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Purpose
This guideline provides a framework to guide feeding support in babies born with a cleft lip and/or palate.
	
Background
The palate is important for effective feeding, speaking, and hearing. A cleft lip and/or palate may occur when the tissues fail to fully fuse during early pregnancy. This occurs approximately once in every 800 births. It may be in isolation, or as a part of a syndrome/medical condition. 
CLEFT LIP
A cleft lip results from failure of the lip fusing at 4-6 weeks gestation. It may also involve the alveolar ridge or nostril. The cleft may be unilateral or bilateral (below), and the severity can vary significantly from a small notch in the lip to a complete gap into the nose. 
	TYPES OF CLEFT LIP
	DIAGRAM

	Unilateral Cleft Lip
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	Bilateral Cleft Lip
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CLEFT PALATE
A cleft palate results from failure of the palate fusing at 6-12 weeks gestation. This may involve the alveolar ridge, hard palate, soft palate, or a combination.


	TYPES OF CLEFT PALATE
	DIAGRAM

	Cleft Hard Palate
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	Cleft Soft Palate
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	Cleft hard & soft palate
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CLEFT LIP & PALATE 
A cleft in the lip or palate can occur in isolation, or together. For example:    
           
	TYPES OF CLEFT LIP & PALATE
	DIAGRAM

	Unilateral cleft lip & complete cleft palate
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	Bilateral cleft lip & complete cleft palate
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Babies may also present with a submucous cleft palate, where the cleft is covered by a layer of mucous membrane. This cleft is not easily visualised but may be identified by any or all of the following:
A bifid uvula 
A bony notch at the back edge of the hard palate
Zona pellucida (blue/translucent tinge to the midline of the palate) 

A submucous cleft palate may or may not impact feeding.

Babies born with a cleft lip and/or palate may present with a range of feeding difficulties according to the type and severity of the cleft. Sucking efficiency and ability will vary depending on the size and location of the cleft. 

Note:
Without appropriate feeding support, babies with cleft lip and/or palate are at risk of failure to thrive due to reduced oral intake efficiency and associated fatigue.
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This document pertains to all babies nursed in the Centenary Hospital for Women and Children.

The document is applicable to the following staff working within their scope of practice:     
Medical Officers 
Nurses and Midwives 
Students working under the direct supervision
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[bookmark: _Toc497314927][bookmark: _Toc100310671]1.1 - On Identification of a Cleft Lip and/or Palate:
1. Arrange examination by the Neonatal Registrar/Fellow or Neonatologist
2. Refer to Speech Pathology as soon as possible after the diagnosis via hospital referral process. 
a. The baby will be reviewed according to Speech Pathology referral priorities as soon as practicable in business hours, for feeding assessment, discussion of feeding options with parents, parent education/counselling, and provision of the cleft lip and/or palate parent information pack. 

Note: 
If the baby’s condition was detected on ultrasound the parents may have received education and equipment prior to the birth. Ask the parents if they have previously seen a speech pathologist and if they have cleft palate bottles for feeding

3. If speech pathologist unable to attend (e.g. out of hours), provide parents with the information pack, specialised cleft bottle and teats. These are found in the equipment room in Department of Neonatology (next to monitoring, breastfeeding assistance, and developmental care equipment)
4. Nursing/Medical Staff to refer baby to Lactation Consultant via current hospital referral process e.g. contacting by phone Note:
Cleft Lip and/or Palates are generally isolated and not genetic in origin. If the baby exhibits any signs or features related to a genetic disorder/syndrome, Medical officer to refer to the Genetics Team via hospital referral processes


[bookmark: _Toc497314928][bookmark: _Toc100310672]1.2 - General Principles of Establishing Feeding Note:
It is important that the speech pathologist attends to the first feed. If speech pathologist unable to attend the first feed, follow procedure below

1. Attend hand hygiene 
2. Feeding should be attempted when the baby is awake and demanding a feed.
3. Assess the baby’s respiratory status. There may be an increased risk of respiratory/airway compromise especially with posterior clefts or Pierre Robin sequence.
a. Admission to Neonatal Intensive Care Unit (NICU)/Special Care Nursery (SCN) may be required for assessment, appropriate positioning and airway/respiratory support. 
4. Babies should not be separated from their mother if possible. 
a. Encourage all mothers to put their baby to the breast for skin-to-skin contact, bonding and to maximise the opportunity to stimulate milk flow. This should be encouraged at commencement of every feed.

