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LocaIng	myself	in	this	field	

§  social	scienIst	and	health	policy	researcher	

§  20-year	observer	and	analyst	of	trends	in	public	
involvement	in	health	policy	(including	planning,	
priority	seOng,	resource	allocaIon	and	governance)	

§  experIse	in	design,	implementaIon	and	evaluaIon	of	
public	engagement	methods	

	
§  more	recent	focus	on	public	and	paIent	involvement	
in	health	research	



Brief	history	and	key	developments	in	
ciIzen	and	paIent	engagement	
1970-2000:	‘the	public	consulta3on	era’	

	
§  ciIzen	involvement	and	representaIon	in	health	care	
planning,	health	services	design,	priority	seOng	and	
resource	allocaIon		

§  early	years	of	paIent	involvement	in	health	research	
(e.g.,	seOng	prioriIes	for	research,	guidelines	
development,	health	technology	assessment)	

§  focus	on	ciIzens	and	paIents	as	consultants	or	
research	subjects	(tradiIonal	consultaIon	methods)	

	

	

	
	
	



Brief	history	(2)	
2000-2010:	‘the	public	engagement	era’	

	

§  shiV	from	the	consulta-on	to	the	engagement	era	(use	of	
deliberaIve	processes,	ciIzen	councils,	panels	to	inform	
decision	making)	
§  ciIzen	engagement	in	health	system	reform	(Romanow	Commission,	
2002-2004)	

§  insItuIonalized	ciIzen	engagement	bodies	(2003-2006)	
§  NaIonal	InsItute	for	Health	and	Care	Excellence	(NICE)	CiIzens	
Council	(UK)	

§  	CiIzens’	council	for	the	public	drug	program	(Ontario)	

§  emphasis	on	paIent	safety	and	quality	improvement	
agendas	(and	related	paIent	engagement	acIviIes)	
§  Canadian	PaIent	Safety	InsItute	
§  Excellent	Care	for	All	Act	(Ontario)		
§  PaIent	and	Family	Advisory	Councils	
§  Canadian	FoundaIon	for	Health	Care	Improvement	

	



 
 
 
 

Brief	history	(3)	
2010-present:	‘the	pa3ent	engagement	and	

partnership	era’	

§  Increasing	worldwide	a_enIon	to	
involving	paIents	in	various	health	
system	domains	

§  quality	improvement	
§  planning	and	policy	making		
§  health	technology	assessment	
§  health	research	

	
§  ShiV	from	paIents	as	research	

subjects	to	more	acIve	parIcipants,	
collaborators	and	partners	

The Campaign for McMaster University 



Major	strategic	investments	

§  re-orienIng	clinical	and	health	systems	research	in	the	U.K.,	
U.S.A.	and	Canada	to	the	needs	and	prioriIes	of	paIents	

	

	



Canada’s	Strategy	for	PaIent-Oriented	
Research	(SPOR)	



PaIent	Engagement	in	
SPOR		

§  PaIent-oriented	research:	
conInuum	of	research	that	
engages	pa3ents	as	
partners,	focuses	on	
pa3ent-iden3fied	priori3es	
and	improves	pa3ent	
outcomes.	Aims	to	apply	
the	knowledge	generated	
to	improve	healthcare	
systems	and	prac3ces	

	
§  PaIent	engagement:	

meaningful	and	ac3ve	
collabora3on	with	paIents	
in	governance,	priority	
seOng,	conducIng	research	
and	knowledge	translaIon	







Relevant	government	iniIaIves	





Lots	of	talk	about	engagement	but	what	
are	we	really	talking	about?	



Clarifying	key	concepts	

Who	are	we	engaging	or	partnering	with?	
	
What	do	we	mean	by	engagement	and	partnership?	
	
What	are	our	goals?	
	
	
	 	 	Different	publics	in…	
	 			different	roles	for…	
	 					different	purposes	

	



§  CiIzens	(lay	person,	voter,	taxpayer)	
§  Service	users	(clients,	paIents,	families)	
§  CommuniIes	(geographic,	shared	experiences)	
§  Advocates	(family,	service	providers,	organizaIons)	
§  Experts	(clinical,	scienIfic,	lay/paIent)?			
§  Elected	officials?	

