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Symptom Load in Children with Symptom Load in Children with 
CancerCancer

�� PainPain >95%                                 >95%                                 
�� Sleeplessness             Sleeplessness             
�� Loss of appetite           Loss of appetite           
�� Fatigue                        Fatigue                        
�� DyspnoeaDyspnoea
�� XerostomiaXerostomia
�� Nausea                         Nausea                         
�� Edema                            Edema                            
�� Drowsiness                    Drowsiness                    
�� Constipation                   Constipation                   
�� Abdominal distension    Abdominal distension    
�� CoughCough



WHOWHO

Palliative CarePalliative Care
It aims to improve the quality of life of It aims to improve the quality of life of 
children facing lifechildren facing life--threatening threatening 
illnesses, and their families, through illnesses, and their families, through 
the preventionthe prevention and and relief of sufferingrelief of suffering
physical, psychosocial, or spiritualphysical, psychosocial, or spiritual
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Palliative CarePalliative Care
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Pain Experience of Children in MNJPain Experience of Children in MNJ

�� ProcedureProcedure-- 73%73%

�� CancerCancer-- 63%63%

�� OtherOther--17%17%

�� Both cancer and procedureBoth cancer and procedure--
37% 37% 



Severity of PainSeverity of Pain

More than 70%More than 70% reportedreported

Moderate to severe degree painModerate to severe degree pain



Mayo Clinic Etiology of PainMayo Clinic Etiology of Pain
Clinical Journal of Pain. 7(4):263Clinical Journal of Pain. 7(4):263--8, 1991 Dec.8, 1991 Dec.

�� 52% related to treatment52% related to treatment
�� 24% related to cancer24% related to cancer
�� 24% unrelated24% unrelated

�� Similar results in later study:Similar results in later study:
LiungmanLiungman, , Paediatric Haematology & Oncology. Paediatric Haematology & Oncology. 

17(3):21117(3):211--21, 2000 Apr21, 2000 Apr--MayMay



ProcedureProcedure-- Related PainRelated Pain

Most painful and traumatic events Most painful and traumatic events 
experiencedexperienced



Consequences of Pain Consequences of Pain 
ExperienceExperience

�� High levels of painHigh levels of pain--associated associated 
disability.disability.

�� Higher risk for chronic pain in Higher risk for chronic pain in 
adulthood.adulthood.

�� PostPost--traumatic stress traumatic stress 
responses responses 



““Despite this recognition, Despite this recognition, 
inadequate prevention and inadequate prevention and 
relief of childrenrelief of children’’s pain is still s pain is still 
widespreadwidespread””

Position Statement ,the Council of the IASP Special Position Statement ,the Council of the IASP Special 
Interest Group (SIG) for Pain in Childhood (2007 Interest Group (SIG) for Pain in Childhood (2007 
September 16).September 16).
http://www.iasphttp://www.iasp--pain.org/ GlobalDaypain.org/ GlobalDay--2005.html2005.html



Psychosocial Issues in Psychosocial Issues in 
Paediatric Palliative CarePaediatric Palliative Care





Support GroupSupport Group

�� SiblingsSiblings

�� Loss of livelihoodLoss of livelihood

�� Social IsolationSocial Isolation

�� Emotional Emotional 

exhaustionexhaustion

�� Unfriendly Unfriendly 

medical systemmedical system



Concerns of ChildrenConcerns of Children
�� Most detested invasive procedures Most detested invasive procedures 

and Number of pills.and Number of pills.
�� Going back to their daily routineGoing back to their daily routine

�� To go back and play with their siblings or To go back and play with their siblings or 
friendsfriends

�� Missed home and Missed home and 
food cooked at homefood cooked at home

�� Watching TV Watching TV 
�� Missed going to Missed going to 

school school 



ConcernsConcerns of Children..of Children..

�� The suffering of their parents more The suffering of their parents more 
than the cure of their disease. than the cure of their disease. 

�� Financial mattersFinancial matters



Concerns of ChildrenConcerns of Children

Body ImageBody Image
Fall of hairFall of hair

Weight lossWeight loss

Change in facial    Change in facial    
featuresfeatures



CollusionCollusion

�� Parents may instinctively want to Parents may instinctively want to 
protect their children from "bad protect their children from "bad 
news".news".

�� Children very often know a great deal Children very often know a great deal 
about their illness and prognosisabout their illness and prognosis

The practice of The practice of ‘‘Mutual PretenceMutual Pretence’’



What do families want?What do families want?

A realistic appraisal of their childA realistic appraisal of their child’’s s 
condition delivered empathically and condition delivered empathically and 
with a sense of hopewith a sense of hope



Working with Parents of Dying Working with Parents of Dying 
ChildrenChildren

�� Reassure the parents and child of the Reassure the parents and child of the 
continued involvement and support continued involvement and support 

�� Support parental expression of the Support parental expression of the 
disappointment, anger, grief, and disappointment, anger, grief, and 
suffering suffering 



Age & Concept of Death Age & Concept of Death 

�� Up to two years oldUp to two years old
�� Separation from parentSeparation from parent

�� Two to six years oldTwo to six years old
�� No concept of finality of deathNo concept of finality of death



Children Six  and under..Children Six  and under..

�� Did I cause it?Did I cause it?

