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Challenges and care at the end of life for children and adolescents with cancer or leukemia 

  Terminally ill children: The challenges! 
 
 
 

1. A hard decision-making process! 
Who are the decision makers?  

2. What are the parental expectations and beliefs?  

3. What is with the child or adolescent?  
1) Age  
2) Maturation  
3) Education 
4) Understanding 
5) Needs 

4. What are the interactions and the dynamics of the relations 
family/child/carers/environment? 

5. What is with the carers? 

 

When cure is no longer possible What next? 
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Curative/Causal  

and Supportive  

therapies  

Supportive/Palliative 
therapies 

End of life care: 

 Dying  process 

Terminally ill children (<25%) 

Cured children (>75%) 

Children with cancer: Therapeutic evolution and outcome 



Palliative care & End of life care  
 

1. Terminally ill children: Cancer and other diseases. 

2. Curative/causal therapies Vs Supportive/palliative therapies 

3. The end of life care: The dying process. 

4. The needs of children according to age. 

5. The needs of the parents, siblings and the rest of the family. 

6. The quality Vs the duration of life. 

7. The relief from the symptoms: Somatic and Psychological  

8. The relief from the pain: Analgesics and others. 

9. The relief from the other symptoms. 

10. The bereavement process. 

11. The care for the carers. 
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The end of life care    The dying process 

 

During the dying process the child or the adolescent have the  
     right for the maximum kind care and respect as in all other  
     stages of life. 
 

A peaceful, pain free death in the presence of loved ones!   
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The decisions and the decision makers  

1. The parents:  
The legal guardians. 
The principal caregivers.  
The decision makers…but not always. 

2. The child or adolescent 

3. The Interdisciplinary Palliative Care Team 

4. Collaborative decisions are of great importance: Parents, and 
child accordingly, with the team of health care professionals. 

5. Prepare before an expected crisis strikes. 

6. Inform/educate parents and families. 

7. Educate staff. 

 

 
 



The importance of the health care team 
 

1. The great importance of having a health care team which knows 
the child and the family.  

2. A trusting relationship of the child and family with the health 
team is mandatory for successfully caring for the child at the end 
of his/her lives.  

3. The prerequisites of knowledge and trust must have been built 
through the evolution of the disease of the child. 

4. Sudden changes with a new health care team are not advised 
because when curative therapy fails usually in children and 
adolescents death occurs relatively quickly within weeks. 

5. However sometimes the evolution of certain malignancies is 
fulminant leaving little time for cultivating knowledge and trust. 
The carers need to devote time and attention to rapidly relieve 
the child and the family.  
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1. Ethical considerations: Stopping aggressive anticancer therapy, 
relief, comfort, do not resuscitate decision (DNR).  

2. Medical deontology: Deontological ethics, code of medical ethics. 
3. Protect the child and family with preemptive actions: Inform, 

educate, cultivate bonds, understand, empathy, offer abundant 
time, provide internet information assistance.  

4. Other expert opinion(s) seeking process. 
5. Management of discordance. 
6. Hope, expectations and prolongation of life. 
7. Limitation of futile therapies and invasive interventions. 
8. Experimental protocols. 
9. Unproven therapies. 
10. Charlatans. 
11. Individualization of management. 
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      Terminally ill children, Forthcoming death  
Unsupportable pain, questions, guilt and tensions  



 
The challenging individualized and personalized approach and care: 
  

The psychological and somatic needs of the dying child or  
     adolescent. 

The needs of the parents. 

The needs of the siblings. 

The needs of the grandparents. 

The needs of the other members of the family. 

The influence of the social environment. 

The bereavement process and support. 

The support and education of the carers. 
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The psychological needs of the dying child or adolescent 

1. To know that they are not alone 

2. The need to play 

3. The need to communicate 

4. The need of expression 

5. The need for listeners 

6. The expression of anger 

7. The need for control and codecision 

8. The depressive behavior 

9. Keeping the family rituals 

10. The spiritual or religious needs 

11. Wish fulfillment 

12. Permission to die 

13. Limit setting and the sense of normality 

 

Challenges and care at the end of life for children and adolescents with cancer or leukemia 



The somatic needs of the dying child or adolescent: 
 

1. Relief of symptoms: Pain control (medication, non-pharmacologic), 
Fever, Infections, Secretions (nasopharynx, throat, mouth, suction, 
medications to decrease secretions), Respiration (“thirst for air”, 
dyspnea, O2, cough, pneumonia, metastasis, anxiety management), 
Intestinal (constipation, diarrhea, incontinence, cleanness), Skin 
(bed sores, skin break down, tumor rupture, skin ulcers, skin care).    

2. The need for sleep: Lack of sleep, need for rest, visitors issues, 
respect of privacy, fear, respect of sleep/rest cycle, availability. 

