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Objectives

2

1. Define the end-of-life period
2. Describe the tasks necessary for 

managing pain and distress at end of 
life

3. Identify important issues that 
require careful communication and 
planning 

4. Describe the essential components 
of good care at end of life

5. Describe terminal emergencies and 
appropriate treatment 



Question

• What are some of the 
challenges that you or your 
colleagues face when thinking 
about preparing a child and 
their family for imminent 
death?
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Palliative and End-of-Life Care
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Integrating Palliative Care



Advance Care Planning

End-of-Life Care Checklist

Providing excellent care at the End-of-Life (EoL) is essential for the patient and family. Family-centered
decision-making, excellent symptom management, high-quality communication and continuity of care
improves parents’ ability to ‘work through’ their grief. Conducting an Interdisciplinary Care Team Meeting and
using this checklist is a helpful way for health professionals to ensure patients and families are well
supported during this difficult time.

Involving patients and families in decision-making around EOL issues (before period of imminently dying)
 Explore patient and family values related to quality of life, hopes, goals and decision-making preferences
 Discuss prognosis and predictions for the future
 Explore family’spreferences for final days

 Do not attempt resuscitation (DNAR) orders (code status; resuscitation efforts)
 Desired location of care and death

 Autopsy and/or organ and tissue and/or tumor donation conversations

Discuss possible use, including benefits and burdens of:
 Cancer-directed therapies (e.g. chemotherapy, radiation)
 Life-prolonging measures (e.g. invasive or noninvasive ventilator)
 Medically administered nutrition and hydration (e.g. blood, platelets)
 Antibiotics

a

“To help make every day the best day possible” 

Documentation/ paperwork 
 DNAR signed and available in the medical record
 Need for vital signs, physical examination, or laboratory monitoring
 Appointment of healthcare agent/proxy in chart, if applicable
 ACP / 5 Wishesb / My Wishes in chart, if applicable
 Unique patient/family requests identified, documented in chart, and distributed to staff
 Consent form placed in chart, if applicable (such as autopsy)

Discussion around time of imminent death 
 Family informed that patient is imminently dying
 Discussion about signs/symptoms to expect as the body shuts down, and changes in body after death
 Educational/resource materials offered to family, with explanation of medical orders
 Family conference offered to share the gravity of patient status with other family members, if desired

by the primary caregivers
 Discussion about ‘saying goodbye’
 Discussion about pronouncement of death and if/how the family would like to spend time with the child

after death (such as bathing or a ceremonial moment)

Medical decisions around time of imminent death 
 Review medications; add medications for symptom control 

and consider stopping medications that are not aligned with comfort goal
 Review need for imaging, other diagnostic tests, or invasive/ painful procedures
 Review need for non-essential equipment in the home (remove any unnecessary equipment, 

particularly if it makes noise or takes up space at the bedside)
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Advance Care Planning

 List of key healthcare members to contact in urgent situations
 List of key healthcare members to contact at time of death
 Team member identified to help families navigate postmortem care
 List of other individuals or organizations to notify at time of death (e.g. family, school, church)

 Assist family with staying connected to the patient
 Provide guidance for sibling grief or needs
 Facilitate communication between patient and family
 Address decisional regret
 Facilitate the creation of memorial objects and legacy-building activities
 Educational/resource materials provided
 Risk assessment for complicated bereavement
 Bereavement materials provided
 Sympathy booklet for staff to sign, and/or letter of condolence
 Consider funeral attendance
 Debriefing and bereavement support for staff

Tasks to complete after death 
 Pronouncement and record of death
 Final disposition of remains, if applicable
 Death certificate
 Call the appropriate county medical examiner, if applicable
 Autopsy/organ donation consent forms, if applicable
 Consider specific hospital and/or regional requirements after death

Notes: Do not attempt resuscitation (DNAR); end of life (EOL); intravenous c- globulin (IVIG); Advance Care Plan (ACP)
aIdeally, these items should be completed before the child enters the phase of imminent death. Iterative conversations facilitate goal-concordant care. A written ACP allows for these conversations to unfold,
with condition-focused triggers and family cues prompting re-goaling; bhttps://fivewishes.org/translations; cFamily member assessment also; dhttps://www.worldwish.org/around-the-world/

Assessments reviewed by clinician (e.g., social worker, chaplain, and/ or child life specialist)
 Patient needsc

