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This	Issue	is	Dedicated	to	Parents	
We	appreciate	our	amazing		parents!	

	Parents	 are	 the	 most	 important	 support	 for	
children	including	those	in	CNFUN.	
Parent-EPIQ	involves	parents	at	all	levels:	

•  Parents	gave	us	the	ideas	
•  Parents	 ,	 like	 Rebecca	 Pearce,	 work	

alongside	researchers	
•  Parents	are	providing	the	data	to	answer	

the	quesFon:	Which	outcomes	ma*er?	
•  Parents	 like	 Diane	 and	 Brent	 in	

Vancouver,	 guide	 how	 to	 implement	
intervenFons	 to	 improve	 outcomes	 for	
preterm	children.		

•  Parents	like	Katerina	Staub,	Kate	Robson	
and	Fabiana	Bacchini	have	led	the	
Canadian	Premature	Babies	
FoundaBon.	

	

New	Logo	for	the	Canadian	Neonatal	Follow-Up	
Network	

Many	thanks	to	the	parent	partners	who	suggested	changing	our	 logo	and	those	who	
shared	photos	of	their	lovely	children	and	contributed	to	the	creaFon	of	this	new	logo.	
We	 invite	 you	 to	 take	 a	 moment	 to	 update	 the	 logo	 in	 slides	 and	 documents,	 if	
applicable	(logo	a*ached).	



Upcoming	meeBng	and	Conferences	
Evidence-based	PracBce	for	Improving	

Quality		(EPIQ)	conference	2020	
CNFUN	will	sponsor	one	person	from	
each	of	our	member	sites	who	are	

contribuBng	data	
	

Save	the	date:	February	9-12th,	2020	
Banff	Centre,	Banff,	Alberta		

	
Please	send	the	name	and	contact	

informaFon	from	the	site	delegated	to	
carolina.segura@cw.bc.ca	

	
	

	

	
PAS	2020		

April	29-May	6,	Philadelphia,	PA	
hUps://2020.pas-meeBng.org/	

	
The	CNFUN	Steering	Commi*ee	
had	reviewed	the	Data	Request	
proposals	for	the	abstracts	that	
will	be	send	to	the	conference	

	
CHILD-BRIGHT	conference	2020	

March	25	-27	Toronto,	ON	
h*ps://www.child-bright.ca/
events/2020/3/25/2020-child-

bright-conference	
	
	

CHILD-BRIGHT	Vancouver	meeBng	2019		
“On	September	22-23,	the	CHILD-BRIGHT	gathered	more	than	50	of	their	network	
commi*ee	members	and	paFent-partners	 in	Vancouver	 for	commi*ee	meeFngs,	
and	to	discuss	our	network's	strategy	for	upcoming	years.”	
	
Breakout	 groups	 addressed	 the	 future	 regarding	 research,	 capacity	 building,	
knowledge	 translaFon,	 paFent	 oriented	 research-ciFzen	 engagement	 and	
evaluaFon.		
	
ImplemenFng	what	we	 have	 learned	 from	 CHILD-BRIGHT	 including	 our	 research	
results,	 how	 to	 conduct	 paFent	 oriented	 research	 and	 reaching	 out	 to	 new	
partners	 were	 some	 key	 points.	 	 Find	 more	 informaFon	 in	 hUps://www.child-
bright.ca/vancouver_meeBngs_2019	

The	CNFUN	2019	Annual	Report	is	coming	soon	
CNFUN	 has	 data	 on	 6432	 children	 born	 at	 <	 29	weeks	 gestaFon	 from	 all	 across	
Canada	and	5863	have	linked	neonatal	data	from	the	Canadian	Neonatal	Network.		
Look	 for	 site	 variaFons,	 annual	 changes	 in	 outcomes	 from	 2009-2016	 and	
gestaFonal	age	specific	outcomes.	



Research	Highlights	

Comparing	Standardized	and	Parent-Reported	Motor	
Outcomes	of	Extremely	Preterm	Infants.	

Morgan-Feir	M;	Synnes	A;	Creighton	D;	Pillay	T;	Zwicker	JG;	Canadian	Neonatal	Follow-up	
Network.	(CNFUN).	

