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Cle>	lip	and/or	palate?	

•  One	in	every	700	babies	
is	born	with	a	cle>.	

	

hKp://www.nhs.uk/Condi5ons/Cle>-lip-and-palate/Pages/Introduc5on.aspx	hKp://www.transformingfaces.org/programs/cle>-care/
cle>-lip-palate/	
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Mul5disciplinary		

•  Nursing	
•  Reconstruc5ve	(Plas5c)	
&	Maxillofacial	surgery	

•  Speech	therapy	
•  Orthodon5cs	
•  Audiology	
•  Psychology		
•  Gene5cs	
•  Den5stry	
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Treatment			

From	birth	to	adulthood	
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18	Cle>	teams/NGO’s/Researchers		
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Objec5ves		
•  Iden5fy	what	factors	contribute	to	good	adjustment	in	

adults	with	cle>?	
•  Trial	how	to	measure	psychosocial	adjustment	for	

individuals	with	cle>	across	Europe.	
•  Generate	collabora5ve	grant	applica5ons	
•  Generate	resources	that	can	assist	with	psychosocial	

training	of	health	care	professionals	and	consequently	
enhance	research	collabora5on.			
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What	factors	contribute	to	good	
adjustment	in	adults?	

How	do	we	achieve	that	for	our	pa5ents?			
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Outcomes	

•  A	one-day	group	
exercise	to	iden5fy	
psychosocial	variables	
important	for	posi5ve	
adjustment	and	risk	
factors	

•  12	European	countries	
represented		
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Translation and pilot 
study of  the Cleft Hearing 
Appearance and Speech 
Questionnaire (CHASQ)  

 



CHASQ 

� Background  

� Method 

� Results  



Background  

�  Standardized treatment protocols  

�  Lack of  corresponding protocol regarding 
psychological treatment  

�  No widely accepted Patient Reported Outcomes 
(PRO) measure 



 
Background 

�  Results inconsistent 
�  boys and girls 1-4 

�  patients and norm-population 3-7 
�  patients and their parents 1, 6, 8-12 

�  patients and clinicians/objective ratings 3, 6, 12-15  
�  different age groups 2, 7, 9, 16, 17  



�  Satisfaction with appearance significantly correlates 
with self-reported psychosocial functioning. 3, 8, 18, 19  



Earlier research 
�  Lack of  widely accepted instrument  

�  Most questionnaires used for studying PRO had 
been used in only one study 21, 22  

�  Did not meet scientific standards of  reliability, 
validity, and responsiveness 23   

�  Difficult to compare, conclude and build on from 24 



Problems with Patient 
Reported Outcomes 

�  Parents and patients have great trust in the health 
care professionals  

�  Lack comparative knowledge of  cleft treatment and 
outcomes  

�  High satisfaction with treatment due to gratefulness  

�  Justify their investment of  emotions and effort  

�  May forget9  

�  Fear of  more surgical interventions 1  



Even if  it seems difficult… 
�  Include assessments of  psychosocial outcomes 

into standard practice  

�  Incorporation of  a psychologist or counsellor in a cleft-
team 16 
�  Patients rarely discuss psychosocial issues  
�  No routine psychosocial screening  

�  Hardest part about having a cleft 9 

�  Treatment decision is taken by the clinician through 
an assumption of  the patients view without 
information on the patient’s psychosocial situation  



Summary 

�  Lack of  internationally accepted outcome 
measure 3, 21, 24-26 



Objective  

�  Translate the CHASQ into seven European 
languages and to investigate whether the data 
across countries was comparable  



Method 

�  The design of  the study was decided upon in 2014 
within the COST Action IS1210, Appearance 
Matters ‘Tackling the physical and psychosocial 
consequences of  dissatisfaction with appearance’  



Method 
�  CHASQ  

�  Modified version of  the Satisfaction with Appearance 
questionnaire (SWA) 28 

�  Designed by the Cleft Psychology Special Interest 
Group, Craniofacial Society of  Great Britain and 
Ireland  
�  specifically for patients with facial disfigurement 

�  Good internal validity, construct validity and overall 
adequate psychometric properties 2, 3, 6, 13, 14, 18, 20, 27 



CHASQ 
1.  Questions about features typically affected by a cleft 

(factor 1 loading items)  
 

 

