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Relevant	ac(vi(es:	
	
Names	involved	companies	

	

•  Interna(onal	clinical	trials	
•  Advisory	board	
•  Educa(onal	courses	
•  (Inter)	Na(onal	scien(fic	studies	

		
•  Santhera	
•  Italfarmaco	
•  Roche	
•  PTC	
•  Sarepta	
•  Focal	Meditech	
•  Baat	Medical	
•  Hankamp	Rehab	
•  Intespring	
•  Xsense	
•  TMSI	

Disclosure	



• 				Rehabilita(on	personnel	include:		
						Physicians,	physical	therapists,	occupa(onal	therapists,	speech-language		
						pathologists,	ortho(sts,	and	durable	medical	equipment	providers	

• 				Team	requires	an	understanding	of	DMD	
	
• 				Mul(disciplinary	rehabilita(on	assessment	includes:	
						measures	of	passive,	ranges	of	mo(on,	muscle	extensibility,	posture	and		
						alignment,	strength,	func(on,	quality	of	life,	and	par(cipa(on	in	all	normal		
						ac(vi(es	of	everyday	life	

Standard	of	Care:	rehabilita)on	(I)	



Standard	of	Care:	rehabilita)on	(II)	
Assessments	
North	Star	Ambulatory	Assessment	(NSAA)	and	(med	func(on	tests	are	
founda(onal	clinical	assessments	of	func(on	during	the	ambulatory	period	and	
should	be	done	every	6	months	
	

Interven)on	
• 				Direct	treatment	of	the	mul(disciplinary	team	
• 				Preven(on	of	contracture	and	deformity:	(K)AFO,	posi(on,	cas(ng,	standing	
• 				Exercise	and	ac(vity:	regular	aerobic	with	or	without	assistance	
• 				Falls	and	fracture	preven(on	and	management	
• 				Management	of	learning,	a#en(onal,	and	sensory	processing	differences	
• 				Par(cipa(on:	all	stages	
• 				Pain	preven(on	and	management	
	



Care	for	DMD	in	the	Netherlands	(I)	

Academic	hospitals	

Rehabilita(on	centres	

Home	ven(la(on	centres		

Primary	health	care	



Care	for	DMD	in	the	Netherlands	(II)	

• 				Yearly	follow	up	in	academic	hospitals	

• 				Follow	up	in	rehabilita(on	centres	including	assessments	

• 				Treatment	in	rehabilita(on	centres	

• 				Treatment	in	primary	health	care	in	combina(on	with	rehabilita(on	centres	

Guidelines	for	the	yearly	academic	follow	up	
and	guidelines	for	the	rehabilita)on	care	



Careful	care	
Care	organiza(on	and	guideline	use	for	
Duchenne	muscular	dystrophy	in	the	
Netherlands	



Interviews	with	DMD	professionals	

Semi-structured	interviews	
	
	
3	topics:	
	
1.  How	is	the	care	for	boys	and	men	with	DMD	organized?	

	
2.  What	do	you	think	of	the	interna(onal	guideline*?	

3.  What	is	your	ideal	situa(on?	

*	Bushby	2010	



(Half)	yearly	follow-up	
Standard	visits/assessments	in	
all	hospitals:	
ü Gene(c	counselling	
ü Neurologist	
ü Rehabilita(on	physician	

ü Care	coordinator	
ü Pulmonary	func(on	tests	

ü Spinal		assessment/radiograph	

ü Physiotherapist:	(med	and				

				func(onal	tests	

ü Cardiac	func(on:	ECG&Echo	
ü Anthropometry	

ü Cor(costeroid	management	

Some	hospitals	include:	
	

ü Pediatrician	
ü Occupa(onal	therapist	
ü Speech	therapist	
ü Die(cian	

Available	on	indica)on:	
	

ü 	Psychosocial	management	

ü Orthopedic	surgeon	
ü Radiologist	
ü 	Pulmonologist		

ü Urologist	
ü 	Endocrinologist	

ü 	Gastroenterologist	
ü Occupa(onal	therapist	
ü Speech	therapist	
ü Die(cian	

ü Intensivist	

Mul)disciplinary		
outpa)ent		

transi)on	clinic	



KNOWLEDGE	 ATTITUDES	 BEHAVIOR	

Lack	of	Familiarity	

Lack	of	Awareness	

Lack	of	
Agreement	with	
Specific	
Guidelines	
	
	
	
Lack	of	
Agreement	with	
Guidelines	in	
General	

Lack	of	Outcome	
Expectancy	

Lack	of	Self-
Efficacy	

Lack	of	
Mo(va(on/	
Iner(a	of	Previous	
Prac(ce	

External	Barriers	
	
	
	
Guideline	Factors	
	
	
	
Environmental	
Factors	
	

Cabana	1999	

Barriers	for	guideline	use	(I)	



Barriers	for	guideline	use	(II)	
Lack	of	outcome	expectancy	
	
	
Overall		

- 	Added	value	
Rehabilita(on	management	

- 	Which	(med	and	

func(onal	tests	to	use	

Bone	health	

- 	Bone	densitometry	

- 	Li#le	indica(on	for		
			treatment	

	

Environmental	factors	
	
	
Finances	

- 	Care	coordinator		
- 	Capacity	

Time	and	logis(cs	

- 	1	day	
- 	Structure	

Communica(on	

- 	Rehabilita(on	centres	

- 	Between	hospitals	

Lack	of	Agreement	with		
Specific	Guideline	
	
Broad	interpreta(on	

- 	Depends	on	exper(se	
Need	of	more	scien(fic	proof	

- 	Expert	opinion	

Incomplete	informa(on	

- 	Contractures,	splin(ng	
- 	Spinal	radiograph	
- 	Height	measurement	



Implementa)on	of	the	new	guideline	
	
• 				Implement	the	guideline	collec(vely	

- 	Good	communica(on	between	professionals	
- 	Good	communica(on	with	the	field	
	

• 				Form	groups	for	each	specialism	
	
• 				Uniform	care	

- 	Minimum	care/basic	set	of	tests	

		

	
	

The	ideal	situa)on	(I)	



Exper)se	and	logis)cs	
	
• 				Minimum	number	of	pa(ents	
	
• 				Yearly	follow	up	in	a	limited	number	of	hospitals	

- 	Throughout	the	country	
	

• 				Exper(se	should	be	accessible	on	every	care	level	

The	ideal	situa)on	(II)	



Open	ques)ons	regarding	rehabilita)on	

Uniformity	for:	
	

•  Ortho(c	management	
•  Tests	to	perform	for	follow	up	
•  Wheelchair	sea(ng	
•  Use	of	arm	supports	
•  Physiotherapy		
•  Sports	
•  Transi(on	
•  Adult	care	
•  etc	
	



The	way	to	proceed	with	the	rehabilita)on	guideline	

• 				Supported	by	a	grant	of	the	Medische	Specialisten	Federa(e	and		
						organized	by	Kennis	Ins(tuut	Medische	Specialisten	
	

• 				Star(ng	in	September	2018	

o 				Inventarisa(on	of	the	topics	to	address	

o 				Organizing	working	groups	on	different	topics	

o 				Literature	update	

o 				Consensus	agreement	on	topics	in	the	guideline	

o 				Implementa(on		

	

	