 Sibling needsc

 Parent/caregiver needsc

 EoL cultural concerns addressed (“Are there specific cultural or any other needs you have?”)
 Financial burdens assessed, and support optimized, if applicable
 Assistance with funeral / cremation arrangements
 Make-A-Wishd or other wish agency notified of imminent death

*
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Emotional, social and spiritual care 

Care coordination and continuity 

Additional tasks and considerations prior to and immediately after death

For more information on having 
difficult discussions, see our
‘Quick Communication Guide’

Symptom Control
Comfort optimized
 Physical symptoms addressed
 Psychological symptoms addressed
Function optimized
 Rehabilitation services involved, if applicable

Example memory-making/
legacy-building activities

• Photographs & videos
• Audio-recordings
• Handprint/footprint molds
• Preserve a lock of hair
• Create artwork 
• Fingerprint charms 
• Memory boxes 



Cross-cutting 
issue

• Communication

• EoL Checklist
• Advanced Care Planning
• Symptom control
• Preparing for death
• Making memories
• After death care



Defining the 
end-of-life care 
period

• The period of time when the child has 
no realistic hope for cure
• Varying lengths, for example:
• Weeks to months for the child with 

advanced neuroblastoma, living at home 
with the hospice support receiving 
continued cancer-directed therapy
• Withdraw ventilatory support with the 

expectation that the child will die



DeCourcey, CCM 2019

A child with cancer



A child with Batten’s disease



Communicating 
terminal prognosis

10

• Begin by eliciting from the parents 
and child their understanding of 
the child’s prognosis
• This approach helps the clinician to 

know where to begin
• Clearly and compassionately 

communicate your understanding 
of the child’s terminal prognosis



Communicating 
terminal prognosis 
with parents

“Examples of statements:
• “I wish it were otherwise, but I am so 

sorry to say that your child’s cancer [or 
other disease] cannot be cured, and 
he will die of progressive disease.”

• “I am so sorry to have to convey this 
news, but your child’s cancer [or other 
disease] has progressed to the point 
that s/he will not be cured, and will 
die of his/her disease.”

Advance Care Planning

DeCourcey, CCM 2019



Communicating 
terminal 
prognosis with 
the child • Clinicians may be asked by parents to 

communicate with the child/teen directly
• It may be helpful to offer strategies to 

communicate with the child/teen
• Ask the child whether s/he wants to know 

about how s/he is doing, or ask the child 
permission to disclose the news:
“Would it be helpful for me to explain what 
is going on with your cancer?”



Communicating 
with the child (2)

• Explore what the child currently 
knows and understands
• Assess what the parents want their 

child to know
• Educate the parents that not talking 

to their dying child about his/her 
death may be regretted later
• Provide words to help parents begin 

the conversation
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Communicating with    
the child (3)

• Encourage open communication but do not 
force it
• Help the child to live as fully as possible
• Allow the child to communicate with 

parents, friends, family, and if possible, to 
say goodbye 
• Remind parents that most children are less 

afraid of “dying” than being alone and/or 
leaving their loved ones behind  

14



Communicating with siblings

• Inquire what the parent(s) 
believe the sibling(s) understands
• Encourage parents to ask their 

healthy child(ren) what they 
understand 
• Provide words to help parents 

clarify information based on 
developmental level and 
emotional needs



Communicating with siblings (2)
• Encourage parents to involve siblings in end-of-life care
• Encourage communication between the siblings
• Prepare parents for possible emotion reactions from 

siblings
• Promote communication between healthy children and 

parents



How might we prepare 
ourselves for having a 

discussion with a child or 
young person about 
their prognosis and 
impending death?
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diagnosis.60 Evidence from the USA suggests that children 
(n=64; 8–18 years) who had recently disclosed their HIV 
status to friends had improved CD4 counts over sub-
sequent months (but no changes in either self-concept or 
behavioural problems).61

E!ect of communication on parents or 
caregivers and the wider family system
Evaluation of a disclosure model for 40 paediatric patients 
with HIV (mean age 13·8 years) in Puerto Rico found 
that the disclosure process helped a large proportion 
of children and adolescents feel more supported by 
parents (58%), grandparents (48%), and clinic sta! (48%).48 
34 (85%) of the 40 participants considered disclosure as a 
positive event for them and their families. Caregivers’ 
comments reflected a sense of relief at no longer lying or 
continuing to hide a secret from their children.48