2.  Questions about features not typically affected by a 
cleft (factor 2 loading items).  

 

 

  





Translation 

�  Delegates translated the CHASQ into their national 
languages  

�  MAPI Guidelines 29 



Method 
�  The CHASQ was piloted in seven countries 

�  Bulgaria 

�  Estonia 
�  Latvia  

�  Macedonia 
�  Montenegro  
�  Romania  

�  Sweden  



Data Collection  

�  CHASQ was administered to patients and parents 
at routine visits to clinics  

�  Clinician filled out the questionnaire directly after 
the visit 



Results 
Patient factor 1 loading items 

Country Number of 
patients 

Median Mean 

Estonia	 28	 10,0	 8,3	

Sweden	 48	 8,5	 7,8	

Montenegro	 10	 8,0	 8,5	

Latvia	 17	 8,0	 7,1	

Bulgaria	 30	 7,0	 6,6	

Romania	 11	 7,0	 5,8	

Macedonia	 30	 6,0	 6,8	



 
Median of  patient factor 1 loading items 



Median of  patient factor 2 loading items 



Conclusions 

�  Some variations in scores of  the CHASQ between 
countries 

�  Translation and utilization of  the same 
questionnaire will make international and cross-
study comparison easier 
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Healthcare	Professionals’	
experience	of	using	the	CHASQ	
Fabio	Zucchelli	a,	Dr	Mar5n	Persson	a,	Nick	SharraK	a,	Dr	Ron	Strauss	b	

	
a	The	Centre	for	Appearance	Research,	UWE	Bristol	

b	University	of	North	Carolina,	Chapel	Hill	
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What	did	we	do?	
Aim	
•  Gain	HCP	perspec5ve	on	CHASQ’s	clinical	usefulness	as	part	of	

interna5onal	valida5on	process.	

Method	
•  Online/paper	survey	
•  Focus	group	
•  Par5cipants:	COST	Cle>	&	Craniofacial	Task	Group	members	using	CHASQ	
•  16	HCPs*	working	in	cle>	care	across	10	countries	

Analysis	
•  Thema5c	analysis	
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Themes	

Clinical	u5lity	

Effect	on	HCPs		

Implemen5ng	in	prac5ce	
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Surgery	
decisions	

Filtering	

Highlights	
dissa5sfac5on	

Opens	the	
door	

Clinical	U5lity	

“Helps	when	I	
need	to	take	a	

surgical	decision…	
Surgery	is	not	
always	the	
solu9on”	

“…to	ini9ate	
discussion	about	
pa9ent’s	opinion”	

Screening	for	
pa9ent	
needs	as	
limited	Ψ	
resource	

“…and	you	can	
probe	for	the		

source”	
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Effect	on	HCPs	

	
Broadens	your	

role	
		

Empowering	

…beyond	medical	/	
aesthe5c	focus	

Opens	your	mind	

“Perfect	medical	
results	don’t	always	
equal	sa9sfac9on”	

“To	change	
thinking…	to	
treat	pa9ents	
from	[holis9c]	
point	of	view”	

Simple	way	of	
adop9ng	Ψ	
perspec9ve-	
limited	Ψ	
resource	

	
…to	importance	

of	pa5ent	
perspec5ve	
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Limited	
5me	

Implemen5ng	
in	prac5ce	

Short	
ques9onnaire:	

Helpful	
Easy	to	

train	HCPs	
to	use	
CHASQ	

Need	to	
introduce	&	
explain:	takes	

9me	

Difficult	to	
fit	in	when	
rigid	clinical	
protocol*	
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COST	involvement	&	CHASQ	

•  Involvement	in	COST	Task	Group	increased	
psychosocial	awareness	through	mee5ngs,	
networking	and	training…	

•  Pilo5ng	the	CHASQ	has	provided	a	means	of	actually	
start	psychosocial	conversa5ons	with	pa5ents.	





In	2010	–	A	project	funded	by	the	Ministry	of	Educa5on,	
University	of	Plovdiv	and	parternership	with	ALA	

Start		in	
Septembre	2013	



How	it	works	?		

