can do it! We want to make this a meaningful experience for them, learning about their 
history (and future), not to traumatise them for no reason. So being armed with good information is 
key - ask your doctor or nurse for guidance about what medical information is relevant. 

 

An issue that’s good to explore, as it comes up for so many families, is fertility. So why does a small 
child need to know about their future fertility status, especially under circumstances where  

(a) there was no way to preserve fertility when they were on treatment OR 

(b) we don't know what their fertility status will be OR 

(c) there is no way of even testing at this age anyway?  

The short answer is "they don't, right now!", but the long answer is: we can start planting seeds in 
their understanding of how families are created, so that when the time comes to have the more 
serious conversations, they are already armed with knowledge about options, and they don't have 
any stigma associated with them.  So if your child asks “where do babies come from?”, or you simply 
would like to initiate a conversation about the topic, your answer can incorporate the wide variety of 
ways that babies can become part of a family today. 

For example, talking about adoption, surrogacy, assisted fertility, and having those concepts as ones 
we talk openly about, means that it is part of the child's understanding. The “modern family” is so 
different now, and kids of today are in general more accepting of differences than generations 
before them. 

It doesn’t need to be part of a serious “birds and the bees” conversation, watching a TV show that 
has an adopted character is as good an excuse as any to open the conversation. They say we “can’t 
be what we don’t see” – well we can’t do what we have never heard about. This is all about 
normalising the various options. And it can all be done without having to refer explicitly to your 
child’s specific cancer history. 



And there are now many options, including financial assistance programs available to cancer 
survivors seeking fertility services. Ask your GP, or reproductive health specialist about details 
specific to your circumstances. 

It's always best to get your doctor's guidance about this -we have seen a number of young adults 
who come in assuming they have fertility challenges, and this has not been the case. Here we 
highlight the importance of safe sexual health behaviours and practice – no one should assume they 
can’t contribute to a pregnancy unless they have been told so by their doctor. So we need to keep 
this in mind when educating our kids about sexual health, relationships, and intimacy. 

1 in 6 Australian couples struggle to fall pregnant naturally, without a history of childhood cancer 
behind them. So having this as part of normal family conversations takes the heat out of it and goes 
a long way to reduce any stigma. 

A couple of years ago we had a 19 year old male patient who wanted to find out about his fertility 
status. His parents thought it was too early but he was keen. While he waited for his sperm testing 
results he mentioned "It's good to know either way, I'm not too fussed, I've got a younger and older 
brother so I've got lots of options". (Here he was referencing the concept of using donor sperm). This 
is an example of how having gentle references over the years of how we can have children can 
reduce stigma and open the door to other conversations. 

 

The issue of disclosure isn’t always just about the young age of the child with cancer, and it can also 
present challenges for staff to work around. 

As health professionals, we need to be extra sensitive to nuances such as cultural and/or religious 
contexts. Cancer can have a range of meanings for different groups of people. Some cultures believe 
that cancer is caused by bad luck or that it is contagious or always fatal. Others may believe that the 
cancer has been sent to test them. These beliefs and values may have informed the way the parents 
chose to disclose (or not disclose) cancer information to the child at the time of diagnosis. As the 
child grows and other issues possibly emerge, we can start to think about ways in which the child 
can regain agency over their own health, while respecting and honouring the values of the families. 

 

In my initial psychosocial assessments with patients new to the Survivorship Clinic, I try to get a feel 
for what their understanding is about why they are here. I might ask a younger child “why have you 
come to see the doctor today?”, and I get a range of responses from “I don’t know”, to “because I 
had Leukaemia when I was a baby”. I look for open communication within the family as a key 
predictor of how much a child understands and will understand as they get older. 

 

But why do they need to know? They are cured! Because…. they are not going to be kids forever, we 
want to empower them with as much knowledge (age appropriate and more detail as they get older) 
so they become adults who are health literate, and have agency over their own health and health 
education. 

Furthermore, there are often advantages to having the conversations with children or young people 
further along from their diagnosis/treatment. Often by this time the intensity of treatment has 
reduced, and the family are in a better position to talk calmly about the cancer, the child’s 
experience of treatment, and late effects such as future fertility. Parents may feel in a less 



emotionally vulnerable position than they were during treatment, and may be more open to 
answering their child’s questions. 

There are also a range of services that the family can access for their child, such as peer support and 
education/vocational support through CanTeen, or applying for a Dare to Dream scholarship through 
RedKite, or the Charlie Bell scholarship through Ronald McDonald House Charities – these can 
support childhood cancer survivors to pursue their goals, whether it be a new laptop for a TAFE 
course, art equipment to purse creative goals. Hospital staff can give you more specific information 
about this. 

Your treating team can still be of use and support, even after cancer treatment has finished. We can 
help with ideas of how to bring up difficult topics such as these with your child, help you with 
strategies, or in some circumstances talk to your child directly to answer any questions they may 
have. We can assist you to pave the way for difficult conversations such as these, or support you in 
other ways around these topics. If you are no longer in touch with your original treating team, 
contacting your GP would be a great first step. 

At Sydney Children’s Hospital, patients are given a “Health Passport” upon entry to the Survivorship 
Clinic. This contains all the details of the child’s diagnosis, various treatments, including drug doses, 
surgery dates etc. It’s hard to remember everything so it’s helpful to have it in the one place. If your 
centre doesn’t have a formalised document such as this, ask your treating team for another form of 
summary document. 

I would encourage you to use your next hospital visit to your advantage. If your child is off treatment 
and you don’t usually see a social worker anymore, ask to see one and call on them for this kind of 
support, or ask your nurse or doctor. If there is no social work support in your centre, you can call 
upon RedKite. 

************************************************************************** 

Conclusion: 
These are some ideas, but you need to adapt what you say to suit your child’s individual age, their 
understanding, and their personality. You will always know your child best and be able to judge their 
ability to understand things. 

Don’t shy away from the hard conversations, you will all be better off for it. The reassurance you 
provide will go a long way.   

Your doctor, nurse, social worker will always be able to answer questions you have, or give you ideas 
about what medical information is relevant for your child at the time. So, consider the information I 
have given you as a starting point. You could suggest that I am “planting the seed” in you, in order 
for you to “plant the seed” in your child. Good luck, lean into the process. 

 

Cheers, 

Tali Foreman 