3. Nutrition: Cachexia (nausea, vomiting, anorexia), Antiemetics, 
Enteral nutrition (oral, nasogastric tube, gastrostomy tube), 
Parenteral nutrition (partial or total), Provision of nutrients (high 
energy preparations, daily nutritional requirements provision).       
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The needs of the parents of the dying child or adolescent: 

1. The acknowledge the tremendously burdensome and the heavily psychologically 
and physically traumatizing tragedy they are experiencing. 

2. To answer their burning and critically torturing questions: 
1) Did I do something which induced the disease or death of my child? 
2) Could have I done something to prevent it and did not do it? 
3) Did I do all possible in this world to offer best chances of cure of my child? 
4) Is it really nothing left to be done to cure my child and avoid death? 
5) Is there a risk for my children that I have now or may have in the future? 
6) Were there any mistakes done? 

3. To understand their physical and psychical state and interpret accordingly their 
reactions, questions, anger, wrath or aggressions in order to react appropriately. 

4. To reassure them that their child will not have pain and that everything will be 
done to alleviate their suffering. 

5. To give them all time they want to discuss, inform, educate them and answer any 
question that may arise at any moment 

6. To reassure them that the team of care for their child will be constantly available  
at any moment for them.  
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The needs of the siblings of the dying child or adolescent 
 

1. To know that they are not neglected. 

2. The need to feel that they participate and take an integral active 
part in the care with their own particular abilities according to age 
and stage of development. 

3. To know that they may have guiltiness feelings and the need to 
recognize and neutralize them. 

4. The feelings that they have for supporting physically and 
emotionally their parents to undergo the immensely burdensome 
event and experience.     
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The needs of the grandparents and other members of the family 
 of the dying child or adolescent 
   

1. To acknowledge the primordial supportive role that they have for 
the child and parents. 

2. Their role in alleviating the physical, and psychological burden of 
the parents. 

3. The recomforting and psychically soothing role that the very often 
have for the children in life threatening or end of life situations.  

4. Their need for information, education and psychological support. 

5. Their role in the decision making progress. 
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Bereavement support 

1. The support of the parents after the death of their child is of great 
importance. 

2. To alleviate their suffering and help them cope with the enormous 
burden of loosing their child. 

3. A dedicated nurse or other professional coming from the health 
care team of the child. 

4. Advice from professional grief counselors, psychologists or others. 

5. Support groups with other parents with similar experiences. 

6. Take the help from family members or friends for alleviating 
physical and emotional hardship. 
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The support and education of the carers. 
 

1. The interdisciplinary need for more and continuous education of 
all health professionals involved in providing care to children and 
adolescents with life threatening diseases or in terminally ill 
conditions.  

2. Creating the preconditions for adequate psychological (emotional, 
spiritual, religious) support for the health professionals providing 
care in these tremendously difficult situations. 

3. To develop models to be used for better education of parents, 
patients and families for life threatening diseases, palliative care 
and end of life issues. 

4. The role of the academic institutions (medical schools and others) 
in educating adequately the medical students and specialists in 
palliative care and end of life issues. 
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The “art” (based on scientific, evidence–based methods) of the  
complex and challenging individualized and personalized palliative/end of life care: 
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The palliative/end of life  
care providers 

Child or adolescent 
dying: 

 The psychological 
and somatic needs 

The needs of 
the parents 

The needs of 
the siblings 

The needs of the 
grandparents 

The needs of 
other members  
of  family 

The bereavement  
process and support 

The support and 
education of the carers 

The influence of 
others (social 
environment) 



The “art” (based on scientific, evidence–based methods) of the  
complex and challenging individualized and personalized palliative/end of life care: 
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The “art” of the  
palliative/end of life care providers 

Evidence–based 
medicine/science,  

continuous 
education  

Experience, 
teamwork 

Psychological 
maturation, 
resilience, 
empathy 



What needs to be done? 

 

 

1. Better education of the health professionals, in every discipline involved, 
in pain management and other symptoms affecting the terminally ill 
children and adolescents.  

2. Monitoring quality indicators after establishing standards of holistic and 
comprehensive care in terminally ill patients. 

3. Establish evidence-based effective palliative care models for terminally ill 
children. 

4. The role of a cross-discipline Palliative Care Team or service within 
Hospitals to assist all specialties with terminally ill children. 

5. Educate the family and patients but also provide protection from unsafe, 
inaccurate, unscrupulous and fraudulent information (“digital assistant”, 
bioethical assessment of opinions).   

6. Necessity for more research to better understand the complex issues of 
the end of life issues in terminally ill children. 
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When cancer or other disease are inevitably leading to the end of life
A peaceful painless death in the presence of loved ones 

 



 
 
 
 

Thank you very much! 
 