Voluntari	par5cipa5on,	personnel	data	are	
protected.	The	pa5ent	or	his/her	représenta5ves	
chose	the	specialilists	at	home	–	nurse,	ENT,	speech	
therapist	or	orthodon5st.	Each	specialist	has	a	
different	pannel	for	the	diagnose,	the	actual	
outcome	and	a	plan	for	treatment	and	filters	

Reminders	at	3,	5,	8,	12,	14,	16	years	of	ages	

Sending	a	mail	to	all	par5cipants	when	a	
new	post	is	done	

Each	post	can	be	a		text,	videos,	pictures	and	PDF	



Selec5on	of	a	specialist	by	the	parents	or	the	pa5ent	





Psychosocial	factors	–	risk	groups		

Until 2 risk factors – low risk or regular  	
From 3 to 5 risk factors – medium risk – to be evaluated by the 
psychologist  	
From 6 to 12 risk factors – high risk  - to be evaluated by the 
psychologist  	

Table N 1 – Psychosocial risk factors ( particular 
for Bulgaria)	
Name and surname of the patient  
…………………………………………….. ;	
Presence of other severe pathologies  : 
yes .........................no …..comments.	
Lives in Institution ......- yes /high risk /, no;	
Lives in Institutions social residence  – yes, no;	
Measures for protection 
yes  ..................................................no . if yes  select :	
Lives with family members –names and 

comments …	
Foster family  names and comments 	
Other  ...........comments ……	
І Parents  	
Biological   yes – no  	
Numerous family more than 3 childs : yes ....no ;	
Other children in Institutions yes...no	
Names of the Father ........................  -	
Studies   – without studies ---primary school  ---, 
secondary,.... superior  .....	
Permanent work, part time ; unemployement  – 	
Sickness of the Father  yes  .................................no	
Comments......................................................................
...........................	
Names of the Mother  ........................  -	
Studies   – without studies ---primary school  ---, 
secondary,.... superior  .....	
Permanent work, part time ; unemployement  – 	
Sickness of the Mother   yes  .................................no	
Comments......................................................................
...........................	

ІІ.  Divorced or deceased parents 	
Divorced  -yes .....no  	
Deceased Parents  	
Mother    yes ... no	
Father  yes ... no 	
Who is taking care of the child – names   ........., 
comments	
The rights of the parents are refused  yes .....no 	
ІІI. Family Income  	
- less than 1000 lev per month  	
Comments  ..........	
Distance of the home to a Departmental city   	
-0-30 km 	
-30-100km	

-More than 100 кm	

Comments.........	
The house where lives the child is :	
Own property ,rent,mortgage , belong to family 
members, other ...	
Comments…….	
Particularities of the familial relationships – if 
signals . 	
Comments ……	

The patient or the family does not have electronic 
address or phone number 	









Out	of	sight	

When	the	pa5ent	is	not	coming	to	the	clinics	at	fixed	
ages	(1,	3,	5,	8,	10,	12,	14,	18	,	21	years)	and	a>er	an	
individual	reminder	for	more	than	1	year,	an	automa5c		
reminder	is	send	to	the	family	and	the	Administrator.		
Then	phone	calls	are	done	by	the	responsible	of	the	
Team.		1	year	a>er	-	the	pa5ent	is	classified	as	out	of	
sight	if	there	is	no	wriKen	consulta5on	for	1	year	in	the	
register	and	also	become	part	of	the	high	risk	group	of	
pa5ents		



Originality	of	the	EMR	
•  Clinical	data	using	the	EUROCLEFT	standards	for	
documentaGon	

•  ConsecuGf	cases,	life	Gme	follow	up		
•  ParGcipaGon	of	the	paGent	
•  Control	of	the	Centre	on	the	work	performed	
near	the	home	of	the	paGent		

•  StaGsGcs,	research,	epidemiology	
•  The	Chasq	test	are	included	in	our		EMR	
•  The	Team	members	filter	the	paGents	at	risk	
and	the	system	direct	them	to	the	psychologist	



A	book	has	been	edited	in	2016	
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Collabora5ve	Grants		
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Training	resources		

•  Psychosocial	training	for	
Health	Care	
Professionals	(HCP)	

•  Developed	open	
resource	training	
material	in	5	languages		

•  Trained	324	HCP	in	
Europe			 hKp://www.facevalue.cc	
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Training	resources		

IHEM	– www.ihem.no	
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Future		

•  SubmiKed	5	new	grant	
applica5ons	
–  COST		

•  Networking		
•  Improved	care	
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Thank	you!		


