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Where I’m coming from 
 Parent    

2	

Motivated & 
Stressed 

Financially literate 
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Stress = Needs > Resources 
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Resources $$ 

Needs  
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Impact 
 

Check the 
results  

Action 
(OTIF) 
 

Identify & implement 
corrections – make 
the change 

Fill the 
gap 
 

Know what remains to be done – 
how are we going to improve? 

Benchma
rk 
 

Know how actual performance compares with 
performance norms 

Track 
record 

Know what has been done - what have we spent on 
and why? 

Equity Know what has to be done - where should we spend/invest on and 
why? 4	

Stop or Step Up? 
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Who are the most vulnerable? - needs  
Who gets the most help? - spend 

Undiagnosed	
or	wrongly	
diagnosed	
• No	standards	of	
care	

Diagnosed	
• No	disease	
modifying	
treatments	
available	

Disease	
modifying	
treatments	
•  But	no	or	some	
access	only	

Disease	
modifying	
treatments	
available	
•  But	how	
sustainable?	

5	
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Impact 
 

Check the 
results  

Action 
(OTIF) 
 

Identify & implement 
corrections – make 
the change 

Fill the 
gap 
 

Know what remains to be done – 
how are we going to improve? 

Benchma
rk 
 

Know how actual performance compares 
with performance?  

Track 
record 

Know what has been done - what have we spent on and 
why? 

Equity Know what has to be done - where should we spend/invest on and 
why? 6	

Stop or Step Up? 
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~ 50 countries access to Spinraza 
Countries both richer and poorer than Malaysia 

7	

South	America	
	
Brazil	
Argentia	

Surprised	with	
Estonia?	
Algeria?	
Montenegro?	
	
And	what	if:	
Vietnam?	
Cambodia?	
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Impact 
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Action 
(OTIF) 
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the change 

Fill the 
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Benchma
rk 
 

Know how actual performance compares with 
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Track 
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Stop or Step Up? 
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Cost control and the right to health 
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Better	that	we…	 We	could	Start	to/	Continue	to…	 We	should	Stop…	
Negotiate	smartly	

To	get	more	from	what	we	
spend	

Work	together	towards	common	
goals	e.g.	BeNeLuxA	

Using	wrong	assumptions	e.g.		USA	
prices	for	Spinraza	price	

Use	resources	well	

To	cut	waste	

Be	fully	transparent	and	
accountable	e.g.	[x]	

Losing	sight	of	patient	health	
outcomes	e.g.	Vit	D		

Manage	risk	properly	

To	spend	more	wisely	

Insure	the	most	needy	e.g.	Swiss	
Re	and	Muang	Thai	Life	
Assurance	(also	technology)	

Having	excuses	e.g.	Maldives	and	
thalassemia	prevention		

Allocate	equitably	

To	strengthen	social	
cohesion	and	values	

Be	inspired	by	resilience	and	
contributions	of	those	have	been	
left	behind	

Discounting	the	most	vulnerable	and	
OKU,	and	increasing	the	divide	
between	haves	and	have-nots		
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Impact 
 

Check the 
results  

Action 
(OTIF) 
 

Identify & implement 
corrections – make 
the change 

Fill the 
gap 
 

Know what remains to be done – 
how are we going to improve? 

Benchma
rk 
 

Know how actual performance compares with 
performance norms 

Track 
record 

Know what has been done - what have we spent on and 
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Equity Know what has to be done - where should we spend/invest on and 
why? 

Stop or Step Up? 
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Decisions & Priorities 
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Spend	
Don’t	Spend	

On	 Payback	example	
Detect	early	 Baby	x	in	Ipoh		

Elevated	burden	of	disease	on		
•  patient,		
•  care-givers	and		
•  healthcare	system	and	its	

people	

Manage	with	early	intervention	
and	good	standards	of	care	

Better	care	at	home	results	in	less	
critical	care	in	the	hospital	e.g.	MEI	
machines	

Manage	with	broad	and	timely	
access	to	medicines		

Reduced	burden	of	disease	on	
patient,	care-givers,	community	and	
healthcare	system.	Productivity	gains	

Prevent	 Family	planning	carrier	testing	in	
Taiwan	

Escalating	costs	

Is it just about the numbers? 
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Proper “business case” 

12	

MYR	1million	
(probably	
overstated)	
+	
Health	system	
overheads	in	
administration	
etc	

Reduced	or	Eliminated	Cost	of	
•  Multiple,	and	long	duration,	

critical	care	hospitalisations	
•  Regular	consultations	with	

specialists	
•  Demands	of	family	and	care	

coordination	
•  MEI	machines	
•  BiPAP	machines	
•  Oxygen	
•  Supplies	
•  Standing	frames	
•  Wheelchairs	
•  Body	brace	
•  Hand	wrist	brace	
•  Ankle	foot	orthotics	
•  Scoliosis	surgery	

•  PEG	
•  Complications	
•  Specialised	nutrition	
•  Home	renovations	
•  Transfer	systems	
•  Seating	systems	
•  Car	modifications	
•  Care	for	care-givers	
•  Various	assistive	

devices	
•  Etc	
Caveat:	Based	on	higher	needs	Type	1/2	

Add	the	Gains	
•  Functional	and	

clinical	and	real	
world	

•  Cognitively	able	
and	high	
economic	and	
societal	value	

•  Patients	
•  +	Care-givers	

Weigh with  
do-nothing or 
sub-standard 

care? 
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Stop or Step Up? 
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Costs or Investments? 

14	
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You can make  
a BIG impact 
 
Thank you! J 
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