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In spite of significant success observed over the  
past 5 decades in the treatment and cure of  

children and adolescents with cancer and leukemia  
today approximately 25% of these children in 

developed countries still die!  
 

This percentage is much higher in the developing 
countries with less resources. 
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Childhood cancer is: 
 

1. The 1st commonest cause of disease related death in 
children and adolescents. 
 

2. The 2nd commonest cause of death after the accidents 
related deaths in this age group. 
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Palliative care:  
When cancer treatment is no longer curative,  

but not only…. 
  

It is integral part of the overall management: 
1. Curative/causal anticancer therapies 
2. Supportive/palliative therapies 
3. End of life care. 

 
The cure-directed care Vs The end of life care  

 
But when is the end of life? 
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Palliative medicine: Established as a medical 
speciality in 1987.  
 
Defined as: 
 

‘the study and management of patients with 
active, progressive, far advanced disease for whom 
the prognosis is limited and the focus of care is the 
quality of life’ 
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The WHO summarized even better the care that 
can be offered by a multidisciplinary team of 
health professionals and others (spiritual, 
religious, social providers): 
 

‘…control of pain, of other symptoms, and of 
psychological, social, and spiritual problems is 
paramount. The goal of palliative care is 
achievement of the best quality of life for patients 
and their families. Many aspects of palliative care 
are also applicable earlier in the course of the 
illness in conjunction with anticancer treatment.’ 
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Palliative care: 
 
1. It is an integral part of cancer management 

2. Should be started as early as possible in the 
broader frame of countering the effects of the 
cancer and its consequences 

3. The purpose is to alleviate or eradicate the pain 
and other major symptoms of the cancer and of 
the complications of the therapy and offer to the 
child the maximum comfort possible. 
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Palliative care in children and adolescents 
with cancer or leukemia: 

 

Why? 
Who? 
When? 
How? 
Where? 
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Palliative care in the pediatric setting should be  
family centered! 

 
 

The dying child, the parents, the siblings, grand 
fathers, grand mothers and the rest of the family 
need also care accordingly. 
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 Children are not small adults! 
 

Children ‘have a right to be treated as developing 
persons, as persons with a developing capacity for 
rationality, autonomy, and participation in health 
care decision making’ (AAP, 1995). 
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It is imperative be able to recognize the children 
suffering: 
 
1. Psychologically, emotionally, spiritually, socially 
2. Somatically 
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..but also 
 

To be able to recognize the members of the family 
suffering. 
 

 
 
 

 
 

 
 

Palliative care in children and adolescents with cancer 



Why is there a failure to recognize?  Which are the 
difficulties? 
 
1. Age related: Infants, children, adolescents have different 

physiologic and developmental stages and needs. 

2. Assessment related: Difficulty to conduct prospective trials 
because of small numbers and difficulty to quantify 
symptoms because of age related expression difficulties.  

3. Inadequate education and resources: Pediatric oncology 
caregivers teams not given adequate education, support and 
resources in many places of the world. 

4. Extreme distress: The unique and inherent distress feelings 
related to the deaths of children. 
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Dying is a process experienced differently  
with great individual variations by the patient, the 

parents, the siblings and the wider family.  
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Holistic and comprehensive approach:  

 

All aspects of the lives of the child and its family  
are taken care of, including the somatic, emotional, 
spiritual, psychological, occupational, educational, 

financial and social aspects of their lives. 
 
  

 The capital importance of the interdisciplinary 
     collaborative team!  
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Importance is given more to the quality of 
remaining life than to the duration of life.  
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Hope-Expectations-Prolongation 
 

However hope is of capital importance, although 
expectations remain relatively unknown (phase 1 
and 2 studies). 
  

The simultaneous provision of potentially  
     curative or life prolonging and palliative   
     medicine! 
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Management of symptoms: What symptoms? 
A. Somatic, organic 

A non exhaustive list of signs and symptoms: 
1. Pain: Pain scale assessments 
2. Nausea, vomiting, constipation, bowel obstruction, 

diarrhea 
3. Incontinence, urine retention  
4. Anorexia, cachexia, fatigue 
5. Dyspnea, shortness of breath, cough, respiratory distress 
6. Salivation, secretions, edema 
7. Skin breakdown, bedsores, pruritus 
8. Fever, infection 
9. Seizures, cord compression, swallowing problems,  
10. Bleeding, anemia. 
 
 

Palliative care in children and adolescents with cancer 



Management of symptoms: What symptoms? 
 
