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Team and Family Clarity on the Meaning of Words
Palliative Care – Children
“The active total care of the
child’s body, mind and spirit, and
also involves giving support to
the family.”
World Health Organization, 2002;
2015
…and begins from the moment a

life-threatening diagnosis is
given.
AAP, 2001

End-of-Life Care
“care that helps all those with
advanced, progressive, incurable
illness to live as well as possible
until they die…enables the
supportive and palliative care
needs of both patient and family
to be identified and met
throughout the last phase of life
and into bereavement…”
National Council of Palliative
Care, 2011

**Palliative and End-of-Life Care: To Benefit the Health and Well-Being
of All Individuals and Groups Who are Affected by the Dying of
Another Person

End of Life Reviews
Nutrition
and
Hydration

Symptoms
(fatigue, Nausea
and vomiting,
anxiety,
constipation)

Age and Setting
(older Patients in the
home, home-based
palliative care; homebased end of life;
volunteers in the
community )

**No mention of communication, family or significant others

Disease
Specific

Communication, Family and End of Life
American
Nurses’
Association ,
2010

American
Association of
Family Physicians,
2013

National
Hospice and
Palliative Care
Organization,
2009

Communication, End of Life and Family – Focus on
Pediatrics
2015

2014

Canadian Hospice and Palliative Care
Association Model (2013)

National Model for End-of-Life - Canada
• Accreditation standards and measures for hospice palliative care

Pediatric hospice palliative care principles and practice norms
established
• Core and intra-professional competencies
Medical curricula
• Education commons established to share knowledge

• Advance Care Planning initiative
• Hospice Palliative Care Research Network
• Linked to the Government’s standing committee on Social Affairs,
Science and Technology
– Hycha and Whitten, 2010

Complexity of Meaning with the Family
‘They keep repeating to my that my child
will die. They think I don’t understand.
How long can anyone let themselves think
that their child is dying? Why do they
insist on repeating this with me every time
we speak?’

Parents do not understand

‘on the day of the diagnosis the
doctor told me that my son would not
survive and I said to him, ‘you are not
God. You do not know that. Only God
decides’ and I acted mad. But inside I
knew he was right. I have always
trusted him.’

Parents are mad

‘When I have had enough, I say
something crazy just to stop this talk.
I know they think I am crazy.’

Parents are unrealistic

Conceptual Model

‘Deciding as a good parent would’
‘Deciding as a good parent would’‘
‘Avoiding negative outcomes’
‘Being helped by my faith’
‘Nothing more to do’
‘Still trying for cure or longer life’
‘Wanting time left to be good’
‘Wanting to help others’
‘Deciding as my child prefers’

Defining the concept of ‘Being a good parent to my
seriously ill child’
The good parent is adequately knowledgeable about the
child’s medical situation to make informed and unselfish
decisions, advocates for the child with staff, has sufficient
strength to remain at the child’s side no matter how difficult
the circumstances, provides the basics of food, shelter,
clothing and positive health, and teaches the child to make
good choices, to respect and have sympathy for others, and
to know a Greater Being. Of particular importance is to be
certain that the ill child knows he or she is loved by the
parent.

What is ‘being a good parent to my seriously ill
child’ for this parent?

‘Please share with me your definition of being a ‘good’ parent
for your child at this point in your child’s life.’

Clinicians Helping Parents
• Asking the ‘good parent’ question – conveys the offering
of a relationship
• Asking the follow-up question – ‘what can we do to help
you achieve your definition?
• Remembering the definition and confirming it when
conditions or situations change – has the definition
changed?

Tension with End-0f-life Conversations
Parents/Family:

Fear that there is no more treatment or the team will decline to treat
Fear about how to explain ‘no more cure treatment’ to the ill child
and the family
Fear about life without the child
Fear about the actual dying

Tension with End-of-Life Conversations

Team: Fear that parents will not be aware and prepared

The factor of hope
• ‘Please share with me what you are hoping for now.’

End-of-Life Treatment Decision Making Tension in
Pediatrics
•Potentially conflicting definitions of ‘being good’?
• ‘Being a good parent to my seriously ill child’
• ‘Being a good doctor to my seriously ill patient’

• ‘Being a good nurse to my seriously ill patient’
• ‘Being a good child and a good patient’

What is Unknown
By soliciting the internal definitions from each participant of
‘being good’,
OR

By soliciting and sharing the internal definitions of ‘being
good’ from those involved in the decision making,
Does treatment decision-making tension decrease?
Does empathy or mutual perspective taking occur? If so, what
outcomes result for each participant?

Professional Forgiveness
• Real Caring by clinicians about ‘doing well by the seriously ill child and
family’
a. editorial ‘I know you said that you are only studying the family, but
aren’t you really studying me?’

• Different Awareness and timing on a Clinical Team:
a. nurse at the bedside with greater urgency – first hand witness to
the moment to moment suffering
Helping the clinical team to trust that a good endpoint is a shared value
a. team reflection
b. Koocher and the 3 questions for the clinical team

