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NHS Newborn Blood Spot Screening Programme
Notification of cystic fibrosis (CF) diagnosis for babies/children not identified through newborn blood spot screening 

CF centre: please send completed form from a secure email address to the newborn screening laboratory.

Newborn screening laboratory: please delete all fields shaded in grey before sending to england.annb-qa-admin@nhs.net

Section A: CF centre
	Name of person completing this table (‘you’)
	

	Your role in the team
	

	Today’s date
	

	Your secure email address
	

	CF team that will care for this child
	

	Team leader (consultant), if different
	

	Specialist CF nurse, if different
	

	Regional centre name
	



Section B: Newborn screening laboratory
	Name of person completing this table (‘you’)
	

	Today’s date
	

	Your secure email address
	

	NBS laboratory name
	






1. Details of child (please remove all fields shaded in grey before sending form to the NHS Newborn Blood Spot Screening Programme)
	NHS/CHI number *
	

	Full name *
	

	Date of birth *
	

	Place of birth (hospital if known) *
	

	Gestational age at birth
	

	Financial year of birth
(such as 2011 to 2012)
	

	Financial year of testing
(such as 2011 to 2012)
	

	Calendar year of birth
(such as 2011)
	

	Ethnicity (ONS code)
	

	Was this child born in the UK?
	

	Current family address, including postcode *
	

	Address at birth (if different) *
	

	Age at referral to CF centre
(days)
	

	Age at first assessment at CF centre (days)
	

	Age when CF diagnosis confirmed (days)
	













2. Relevant clinical history – please tick all that apply from the following:
	Acute or persistent respiratory symptoms
	

	Oedema
	

	Electrolyte imbalance
	

	Failure to thrive/malnutrition
	

	Family history
	

	Mother receiving CF modulator therapy during pregnancy
	

	Genotype
	

	Liver problems
	

	Meconium ileus/other intestinal obstruction
	

	Nasal polyps/sinus disease
	

	Prenatal screening (CVS, amnio)
	

	Rectal prolapse
	

	Steatorrhea/abnormal stools/malabsorption
	

	Unknown
	

	Other (specify)
	



3. Investigations
	Age at sweat test (in days)
	

	Sweat chloride/sodium (result)
	

	Sweat test result
	Positive
	

	
	Equivocal (30 to 60)
	

	
	Negative
	

	DNA analysis for CFTR mutations (result)
	

	Extent of DNA screening undertaken (result)
	

	Any other investigations
(Nasal PD, jejunal Bx)
	








4. Screening result 
	Age at first blood spot (days)
	

	1. Initial result - please include the IRT concentration 
	1st IRT <99.5th centile
	IRT =

	
	1st IRT ≥99.5th centile
(go to question 2)
	IRT =

	
	1st IRT ≥99.9th centile
(go to question 2)
	IRT =

	2. Detected CF mutations
	None
	

	
	No mutations 1st IRT <99.9th centile (referred as CF not suspected)
	

	
	None detected with 1st IRT ≥99.9th centile (go to question 3)
	

	3. Age (days) at second IRT sample =


	1 mutation 2nd IRT <cut-off 2
(referred as probable carrier)
	IRT 2 =
Mutation =

	
	1 mutation 2nd IRT ≥cut-off 2
(referred as CF suspected)
	IRT 2 =
Mutation =

	
	0 mutations 1st IRT ≥99.9th centile, IRT2 <cut-off 2
(referred as CF not suspected)
	IRT2 =

	
	0 mutations 1st IRT ≥99.9th centile, IRT2 ≥cut-off 2
(referred as CF suspected)
	IRT2 =

	Comments and other information (including results using Welsh Screening Protocol)
	


















5. Reason – please tick the reason below
	Not screened (not eligible) 

	Baby/child was not resident in the UK in the first
8 weeks of life 
	

	Baby died prior to screening
	

	Not screened (eligible) or diagnosis made before screening result

	Baby/ child identified as at risk (FH/antenatal anomaly)
	

	Prenatal diagnosis

	

	Baby diagnosed following meconium ileus

	

	Parents declined screening for CF
	

	Parents declined further investigations
	

	False negative screen

	Baby/child who was screened and reported as condition not suspected or probable carrier that subsequently has a confirmed diagnosis and the screening result is confirmed
	

	Had any of the following occurred: later screening of a moved-in or ‘older’ baby, viral infection, delayed transit of sample (>14 days), blood transfusion <72 hours, contaminated card with no repeat sample available? (please specify)
	

	Screening programme deviation

	No sample taken 
	

	First or second sample taken after 8 weeks old
	

	Sample did not arrive in laboratory
	

	Repeat sample request not followed-up
	

	NBS lab test failure or lab error
	

	Genetic lab test failure or lab error
	

	Screen positive baby not referred/attended clinical appointment (no failsafe)
	

	Has this been reported as a serious incident?
(see the ‘Managing safety incidents’ guidance for more information – search online for ‘managing safety incidents nhs screening’)

	Yes
	

	
	No
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