Systems & Data Sources for Congenital Anomalies Surveillance in Canada - 2011
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Province/Territory ovince/Territory Earliest available data [Live births covered yearly|

wide Data use Legislation)
wide Conditions Pregnancy outcomes Coding Data sources Case ascertaiment Infantffetus information Mother information Father information Yes/No
all anomalies in ICD-9 Ch XIV active and passive (medical
and ICD-10 Ch XVIL. Also records are reviewed when routine statistical monitoring,
congenital haematologic, RCPCH adaptation of ICD-10, ICD-  hospital records, ciinical genetics diagnoss is unclear or monitoring outbreaks and cluster
Alberta Congenital Anomalies| metabolic, neuromuscular, | ™8 Dirths, some fetal deaths | "9/10 (if not covered adequately in | centres, pathology/autopsy reports, unconfirmed at time of | (dentification and demographic, birth weight, and
AB : 1980 ~38,000-50,000 ves ! . <20 wks, fetal deaths 220 |up to 1 yr after delivery] - gestational age, birth defect diagnostic and no
System (ACASS endocrine, neoplastioand | <0 108 S8 E) | RCPCH), and McKusick e I newborn letters T omation demographic studies, data requests from clinics,
neurologic disorders as well as| "< Classification metabolic screening and vital stats | are sent to physicians to clarify special interest groups and health
congenital infections if diagnoses and encourage unitsiregions
associated with anomalies reporting)
foutine statistical monitoring,
st congental anomales, 2 person can e osptl rcords, heeptalseparaton Miiesigaton pttomioogin
" some metabolic and genetic | live births, fetal deaths 220 | registered at any time, | 1CD-9/10 and McKusick records, identifcation and g >
8C Health Status Registry (HSR)| 1952 45,000 ves Presibaiseebebaiot e i regictration Clocafention data, clinical genetics centres, and passive and and omoarnhe studies and identification of no
oitons oo 10 e a?"a g o u"e"?ems o met vital stats (birth/death certificates) lograp! potential cases for other
P to 19 yrs of ag a epidemiological studies, public
health program evaluation
o births, fetal deaths 20 | up to 28 days of e or hospital records, hospital separation identification and demographic, birth weight, gr‘a":‘;‘l‘t'x?’z;‘ i."fe‘iil“;?.ﬁﬂﬂ.‘i'n .
Perinatal Data Registry, all anomalies in ICD-10 Ch . -’ » data, physician reports, prenatal gestational age, birth defect diagnostic g g . .
8C e 2000 ~45,000 ves wks, elective terminations 20| 1 year if never 1CD-9/10 e o e s passive o e rom coritomys | Prenatal care, prenatal diagnostic | o information collected | routine statistical monitoring no
wks, birth weight 2500 grams |  discharged home 9 ‘ 4 information, pregnancy/delivery
(birth/death certificates) and procedures "
complications, materal risk factors
EwEGE e Cgare) all anomalies in ICD-10 Ch | live births and fetal deaths u(?n':s: J;.:“i'.ﬁzﬂf&y hospital records and vital statistics identfication and demographic, birth weight,
NB Anomalies Surveillance 2000 ~7,000 ves g 1CD-10 ety v passive gestational age, birth defect diagnostic identification and demographic no information collected | routine statistical monitoring no
oot postnatal diagnosis at (birthideath certficates) T omation
time of discharge)
identification and demographic, routine statistical
Newfoundiand and Labrador 20 (85% coverage -3 of 4 Regional live biths, fetal deaths220 [ oo hospital separation data, prenatal 'de"sgf;:g‘;:":imgzzg ;‘:';:ggm' gravidity/parity, illnesses/conditions, and monitoring/surveilance,
NL Provincial Perinatal Program 2001 ~5,000 g 'ge - 3 of 4 Regl all anomalies in ICD-10 Ch XVI| wks and elective terminations| P s of age 1CD-10 record, follow-up clinic and vital stats active and passive ge. o prenatal care, prenatal diagnostic info, no
Health Authorities) discharge o death information, and results from certain tests health research, ciinical review,
(NLPPP) 220 wks (birth/death certificates)
and procedures, and infant complications quality assurance, program
materal risk factors
planning
Surveillance for Congenital
Anomalies in Nova Scotia demographic, anthropometric, birth defect . .
