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The Team
At the KCC our Multi-Disciplinary Team 
includes doctors, nurses, pharmacists, 
social workers, psychologists, 
physiotherapists, occupational 
therapists, dieticians, child life 
therapists, music therapists, teachers 
and volunteers. 

Patients and their parents are
encouraged to become members of the 
team as we work towards curing the
cancer and helping the child to become 
well enough to be out of hospital as 
much as possible during treatment.



What we ask of you 

Parents

• Give us your trust

• Help your child to develop trust 

in the team

• Help your child to learn and use 

coping strategies

• Be your child’s advocate

• Prioritise self-care so that you 

can maintain the strength to 

support your child

Patients

• Give us your trust

• Try our suggestions for coping

• Tell us about:

o how you’re feeling

o any difficulties you’re having 

with  treatment

o what is working for you and 

what is not working for you



Challenges for patients

• physical discomfort and pain

• changes in physical condition and 

appearance

• difficulties in taking oral medications

• an awareness of the seriousness of their 

disease

• the direct impact of medications (like 

steroids) on mood and behaviour

• the realisation that treatment is a 

marathon (not a sprint)

• adjustment to a new and unfamiliar 

environment

• prolonged stays in hospital

• disruptions to normal sleeping patterns

• disruptions to normal eating patterns

• reduced social contact

• reduced sensory stimulation

• inhibition of motor activity

• increased dependency

• loss of privacy

• loss of a sense of control



Parents’ questions

• Will I suffer from PTSD in the future?

• How will my other children be affected 

by disruptions to family life and my 

necessary focus on my sick child during 

treatment? *

• How will cancer treatment affect my 

child’s learning potential and academic 

achievement? *

• How do I talk about the cancer diagnosis 

with my child (and his or her brothers 

and sisters*)?

• How can I help and support my child to 

adjust and cope with treatment?

• How will cancer treatment affect my 

child’s future mental health? and more 

specifically: will my child suffer from 

Post-Traumatic Stress Disorder in the 

future? 

• Does my child need to talk with a 

psychologist about their feelings?



Parents’ concerns

▪ Separation anxiety

▪ Changes in mood and behaviour 

including:

o sadness

o anxiety

o irritability

o withdrawal

o tantrums

o demanding behaviour

o aggressive behaviour

▪ Child’s distress during painful 

medical procedures (including 

central line dressing changes) 

▪ Child’s difficulties with taking oral 

medications and/or completing 

mouth-care regimen

▪ Child’s difficulties with co-operating 

with medical observations and 

examinations

▪ Child’s disturbed sleep and/or eating 

patterns



Talking about diagnosis and treatment with 
toddlers and preschoolers

▪ tell them that they will need to come 

to hospital and stay in hospital 

many times before they will be well 

again 

▪ separation from parents or carers is 

the primary fear of children in this age 

group, so tell them that you will stay 

with them and help them when the 

doctors or nurses need to check them 
or give them medicine

▪ use very simple language to tell the 

child that they are sick, and the 

doctors and nurses are working 

very hard to help them to get better

▪ don’t avoid using the name of the 

illness or the word cancer, as they will 

hear these words often

▪ tell them that they will need to have 

different types of medicines



Talking with primary school-aged children

▪ make sure your child knows that they 

can ask you anything at any time 

and that, if you don’t know an answer, 

you will help them to find out

• make sure your child knows that you 

will always answer their questions 

honestly

• some children in this age group may 

feel guilty and responsible for their 

illness, so make sure that your child 

knows that nothing anyone has or 

has not done has caused the 

cancer and that you cannot “catch” 