[bookmark: _Toc100310673]1.3 - Establishing Feeding with an isolated cleft lip
1. Encourage and support the mother in trialling breastfeeding before offering bottle feeds if the parents’ consent to this. 
a. If the baby has an isolated cleft lip, breastfeeding may be supported through positioning
i. Positioning the baby so the cleft is on the underside of the breast tissue (or cleft side down) in football or cradle hold, depending on which side the cleft is
b. Close monitoring of growth and hydration is required as some babies may require complementary bottle feeding.  
c. Obtain early lactation review to support breastfeeding.  
2. Closely monitor the baby’s attachment for breast feeds. 
3. If the baby successfully attaches to the breast and actively feeds, monitor the duration of the feed, the baby’s urine and bowel outputs. 
4. One individual aspect should not be used as the only assessment tool for adequate intake of a baby. It is important for the midwife or lactation consultant to observe a full breastfeed to be able to observe appropriate milk transfer. Each baby needs to be assessed individually, including:
· feeding frequency per 24 hours according to gestational age
· quality of breastfeeds - sucking patterns according to stage of lactation
· length of time of breastfeed, effectiveness of the milk ejection reflex, swallowing of milk seen or heard
· weight gain
· urinary and bowel output
· baby and maternal behaviour during the feed.
5. The baby should continue with breast feeding at subsequent feeds if the first feed is observed to be successful.
6. For the first and ongoing breast feeds, observe for signs of unsuccessful breast feeding including poor attachment, limited active sucking, and low urine output. 
a. If breast feeding is unsuccessful discuss and gain consent from the baby’s parents to commence bottle feeds. If the parents’ consent, implement bottle feeding protocol below. If parents decline, contact the medical team to review the baby’s intake and output.

[bookmark: _Toc100310674]1.4 - Establishing Feeding with Cleft Lip and Palate / Cleft Palate only
1. Sucking with an intact palate enables the baby to create negative pressure in the mouth, drawing milk effectively from the breast or teat. When there is a cleft in the palate, air is lost through the nose so this pressure cannot be achieved. The baby may appear to attach and suck well however will not be drawing milk effectively. 
2. A baby with a cleft in the palate is unlikely to gain adequate nutrition from exclusive breastfeeding and will require bottle feeds with specialised equipment. Breast cuddles/skin to skin should be encouraged each feed. 
3. If the baby has a very small soft palate cleft, exclusive breastfeeding may be possible however would require close monitoring to ensure adequate growth and hydration. Obtain an early lactation review to support breastfeeding.
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Babies with a cleft palate will require specialised cleft teats/bottles to feed effectively. The teats are designed to flow when compressed in the baby’s mouth upon sucking, and the bottles may be squeezed to maximise the milk flow (given the baby is unable to build pressure to draw the milk out). 

The individual needs of each baby are assessed by the speech pathologist, e.g., type of bottle, type of teat. There are a variety of different types of cleft bottles and teats available. The Speech Pathologist will be able to recommend one that is most appropriate and suited to the initial baby’s needs. For example: 
The specially designed bottle and teat recommended by the speech pathologist will be the Pigeon Cleft Bottle and Teat – this has a harder side and a softer side. There is a notch at the base of the teat that indicates the harder side; this should be on top (under the nose) when feeding. The teats are Y-cut and have a one-way valve to enable easier transfer of milk out of the teat. 

[bookmark: _Toc100310676]2.1 – Using a Pidgeon Cleft Bottle and Teat for Neonate with a Cleft Lip and Palate or Cleft Palate, where Breastfeeding is Unsuccessful
Note: 
Procedure below applies to the birth of neonate with an unexpected cleft palate/lip After Hours. During Business Hours, it is recommended that an speech pathologist review the neonate as they may suggest a different bottle and teat which will involve different instructions.