The relationship between communication and out-
comes for parents or caregivers has also been explored. A 
retrospective Swedish survey of 449 bereaved parents 
whose children had died from cancer at least 4 years 
before the survey found that of the 147 parents who had 
talked to their child about death (a third of all participants), 
none regretted it.62 69 (27%) of 258 parents who had not 
talked to their children, said they regretted their decision, 
and there were higher levels of current parental anxiety 
and depression within this subgroup.62

A study of the communication between health-care 
professionals and 304 parents of children with cancer in 
Egypt showed important relationships between parents’ 

satisfaction with the doctor’s communication style and 
trust in their child’s physician.63 Furthermore, trust was 
key to improvements in patient adherence and a more 
positive view of the future.63 A US retrospective study of 
103 parents whose children had died from cancer (mean 
age 10 years at death), found that a shared acknow-
ledgment between health-care professionals and parents 
of the seriousness of the prognosis was associated with 
better quality of care at home (parent-rated) and earlier 
consideration of hospice provision.64

Factors a!ecting barriers and challenges to 
communication
The process of communication with a child around 
major illness is dynamic, influenced by several factors 
within the triad of patient (child or adolescent), parent 
or caregiver, and health-care professional relationships 
which might either facilitate communication or create 
barriers (figure). These factors can evolve over time 
with changes in knowledge of the condition, disease 
progression, and de velopmental understanding.

Child factors
Although many children and adolescents want infor-
mation about their illness, including discussions as to 
whether they might die, this is not universal, with 
estimates of a third to a quarter of adolescents not 
wanting this information.39,41,65 In a US mixed methods 
study of 52 survivors (aged 7–21 years) of childhood 
cancer, some “well-adjusted” survivors had “embraced 
their cancer” and become experts and advocates, whereas 
others had “encapsulated the illness” and “acknowl edged 
it as little as possible”.66 Some survivors of childhood 
cancer reported that their own limited under standing 
and awareness of their illness at the time had helped 
them to cope.66

A retrospective study of 86 bereaved parents found that of 
those (n=55) that did not talk to their children (1–17 years; 
median age of 7 years at time of death) about death, some 
had based their decision on the perception that their child 
did not wish to discuss their own death.34 Children (n=38; 
4–19 years) might be unwilling to talk, or feel inhibited 
about raising their concerns,67 particularly if they are aware 
of their parents’ anxiety and discomfort around the 
subject.68 Wanting to show courage and fear of negative 
judgment from health-care professionals can also inhibit 
children’s communication.67

Child demographic factors
Parents and caregivers in several studies from HICs and 
LMICs highlighted a concern that their child was too 
young to understand their diagnosis,34,56,69–71 and that more 
information is shared with older children,33,59,62,72,73 with a 
systematic review of paediatric HIV disclosure con-
cluding that children between the ages of 10 years and 
15 years are usually told their HIV status.59 A quantitative 
study from the Republic of Congo of 201 caregivers of 

Parent or caregiver
• SES
• Education
• Level of understanding about 

illness
• Predictions of child’s 

understanding
• Emotional wellbeing

Child
• Age
• Developmental understanding
• Experience of war or endemic 

illness
• Individual preferences

Family beliefs
• Religious and spiritual beliefs
• Culture
• Ethnicity

Illness factors
• Sensory impairment
• Neurodegeneration

Communication

Health-care professional
• Beliefs
• Cultural and religious context
• Knowledge and experience

• Little confidence and knowledge 
about how to talk to child

• Desire to protect child from 
negative consequences

• Overwhelmed by own distress
• Fear of blame by child
• Fear child will disclose status to 

others (HIV-specific) resulting in 
stigma

• Mismatch between child and 
parent preferences

• Inaccurate assumptions regarding 
child’s level of understanding

• Scarcity of skills, training, support, 
and time to prepare

• Reluctance to challenge family’s 
pattern of communication

• Emotional experience of 
health-care professional; including 
exposure to death and own grief 
experience

• Awareness of parent or caregiver 
anxiety

• Wanting to show courage
• Fear of negative judgment by 

health-care professionals

Figure: Factors influencing communication with children about their own life-threatening condition
Double red lines represent barriers to communication. SES=socioeconomic status.
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Communication with children 1

Communication with children and adolescents about the 
diagnosis of their own life-threatening condition
Alan Stein*, Louise Dalton*, Elizabeth Rapa, Myra Bluebond-Langner, Lucy Hanington, Kim Fredman Stein, Sue Ziebland, Tamsen Rochat, 
Emily Harrop, Brenda Kelly, Ruth Bland, Communication Expert Group†

