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Osteogenesis Imperfecta (OI) 
1:10,000 



Paucity of Research (n = 4883) 

Neoplasm	=	2,840,440	



OI and Nursing (n = 63) 

Neoplasm	and	Nursing	=	26,952		



~472 OI patients from Canada, 
USA and other 60 Countries 

•  Largest	cohort	of	pa>ents	in	North	America	
•  Interna>onally	acclaimed	for	establishing	the	

worldwide	standard	of	care,	pioneering	the	
treatment,	and	tes>ng	its	effec>veness		





Dropped in the Jungle  
with No One to Call 

NUR2	612	Project:	Alisha	Michalovic	and	CharloNe	
Anderson	(to	be	submiNed	for	publica>on)	



They Don’t Know  
How to Treat Me! 

NUR2	612	Project:	Alisha	Michalovic	and	CharloNe	
Anderson	(to	be	submiNed	for	publica>on)	



“il m’a dit, « tes os ont l’air 
bizarre, je ne sais pas quoi 

faire avec toi. » ... [Le docteur 
est] supposé m’aider mais [il] 

ne [sait] pas quoi faire!” 

NUR2	612	Project:	Alisha	Michalovic	and	CharloNe	
Anderson	(to	be	submiNed	for	publica>on)	



OI Nursing 

One	of	our	OI	pa>ent	ambassadors	



Our Research Team 
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Claudette Bilodeau RN BScN  
(23 years at Shriners) 

« Ma connaissance du milieu et ma position 
au sein de l’équipe de recherche me 
permettent de faire connaître la recherche 
infirmière, de l’expliquer dans un langage 
que je souhaite signifiant pour mes 
collègues directement impliqués avec leurs 
patients. Leurs craintes et leurs frustrations 
me sont familières puisque je les ai 
expérimentées pendant plusieurs années. » 



 
 
 
 
 
 
 

Created by Jennifer Stinson, PhD, RN-EC, CPNP 
Mary Jo Haddad Nursing Chair in Child Health and 

Senior Scientist 



Teens Taking Charge:  
Managing OI Online 

Synthesizing	
Sources	of	
Evidence	

Genera>ng	
Pilot	Data	

Assessing	
Needs	with	
End	Users	

Developing	of	
e-health	
plaYorm	

Tes>ng	
Usability,	

Acceptability	
and	Feasibility	

Evalua>ng	
Health	and	
Economic	
Outcomes	

Transferring	
Knowledge	

A	mul>-phase,	sequen>al	approach	for	developing,	tes>ng,			
evalua>ng	and	transla>ng	Teens	0I	



Synthesizing  
Research Evidence 

•  Published	
– Quality	of	Life	
– Psychosocial	
Experiences	

•  SubmiNed	
– Pain	

•  In	Progress	
– Paren>ng	
Experiences	

– Long	Term	Effects	



Synthesizing  
Social Media Evidence 

Me,	Myself	and	O.I.	
[34	=	number	of	fractures]	



Generating 
Pilot Data 

•  To	inform	components	
of	the	Teens	OI	modules	

•  To	provide	es>mates	for	
sample	size	calcula>ons	
and	outcome	measures	

OI	Pain	Pilot	Study	Funded	by	RRISIQ	(in	progress)	



Assessing Needs with End Users 

•  Mixed Methods Design  
•  n = 15-20 parent/adolescent dyads or 

triads (with siblings, if appropriate)  
•  Data Collection 

– Transition Readiness Instrument 
–  Interviews 
– Eco-maps and Genograms 
– Photovoice 

Protocol	to	be	submiNed	for	
ethical	approval	



Developing Teens OI  
with End Users 

•  Adapt Modules and Content  
•  Translate Sources of Evidence into 

Formats Appealing to OI population 
•  Imbed Clinician and Patient Expertise  
•  Create Music, Video, Vignettes, Graphics, 

Tests, Quizzes 
•  Offer Program in English and French 
•  Test, Evaluate, Translate… 



Our Donors 

Mr. Richard Ingram,  
Dr. Susan French and the 

Newton Foundation 



Merci RRISIQ! 
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