cancer from another person

▪ use language the child can 

understand to explain that they have 

a serious illness, and the doctors 

and nurses are working very hard to 

get them better

▪ don’t avoid using the name of the 

illness or the word cancer, as they 

will hear these words often

▪ as children in this age group may 

already have some knowledge of 

cancer and/or will certainly pick up a 

lot of information along the way, it is 

important to be honest and open in 

all discussions



What to say to primary school-aged children

• you will stay with them and help 

them when they need to have 

treatment

• some of their treatments might cause 

some pain but the nurses and 

doctors will do their best to help 

reduce or get rid of any pain

• they will need to have different 

types of strong medicines that may 

make them feel sick for a while

• there are medicines to help that 

sick feeling go away

• they will most likely lose their hair 

but their hair will grow back after a 

while 

• they will need to come to hospital 

and stay in hospital many times 

before they will be well again



Primary school-aged children’s responses

▪ some children may ask if they are 

going to die from their illness; the 

answer to this extremely difficult 

question is that you don’t know for 

sure but that most children do get 

better and that you have great 

confidence that the doctors and 

nurses know about the best possible 

treatments and how to make them 

well again 

▪ initially, some children may express 

feelings of anger and/or fear and a 

reluctance to know too many of the 

details of their illness; respect their 

wishes and allow them to set the 

pace in your discussions about 

illness and treatment

▪ some children might avoid 

expressing their fears to you 

because they do not want to cause 

you any more worry; be aware of this 

and invite them to tell you how 

they’re feeling or offer them an 

opportunity to talk with a team 

member



Talking with adolescents

• make sure your teenager knows that 

you will always answer their 

questions honestly

• initially, some teenagers may 

express feelings of anger and a 

reluctance to know too many of the 

details of their illness; respect their 

wishes and allow them to set the 

pace in your discussions about 

illness and treatment

• an open and honest conversation 

about the teenager’s diagnosis, 

proposed treatment, potential side 

effects, and possible outcomes is 

an important starting point for all 

future discussions 

• most teenagers will already have 

some knowledge of cancer, however, 

don’t assume their knowledge and 

be sure to correct any 

misconceptions they might hold

• make sure your teenager knows that 

they can ask you anything at any 

time and that, if you don’t know an 

answer, you will help them to find out



Involving adolescents in their care

▪ some teenagers have difficulty 

adjusting to an imposed return to 

dependence on their parents; 

discuss these issues with a view to 

helping the teenager to maintain as 

much autonomy as possible

▪ ensure that teenagers are actively 

involved in all decisions that will 
affect their care 



Post-traumatic stress disorder

PTSD refers to a set of trauma-specific 

psychological responses that develop in 

some people following trauma. 

Traumatic events include any threat, 

actual or perceived, to the life or 

physical safety of a person, their loved 

ones or those around them and lead to 

feelings of intense fear, helplessness, or 

horror.

Symptoms of PTSD include: intrusive 

distressing recollections of the trauma, 

nightmares, avoidance of reminders of 

the trauma, and hyperarousal leading to  

sleeping difficulties, irritability, and 

concentration difficulties. 

Although the cancer experience is 

undoubtedly traumatic, and many 

parents report some of the symptoms of 

Post-Traumatic Stress Disorder, a 

diagnosis of PTSD (and the need for 

specific professional intervention for 

PTSD) is uncommon amongst 

survivors or family members of 

childhood cancer patients. 



Trauma: a common experience

However, most people recover over 

time with the support of their family and 

friends. Only a small proportion of 

people who experience trauma develop 

PTSD and need professional assistance 
to recover.

It might be surprising to learn that 

exposure to a traumatic event is a 

relatively common experience. 

Large community surveys in Australia 

and overseas reveal that 50-65% of 

people report at least one traumatic 

event in their lives. 

Most people will have a psychological 

reaction to trauma. Feelings of fear, 

sadness, guilt, and anger are common. 



Post-traumatic growth

Post-traumatic growth refers to a 

positive psychological change 

experienced as a result of a struggle 

with a highly challenging life 

circumstance.

In one study, adolescent survivors 

reported positive changes in 

themselves, their relationships, and 

their life goals following successful 

cancer treatment.

Most survivors of childhood cancer show 

good adjustment on psychological self-

report measures.

Relationships with peers and family are 

key predictors of a good health-related 

quality of life and psycho-social well-

being.

The childhood cancer experience can 

lead to positive outcomes, including 

post-traumatic growth (PTG).



