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48% 22 children PRS, 24 absent
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Reported RS status
Cleft Service Children with cleft RS status reported RS present RS absent RS status unknown RS assumed to be
palate asbsent
N n (%) n (%) n (%) n (%) n (%)
Newcastle 51 51 100.0% 11 21.6% 40 78.4% 0 0.0% 40 78.4%
Leeds 72 71 98.6% 9 12.5% 62 86.1% 1 1.4% 63 87.5%
Liverpool 66 48 72.7% 5 7.6% 43 65.2% 18 27.3% 61 92.4%
Manchester 67 65 97.0% 14 20.9% 51 76.1% 2 3.0% 53 79.1%
Trent 94 92 97.9% 17 18.1% 75 79.8% 2 2.1% 77 81.9%
West Midlands 98 93 94.9% 29 29.6% 64 65.3% 5 5.1% 69 70.4%
Cleft Net East 68 8 11.8% 4 5.9% 4 5.9% 60 88.2% 64 94.1%
North Thames 138 128 92.8% 36 26.1% 92 66.7% 10 7.2% 102 73.9%

Spires 96 96 100.0% 10 10.4% 86 89.6% 0 0.0% 86 89.6%
South Wales 46 46  <T000% | 22 47.8% D> 24 52.2% 0 0.0%
""" South West 43 86.0% 18.6% 67.4% 6 14.0%
89.8% 21.1% 68.8% 10.2%
87.5% 30.0% 57.5%
100.0% 36.0% 64.0%
88.2% 20.6% 67.5%

Evelina London

Northern Ireland
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Referral

Noahs Avk

ik

eferral

Refer to cleft team: 01792 703810 [service will make contact within 24 hours]
Consider transfer baby to neonatal unit

NG feeds and Nil by mouth
Ouimetry and monitoring

Cancifan Cymna s gyler
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The ekl
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.‘ Assessment by Cleft and Neonatal teams

I‘ Features consistent with Pierre Robin Sequence or other micrognathia syndromes

Discuss with Paediatric Respiratory Service @ The Children’s Hospital for Wales
ry

Respiratory distress

Some respiratory
COncerns

Mo respiratory concerns

Oximetry and monitoring
Insert nasopharyngeal airway

NG feeds Overnight oximetry study

Nil by mouth
Oximetry and monitoring
Optimise position (side)

NG feeds
Nil by mouth

Referral and transfer to
Paediatric Respiratory Service
@ Children's Hospital for
Wales for 10 day admission

Referral and transfer to
Paediatric Respiratory Service
@ Children’s Hospital for
Wales for 10 day admission

Mormal oximetry study
(consider repeating Day 5)

NHS | ¢

nsea n
Health Board

Pre-cleft repair. Respiratory service management and timeline.

Assessment at birth

Sleep polygraphy without NPA for assessment of obstruction
Insertion of Vygon Nasopharyngeal airway [stick to a single nostril]
Sleep study with NPA in-situ for assessment of NPA positioning

Nil by mouth and NG feeds

Equipment Provision and training [NPA management, Home Oximetry, suction, BLS, car seat challenge]
Feeding assessment by SLT. Training and provision of feeding equipment [liaison with local services]
Audiology assessment, Ophthalmology it, Echocardiography, Renal

Airway management information leaflet for parents

Respiratory / Cleft MDT

Assessment at 3 months

Reassess size of NPA

Sleep polygraphy with newly sized NPA in-situ

Nil by mouth and NG feeds

Feeding assessment by SLT. Potential to start remove then replace NPA for feeds during the day

Assessment at 6 months

Feeding assessment by Cleft
Murse
Training and provision of
feeding equipment

Wales for 10 day admission

Equipment Provision and
training [Home Oximetry, BLS,
car seat challenge]

Reassess size of NPA

Sleep polygraphy overnight with NPA in-situ, then extend into daytime with NPA removed

If polygraphy acceptable through daytime naps, remowve NPA during the day and reinsert each night
Feeding assessment by SLT. Increase oral feeding as possible