. medical chart (NSAPD); with prenatal - ¢ demographic, obstetric history, epidemiological studies, clinical
(Atlee P‘e?(ﬁ:t:ls Satabase 1980 (Atlee) ::;ubc;\r:xhselsetl‘:v‘:r::m::;?a)s upa'gcznsa?aeyzro ;:gtenn w:jns E:P;f ;g‘:?r:sm(gg:)"s'gi‘ys diagnostic facilies, cytogenetic | o (\SAPD); active (FADB dasnoste mmm:::;ﬁ.:: u:i:;;"a:«e "% | iinessesicondiions, prenatal care, | none (NSAPD); occupation | review (FADB), it routne
NS ~9,000 ves all anomalies e ot O ADBY | (NSAPD, EADB): oo ofinfions: RGPOH aduptation of | _|2boratories, matemal serum |  SOANS atons (NOAPD). it Kagos pregnancyldelivery complications | (FADB); with ethnicity, | statistical monitoring, program no
A(;f::nl’]‘"d oo 1992 (FAD) regardless of GA )| J ); up to| def NS, adaptation of | - o eening programs (FADBY); with an ) complications (( ) With Karyotype, | s ApD) maternal risk factors (FADB),  consanguinity (SCANS) | planning (NSAPD), with cluster
ly Database (FAD) both (SCANS) one year (SCANS) [10D-10 (with Mekusick) in SCANS | {ebere Fo e (A eSS prenataltostresults (FADB), with (oo TR A T e R vastigation (SCANS)
transitioning to SCANS : billing: recommended variables (SCANS) 9
starting 2011)
demographic, gravidity/parity,
. hospital records, hospital discharge illnesses/conditions, prenatal care,
Nutagaavat Surveilance all *;’\‘;":"::E:r;"ﬁf:gf“ 1o to preschool forms, prenatal records, well-child der’e“::‘:z':t‘fa:;:zfo'g:‘f:;"‘::g:"aﬁi prenatal diagnostic information, ethnicity, congenttal routine statistical monitoring,
NU 9 2010 ~750 yes g all, except early terminations plop 1CD-9/10 visit forms, birth defect reporting form| active and passive pren . cong pregnancy/delivery complications, | anomalies, occupation, | program planning, clinical review, no
System (NSS) metabolism and hereditar (age 4) diagnostic info, developmental delay
YS! 4 9 laboratory database, summary g i P! Y. maternal risk factors, matemal education level surveillance and research
muscle and biood disorders developmental conditions, hearing loss
records from out-of-territory hospitls| nutition/food security, matemal
exposures
~ hospital records, pathology reports, identification and demographic, birth weight, foutine statistical monitoring,
NWT "W;f::iﬁ::ﬁ';"s‘:g:‘“ 2011 “ge‘:v":e’f‘gfoggf‘z“:c";’;“"s yes all anomalies on ICD-10 Q16,0| '@ births and fetal deaths | up to ‘dgehyf:'s after 1CD-10 Q16.0 newborn metabolic screening and active and passive gestational age, birth defect diagnostic and Doy mac"“ Studies, data yes
¥ v vital stats information lograp! requests.
o e e e o 1. Ontario Materal Muliple Marker
own syn:}ome i Screening Program (OMMMS) identification and demographic,
(Pleas;ifzf:?:e 8ORN cardiovascular, GI, live births and fetal deaths | prenatal up to within a g m;‘ Ap'i: ::;‘f‘g’:';:s'ﬂ fion and birth weight, i
Better Outcomes Regisiry & ! musculoskeletal, renal and |20 wks, and terminations for | few days of birth, | ICD-10-CA and database-specific [\ . . . . gestational age, birth defect diagnostic | prenatal care, prenatal diagnostic . .