When a child is diagnosed with a life-threatening condition, one of the most challenging tasks facing health-care 
professionals is how to communicate this to the child, and to their parents or caregivers. Evidence-based guidelines 
are urgently needed for all health-care settings, from tertiary referral centres in high-income countries to resource 
limited environments in low-income and middle-income countries, where rates of child mortality are high. We 
place this Review in the context of children’s developing understanding of illness and death. We review the e!ect 
of communication on children’s emotional, behavioural, and social functioning, as well as treatment adherence, 
disease progression, and wider family relationships. We consider the factors that influence the process of 
communication and the preferences of children, families, and health-care professionals about how to convey 
the diagnosis. Critically, the barriers and challenges to e!ective communication are explored. Finally, we 
outline principles for communicating with children, parents, and caregivers, generated from a workshop of 
international experts.

Introduction
One of the most daunting challenges for a health-care 
professional or parent is to tell a child that they have a life-
threatening condition. This scenario is not uncommon, 
with millions of children globally living with life-
threatening conditions. An estimated 1·8 million children 
are infected with HIV,1 and more than 300 000 children 
develop cancer each year.2 In low-income and middle-
income countries (LMICs) where the burden of disease is 
greatest, survival rates are often poor. Although more 
than 80% of children with cancer in high-income 
countries (HICs) now survive for more than 5 years, the 
overall survival rates in LMICs are as low as 10%.2

Talking to children about their diagnosis matters: 
it enables them to understand what is happening 
and improves their cooperation with procedures and 
adher ence to treatment. In the longer term this 
awareness will empower children and families to 
advocate for their care and treatment, which is especially 
important in LMICs, as highlighted by the recent Lancet 

Commission which found that access to health care in 
this context is often unconscionably low.3

The moment that the diagnosis is conveyed is often 
remembered vividly for many years and is the beginning 
of a new trajectory for the family. Within some contexts, 
mainly in LMICs, some health-care professionals are 
often faced with life-threatening conditions and death, 
while for other health-care professionals it might be a 
relatively rare occurrence. Sensitive communication 
matters greatly to children and their families regardless 
of their life circumstances. Available recommendations 
from HICs have considered how to deliver bad news 
to parents and adult patients,4,5 but do not specifically 
address the delicate task of communicating directly with 
children about their diagnosis. Without such guidelines 
this di!cult and emotionally challenging responsibility6 
is sometimes avoided, in part through fear of how the 
child and their family might react.

Health-care philosophy about sharing information 
with children regarding their illness and prognosis has 
changed substantially over the past 70 years.7 Until the 
1960s, prevailing practice was to withhold the diagnosis, 
or its life-threatening nature, to protect children from 
distress. Over subsequent decades the importance of 
disclosure was increasingly recognised, in part reflecting 
advances in medical treatment (and thus children’s 
survival) and greater appreciation of children’s devel-
opmental level of understanding about illness and 
death. The debate has evolved to a more nuanced and 
personalised consideration of what, when, and how 
much a child should be told about their diagnosis. 
Furthermore, acknowledgement that the whole family 
is a"ected when a child is unwell has resulted in 
adoption of family-centred models of paediatric care, 
which consider the impact of the illness on siblings and 

Lancet 2019; 393: 1150–63

See Editorial page 1072

This is the first in a Series of 
two papers about communication 

with children about 
life-threatening conditions
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Search strategy and selection criteria

Data for this Review were identified using CINAHL (January, 1982–May, 2016), Embase 
(Jan 1, 1974–May 11, 2016), MEDLINE (January, 1946–May, 2016), PsycINFO 
(January, 1967–April, 2016), and Science Citation Index and Social Science Citation Index 
(1945–2016). We used a combination of keywords in title or abstract and subject 
headings for the following key concepts: children, communication, and life-threatening 
illness. We applied a search filter to identify systematic reviews of qualitative studies. 
Commentary, letters, conference abstracts, dissertations and case reports were excluded. 
See appendix for search strategy. 5427 records were identified of which 2132 were 
duplicates. 2281 potentially relevant articles and reviews were reviewed by LH, KFS and 
LD. Our final sample consisted of 57 articles from the search and 44 articles identified 
from references of relevant articles.
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Limitations of the research literature include the wide 
age range of participants and stage of the illness. Some 
work has explored these issues by actively recruiting 
participants at specific points on their treatment 
journey.41 The reviewed qualitative studies are dominated 
by interview accounts; analyses of recorded consultations 

are rare but could advance our understanding. 
A proportion of studies do not have relevant control 
or comparison groups, which makes evaluation of 
the e!ect of communication di"cult. There is almost 
a complete lack of adequately powered, controlled 
evaluation studies, especially randomised controlled 