Equipment
Alcohol based Hand rub
Pigeon Cleft Bottle and Teat (found in the Equipment room in Department of Neonatology, next to monitoring, breastfeeding assistance, and developmental care equipment)
Optional: pillow, towel

Procedure
1. Attend hand hygiene 
2. Assemble bottle as per Speech Pathology instructions:
a. Ensure that the white milk flow regulator is always used with the teat. Push the teat into the ring cap or platform. 
b. Ensure that the notch (air valve) on the teat is visible. Check that the y-cut on the teat is working (when teats are new there may be a layer of seal over the opening). 
c. Fill bottle with EBM or formula. Screw the teat and cap onto the bottle. 
d. Squeeze the teat with your finger and thumb, then tip the bottle upside down before releasing, so that milk runs into the teat before starting the feed. The bottle is now ready to be used. 
3. Hold the baby as upright as able to minimise nasal regurgitation of milk
4. Feed baby with notch-to-nose positioning of the teat (notch facing up)
5. Frequent breaks for burping are required as the baby will swallow excessive amounts of air
6. Feeds should be completed within 30 minutes (including breast cuddles) – liaise with the Speech Pathologist, if feeds are taking longer than this time
7. Monitor volume and time taken to feed. If the baby is not taking the full quota across 2 consecutive feeds or staff are concerned with the babies feeding contact the Neonatal Registrar for review

[image: speech2.jpg]

5. Sterilise bottles and teats as per ward procedures.  Bottles and teats are to be cleaned with soap and water between uses and are cleaned daily in the NICU/SCN pasteuriser.

	Alert:
Contact the Neonatal Registrar immediately if the baby exhibits any physiological signs of distress with feeding
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[bookmark: _Toc497314931][bookmark: _Toc100310678]Audiology
Cleft palate is associated with a high incidence of conductive hearing impairment 
Ensure that a hearing screen has been conducted prior to discharge
Follow up appointment for audiology is recommended to establish middle ear function
Children will be reviewed by ENT and Audiology as part of the Cleft Palate Review Clinic. 

[bookmark: _Toc497314932][bookmark: _Toc100310679]Discharge
Upon discharge, follow-up should be arranged with:
Speech pathologist, for ongoing feeding support and monitoring of speech development
Multidisciplinary Cleft Palate Clinic at Canberra Hospital and Health Services, arranged by Speech Pathologist
Plastic surgeon usually arranged by the Speech Pathologist
Paediatrician arranged by Neonatal Team
Genetics arranged by Neonatal Team

Back to Table of Contents 


	[bookmark: _Toc100310680]Evaluation 



Outcome
Staff to be educated on Cleft Lip and Palate management specifically use of Pidgeon Cleft Bottle and Teat after hours
Staff to be informed of referral process and management of neonate/infant with cleft lip and/or palate
Measures
Review incident data on management of neonate with cleft lip and/or palate via RiskMan and reported to Women’s Youth and Children Division Quality and Safety meeting
Review consumer and clinician feedback received via consumer feedback and multidisciplinary team meetings
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Policies
· Nursing and Midwifery Board of Australia (NMBA) Requirements for practice
· Informed Consent (Clinical)

Procedures
Infection Prevention and Control-Healthcare Associated Infections
Patient Identification and Procedure Matching 

Guidelines 
· Breastfeeding Clinical Guideline
· Neonatal Routine Care
· Developmental Care in the Neonatal Intensive Care Unit and Special Care Nursery

Legislation
· Health Records (Privacy and Access) Act 1997
· Human Rights Act 2004
· Work Health and Safety Act 2011
· Australian Charter of Health Care Rights

Other
Cleft PALS NSW: 
	http://cleftpalsnsw.org.au/ 
Royal Children’s Hospital, The Melbourne Cleft Lip and Palate Centre Questions and answers for parents:
	http://ww2.rch.org.au/emplibrary/plastic/clpbooklet.pdf
The Sydney Children’s Hospital Network:
	https://www.schn.health.nsw.gov.au/parents-and-carers/fact-sheets 
Hunter New England Kids Health:
	http://www.hnekidshealth.nsw.gov.au/site/fact-sheets 
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Disclaimer: This document has been developed by Canberra Health Services specifically for its own use.  Use of this document and any reliance on the information contained therein by any third party is at his or her own risk and Canberra Health Services assumes no responsibility whatsoever.
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