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Background

A Improved long-term survival in patients with Tetralogy of Fallot
o 78% survival to age 18y
o after total correction, 90% expected to become >40y

A Residua and complications often result in
o Impaired clinical status
o nheed for re-operation
o decreased exercise tolerance,...

Y ToF transformed from lethal condition to manageable
lifelong condition

Y Little is understood about the Impact of this condition
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Improved life expectancy = good quality of life

A Mortality and morbidity are too limited to evaluate benefit
of therapies

A Importance of assessing impact of disease and treatment
on patient-reported health status and quality of life
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Patient-reported health status

AHA scientific statement on patient-reported health status (2013)
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Patient-reported health status

Patient-reported health status
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Patient-reported health status

= the impact of disease and medical treatments on function and
well-being as reported by the patient (Rumsfeld J.S., 2002)

Patient-reported health status

symptom 3 functional 3 health-
: n

(overall)
quality of life
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Quality of life Is often used as an
oumbrell ado t e

quality of life

Lack of a uniform definition results in conceptual vagueness and obscurity

ﬂ



KU LEUVEN
Moons P. et al., 2006



" (overall) quality of life
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0 The de goveeatlifecdtisfaction
that is positively or negatively influenced
by an i ndividual 6s percej
aspects of life that are important to
them, including matters both related and

’

unrelatedto health . 6

(Moons P., Eur Heart J, 2005)
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Quality of life in CHD: methodological rigor
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Assessment of the methodological rigor of 70 publications on
guality of life in patients with CHD
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Quality of life in CHD: methodological rigor

10 criteria to assess caliber of Qol measurements (Gill & Feinstein,1994)
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Provide a conceptual definition of Qol

. Explicitly stating domains measured as components of Qol

. Provide reason(s) for the choice of Qol instruments

. Aggregation of information into a single composite Qol score

. Patients could give their own global rating of Qol

. Distinguishing overall Qol from health-related Qol

Patients can supplement items to the instrument(s) used

If so, supplemental items are incorporated into final rating
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Patients can indicate personal importance of Qol items

10. If so, rated importance is incorporated into final rating

# >50% of papers did not comply with any of these criteria KU LEUVEN

Moons P. et al., Arch Pediatr Adolesc Med, 2004



Quality of life in CHD: methodological rigor

Conclusions: A poor conceptual and methodological ba-
sis for quality ot lite implies that many results from quality-

of-lite studies performed in patients with congenital heart
disease contribute little to the scientific knowledge base
of quality of life in this patient population. Future quality-
of-lite studies need to invest in a rigorous conceptual-
ization, an adequate operational definition, and a sound
measurement of quality of life.
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