Minimising the impact of cancer treatment on the development 
and emotional well-being of babies or toddlers

Where possible, treatment-related 

disruptions to their normal development 

may be minimised by: 

• maintaining the primary caretakers’ 

nurturing roles

• minimising the number of other

caretakers

• ensuring that the primary caretakers 

have time out to replenish energy

• minimising procedures

• facilitating play and manipulation of 

the environment  

• holding, cuddling, and talking to 

the baby or toddler

Thinking about the normal development 

of young babies and toddlers, they 

generally need:

• one or two primary caretakers

• consistency in caretaking

• opportunities to move, explore and 

interact with the environment 



Minimising the impact of cancer treatment on the 
development and emotional well-being of pre-schoolers

Where possible, treatment-related 

disruptions to pre-schoolers’ normal 

development may be minimised by: 

• minimising separation from the 

primary caretaker and other family 

members

• preparing the child and developing 

coping plans for medical 

procedures as early as possible in 

the treatment journey

• avoiding pampering, over-

protecting or overindulging the 

pre-schooler

Thinking about the normal development 

of pre-schoolers, they generally need:

• one or two primary caretakers

• consistency in caretaking

• opportunities to explore or interact 

with the environment

• behavioural boundaries for, and 

support of, efforts toward 

independence (for example self-

assertion and self-help skills) and

socialisation with peers and adults 

outside of the family



Supporting pre-schoolers

• reassuring and encouraging the 

child if recently acquired skills and 

motor functions are lost

• providing or encouraging 

participation in opportunities for 

play and learning (especially those 

involving peer interaction and/or 

development of motor skills) 



Suggestions for helping children to cope with procedures

- Hold Mum or Dad’s hand 

- Watch the procedure

- Don’t watch the procedure

- Focus on something else (for 

example, an ipad) 

- Nurse or Doctor explains/does not 

explain the procedure as it happens

- Take 5 slow, deep breaths

- Nurse, Doctor or parent 

counts/does not count

- Reward all efforts to use the bravery 

plan and have something pleasant to 

do immediately following 

1. Try to keep calm and positive

2. Whenever possible, prepare the 

child for procedures that are 

happening for the first time 

3. Help the child to develop and use a 

“bravery/coping plan”

4. Ideas for the coping plan:

- EMLA on for at least an hour before 

the procedure

- Avoid delays (“get it over with 

quickly”)

- Sit or lie very still



Minimising the impact of cancer treatment on the development 

and emotional well-being of primary school-aged children

Where possible, treatment-related 

disruptions to the normal development 

of primary school-aged children may be 

minimised by: 

• maintaining normal behavioural limits

• avoiding pampering, over-protecting 

or overindulging

• minimising separation from the 

primary caretaker and other family 

members

• preparing the child and developing

coping plans for medical 

procedures as early as possible in 

the treatment journey

For normal development, primary 

school-aged children generally need:

• entry into and participation in formal 

school and other social settings

• opportunities for skill development

• “success” experiences

• opportunities to compare self with 

peers and

• social acceptance 



Supporting primary school children

• preparing the child and the school for 

his/her re-entry

• recommending that teachers don’t 

lower their expectations of the child

• recommending that teachers don’t 

have overly high expectations of the 

child

• helping the child to achieve his/her 

potential and 

• obtaining assistance for the child 

who feels left behind with his/her 

schoolwork 

• encouraging open discussion about 

the illness and treatment

• encouraging interactions with peers 

both in and out of hospital

• encouraging a return to normal 

chores and responsibilities as soon 

as possible

• encouraging participation in all 

opportunities to maintain and 

develop academic (and other) skills 

• encouraging a return to school and 

extra-curricular activities as soon as 

possible



Minimising the impact of cancer treatment on the 
development and emotional well-being of adolescents

• to enter mature relationships with 

male and female peers

• to begin to develop a sense of 

independence from their family unit

• to begin to prepare for their future 

(for example by making decisions 

about a possible study/ career paths) 

For normal development, adolescents 

generally need: 

