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Q u a l i t y o f l i f e ( Q O L ) i s a b ro a d 
multidimensional concept that usually 
includes subjective evaluations of both 
positive and negative aspects of life. 
Although health is one of the important 
domains of overall quality of life, there are 
other domains as well—for instance, jobs, 
housing, schools, the neighbourhood. 
Aspects of culture, values, and spirituality 
are also key domains of overall quality of 
life that add to the complexity of its 
measurement. 
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Quality of Life in Medline 

QOL+Cancer QOL+ PED QOL+Ped+cancer 

QOL QOL+Cancer QOL+PED QOL+Ped+Cancer 

1995 3195 943 45 14 

2005 10734 2344 184 42 

… 2015 285148 61301 6094 1273 
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THE ERICE STATEMENT 
The long-term goal of the cure and care of the 
child with cáncer is that he/she become a resilent, 
fully functioning, autonomous adult with an optimal 
health-related quality of life, accepted in the 
society at the same level of his/her age peers. 
 

Erice (Sicily) 2006 
EJC 2007;43:1778-1780 





Robinson L et al. Nature Reviews/Cancer 2014;14:61-70 
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Inter-relationships. This figure shows 
patient-, cancer-, health care system-
and provider-related issues that affect 
cancer treatment-associated morbidity 
among the long-term survivors of 
childhood and adolescent cancer  



QUALITY OF LIFE OF CHILDHOOD AND 
ADOLESCENTS WITH CANCER 

QUESTIONS: 
 
q What are mesuring: 

Ø  Physical funtioning 
Ø  Psychological functioning 
Ø  Social functioning 
Ø  Symptoms and late effects 
 

q When: 
Ø  Diagnosis 
Ø  End of treatment 
Ø  Relapse 
Ø  Progression 
Ø  End of life 
Ø  Survivorship ( early or late) 



QUALITY OF LIFE OF CHILDHOOD AND 
ADOLESCENTS WITH CANCER 

QUESTIONS: 
q  To whom: 

Ø  parents 
Ø  professionals 
Ø  subjects 

 
q  how: 

Ø  Generic instruments 
Ø  Cancer specific instruments 
Ø  Interviews 
Ø  Cross sectional or longitudinal studies 
 

q  Related to: 
Ø  Type of tumour 
Ø  Type of treatment 
Ø  Specific population 

 



Psychosocial Outcomes of sharing a diagnosis of cancer with a pediatric 
patient 



Raz H et al. Frontiers in Pediatrics 2016 ;4: art 70 

In the group diagnosed at a younger age, those who had received “good information” were 
found to have better quality of life, lower mental pain, and higher mental pain tolerance 
than did those in the same group (diagnosed at a younger age) who received “not good 
information.” By contrast, in the group diagnosed during adolescence, those who had 
received “not good information” scored higher on these measures than did their 
counterparts who had received “good information.” 

Psychosocial Outcomes of sharing a diagnosis of cancer with a 
pediatric patient 



Parents and physicians underestimated 
children’s risks of the late effects of cancer 
therapy. Given the discrepancy between 
parent expectations of late effects and 
children’s experiences of late effects, it is not 
surprising that parents felt unprepared for their 
child’s life after cancer treatment.  

QUALITY OF LIFE. INFORMATION AND COMMUNICATION 

Greenzang KA et al. 
Cancer 2016; 
122(16):2587-2594 
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Armstrong GT et al. JCO 2014;32:1218-1227 

QUALITITY OF LIFE. AGING 

Risk for morbidity and mortality 
continues across the life span for 
cancer survivors and actually 
increases beyond age 35 years 
when compared with a population 
of siblings. By age 50 years, more 
than hal f of surv ivors have 
experienced a severe, disabling, or 
life-threatening event, including 
death. These data raise concerns 
for acceleration of the aging 
process in this population. 