�� Will I be abandoned? Will I be abandoned? 

�� Can I still go home?Can I still go home?

The child expects the person to return as if The child expects the person to return as if 
from a trip from a trip 

The child worries about the buried relative The child worries about the buried relative 
being cold or hungry being cold or hungry 



�� Death is final and irreversibleDeath is final and irreversible

Concept of Death
6-10years

Concept of DeathConcept of Death
66--10years10years



The sick childThe sick child

Children may have all sorts of Children may have all sorts of 
worries ,guilt and fantasiesworries ,guilt and fantasies

Attempts to Attempts to ‘‘protectprotect’’ children from children from 
the truth often misfire and leave the truth often misfire and leave 
the children alone with their the children alone with their selfself--
inflictedinflicted guiltguilt



What are childrenWhat are children’’s Universal s Universal 
NeedsNeeds

�� Reassurance thatReassurance that
�� Illness is not a punishment (they have Illness is not a punishment (they have 

done nothing wrong)done nothing wrong)
�� They are loved, will not be abandonedThey are loved, will not be abandoned

�� Children should be encouraged to talk Children should be encouraged to talk 
about feelings of anger, sadness, fear, about feelings of anger, sadness, fear, 
isolation, and guilt. isolation, and guilt. 



SiblingSibling



Siblings of the Sick ChildSiblings of the Sick Child

Mixed feelings about the ill child, Mixed feelings about the ill child, 
ranging from guilt to jealousyranging from guilt to jealousy



SiblingsSiblings
�� Physical SymptomsPhysical Symptoms

�� Behavioural changesBehavioural changes
�� Unusual aggression, temper Unusual aggression, temper 

tantrums , bullying and tantrums , bullying and 
demanding attention.demanding attention.

�� Sleep and Toilet Sleep and Toilet 



Sibling NeedsSibling Needs
The needs are similar to those of          The needs are similar to those of          

the dying childthe dying child

�� InformationInformation appropriate to their appropriate to their 
developmental stage. developmental stage. 

�� Emotional supportEmotional support
�� RoutineRoutine ——Familiar routines are Familiar routines are 

important for a childimportant for a child’’s sense of s sense of 
security. security. 



Siblings NeedsSiblings Needs

�� Inclusion in the care of the sick Inclusion in the care of the sick 
childchild



Spirituality in Spirituality in PaediatricPaediatric
Palliative CarePalliative Care

�� Spirituality in childhood is also Spirituality in childhood is also 
developmentally defined. developmentally defined. 

�� Children may experience spirituality Children may experience spirituality 
without any personal religious beliefs, without any personal religious beliefs, 
values, and practices. values, and practices. 



Spirituality PainSpirituality Pain

�� Loneliness (separation from the Loneliness (separation from the 
important elements of their world, important elements of their world, 
such as parents, siblings, school, and such as parents, siblings, school, and 
pets) pets) 

�� Loss of wholeness Loss of wholeness (being unable to do (being unable to do 
what they want to do).what they want to do).



Spiritual SupportSpiritual Support

Centers on understanding the things Centers on understanding the things 
that are important to the childthat are important to the child

Allow time for reflection and questioningAllow time for reflection and questioning



““You have not You have not 
known grief until known grief until 
you have stood you have stood 
at the grave of at the grave of 
your childyour child””

A. LincolnA. Lincoln

Library of Congress, Prints



Bereavement Care Bereavement Care 

The loss of a child is one of the most The loss of a child is one of the most 
stressful events possiblestressful events possible

�� Parents typically never fully Parents typically never fully ““get overget over””
the loss the loss 

�� High risk for complicated grief High risk for complicated grief 
reactionsreactions

A good bereavement support from the A good bereavement support from the 
beginning beginning 



Cure rate in Cancer < 20 %Cure rate in Cancer < 20 %
Highest Number of Orphaned Highest Number of Orphaned 

children with HIV and AIDSchildren with HIV and AIDS

< 3 % have access to < 3 % have access to 
palliative carepalliative care

Palliative Care Need in IndiaPalliative Care Need in India



BarriersBarriers
�� Prognostic uncertainty Prognostic uncertainty 

�� Absence of developmentally Absence of developmentally 
appropriate assessment tools, and poor appropriate assessment tools, and poor 
pharmacokinetic datapharmacokinetic data

�� Lack of training and awareness Lack of training and awareness 

�� Unmet basic needs of children and Unmet basic needs of children and 
families families 

�� Limited access to painLimited access to pain--relieving relieving 
medications medications 



Assessment of Pain in ChildrenAssessment of Pain in Children

SelfSelf--report of pain levels is  report of pain levels is  
thethe

"gold standard""gold standard"





““ In areas such as the In areas such as the pharmacodynamicspharmacodynamics
of opiates, where good data already of opiates, where good data already 
exists, it remains unacceptable to have exists, it remains unacceptable to have 
children suffer because of children suffer because of 
misperceptions and incorrect misperceptions and incorrect 
assumptions about appropriate drug useassumptions about appropriate drug use””

LibenLiben.. Journal of Palliative Care. 12(3):24Journal of Palliative Care. 12(3):24--8, 19968, 1996







Freedom from Pain, a Basic Freedom from Pain, a Basic 
Human Right                     Human Right                     

Torture

hrwnyc@hrw.org, March 2008