ABSTRACT	
	
Extremely	 preterm	 infants	 are	 at	 increased	 risk	 of	 motor	 impairment.	 The	
Canadian	Neonatal	Follow-Up	Network	(CNFUN)	afforded	an	opportunity	to	study	
the	 outcomes	 of	 extremely	 preterm	 children.	 The	 purpose	 of	 this	 study	 was	 to	
compare	 18-month	 corrected	 age	 (CA)	 motor	 outcomes	 of	 extremely	 preterm	
infants	with	 parent-reported	 funcFonal	 outcomes	 at	 3	 years	 CA.	 CNFUN	data	 of	
1376	 infants	 were	 used	 to	 conduct	 chi-square	 analyses	 to	 compare	 Bayley-III	
motor	 scores	 (composite,	 gross,	 and	 fine	motor)	 at	 18	months	 CA	with	 parent-
reported	Ages	and	Stages	QuesFonnaire	motor	scores	(gross	and	fine	motor)	at	3	
years	CA.	The	correlaFon	of	motor	scores	at	18-months	CA	with	parent-reported	
gross	and	fine	motor	scores	at	3	years	CA	was	also	examined.	We	found	that	1	in	5	
infants	 scoring	within	 or	 above	 the	 average	 range	 on	 the	 Bayley-III	 had	 parent-
reported	funcFonal	fine	and	gross	motor	difficulFes	at	3	years	CA.	Bayley-III	scores	
were	only	moderately	correlated	with	funcFonal	motor	outcomes.	Results	of	the	
study	suggest	that	the	Bayley-III	at	18	months	CA	was	able	to	detect	the	majority	
of	 infants	 with	 motor	 problems,	 but	 not	 all;	 therefore,	 ongoing	 follow-up	 of	
extremely	preterm	 infants	 is	 required.	 The	Bayley-III	motor	 composite	 score	has	
greater	clinical	uFlity	compared	to	sub-scale	scores.	



Research	Highlights	

Preterm	children	with	suspected	cerebral	palsy	at	
19 months	corrected	age	in	the	Canadian	neonatal	follow-

up	network.	
Synnes	A;	Gillone	J;	Majnemer,	Lodha	A;	Creighton	D;	Moddemann	D;	Shah	PS;	Canadian	Neonatal	
Follow-up	Network.	(CNFUN).	

The	CNFUN	database	collects	informaFon	on	cerebral	palsy	(CP).	The	clinicians	on	the	database	
working	 group	decided	 to	 include	 suspected	CP	 as	well	 as	 no	 CP	 and	definite	 CP	 for	 children	
where	not	all	features	of	CP	are	present.	In	this	paper	we	describe	the	frequency	of	suspected	
CP,	 the	 neonatal,	 18	 month	 and	 3	 year	 characterisFcs	 of	 children	 with	 suspected	 CP	 as	
compared	to	those	with	and	without	CP.	
	
STUDY	DESIGN	AND	METHODS:	We	used	the	CNFUN	cohort	of	births	<29 weeks'	gestaFon	with	
linked	Canadian	Neonatal	Network	and	CNFUN	18-24	mo	evaluaFons	and	3-year	quesFonnaires	
(Ages	and	Stages-3	and	Health	Status	ClassificaFon	System-Preschool).	CP,	no	CP	and	suspected	
CP	groups,	classified	at	the	18 month	visit		were	compared	using	chi	square	and	ANOVA.	
	
RESULTS:	Of	3086	survivors,	2280	had	complete	18-month	corrected	age	(CA)	and	1261	had	3-
year	CA	data.	Suspected	CP	(3.6%),	CP	(6.4%)	and	no	CP	(90%)	groups	differed	(p < 0.05)	in	birth	
weight,	 gestaFonal	 age,	 complicaFons	 of	 prematurity	 and	 NICU	 length	 of	 stay.	 Children	with	
suspected	 CP	 had	 Bayley-III	 motor,	 cogniFve	 and	 language	 composite	 scores	 at	 18  months	
midway	between	CP	and	no	CP,	had	the	lowest	sensory	impairment	rates	and	highest	hospital	
readmission	 rates.	 At	 3  years,	 gross	motor,	 fine	motor,	 problem-solving,	 communicaFon	 and	
social	skill	abiliFes	differed:	abnormal	outcomes	were	intermediate	for	children	with	suspected	
CP	(p < 0.01).	
	
CONCLUSIONS:	CP	 incidence	 varied	 from	 6.4%	 to	 10%	with	 exclusion	 or	 inclusion	 of	 children	
with	 suspected	 CP.	 Children	 with	 suspected	 CP	 have	 characterisFcs	 mostly	 midway	 between	
those	 with	 and	 without	 CP	 and	 developmental	 concerns	 persist	 to	 3  years	 and	 require	
surveillance	beyond	19 months.	
	
SIGNIFICANCE	 and	 COMMENTS:	 CP	 should	 not	 be	 a	 primary	 outcome	 at	 18-24	 months,	
especially	for	RCTs.	Children	with	suspected	CP	have	funcFonal	concerns	at	3	years	and	need	to	
be	followed	clinically	beyond	18	months.	We	need	to	address	how	we	should	categorize	children	
with	suspected	CP	In	our	analyses.	They	are	currently	included	with	the	no	impairment	group	
	



Latest	publicaBons	
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