Robinson L et al. Nature Reviews/Cancer 2014;14:61-70 
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Nutrition plays an important role in 
chronic disease prevention. 
Evidence of poor dietary intake in 
childhood cancer survivors calls 
for act ions to be taken to 
incorporate nutrition support as an 
integral part of cancer care for 
survivors and families. The early 
onset of chronic health conditions 
in childhood cancer survivors 
reinforces the need for dietary 
interventions early in survivorship 
care to avoid long-term morbidity 
in this vulnerable population. 

Zhang FF et al. J Nutr 2016 doi 103945 

QUALITY OF LIFE. NUTRITION 



Health promotion and 
lifestyle advice is now 
generally considered to be 
a vital part of medical 
care of CCS. However, no 
guidelines currently give 
recommendations for how 
best to communicate this 
information to CCS to aid 
sustainable adoption of 
positive health behaviors 
by these patients. 

Mayes J et al. Ped Hematol Oncol 2016;33(6):359-370 

HEALTH PROMOTION AND LIFESTYLE ADVICE  



HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD CANCER SURVIVORS 

The assessment of quality of life 
(QOL) is key within pediatric 
oncology and requires a clearly 
defined construct of QOL. 
 O u r re s e a rc h h i g h l i g h t s 
i m p o r t a n t p r o b l e m s w i t h 
content validity of existing PRO 
scales, indicating that the tools 
we have to date have limited 
utility in research and clinical 
practice.     
       

 Anthony SJ et al. Qual Life Res 2016 DOI 10.1007/s 11136-016-1393-4 



HOW TO MESURE THE QUALITY OF LIFE OF 
CHILDHOOD CANCER SURVIVORS 

Anthony SJ et al. Qual Life Res 2016 DOI 10.1007 
/s 11136-016-1393-4 

Measuring health status and 
Q O L i s  i m p o r t a n t  f o r 
understanding the impact of 
cancer in the lives of children. 
Inconsistencies in definitions or 
conceptual understanding of 
QOL have led to confusion about 
how to select or use instruments 
designed to measure th is 
multidimensional concept. 



Anthony SJ Qual Life Res 2014;23(3):771-779 

HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD CANCER 
SURVIVORS 



The ICF-CY is a uniform terminology, and 
classification system developed by the 
WHO that can classify biopsychosocial 
health content found in health status and 
QOL instruments 
Our analysis of commonly used generic and 
cancer specific instruments in childhood 
cancer research showed that the popular 
measures used to assess QOL reflect a 
variety of health and health-related domains 
but consistently use a health status approach 
as opposed to a QOL approach. 

HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD CANCER SURVIVORS 

Fayed N et al. Qual Life Res 2011 20:1247-1258 



Childhood cancer is a complex, multi-layered process of difficulty, adjustment and growth. 
Our findings suggest that existing PRO instruments contain content that does not reflect the 
QOL experiences and perspectives of childhood cancer patients and survivors.  

HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD CANCER SURVIVORS 

Anthony SJ et al. Qual Life Res 2016 DOI 10.1007/s 11136-016-1393-4 



Anthony SJ et al. Qual Life Res 2014 23(3):771-779 

A comprehensive conceptual framework provides the necessary foundation for 
the development of theoretical models and the progression toward 
interventional studies aimed at improving the QOL for children with cancer and 
childhood cancer survivors. 

HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD CANCER SURVIVORS 



HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD CANCER 
SURVIVORS 

Anthony SJ et al. Qual Life Res 2014 23(3):771-779 

MAJOR DOMAIN SUBDOMAIN IDENTIFYING CONCEPT EXAMPLES 



HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD 
CANCER SURVIVORS 

Anthony SJ et al. Qual Life Res 2014 23(3):771-779 



Report of 30 studies about QOL done in the USA 
 
Despite the heterogeneity in study procedures and the methodological shortcomings 
the results suggest the following: 
 
● Physical functioning 
1.  The majority of survivors reported they were in apparently good health, with the        

 exception of bone tumour survivors, who were more likely to perceive their health 
 as fair or poor. 

2. Some studies mentioned fatigue as a residual effect of treatment. 
 
● Psychological functioning 
1.  Most long-term survivors functioned well psychologically and did not have 

significantly more emotional problems than controls.( mood disturbances, tension, 
anger, confusion and anxiety). 