B. Psychological, emotional, spiritual 
 
1. Depression 
2. Anxiety 
3. Fear 
4. Agitation 
5. Sleep disorders, sleeplessness 
6. Confusion 
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Palliative care and/or dying: Where? 
 

1. Hospital? 
2. Home? 
3. Hospice? 

 
The after dying support to the family! 
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Management of palliative care patients and their symptoms: 
Basic principles 

 

1. Ethical considerations 
2. Medical deontology: Deontological Ethics, Code of 

Medical Ethics 
3. Other expert opinion(s) seeking process 
4. Limitation of futile therapies 
5. Experimental protocols 
6. Unproven therapies 
7. Charlatans 
8. Management of diversions and discordance 
9. Invasive interventions 
10. Individualization or personalized management 
11. DNR (Do Not Resuscitate) decision. 
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Management of palliative care patients and their symptoms 
The prerequisite and key to success: 

 

Building trust and cultivating bonds  
       with patient and family early,  

from the time of diagnosis! 
 

Palliative care is not necessarily end-of-
life care. 
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  Management of symptoms: Methods 
 
1. Pharmacological agents: Analgesics (NSAID, opioids, 

chemotherapy).  
2. Radiotherapy 
3. Surgery: Debulking, decompressing. 
4. Other non pharmacological agents. 
5. Counselling, psychological, spiritual, religious, emotional, 

social and financial support. 
6. Communication, coordination between multidisciplinary 

team, primary physician and the family. 
7. Informing the patient and family: The paternalistic 

approach Vs the informed co-decision of the internet era.   
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Relieving pain in childhood cancer 
 

1. Non pharmaceutical methods 
2. Analgesic drug therapy 
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Relieving pain in childhood cancer 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

(WHO 97567, Cancer pain relief and palliative care in children, WHO, Geneva 1998) 
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Relieving pain in childhood cancer 
  

Pain assessment: 
  

1. Assess: Always look for pain in children, variability of 
expression according to age.  

2. Body: Comprehensive check/physical examination of all 
body, attention on denials, ‘looks and acts’. 

3. Context: Impact of family, health care and 
environmental factors on child's pain. 

4. Document: Pain scale measurements, transcribe the 
initial and after therapy levels and adjust accordingly. 

5. Evaluate: What are the results of the 
management/therapies/methods employed? 
Continuous monitoring and adaptation.  
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Non pharmaceutical pain relief therapy 

 
 The non drug pain management targets physical and  
      psychological causes of pain 
 

They should be an integral part of all interventions to  
      control pain in children and adolescents with cancer.  
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Non pharmaceutical pain relief therapy 
 
1. Supportive: Good psychosocial care, parental 

involvement, information, friendly environment, culture 
specific, play, cultivate trust, listening, empathy.  

2. Cognitive: Influence children's thoughts, active 
distraction, imagery, positive mental representations, 
colors, smells, storytelling, true hypnosis.  

3. Behavioral: Deep breathing, progressive relaxation.  
4. Physical: Touch as per needs of the child, according to 

age by respecting acceptance (stroking, holding, rocking, 
caressing, massaging hands, back, feet, head and 
stomach) and cuddling (hug). Cold and heat (but not in 
infants). Transcutaneous electrical nerve stimulation 
(TENS). 
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Pharmaceutical pain relief therapy: Analgesic drug therapy 
 

The correct use relies on 4 key concepts: 
 

1. By the ladder (mild, moderate, severe pain). 
2. By the clock (regular intervals and not PRN, rescue 

doses). 
3. By the appropriate route (orally, tablets, elixirs, IV, 

SC, TD, avoid IM, use EMLA, PCA for children of 
about or >7 years old). 

4. By the child (individualisation, monitor and adapt 
as per needs of each child and not a universal 
dose, exploit therapeutic dose windows, manage 
side effects). 

 

 

Palliative care in children and adolescents with cancer 



Analgesic drug therapy 
 

1. Paracetamol 
2. NSAID: Ibuprofen, naproxen, tolmetin  
3. Opioids: 

Mild to moderate pain: Codeine 
Moderate to severe pain: Morphine, or alternatives   

     such as hydromorphone, methadone, fentanyl.  
     Pethidine not for chronic use b/o norpethidine (toxic  
     metabolite accumulation). 

4. Adjuvant therapy: 
Antidepressants (TCAs), Anticonvulsants, Neuroleptics, 
Antiemetics, Sedatives, Hypnotics, Anxiolytics, 
Antihistamines, Corticosteroids, Psychostimulants, 
Anesthetic and neurosurgical procedures.    
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Who cares for the carers? 

 

1. Educational needs 
 

2. Psychological needs 
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Thank you very much! 