• participation in formal school and/or 

other educational and social settings

• opportunities for skill development

• opportunities to experience 

“success” and to compare 

themselves with their peers

• to develop a stable identity or self-

image 

• to adjust to their own sexual 

development 



Some of the principal concerns of adolescents 

• independence and freedom from 

previously set limits 

• affirmation from their peer group that 

they “fit in”

• pursuit of social, romantic, and 

sexual experiences

• body image satisfaction

• privacy

• confidentiality



Supporting adolescents

• encouraging the establishment of a 

repertoire of self-control strategies 

for use during various aspects of 

treatment 

• maintaining contact with friends

• encouraging normal chores and 

responsibilities as soon as possible

• encouraging participation in all 

opportunities to maintain and 

develop academic (and other) skills -

• encouraging and striving for the 

fullest possible return to school and 

extra-curricular activities as soon as 

possible

Where possible, treatment-related 

disruptions to the normal development 

of adolescents may be minimised by: 

• being aware of and respectful of the 

adolescent’s needs and concerns

• ensuring direct, open, and detailed 

communication throughout treatment 

in clear, easy to understand 

language (including discussion of 

likely outcome of care and the future) 

• allowing maximal input from the 

adolescent when plans for care are 

formulated

• encouraging self-care and as much 

autonomy as possible



Supporting adolescents

• maintaining normal boundaries on 

behaviours and activities 

• avoiding being overprotective or 

overindulgent of the adolescent

• encouraging the exploration of new 

areas of expertise or mastery in 

cases where previous activities are 

not advisable or are no longer 

possible

• addressing concerns about body 

image

• exploring ways to “look normal”

• obtaining peer support from fellow 

patients (including opportunities to 

discuss with other adolescents some 

possible ways to handle feeling and 

being treated as though they are 

different)



General recommendations for the emotional well-being of all 

family members during childhood cancer treatment

▪ Communicate openly and honestly 

with your child about the illness and 

treatment using developmentally 

appropriate language.

▪ Be aware of the child’s feelings of 

helplessness and loss of control and 

provide choices wherever possible 

but be very clear when there is no 

choice.

▪ Develop and encourage your child to 

use coping plans for aspects of 

treatment that he or she finds difficult. 

▪ Take one step at a time, one day at a 

time.

▪ Notice and appreciate the better 

moments and helpful facts of the 

situation.

▪ As much as possible, try to keep 

calm and positive when you’re with 

your child.

▪ Keep a running list of questions for 

your child’s doctor.   

▪ Help your child to develop trust in the 

hospital and the team. 



More general recommendations

▪ Prioritise self-care for parents or 

carers. Good sleep, nutrition and 

exercise can help parents or carers to 

maintain the energy and stamina 

required to support their children.

▪ Accept offers of help from 

grandparents, extended family, and 

friends. Tell them exactly how they 

could be most helpful. 

▪ Find a way that is manageable for 

you to convey medical information 

and general updates to 

grandparents, extended family, and 

friends.

▪ Encourage and allow your children to 

express their feelings appropriately 

but keep discipline and behavioural 

limits as normal as possible. 

▪ Avoid spoiling your child with a 

constant stream of presents.

▪ Reward your child’s efforts to 

improve their coping. 

▪ As much as possible, provide your 

child with opportunities to engage in 

developmentally appropriate 

activities and keep him or her 

connected with school and/or peers.



And more

▪ When possible, from a medical 

standpoint, plan your child’s return to 

school. Team members are available 

to help optimise your child’s 

transition back to school.

▪ Give yourself permission to cope in 

the ways that work best for you. 

What’s right for one person (even 

within the same family) might not be 

right for another. 

▪ Always remember that every child is 

unique, and every family is unique. 

The experiences of others may not 

reflect your own.

▪ As much as possible, maintain 

normal routines for siblings while also 

including them in the cancer journey 

through regular hospital visits and/or 

discussions. Individual time with one 

or both parents can help to reassure 

brothers and sisters that they have 

not been forgotten. 



Questions?


