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1957 — Thalidomide sold in Germany for morning sickness

1958 — Licensed in UK

1961 — Taken off the market

1964 — National Congenital Anomaly Monitoring system — SD56 form
1988 — Nant y Gwyddon landfill site opens

1996 — OPCS aware that reporting could be improved

1996 — Welsh Office — invitation to tender

1998 — CARIS starts collecting data, reports and annual meetings
1998 — Electronic transfer of Welsh data to ONS (OPCS)

1999 — Joins EUROCAT

2005 — Joins International Clearing House

2009 — Public Health Wales — congenital anomaly data — statutory function
2010 — EUROMEDICAT research, SD56 stops

2015 — Public Health England transforms regional registers

2017 — CARIS takes on Rare Disease register
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BBC NEWS 17.8.2001

iving in the shadow of a landfill

Nantygwyddon landfill site has come under fire from residents

Harriet Medlicott was born six years ago with a deformed windpipe and she has had to undergo three major operations.
She suffers from pneumonia and needs regular medication and constant care from her family.

Her mother Natalie, from Gelli, Rhondda, south Wales, she had been told at the time of Harriet's birth that she had been
born with a rare defect.




e Assessment of impact-on-health of —
residents living near the Nant-y-
Gwyddon landfill site: retrospective
analysis - Fielder et al
BMJ 2000; 320 doi:

(Published 01 January 2000) Cite this as:
BMJ 2000;320:19

Ystrad

‘Although the Office for National Statistics recognises
that the data on congenital malformations are not
always accurate or complete, we have no reason to
suppose that the data for the five exposed wards are
any different in quality to those for the 22 unexposed

wards....’
Tonypandy


https://doi.org/10.1136/bmj.320.7226.19

Congenital Anomalies in relation to Nant y Gwyddon landfill
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1957 — Thalidomide sold in Germany

1958 — Licensed in UK

1961 — Taken off the market

1964 — National Congenital Anomaly Monitoring system — SD56 form
1988 — Nant y Gwyddon landfill site opens

1996 — OPCS aware that reporting could be improved

1996 — Welsh Office — invitation to tender

1998 — CARIS starts collecting data, reports and annual meetings
1998 — Electronic transfer of Welsh data to ONS (OPCS) — stop SD56
1999 — Joins EUROCAT

2005 — Joins International Clearing House

2009 — Public Health Wales — congenital anomaly data — statutory function
2010 — EUROMEDICAT research, SD56 stops

2015 — Public Health England transforms regional registers

2017 — CARIS takes on Rare Disease register
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Rate of CARIS cases per 10,000 births, 1998-2015
Local Authority %l

616 to 664 [2]
568 to <616 [1]

520 to <568 [3] | 't I
. Congenita
424 to <472 [7]

» anomaly rates
across Wales —

1998 to 2015

Produced by Public Health Wales Observatory, using CARIS data (Public Health Wales) and PHB (ONS)
© Crown Copyright and database right 2016, Ordnance Survey 100044810




CARIS — headlines 1998 to 2015

31,123 cases recorded in CARIS
Gross rate of 5.2%

86.2% live born of whom 96.9%
survived to one year

More males than females - 58% to
40%
Most (59.9%) with a single anomaly




Percentage of CARIS cases surviving to one year of age, 1998-2015
Local Authority

97.5to 98.0 [6]
97.0 to <97.5 [4]
96.5 to <97.0 [4]
96.0 to <96.5 [6]
95.5 to <96.0 [2]

Survival to the

age of one year

Produced by Public Health Wales Observatory, using CARIS data (Public Health Wales)
© Crown Copyright and database right 2016, Ordnance Survey 100044810
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= Evaluation of the National Congenital Anomaly System in

Figure 2 Coverage of the local

England and Wales congenital anomaly registers in

England and Wales in 2003.

