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▪ Since 1980s 

Health (physical or mental)

▪ Individual level 

Physical and mental health

perceptions and their correlates,

functional status, social support, and

socioeconomic status

▪ Community level 

Resources, conditions, policies, and

practices.

▪ CDC: “an individual’s or group’s

perceived physical and mental health

over time.”



✓Broad multidimensional concept that usually

includes subjective evaluations of both

positive and negative aspects of life.

✓Health



"Health is a state of complete

physical, mental, and social

well-being, and not merely the

absence of disease or infirmity."



✓Broad multidimensional concept that usually

includes subjective evaluations of both

positive and negative aspects of life.

✓Health + other domains





▪ No consensus.

▪ Positive emotions and moods + absence of negative 

emotions + satisfaction with life + fulfillment and 

positive functioning.

▪ “Judging life positively and feeling good”.

▪ Physical well-being is critical to overall well-being. 



▪ HRQOL vs. well-being. Synonymous?

▪ HRQOL  patient outcomes  deficits in

functioning.

▪ Well-being  functioning, including positive

emotions and psychological resources.

▪ Well-being  presence of high levels of positive

functioning—primarily in the mental health

domain (inclusive of social health).



▪ Children with EOS   mortality at 40 years

of age.

▪ Significantly impaired HRQOL (physical

function and caregiver burden).



▪ Treatment can adversely affect QOL: hospital appointments,

restricted activities and general worry.

▪ With life-threatening conditions  significant changes in QoL.

▪ In palliative care, the sole purpose of therapy may be to

improve QoL.







▪ Frequent surgeries.

▪ Frequent complications.

▪ Frequent non-spinal procedures.



✓ “Better” treatments

✓ Improving QoL?



There is no point in assessing QoL if

we are unable to change it.



✓Challenging to measure

✓Everyone can define it differently

✓Culture, values, spirituality, etc. 



▪ Developing field of research.

▪ Well established in adults.

▪ Important marker of health outcome for children for those with

chronic or life-threatening conditions.



▪ Children and adolescents are able to report on the state of their

own health.

▪ Methods suitable for young children may not be applicable to

adolescents.

▪ Children may lack the cognitive ability to evaluate their health

using abstract concepts.

▪ Young children may lack the required linguistic skills to answer

questions designed for self-completion by older children.



▪ Changes with the child’s age  age-specific instruments.

▪ Some for use exclusively in children and adolescents

▪ Some existing adult-specific methods modified.

▪ Children and adolescents preferences may be different.

▪ Dimensions included may not cover all dimensions of health

relevant to children and adolescents.



▪ Age-sensitivity.

▪ The meaning of QoL changes with age and developmental

level.

▪ Issues of central concern for children of different ages.

▪ Narrow age ranges are inadequate in situations, such as

clinical trials, where the aim is to assess changes in QoL

over time.



▪ Generic methods: measure HRQoL in children and adolescents

for a range of conditions, both chronic and acute.

▪ Disease-specific methods measure HRQoL with reference to a

particular condition.

▪ Disease-specific: More sensitive to small changes in the condition of the

patient in question.

May describe the functioning of a patient with

greater clarity.

Lack comparability across different diseases.



▪ Parents most useful. Anxiety?

▪ Clinicians’ knowledge is useful. Less contact?

▪ Teachers? Evaluate a child’s emotional and physical

functioning.

▪ Parent–child agreement is normally greater for sick

compared with healthy children.

▪ Parents’ reports appear to be more reliable for observable

behaviours, such as physical symptoms and function, but

less reliable for cognitive and emotional attributes.



























▪ Condition that either interferes, or is likely to interfere

with an individual’s daily functioning for at least three

months of a year, or a condition that will require

hospitalization for more than one month in a year.

▪ Prolonged in their duration, they do not resolve

spontaneously, and they are rarely cured completely.



▪ Improvements in the delivery of specialized care  increasing

survival rates for pediatric patients.

▪ Not only living longer, but dealing with more aggressive

treatments  impacts their quality of life.



▪ More than simply the physical disease

▪ Effects on individuals’ and families’ lives.

▪ Profound impact on the welfare of each family member.



▪ Being diagnosed with a chronic disease can be a major

upheaval in families’ lives and often leads to many stressors

and worries.

▪ Families with chronically ill children are fundamentally normal

families forced to cope with extraordinary circumstances.



▪ Strain in all areas of life: financial, physical, emotional, social,

behavioral, and personal domains.

Financially: Huge amounts of strain when medical bills pile up.

Physically: Not enough sleep or not have their normal routine.

Emotionally: Stress and uncertainty about the future, an upcoming

procedure, or extensive worry about the ill child.

Socially: Isolation or overburdened.

Behaviorally: Different directions than normally expected.



▪ Childhood chronic illness often results in worry, stress,

disruptions in routine, change, financial constraints and

more; these types of effects notably manifest themselves in

the physical, social, financial, emotional spheres.

▪ A childhood illness in the family can cause tremendous

amounts of stress for all members. It often results in

changes in family roles, relationships, and disrupts family

normalcy.



▪ Structure is important in early childhood development.

▪ Routine and structure  Sense of security, develop self-

discipline and boundaries, leads to clear and foreseeable

expectations, creates a sense of mastery over their own

lives, and ultimately allows them to handle change.

▪ Well siblings of children with chronic illnesses   risk for

negative psychological effects (depressive thinking, sadness,

anxiety and uneasiness).



▪ Being diagnosed with a chronic illness places enormous

demands (medical or otherwise) on children and their

families, and can become the basic organizing principle of

family life.

▪ Researchers and clinicians agree that childhood chronic

illness produces substantial amounts of stress on families.



▪ It is largely accepted that families facing serious pediatric

illness are fundamentally ordinary families that face

extraordinary stressors and are forced to cope with unique

circumstances.

▪ The experience of chronic illness is a unique family and

individual experience resulting in changes in a variety of

spheres.



Compas et al. note that, “parents serve as resources to

support and scaffold children’s coping. Parents who are

ineffective in coping with the stress of their child’s illness may

contribute to increased distress in their children”.



Parents also may demonstrate increased levels of anxiety

and overprotectiveness; they may have lower expectations

for their ill child and his or her siblings; and they may fail

to provide boundaries or consistent discipline for their

children.



Each disease has great “variability in its clinical

expression, chronicity, severity, and the associated

hardships imposed on individual families”.

VS.



One of the tasks of modern medicine is to endeavor to ensure

that patients’ quality of life is, at least, no worse when they

leave our care than when they entered, and, at best, that it is

better, according to recognized index quality indicators. To be

sure, doctors who treat patients with life-threatening

conditions focus quite rightly on instituting therapeutic

measures to preserve life, and often they are not able to

address the impact of medical care on quality of life until after

the life-saving intervention.




