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Review question(s)
To assess long-term outcome in terms of quality of life in adolescents and young adults with congenital heart disease.
Searches
Searches will be conducted in Medline, Embase, Cochrane and PsycINFO databases.
Search string for PubMed:
(("Heart Defects, Congenital"[Mesh] OR ("Congenit Heart Dis"[Journal] OR ("congenital"[All Fields] AND "heart"[All Fields] AND "disease"[All Fields]) OR "congenital heart disease"[All Fields])) AND ("Child"[Mesh] OR ("child"[MeSH Terms] OR "child"[All Fields]) OR "Adolescent"[Mesh] OR ("adolescent"[MeSH Terms] OR "adolescent"[All Fields]) OR "Adult"[Mesh] OR ("adult"[MeSH Terms] OR "adult"[All Fields]) OR "Young Adult"[Mesh] OR ("young adult"[MeSH Terms] OR ("young"[All Fields] AND "adult"[All Fields]) OR "young adult"[All Fields])) AND ((hasabstract[text] AND "loattrfull text"[sb]) AND ("1990/01/01"[PDAT] : "2012/10/17"[PDAT]) AND "humans"[MeSH Terms] AND (English[lang] OR Norwegian[lang] OR Danish[lang] OR Swedish[lang]) AND (("infant"[MeSH Terms] OR "child"[MeSH Terms] OR "adolescent"[MeSH Terms]) OR "young adult"[MeSH Terms] OR "adult"[MeSH Terms:noexp])) AND ((hasabstract[text] AND "loattrfull text"[sb]) AND ("1990/01/01"[PDAT] : "2012/10/17"[PDAT]) AND "humans"[MeSH Terms] AND (English[lang] OR Norwegian[lang] OR Danish[lang] OR Swedish[lang]) AND (("infant"[MeSH Terms] OR "child"[MeSH Terms] OR "adolescent"[MeSH Terms]) OR "young adult"[MeSH Terms] OR "adult"[MeSH Terms:noexp]))) AND ("Quality of Life"[Mesh] OR ("quality of life"[MeSH Terms] OR ("quality"[All Fields] AND "life"[All Fields]) OR "quality of life"[All Fields]) OR ("quality of life"[MeSH Terms] OR ("quality"[All Fields] AND "life"[All Fields]) OR "quality of life"[All Fields] OR ("life"[All Fields] AND "quality"[All Fields]) OR "life quality"[All Fields]) OR (("health"[MeSH Terms] OR "health"[All Fields]) AND related[All Fields] AND ("quality of life"[MeSH Terms] OR ("quality"[All Fields] AND "life"[All Fields]) OR "quality of life"[All Fields]))) AND ((hasabstract[text] AND "loattrfull text"[sb]) AND ("1990/01/01"[PDAT] : "2012/10/17"[PDAT]) AND "humans"[MeSH Terms] AND (English[lang] OR Norwegian[lang] OR Danish[lang] OR Swedish[lang]) AND (("infant"[MeSH Terms] OR "child"[MeSH Terms] OR "adolescent"[MeSH Terms]) OR "young adult"[MeSH Terms] OR "adult"[MeSH Terms:noexp]))
Types of study to be included
Inclusion:

randomised control studies
cohort studies
case-control studies
Condition or domain being studied
The population assessed in the study is adolescents and young adults born with congenital heart defects. The outcome of interest is long-term quality of life.
Participants/ population
Inclusion:

Studies assessing quality of life in 12-35 year old people born with all types of congenital heart disease.
Studies published after 1990 (because the treatment of congental heart disease is radically better after 1990).
Studies published in english, danish, norwegian and swedish.
Studies that are available as abstracts and full text.
Intervention(s), exposure(s)
The only 'exposure' is congenital heart defect.
Comparator(s)/ control

Depending on study designs of the included studies, the comparators were either an age-matched background population, or a specific age-matched control population of healthy peers.
Outcome(s)
Primary outcomes
Quality of life.
Secondary outcomes
None.
Data extraction, (selection and coding)
With the help of a health science librarian, two independent researchers will select the studies. Disagreements will be settled by discussion and consensus.
Extracted data:
Title

Author
Study PMID

Year of publication
Journal
Study design
Primary outcome
Number of patients
Number of controls
Participant groups
(Interventions)
Follow-up period
Setting (Country/Region)
Brief tabular narrative
Surgery after 1990?
Age 12-35 years?
QOL-tool type (name)
QOL-tool patient vs. proxy?
QOL-tool validation?
QOL-mean
QOL-CI

QOL-SD

NOS

CHD-type: Severe

CHD-type: Moderate
CHD-type: Mild

CHD-type: Mixed

CHD-type: Specific?

Risk of bias (quality) assessment
All included studies will be evaluated using the Newcastle-Ottawa Scale (NOS) that assesses bias and methodogical quality. A low NOS-score will be 'weighed' in the qualitative analysis.
Strategy for data synthesis
All included studies will be part of the qualitative analyses.
If possible, the quality of life-scores from the different studies will be pooled in a meta-analysis (Forest plot, Funnel plot, I-squared statistics).
Analysis of subgroups or subsets
Depending on the design of the studies, we may undertake subgroup analyses according to severity of congenital heart disease (mild, moderate or severe).
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