[ Coverage by local registers

[ Areas not covered by the
local registers




Nofitication rate per 10 000 live births

Evaluation of the National Congenital Anomaly System in

England and Wales

T Misra, N Dattani, A Majeed

Arch Dis Child Fetal Neonatal Ed 2005;90:F368-F373. doi: 10.1136/adc.2004.052936
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The CARIS team. We are (left to nght) Helen Jenkins,
David Tucker, Margery Morgan, Judith Greenacre
and Val We.




1957 — Thalidomide sold in Germany

1958 — Licensed in UK

1961 — Taken off the market

1964 — National Congenital Anomaly Monitoring system — SD56 form
1988 — Nant y Gwyddon landfill site opens

1996 — OPCS aware that reporting could be improved

1996 — Welsh Office — invitation to tender

1998 — CARIS starts collecting data, reports and annual meetings
1998 — Electronic transfer of Welsh data to ONS (OPCS)

1999 — Joins EUROCAT

2005 — Joins International Clearing House

2009 — Public Health Wales — congenital anomaly data — statutory function
2010 — EUROMEDICAT research, SD56 stops in England

2015 — Public Health England transforms regional registers
2017 — CARIS takes on Rare Disease register
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Mainz - Germany
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Gastroschisis
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Prevalence of gastroschisis, 1998-00 to 2013-15 (three-year rolling counts and rates)
Produced by Public Health Wales Observatory, using CARIS (Public Health Wales) & PHB (ONS)
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2016 — Members of the International Clearinghouse for
Birth Defects Surveillance and Research (ICBDSR)

42 Surveillance Programs, 4 ml births per year
36 Countries

Canada National Western Europe

18 Programs
Abena 12 Countries  Ukraine Israel

Mexico-RYVEMCE
4—

Mexico-Nuevo Leon 4 Colombia
Costa Rica
Chile Maule——
Western Australia T
ECLAMC Victoria New Zealand

10 Countries
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- Alessandra Lisi Prize

Outcome of fetuses with Turner syndrome:
a 10 year congenital anomaly register based study”

Journal of Maternal-Fetal and Neonatal Medicine, 2011

Iyer NP, Tucker FD, Roberts SH, Moselhi M, Morgan M, Matthes JWA



Prevalence of spina bifida, 1998-00 to 2013-15 (three-year rolling counts and rates)
Produced by Public Health Wales Observatory, using CARIS (Public Health Wales) & PHB (ONS)

s Number of cases == Rate per 10,000 total births
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ates of Anomalies er 10,000 Births by
Maternal Age F Hodge, D Tucker, M Morgan 2015
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Neural tube defects Gastroschisis Limb reduction defects = Double outlet right ventricle

<20 Years 20-34 Years




Get yourself fit for pregnancy
and improve the chances of
success! Check out the free

information card
and pick one up where you

Get yourself fit for pregnancy
and improve the chances of
success! Check out the free

babySAFER information card

and pick one up where you
see this poster...

see this poster...

© Margery Morgan, Singleton Hospital, Swansea §
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: “A
W @babysafer ‘

If you take prescription drugs or have
a medical/genetic problem like diabetes
or epilepsy discuss this with your GP first.

"] @babysafer

Slagsr lign Sdpiin I MiSrmum




Trying to
conceive”?
...be baby

SAFER!.....

Do you Smoke?

Do you take Alcohol or drugs?
Are you taking Folic acid?

Do you eat well & Exercise?
Have you had two MMR jabs?

D www.nhs.uk (planning your pregnancy)
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moking can delay conception and cause
problems with pregnancy. Quit with
stopsmokingwales.com, 0800 085 2219

lcohol increases risk of miscarriage and

can cause ?mblems for baby. It's safest not

to drink but if you do, only one to two units,
once or twice a week. Never get drunk.

Drugs like cannabis, cocaine and heroin

cause problems as well. Contact dan247.org.uk
freephone 0808 808 2234 for help to give up.

olic acid is important for baby's spine.

Take 0.4mg daily as soon as you stop
contraception until you are 12 weeks pregnant.
Some women (diabetics, epileptics, overweight)
need a higher dose of Smg daily.

at 5 portions of fruit and vegetables a day.