Detail Challenges Suggested phrases

Prepare 
yourself

Examine your own comfort levels and beliefs. Use of supervision or 
consultation and peer support can be invaluable. Ensure that when you meet 
the child, they can see you as a calm and focused person who is able to hear 
and tolerate their distress and provide emotional support.

Time limitations due to pressure of work. 
Managing own distress about talking to 
the child about their illness. Managing own 
experience of bereavement or loss.

··

Prepare 
information

Plan what you need to communicate; prioritise key information. Check you 
know the name of the child and members of the family. Check relationships 
between the child and family (eg, step parents).

Missing or inadequate information in 
child’s health record.

“Is there anyone else who is important to you, 
who could be here to support you?”
“My name is insert your name, can I just check I 
know everyone’s name and who is here today?”

Prepare 
environment

Identify a quiet and private area. Consider who is with the child and who 
should be included in consultation, including relatives, advocates, or other 
health-care professionals well known to child or family. Make arrangements to 
care for other siblings as appropriate, or if they are to be present, consider 
their needs (eg, organising toys or colouring).

Availability of childcare for siblings to best 
support those taking part in conversation.

“Would it help if we found someone to look after 
your younger children while we talk?”

Development Check the age of the child and any known neurodevelopmental problems or 
communication impairments. Consider child’s understanding of language to 
be used in consultation (find interpreter if appropriate). Consider child’s likely 
developmental understanding. Consider how to make information relevant to 
child’s everyday context and culture. Choose developmentally appropriate 
language; accessible but not patronising. Consider use of universal 
communication tools—ie, picture charts and things such as faces or symbols 
to gauge happy, sad, good, bad, etc.

Facilities to support children with 
communication di!culties (eg, deafness, 
blindness, and interpreters) might be 
limited or unavailable.

“How much do you feel your child understands 
about the world around them and about their 
condition and care?”
“Are there any tools you use in communicating 
with your child that we could make use of in this 
conversation?”

Prepare the 
parents

Discuss with parents the importance of communicating with the child about 
the diagnosis.

Parent might be reluctant to involve child 
in consultation, or wants to tell the child or 
assumes it is someone else’s job to tell the 
child.

“I wonder how much you think insert child’s name 
knows about their health at the moment?”
“Thinking about talking to insert child’s name 
about this probably feels the hardest thing in the 
world. It’s completely understandable to want to 
protect them from this news. But we do know 
that children are very good at picking up on 
changes around them, and helping children 
understand what is going on can help them feel 
less frightened and alone. It will also enable you to 
support them without having to pretend.”
“We are here to support you with this.”

Build a 
relationship

Patients and parents value respect, trust, and empathy.
Use the child’s name when talking to the child and family (ensures 
consultation feels personal despite being in a large hospital or busy clinic). 
Respect parents’ and patients’ existing knowledge around the condition, care, 
or situation and treat them as an equal, respecting their own expertise in their 
personal lives and experiences.

Parents might share a different 
understanding of events or symptoms 
leading up to the consultation.

“Are there any questions that you feel are 
important for us to try and answer today?”

Listen First Elicit the child and parents’ story. Determine what the child knows already. 
Ask the child what they think is happening. Use this information to evaluate 
the child’s level of autonomy and independence so that information can be 
directed accordingly—eg, adolescents might want to take the lead in 
consultations. Children and adolescents should be given the opportunity to 
talk to the health-care professional alone to allow them to raise subjects they 
do not wish to share with their parents. Note that even older adolescents and 
young adults might appreciate the involvement of their parents in 
consultations.

Acknowledge that child might not want to 
speak at that moment. A challenge when 
time-limited is to allow su!cient time to 
listen. Appreciate that some older children 
and young people talking on certain topics 
might not want their parent(s) present.
Might need to use di"erent approaches to 
conversations with di"erent children. 
Children might have little confidence and 
self-advocacy skills.

“Tell me a little bit about what’s been happening 
recently, leading up to being here today?”
“Tell me what Mum or Dad told you about why 
we’re meeting today?”
“What do you know about what’s happening to 
you? How do you feel about this?”