QUALITY OF LIFE EVALUATION 



● Social functioning 
 
1.  Survivors of CNS tumours and survivors of ALL seemed to be at risk for educational 

deficits. 

2. The majority of survivors old enough to be in the workforce were employed.  
 
3. Survivors seem to stay at home longer after reaching adulthood and leave home at 
an older age than their controls. 
 
4. There is a lower prevalence of marriage among survivors, particularly in male survivors 
with a diagnosis of CNS tumours.  
 
5. The percentage of survivors with children seems lower. 

QUALITY OF LIFE EVALUATION 



The present findings indicate that QL and level of self-esteem in young adult survivors of 
childhood cancer is not significantly different from their healthy peers. Female gender, age at 
follow-up, unemployment, years since completion of therapy, severe late effects/health problems 
and self-esteem could explain variations in QL and worries only to a limited extent. 

Langeveld NE et al. Psycho-Oncology 2004;13:867-881 

QUALITY OF LIFE EVALUATION 



Tumor type is one of the most important 
factors affecting HRQOL. We found 
significantly lower scores on the social, 
physical, and school functioning 
subscales of CNS tumor survivors than 
the survivors of other tumours according 
to child self-reports. Despite all negative 
effects of cancer and its treatment, 
survivors seem to have a good overall 
HRQOL. 

QUALITY OF LIFE EVALUATION 

Yagci-Küpeli B et al.J Pediatr Hematol Oncol 2012;34:194–199 



Compared with national statistics adjusted on age and sex, we found that most survivors of 
childhood cancer had a significantly higher educational level and occupational class than expected, 
even when controlling for their socioeconomic background. 
Unemployment and health-related unemployment were higher than expected for CNS tumour 
survivors, but not for survivors of other diagnoses. 

Dumas A et al. Br J Cancer 2016;114:1060-1068 

QUALITY OF LIFE EVALUATION 



The impairments of brain tumor survivors influence quality of life particularly regarding motor, 
cognitive, and social functioning. Children impeded in their autonomy may develop a delay in 
their social capacities. This is affirmed by their parents, who reported more social problems. 
Early detecting of such problems is important, as timely interventions can prevent aggravation of 
such problems and will enhance the child’s coping capacities Dessens AB et al. Ped Hematol Oncol 2016;33(5):282-294 

QUALITY OF LIFE EVALUATION 



Yeh JM. JNCI J Natl Cancer Inst (2016) 108(9) 

Our findings, which represent the first use of utility scores to illuminate quality-of-life differences 
among adult survivors of childhood cancer and nonsurvivors, highlight the importance of chronic 
conditions on health-related quality of life for childhood cancer survivors and provide 
encouraging results on the impact of the cancer experience on long-term sibling wellbeing. 
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C. Castellano et al/MedClin(Barc).2009;133(20):783–786  

El SF- 12v 2 es un instrumento de evaluación de calidad de vida en relación con la salud formado 
por un subconjunto de 12 ıtems del SF-367. La información de estos 12 ítems se utiliza para construir 
las dimensiones de )componente físico* (PCS) y de )componente mental* (MCS) del SF-12v2,  

Los adolescentes que han tenido cáncer y en la actualidad se 
encuentran en remisión manifiestan una calidad de vida 
satisfactoria y similar a la que se observa en su grupo de 
referencia de la población general sin historia previa de cáncer 

QUALITY OF LIFE EVALUATION 



Ø We need a consensus definition of QOL . 

Ø We need a new tool to mesure QOL that include all the relevant domains. 

Ø  In general terms  QOL of childhood cancer survivors is good and no different 
from their peers. 

Ø  There is a role not only for researchers and health care providers but also for 
survivors and their families, governing bodies and advocacy groups in 
helping to understand and overcome the barriers that prevent survivors from 
receiving optimal care to minimize adverse health-related outcomes and to 
maximize quality-of-life outcomes.  

QUALITY OF LIFE . CONCLUSIONS 




