NHS

Screening Programmes

Fetal Anomaly

Information for heal

Publication date: April 2012

Review date: April 2013 // \\
Version 2 ﬁ
[

w Royal College
of Nursing

The voice of nursing in the UK



46

Cleft lip
Information for health professionals

The aim of this information sheet is to support staff involved in counselling pregnant women and their
partners when a suspected or confirmed diagnosis of a cleft lip has been made, following an ultrasound scan.

All diagnoses of the conditions must be recorded and audited to ensure the effectiveness of the screening
programme.

1. Definition

A cleft lip is a congenital malformation characterised by partial or complete cle he upper lip, with or

without clefting of the alveolar ridge or the hard palate.

The upper lip and palate form separately and over different gestationa though clefts in the lip and

The palate develops from the growing togethg
and gum and the sides of the inner mout
week of gestation.

Approximately 25% of affecte bies
25% with a cleft palate (Sorghe

ed by a combination of genetic factors and environmental influences. The

The condition appears t
' entaWpactors are not completely understood.

specific genes an

The overall prevalence of cleft lip with or without palate is approximately 10 in every 10,000 births (Boyd et al.
2011).

3. Screening and diagnosis

Many cases of cleft lip are now diagnosed at the 18°-20+¢ weeks Fetal Anomaly ultrasound scan. A scan
cannot reliably identify a cleft palate, either when associated with a cleft lip or on its own.

A second scan may be needed to confirm the diagnosis and to rule out any other abnormalities.
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4. Treatment

An isolated cleft lip is often easy to correct with surgery. The operation usually takes place within the first six
months of the baby’s life and is often carried out in the first three months of life.

During this surgery, the cleft lip is pulled down and rotated to produce a more normal looking appearance,
before being stitched into place. The operation usually leaves a slight scar, but attempts are made to line up
the scar with the natural lines of the lip in order to make the cleft less noticeable.

This type of surgery is carried out by specialist Cleft Lip and Palate Teams. If there is no Specialist Cleft Lip and
Palate Team in your hospital, women should be referred to a hospital that has one. In sgqme cases, infants may
also need additional surgery to improve the appearance and function of the lip and moUSIn the future.

5. Prognosis

For most children born with a cleft, there are no other associated abno i so infants should grow and
earance or the position
of teeth. However, with treatment and support from the Specialis d Palate Team, the majority

approximately 16% of babies diagnosed with a cleft A ctural abnormalities and approximately

7% occur as part of a recognised syndrome (IPDT & \\WVORENg Group 2011).

jority of babies who are born to parents with clefts do not develop
genes a child inherits from their parents can make them more

A number of envi risk Wetors have been identified that can increase the risk of cleft lip and palate,

ckshaw et al., 2011), alcohol consumption and obesity. Women are therefore

such as matergal s

advised to avoi g during pregnancy.

/. Prevention

There is no known way to prevent a cleft lip from happening.

8. Referral pathway

Following diagnosis of a cleft lip, referral should be made to a specialist in fetal medicine for a second opinion
and further information. Parents should be offered referral to the Specialist Cleft Lip and Palate Team. These
teams provide life-long support to children and parents.
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The second scans will involve careful assessment of the fetus to identify any additional abnormalities. Where
appropriate, the offer of karyotyping (by chorionic villus sampling (CVS) or amniocentesis) to exclude a
chromosomal abnormality should be discussed.!

A termination of pregnancy should be offered following appropriate counselling. Women should be offered
the opportunity to discuss the possible implications of continuing or ending their pregnancy.

Some women choose to continue the pregnancy and these parents will need ongoing care and support.

9. Further information, charities and support
organisations

This information booklet has been produced by the NHS FASP and is based on
CLAPA is the representative organisation for people with and affected by
complete leaflet can be found on the CLAPA website www.clapa.com,or byo them directly.

A more extensive list of support organisations is available on th talanomaly.screening.nhs.uk.

Antenatal Results and Choices (ARC)
Email: info@arc-uk.org

Helpline: 0845 077 2290

Website: www.arc-uk.org

Antenatal Results and Choices (ARC) provi n and support to parents before, during and after

antenatal screening and diagnosti those parents making difficult decisions about testing, or
about continuing or ending a pg#@nan ter a diagnosis. ARC offers ongoing support whatever decisions are

made.

CLAPA - Cleft Li
Phone: 0207
Fax: 0207 833
Email : info@clapa.co

te ociation

Website: www.clapa.com

CLAPA is the only UK-wide voluntary organisation specifically helping those with, and affected by, cleft lip and
palate. Branches are run by people who have benefited from the organisation, often working in partnership
with local health professionals. CLAPA has a team of trained Parent Contacts who have personal experience of
having a child with a cleft lip and are available to talk to parents after diagnosis.

"More information on CVS and amniocentesis can be found in the following leaflets: Chorionic villus sampling (CVS) — information for
parents, Amniocentesis test — information for parents, Chorionic Villus Sampling (CVS) and Amniocentesis — for health professionals. These
are available here: www.fetalanomaly.screening.nhs.uk/publicationsandleaflets.
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