Language Decide beforehand if you will name the life-threatening condition and 
consider implications of decision (consider age of child). Be consistent. Use 
clear language and avoid euphemisms or technical jargon, this prevents 
children feeling excluded or patronised by language they do not understand or 
feel is not tailored to them. Explain technical terms and jargon where 
necessary. After you have named the condition, stop for a few seconds to 
allow the family to take in what you have said. Then, sensitively check the 
family’s knowledge and understanding of the condition.

Parent or child might Google name of 
diagnosis. Child might talk to peers—eg, in 
a ward setting.

“Have you heard of insert name of condition? 
What do you understand or know about insert 
name of condition?”
“What name do you usually use for your 
condition?”
“What do you already know about your 
condition?”

(Table continues on next page)



Anticipate fluctuating family responses

• Guilt
• Hope
• Quantity versus quality of living
• Establishing what is most important, goals of care

20

Curtis et al, 2008



Specific Considerations

• Cancer Directed Therapy
• Resuscitation Status
• Considerations as death approached

21



Cancer-directed 
therapy…..

• Clinicians may offer and parents may accept and/or 
seek continued cancer-directed therapy

• A dichotomy:
• More cancer-directed therapy is offered because:

• It may help to control the cancer the cancer for some time
• It may help extend life and/or ease suffering
• If experimental therapy, may help advance the field

• Yet, despite clear communication, parents will 
often continue to hope for cure, a miracle or life-
extension

22



Resuscitation Status

1. Early discussions using hypothetical 
circumstances is the most helpful to 
children and families
• Discuss prognosis and elicit 

understanding
• Elicit goals of care in light of 

understanding of prognosis

2. Recommended
• What would be good care
• What would not be good care

23

3. Suggested statement
“As difficult as this is to say, in light of 
my understanding of your son’s medical 
condition, if his heart should stop, I 
believe that would mean that he has 
reached the natural end of his life. As 
such, I would recommend that he 
receive comfort measures and not 
cardiac resuscitative measures.  Does 
this make sense?”



Consideration as death approaches

• Role of life-sustaining interventions
• Locations of care and death
• Discussing with other family / friends
• Faith transitions and cultural 

preferences
• Autopsy and post-mortem



Symptoms at end 
of life

• Children suffer from multiple 
symptoms and to a high degree at the 
end of life
• Refractory symptoms that may require 

palliative sedation include:
• Pain
• Dyspnoea
• Delirium
• Nausea/vomiting



Physical Changes

• In the days / weeks prior to death:
• Weight loss / gain
• Respiratory changes
• Increasing somnolence
• Less interactivity (walking/speaking)

• In the hours / day prior to death:
• Labored breathing (may be more disturbing to 

parents/visitors than to the child)
• Secretions that cause a gurgling sound
• The last breath 26



Communication and 
action at the child’s 
end of life

• Staying present, but be allowed to 
take care of oneself
• Giving permission to let go
• Reassuring the child that he/she is 

not alone

• Don’t promise things you cant do!

27



Questions/ scenarios to be prepared for 
from the family
• If my child is given opioids, can’t this hasten 

his/her death?
• Isn’t it cruel to stop providing at least a little 

nutrition or fluid?
• How will I know if he/she is suffering?
• Can he/she hear me? 
• Can’t you just give her something to stop her 

suffering (hasten his/her death)?
• What if my child begins to get better – can we 

change their resuscitation status?



How parents can provide comfort to a 
child who is dying
• Communicate, communicate, communicate
• Continue to bathe, change the position of 

his/her body, and watch for signs of discomfort  
• As death approaches, provide your child with the 

familiar voices, sounds, and touch that will 
comfort your daughter/son the most (read 
favorite books, psalms, listen to music, soothing 
smells)

• Complementary therapies such as massage and 
Reiki are often welcomed by families as hands on 
healing of the child.



Symptom 
Management
• Do we need all interventions and 

medications?
• Rapid Titration of Opioids
• Consider adjunctive therapy:

• Anxiety/agitation: lorazepam or 
haloperidol

• Excess respiratory secretions: 
glycopyrrolate or hyoscyamine

• Opioid/ benzodiazepine refractory 
symptoms: consider palliative 
sedation to unconsciousness

30



Terminal Emergencies
• Try to anticipate if the child is at risk and put 

emergency plan in place:
• Tension pneumothorax/ Haemothorax
• Upper airway obstruction
• Urinary retention
• Bowel obstruction
• Haemorrhage
• Myoclonus/seizure

31



Fluids and nutrition 
at end of life

• Medically administered hydration and 
nutrition can be burdensome for the dying 
child

• Offer small sips and tastes of favoured
liquids and food

• If medically administered fluids and 
nutrition are discontinued prepare families
• The child may live for days to weeks
• The child may appear increasingly 

dehydrated
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Your 
response…..

