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Background	–	iden/fying	need	
	
Development	
	
Implementa/on	
	
Factors	for	success	



System Manager 
Strategic leadership to delivery quality services 
Promote efficient and effective use of resources 

System-wide policies and standards 
Monitor performance of health services 

Developing and evaluating health services 

Informing public policy 
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Background – OPHG & rare diseases 
Primary	purpose	=	translate	genomic	and	other	knowledge	and	technologies	

into	the	WA	public	health	system	for	the	benefit	of	the	popula/on	

Policy development 



Background – OPHG & rare diseases 

Gene/c	diseases	

Horizon	scanning	

Rare	diseases	

Unmet	need	in	Australia	–	no	state	or	na1onal	plans	



Inside and outside 
system, change 

influencers 

Do we need a 
national plan? 
What should it 

focus on? 

Develop shared 
understanding 

and relationships, 
address barriers 
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to act on the 
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change 
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Shared 
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Adapted	from	KoHer’s	8	steps	to	change	



Shared vision – need for a national plan? 

Development of national plans 
Patient empowerment 
Patient care, support and management 
Research and translation 
Networks, partnerships & collaboration	

Patients, carers, families 
Patient support groups 
Clinicians & health services 
Social & disability services 
Researchers, industry 
Regulators, policy makers 



Need	for	a	na/onal	plan	
	
Need	for	a	na/onal	alliance	

Standard	defini/on	
Educa/on	campaigns	
Lobbying	of	government	
Research	infrastructure	
Whole-of-life/me	services	
Case	coordina/on	
Early	diagnosis	
Support	of	health	professionals	
Dedicated	funding	
Need	for	local	evidence	



Roadmap	to	a	na/onal	plan	

Na1onal	Plan	

Poli1cal	Support	

Public	Support	

Health	professionals	

Na1onal	Alliance	

Core	ini1a1ve	group	

Increased 
awareness, 
advocacy & 

support 

Adapted	from	Taruscio	et	al	2010	



Advoca/ng	for	a	na/onal	plan	
Commonwealth,	state	and	territory	governments	

COAG	Health	Council		
(Ministers	for	Health)	

AHMAC	
(Heads	of	Commonwealth,	state	and	territory	health	departments)	

Health	department	chiefs	and	directors	
(Medical,	Health,	Allied	Health,	Execu1ve	Directors)	

Policy	makers	&	Clinicians	

Increased 
awareness, 
advocacy & 

support 



Advocating a national plan to AHMAC 

1.  Report on the current status of genetic 
testing 

2.  Number of Australians living with rare 
diseases and clinical pathways 

Need for local evidence 

• Scoping paper on need 	 

• AHMAC 

• Sep 2013 – not yet 
• Request for information 

1.  Symposium outcomes 
2.  Europlan recommendations  
3.  National plans of other countries 
4.  Literature review – impact of RD 
5.  Stakeholder engagement 



·	Improve	collec/on	and	sharing	of	data.	
·	Collec/ve	view	of	rare	diseases.	
·	Map	exis/ng	resources	and	services.	
·	Undertake	rare	disease	surveillance,	monitoring	and	repor/ng.	
·	Improve	access	and	case	coordina/on.	
·	Develop	na/onal	partnerships	for	R&D	of	diagnos/cs	and	therapeu/cs.	
·	Inves/gate	improving	service	pathways.	
·	Recognise	the	need	for	a	rare	disease	peak	alliance.	
·	Improve	public	access	to	informa/on	about	rare	diseases.	
·	Align	the	na/onal	plan	for	rare	diseases	with	other	na/onal	strategies.	

Proposed elements of a national plan 



Late	2013	–	began	development	
	
Support	Assistant	Director-
General	 	Director-General	
	
Updated	literature	review	
	
X-referenced	with	relevant	
exis/ng	state	and	na/onal	policies	
	
Developed	ini/al	list	of	strategic	
areas	



1.  Need	for	planning	
2.  Evidence-base	
3.  Consumer	engagement	
4.  Diagnosis	&	referral	
5.  Mul/disciplinary	coordinated	care	
6.  Best	prac/ces	-	care	and	treatment	
7.  Support,	access	to	informa/on	
8.  Research	&	development	



Stakeholder	consulta/on	

Apprecia/ve	eye	 In	every	organisa/on	
something	works	



SOAR methodology 

SOAR	

Strengths	

Opportuni/es	

Aspira/ons	

Results	



SOAR 

Strengths	
OPHG;	models	of	care;	
interna/onal	collabora/ons;		
diagnos/c	services	

Opportuni1es	
Referral	pathways;	bridge	
state/na/onal	divide;	
epidemiology;	RD	clinic	

Aspira1ons	
Equity	of	access;	quick,	early	
diagnosis;	acknowledgement	
of	RD	as	a	collec/ve	group	

Results	
RD	introduced	to	health	data	
collec/ons;	complex	case	
coordina/on;	increased	
clinician	awareness	



Drafing	content	

1.  Coordinated	planning	
2.  Consumer	engagement	
3.  Ac/ve	par/cipa/on	in	healthcare	
4.  Care	coordina/on	
5.  Access	to	support	and	informa/on	
6.  Integra/on	of	healthcare	
7.  Screening	and	diagnosis	
8.  Best-prac/ce	care	guidelines	
9.  Emerging	technologies	
10.  HPs	access	to	informa/on	on	RD	
11.  Epidemiology	and	other	evidence	
12.  Clinical	and	transla/onal	research	





Drafing	
	
Stakeholder	review	
	
Final	document	
	
Execu/ve	sign	off	
	
Released	June	2015	



Build	the	case	for	a	collec/ve	
view	of	RD	
	
Build	the	compelling	case	for	
addressing	needs	
	
Build	on	exis/ng	ini/a/ves	and	
services	
	
Build	the	evidence	





Implementation Plan 

•  Governance	–	roles,	accountabili/es	
and	responsibili/es	

•  Cri/cal	success	factors	–	commitment,	
engagement,	planning,	communica/on	

•  Monitoring,	evalua/on	and	review	
•  Outcomes	for	each	objec/ve	
•  Deliverables	and	expected	comple/on	

date	for	every	ini/a/ve	



•  Haven’t	tried	to	change	the	whole	system	–	
built	on	strengths	and	opportuni/es	

•  Poli/cal	support	and	champions	

•  Links	between	policy-makers	and	
stakeholders,	including	pa/ents	and	pa/ent	
organisa/ons	who	gave	personal	stories	

•  Communica/on	–	internal	and	external	

•  Recognises	more	evidence	of	impact	
required	

Why did we succeed? 



What	is	the	local	impact	of	RD?		
	
In	rela/on	to	what	aspect	of	health	and	
social	care?	(e.g.	diagnosis,	care	
coordina/on,	mul/-disciplinary	care,	
research)	
	
Are	there	common	impacts	across	a	
range	of	areas?	

Are	services	and	interven/ons	
addressing	the	impact?	

What	can	be	done	about	the	
impact?	

Where are we now? 