oN Ontario info page for more ~140,000 ves b " 4. Newbom Screeing Ontario active and passive ¢ > no information collected | routine statistical monitoring no
Network (BORN) Ontario nformaton) respiratory anomalies, trisomy|  fetal anomalies following | planning to expand up 2 Ontaris Miwitors Proccam information, results from certain tests and | information, pregnancy/delivery
18:and 21, data on other prenatal diagnosis. to 1 year of age Pianning to have aeta fom. procedures, and infant complications |complications and matenal risk factors,|
ovogenelic and ulrasound eccinti cardionay, genetic dinics, family history, materal age at delivery,
metabalisn, GF paediatric hospitals, vital stats
o e orcon s e, v | ST T,
PEI Reproductive Care all anomalies in ICD-9 Ch XIV |  live births and fetal deaths. < . gestational age, birth defect diagnostic f g g g
PEI P 1990 ~1,400- 1,500 ves IGO0 Vil 0 ke and & 200 aram_|readmission to hospitl 1CD-9/10 hospital records and prenatal records| active o e o corai tos | prenatal diagnostic information, | age, employment status | identication of potential cases for no
rogr g up to and including 28 q pregnancy/delivery complications, other epidemiological studies
and procedures, and infant complications
days of age maternal risk factors
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numerator: hospital data records for
Quebec Congenital g infants < 1 year old (Med-Echo) and
ac Anomalies Surveillance 1989 - 88,000 yes all a":ﬂgal‘('fg_‘:‘o"éf :VCH" XV live b‘“"z;g“vj:f‘ deaths |10 1 yr after delivery| icD-10 stilbirths (Vital Stats); passive “"‘"“’9’“"""‘"2”""";?;:“ diagnostic no information collected no information collected ’°‘2"::::2‘5;‘°:;’|“s‘"::’e":9 no
System denominator: live births and stillbirths P 9
data from Vital Stats
all anomalies in ICD-10 Ch | liv biths, fetal deaths 220 <ome periata, routine satisical moritoring,
Congenital Anomalies ’ ~ XV, inborn errors of | wks, eleclive terminations 220 g discharge summaries, reporting from Some perinatal, o | limited demographic and :
kS Surveillance Yukon (CASY) mid-2011 385 yes metabolism and hereditary | wks, all elective terminations | P t© T year of age 1cb-10 health care professionals i territory active ‘and testing data exposures, testing and family history family history data program planning, clinical review, no
data surveillance and research
muscle and blood disorders | due to a congenital anomaly
Canadian Congental up to 1 yr afer deliveny
Anomalies Surveillance before 2001 and 30 routine epidemiological monitoring
System (CCASS) 1973 ~370,000 all Provinces and Territories | 2 a":ﬂgal‘(';‘;_‘:‘o"éf':vc‘:“ XV live b‘“"z;g“vj:f‘ deaths | " jays since 2001 ICD-910 hospital admission/separation data passive ""‘"“’9’“"""‘"2”""";?;:“ diagnostic no information collected no information collected |  of trends, reports, studies, data na
Hospitalisation Data (except QC and AB requests
(source: CIHI) il 1 year)
CANADA
Canadian Congental
Anomalies Surveillance . ) )
. live biths, stilbirths 220 wks routine epidemiological monitoring
ShEEm(EEE) 2011 ~162,135 NB, NS, NU, ON, SK, YK altanomalies in ICD-10 Ch ‘and terminations of Up to 1 year of age 1cD-10 provincial and territorial congenital active and passive ‘demographic, birth weight, gestational age, | - yatg of bith, place of residence no information collected | of trends, reporting, studies, data nla
Congenital Anomalies i birth defect diagnostic information
pregnancies anomalies surveillance program data
Surveillance Enhancement
Initiative

Canadian Congenital Anomalies Surveillance System - www.phac-aspc.gc.ca/ccasn-rcsac