Assessment at 9 months

Audiology assessment
Ophthalmology assessment
Echocardiography
Check antenatal ultrasound
for renal abnormalities

Sleep polygraphy overnight with NPA removed

If polygraphy acceptable, remove NPA both day and night

Parents keep NPA kit in case of problems with intercurrent infection
Parents continue nightime oximetry monitoring until after cleft palate repair

Discuss with Paediatric
Respiratory Service
@ Children’s Hospital for
Wales prior to discharge

Assessment at 14 months [post cleft repair]

Sleep study @ Children's
Hospital for Wales within 2
weeks

Sleep oximetry post cleft palate repair
If aximetry successful, remove home oximetry monitoring
Discharge from paediatric respiratory and sleep service
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This form is used to describe the cleft. It is required for each new patient.

Is this a submucous cleft @

Recording of a PR sequence being present will

Pierre Robin Sequence present e ves to automatically reduce cleft description options below. Only
ole for completion.
3]
. . . . ) m cleft lip,
Forme Fruste present @ Birth defect where micrognathia and glossoptosis appear together with cleft palate. in the lip and

r shape. Users

Recording of a PR sequence being present will automatically reduce cleft description an incomplete cleft

options below. Only hard palate and soft palate will be available for completion.

Patient's right

Simonart’s Bands - Patient's rig
Mot present/MNo {.) Mot present/MNo (.)

Not present (.) | | Not present (.)



\ 8

Hospital No: CRANE Identifiar: Sar : iption:
§ GG | Bwrdd techyd Prifysgol spiial fa entifier geon Cleft Description

Bae Abertawe

NHE, S\.\-.tlur.ou Bay University
Health Board Diagnosed by whom:
.. Cwrotus 8 Thatlod Hollt New Baby Registration Form Date and time of Referring
ST Referral: Professional &
Cleft Lip & Palate Hospital:
Surname: Date and time of birth: Paediatrician:

Surname at birth: Sex:

Date and time first Geneticist? YIN
E.D.D: seen: Name of Geneticist

First names:

Address including Prenatal diagnosis of Home Birth? Y/N
postcode: cleft? Y/N

Delivery: {natural, Reason if not natural
Home Phone cesarean, forceps, delivery:
Number: | ventouse, breach)
G.P Name and 1.Single ] 2 Identicaltwin [[] 3. Nen-identical Twin [l 4. More |

Address:
If Twins, Other twin affected? Yes/No

Community Midwife: Gestation: 140 Weight (kg): Head Circumference (cm):

Health Visitor:

contact number & Timing of Diagnosis:
email address —
Antenztal //Pl(erre Robin Sequence?
Social Worker! other At birth (within 24 hours of birth) PRS (micrognathia + \
professionals: . ( Glossontosis, + cleft palate
Within T2 hours \| PRS severity: /
Mothers Name, Fathers Name, Mobile ] N e
Mobile & email & email address: Within 1 week Submucous cleft —
address: Within 1 month :
(Address if different) Other Syndrome:
{Address if different) Within & months
Later than 6 months
Mext of Kin:
Family Cleft History? Y/N Describe- (e.g. mother cleft
lip)
Correspondence letters to be sent to both parents if addresses differ?  Yes/Mo Family Medical History? Describe:
¥/N
Ethnic group: {2001 Census classification) Older Siblings
1. Asian/Asian British- Indian 5. Other Elack
2. Asian/Asian British- Pakistar 10_Chinese _ 1 2 3 4 5 g
3. Asian/Asian British- Bangladeshi 11. White- Irish Child Name
4. Other Asian 12 Mixed- white& Black Caribbean
5. White- British 13 Mixed- White & Black African DOE
6. Other Ethnic group 14 Mixed- White & Asian
7. Black/Black Erifish- Caribbean 15. Other Mixed
2. Black/Black British- African 16. White- other Sex
Any other essential information (gg. Interpreter required) Yes No
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