Being under or overweight can complicafe

Er&gnanc E Heﬂ[!)z'n,ruur ody Mass Index
etween 19 and 25. Caffeine can delay

conception so limit to 200 mg a day

(2 cups coffee or 4 cups tea).

Exercise 30 minutes a day, D days a week.
Do tlp-&lw: floor squeezes 30 timés a day for
better sex, an easier birth and less risk of
wetting yourself.

ubella (German measles) can cause serious

roblems in early pmgnannhh.ﬂake sure a}{_ﬂur
MMR (measles, mumps, rubella) vaccingtion
is up to date. Your GP will know.

If you take prescription drugs or have a
medical/genetic problem like diabetes or
epilepsy discuss this with your GP first.




" Public Health Wales has four statutory
functions: established 2009

*To provide and manage a range of public health, health protection, healthcare improvement, health
advisory, child protection and microbiological laboratory services and services relating to the

surveillance, prevention and control of communicable diseases;

*To develop and maintain arrangements for making information about matters related to the protection
and improvement of health in Wales available to the public; to undertake and commission research

into such matters and to contribute to the provision and development of training in such matters,

*To undertake the systematic collection, analysis and dissemination of
information about the health of the people of Wales in particular including
cancer incidence, mortality and survival and prevalence of congenital
anomalies; (official statistics)

*To provide, manage, monitor, evaluate and conduct research into screening of health conditions and

screening of health related matters.
Q G IG lechyd Cyhoeddus

Cymru
d‘a'o NHS szlic Health

Wales
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-~ Cleft lip: Antenatal detection rate based on
18-20 week anomaly scan, 1998 - 2015
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EUROmediCAT
Safety of Medication Use in Pregnancy
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"EUROmMediCAT

euromedicat.eu

Prescribing of Antidiabetic Medicines before, during and after Pregnancy: A
Study in Seven European Regions (PLOS ONE 18.5.16)

(wide variation in treatment for gestational diabetes, increased use of insulin analogues
no increased risk of congenital anomaly with insulin analogues)

Asthma medication prescribing before, during and after pregnancy:
a Study in Seven European regions (BMj 6.9.16)

Risk of congenital anomalies after exposure to asthma medication in the first
trimester of pregnancy - a cohort linkage study (8j0G 12.5.16)
(small excess risk of major congenital anomaly)

Selective serotonin reuptake inhibitor antidepressant use in first
trimester pregnancy and risk of specific congenital anomalies:

a European register-based study (EUR J Epidemiol 7.7.15)

(increased usa)qe since 2004, much higher in UK, raised risk of heart defects but no overall excess of major
anomalies
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1833

1in every 33 babies is
born with a birth defect.

We wan®to help reduce that risk.

7 is Birth Defects Pre on Month.
ore sbhout prevention, detection, tre; =
fects at wwwede gov/birthdefect: 3

-

This fiyer was developed in pasnershin with the National Bith Dedects Prevention Network
(NEDFN). The NEDEN 5 anational netwerk of birdh defects prograrms and mdividuals woeking
atlocal sae, and natiomal lewels in hinh defects survellance, research, and preventon



volution of the use © ¥ o
syndrome, trisomy 21 and Langdon Down’s syndrome in
publication titles listed in PubMed (1961-2010)

& Down’ssyndrome M Trisomy
A Mongolism @ Langdon Down's
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http://www.thelancet.com/journals/lancet/article/S0140-6736(11)61212-9/abstract

=—"Congenital Anomalies"
=—"Birth Defects"
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Rare diseases

>6,000 recognised rare diseases
80% in infants & under 5 years

e mostly congenital / genetic

Orphanet

e portal on rare diseases sponsored by EU

EU directive on rare diseases for each country to have a
plan of action

Wales published its plan in Feb 2015
CARIS now records Rare diseases



CARIS meetings 217

cardiac anomalies

27.11.17 afternoon Dylan Thomas theatre, Swansea
Dr Orhan Uzun, Dr Helen Wallis

30.11.17 morning Postgrad centre, Ysbyty Gwynedd, Bangor

Dr Joyce Lim, Dr Sarah Vause

GWYNEDD
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