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Objectives
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1. Discuss the needs of children across 
the life span

2. Discuss some of the issues in the 
provision of neonatal palliative care

3. Discuss the definition of adolescents 
and some of the unique needs of 
adolescents with cancer
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Neonates
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Key Terms
• Perinatal Palliative Care 
• Care provided during the period of time before 

the baby is born, at the time of birth and then 
shortly after birth

• Neonatal Palliative Care:
• Care of the newborn from the time of birth, 

through the first 28 days of life, continuing care 
on the neonatal unit



• Plan for Pregnancy
• Plan for Birth
• Plan for Life
• Plan for Death

• Plan for continuing life 
as a family
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Neonatal Palliative Care
Enhancing & nurturing the family 
experience
• Supporting perinatal parenting
• Delivery Room Cuddles
• Journey box/folder
• Putting the baby to the breast
• Firsts…. Bath/Dress/Cot/Change room
• Family traditions/Rituals
• Meeting the whole family
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Additional enhanced support with specialist 
palliative care teams
• Birth plan
• Advance Care Planning
• Symptom Management support
• Community relationship building
• Sibling support
• Grandparent support
• Sensory room access
• Baby yoga
• At home
• Continuing Bereavement Support



Continuum of Care

Antenatal
Birth 

Death
Continuing 

Care

Specialist Children’s Palliative Care Teams



Care/ Referral pathway
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CHOICES…..Antenatal diagnosis, identification of baby, explore what is 
important for the parents……..identification at delivery, neonatal unit

CHOICES……Discussion with multidisciplinary team including 
specialist palliative care –meet with parents

CHOICES…….Advance Care Planning, discuss possible scenarios and 
all choices available 

CHOICES……Offer regular meetings with the parents as they wish, 
ensuring  consistent support throughout

CHOICES……Continuing support for the family



What 
mothers 
tell 
us…………

We want you to share information with us
We want to have choices
Please don’t try to protect us……………

• The worst has already happened, you can’t 
add to our sadness, we are already 
heartbroken
• The worst thing we can do is avoid the 

conversation, that’s wrong
• We need to have information about caring for 

our boobs………….



Why do we find 
it difficult?

• Don’t want to upset the mother, 
father, partner further
• So much information at such a 

difficult time, the focus is the baby
• Feel unconfident, are not sure of 

the process or choices
• Own personal thoughts



What do parents say?
• ‘having honest and clear conversations about the uncertainty, 

helped us think about what was important for us, and helped 
us to make plans for several different scenarios. We felt central 
to our baby’s care’

• ‘the neonatal team , led by the consultant sat us down at the 
very beginning and was very honest with us about the 
uncertainty. But she made it easier by making a plan with us 
without taking away hope. We also met the team from the 
local hospice, they were able to help support our other 
children’

• ‘we were supported to learn to be parents, and get to know the 
team in the community who will continue to care for our baby 
and our whole family’
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Definition of Adolescence
• “the transitional period between puberty and 

adulthood in human development, extending 
mainly over the teen years and terminating legally 
when the age of majority is reached”

• “the process or state of growing to maturity”

• “a period or stage of development, as of a society, 
preceding maturity”
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A critical transition
• Period in human growth and development that 

occurs after childhood and before adulthood. 
• Represents one of the critical transitions in the 

life span and is characterised by a tremendous 
pace in growth and change that is second only 
to that of infancy. 
• The onset of puberty marks the passage from 

childhood to adolescence. 
• The duration and defining characteristics of 

this period may vary across time, cultures, and 
socioeconomic situations. 16



Who is an 
Adolescent?

• WHO describes adolescents as individuals aged 
10-19 years
• Many countries define a child as someone 

under the age of 18 years, and an adult as 
someone over the age of 18 years
• Emancipated adult
• Cultural and religious variations

• Thus a varied population
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However…..

• Adolescence, is a time of rapid change
• A time of paradox i.e. exciting but also 

frightening, a time to set roots and 
establish identity. 

• Adolescents are not children, but they 
are also not yet adults

• In many countries, adolescence is 
marked by various rites of passage 
where they learn about their 
communities expectations of them as 
adults. 
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Stages of Adolescence
• Three stages:
• Early – 10-13 years
• Middle – 14-16 years
• Late – 17+ years

19



Developmental Stages (1)

Area of development Early 10-13 Middle 14-16 Late 17 years +

Physical • Pubertal changes • End of pubertal 
changes

• Sense of responsibility 
for one’s health

Emotional • Wide mood swings
• Intense feelings
• Low impulse control
• Role exploration

• Sense of vulnerability
• Risk taking behavior

• Increasing sense of 
vulnerability

• Able to consider others 
and suppress ones needs

• Less risk taking

Peers • Increased importance & 
intensity of same sex 
relationships

• Peak of peer 
conformity

• Increase in 
relationships with the 
opposite sex

• Peers decrease in 
importance

• Mutually supportive 
mature intimate 
relationships



Developmental Stages (2)

Area of development Early 10-13 Middle 14-16 Late 17 years +

Cognitive • Concrete thinking
• Little ability to 

anticipate long-term 
consequences of their 
action

• Literal interpretations 
of ideas

• Able to conceptualise
abstract ideas, e.g.
love, justice, etc

• Formal operational 
thought

• Able to understand & 
set limits

• Understands thoughts 
& feelings of others

Relation to family • Estranged
• Need for privacy

• Peak of parental 
conflict

• Rejection of parental 
values

• Improved 
communication

• Accepts parental 
values



Factors influencing development
• All different
• Individual experience is key
• May be developed in some areas whilst not 

in others e.g. temper tantrums



Some factors:
• Presence or absence of close 

friendships & ability to form identity 
outside the family
• Effect of peer group
• Concerns about being different e.g.

sick, body image etc.
• Perceived loss of control
• Wish to explore and test boundaries, 

plus sense of invulnerability
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Sexuality

• Time when develop sexuality
• Illness may cause a delay in onset of pubity
• May partake in risk taking behaviour and 

explore sexuality – has implications e.g. HIV
• Traditional/ Cultural initiation ceremonies in 

some parts of the world– what this means if 
unable to do it.

• Don’t forget education re family planning…..
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Adolescent 
Development
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DEVELOPMENTAL ISSUES DEMANDS OF ILLNESS

Intimacy
Influence of friends
Importance of romantic relationships

Isolation

Invulnerability
Risky behaviors
Self-focused perspective, Physical Prime

Vulnerability

Independence
Redefining relationships with family

Dependence

Control
Able to make decisions based on future 
consequences, Cognitive Development

Uncertainty



Communication 
Challenges

• Building trust
• Whether they know about their illness 

or not
• Reduced awareness of consequences 

of illness and decision making
• Need for positive responses from 

health workers even when behaviour
inappropriate

• Need a balance between structure and 
freedom



Remember…
….

• Adolescence is a frightening time even 
without having to cope with a LLC or 
LTC…….

…..It is a time of transition…..
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Summary
• Adolescence is a period or stage of development 

preceding maturity
• It represents one of the critical transitions in the 

life span
• It is a time of paradox, a time to set roots and 

establish identity
• The individual experience is key
• The impact of a life limiting illness on the 

adolescent is great
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Thank You

• julia.downing@icpcn.org
• www.icpcn.org
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