• Anticipate your own anxiety as the condition 
progresses and death approaches
• Monitor your avoidance
• Child’s anxiety and the parent’s grief 

(particularly when expressed through 
outbursts of grief/anger) can be difficult
• Help bring parents back to the present 

moment – there will be time to rehash the 
past but one can’t bring back the present
• “Don’t just do something, stand there” (Be 

present) 
• Should you attend funerals or wakes?
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Things to consider
• Did they have an ACP?
• Who does the child want around them?
• Did the child or their parents have any specific 

requests?
• What are the cultural or religious issues that we 

need to consider?
• How can we support the child, their parents, 

siblings, extended family, friends etc.
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Immediately 
following death

• Allow the family time with the child’s body
• After death care of the body
• Spend time talking to family members
• Prepare for the transfer of the body
• Complete the death certificate
• Provide comfort to staff
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After this session think 
about how useful the EoL
checklist could be in your 
setting? What will work 
and what will need 
adjusting?

Advance Care Planning

End-of-Life Care Checklist

Providing excellent care at the End-of-Life (EoL) is essential for the patient and family. Family-centered
decision-making, excellent symptom management, high-quality communication and continuity of care
improves parents’ ability to ‘work through’ their grief. Conducting an Interdisciplinary Care Team Meeting and
using this checklist is a helpful way for health professionals to ensure patients and families are well
supported during this difficult time.

Involving patients and families in decision-making around EOL issues (before period of imminently dying)
 Explore patient and family values related to quality of life, hopes, goals and decision-making preferences
 Discuss prognosis and predictions for the future
 Explore family’spreferences for final days

 Do not attempt resuscitation (DNAR) orders (code status; resuscitation efforts)
 Desired location of care and death

 Autopsy and/or organ and tissue and/or tumor donation conversations

Discuss possible use, including benefits and burdens of:
 Cancer-directed therapies (e.g. chemotherapy, radiation)
 Life-prolonging measures (e.g. invasive or noninvasive ventilator)
 Medically administered nutrition and hydration (e.g. blood, platelets)
 Antibiotics

a

“To help make every day the best day possible” 

Documentation/ paperwork 
 DNAR signed and available in the medical record
 Need for vital signs, physical examination, or laboratory monitoring
 Appointment of healthcare agent/proxy in chart, if applicable
 ACP / 5 Wishesb / My Wishes in chart, if applicable
 Unique patient/family requests identified, documented in chart, and distributed to staff
 Consent form placed in chart, if applicable (such as autopsy)

Discussion around time of imminent death 
 Family informed that patient is imminently dying
 Discussion about signs/symptoms to expect as the body shuts down, and changes in body after death
 Educational/resource materials offered to family, with explanation of medical orders
 Family conference offered to share the gravity of patient status with other family members, if desired

by the primary caregivers
 Discussion about ‘saying goodbye’
 Discussion about pronouncement of death and if/how the family would like to spend time with the child

after death (such as bathing or a ceremonial moment)

Medical decisions around time of imminent death 
 Review medications; add medications for symptom control 

and consider stopping medications that are not aligned with comfort goal
 Review need for imaging, other diagnostic tests, or invasive/ painful procedures
 Review need for non-essential equipment in the home (remove any unnecessary equipment, 

particularly if it makes noise or takes up space at the bedside)
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Some pearls……
• Communication, communication, 

communication
• Allow child and family to share 

preferences/needs
• Provide support to siblings and help them find 

ways to interact with dying brother or sister
• Prepare family for physical changes
• Encourage family members to say goodbye; 

acknowledge the many ways in which people 
do this

• Provide proactive treatment for pain and 
distressing symptoms
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Some pitfalls……

• Failure to share prognosis in effort not 
to distress family
• Not taking time to communicate 

carefully
• Failure to anticipate and provide relief 

for pain and distressing symptoms
• Making assumptions that parents 

know everything their children are 
thinking and feeling 
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Thank You

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