	 	 		
	 	 	Who	SHOULD	be	engaged?	
	 	 	Who	WANTS	to	be	engaged?	
	 	 	Who	IS	engaged?	
	 	 		
    
    

 



Who	do	you	want	to	engage	or	
partner	with?		

	

Those	who	are	directly	affected	–	Individuals	with	experienIal	

knowledge	about	a	parIcular	aspect	of	care	who	can	
provide	relevant	perspecIves	(paIents	and	families)		

	
Broader	publics	–	Individuals	who	can	contribute	broad	social	

values	but	who	may	or	may	not	have	specific	experience	
with	the	health	system	to	draw	from	

	
Stakeholder	groups	–	Groups	with	organized	interests,	related	

to	funding	and	delivery	arrangements	(e.g.,	advocacy	
groups,	industry,	provider	organizaIons)	

		
	 	 	 	 	 	 	 	 	(Abelson	et	al.	2016;	Gauvin	et	al.	2014)	
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What	do	we	mean	by	engagement	and	
partnership?	

Health	Canada.	2000.	Policy	toolkit	for	public	involvement	in	decision	making.	



Carman	K.	et	al.	PaIent	And	Family	Engagement:	A	framework	for	understanding	the	elements	and	developing	
intervenIons	and	policies.	Health	Affairs,	32,	no.2	(2013):223-231		
	



What	are	our	goals	for	engagement	or	
partnership?		

Instrumental/quality	goals	(outcomes	driven)	
Be_er	decisions,	policies,	programs,	health	research,	health	
outcomes	
	
DemocraIc/legiImacy	goals	(process	driven)	
Be_er	decision	making	(e.g.,	more	inclusive,	legiImate,	accountable)		
	
Developmental	goals	(capacity	driven)	
Increased	competency	and	capacity	to	contribute	to	individual	and	
collecIve	decision-making		
	
Principle/ethics	goals	(rights	driven)	
PaIent/family	engagement	as	a	right	
	
 
 

Abelson	et	al.	2016.	Public	and	PaIent	Involvement	in	
HTA:	Framework	for	AcIon.	IJTAHC,	32:4.		





		
	
	“… there is a striking imbalance between the amount 
of time, money and energy that governments in OECD 
countries invest in engaging citizens and civil society 
in public decision making and the amount of attention 
they pay to evaluating the effectiveness and impact of 
such efforts.” 
          (OECD, 2005) 
			
	  



Key	findings	from	reviews	of	paIent	
engagement	in	health	research	

§  More	focus	on	doing	than	assessing	

§  Rich	pracIce	stories	ciIng	context-specific	benefits	(for	
specific	populaIons,	diseases/condiIons,	types	of	
research)	

	
§  Weak	evidence	base	about	methods	and	impact	

§  lack	of	conceptual	clarity	about	WHO,	HOW	and	WHY		
§  small	scale	studies	with	limited	follow	up	&	few	comparisons	
	

 
  
 	



Key	findings	(2)	
Bre_	et	al.	2012.	Mapping	the	impact	of	paIent	and	public	involvement	on	health	and	

social	research:	a	systemaIc	review;	Health	Expecta-ons;	17:637-50	

§  Beneficial	impacts	reported	
§  idenIficaIon	of	user-relevant	research	topics	and	quesIons	
§  improvements	to	recruitment,	paIent	informaIon	materials	and	data	

collecIon	tools	
§  assistance	with	the	interpretaIon	of	findings	from	user	perspecIves	

clinician	and	researcher	perspecIves)	
§  strengthened	disseminaIon	and	implementaIon	of	research	findings	
	

§  Challenging	impacts	reported	
§  perceived	compromises	and	ethical	dilemmas	in	the	study	design	stage	
§  tokenisIc	aOtudes	toward	paIent	members	of	the	team	
§  recruitment	challenges	related	to	‘hard-to-reach’	and	marginalized	

groups)	
§  Ime	needed	to	support	meaningful	involvement	of	paIent	members	(e.g.,	

accessible	material,	adequate	discussion	Ime	at	meeIngs)	



Findings	(2)	
Shen	et	al.	2016.	How	and	why	should	we	engage	parents	as	co-researchers	in	health	research?	A	

scoping	review	of	current	pracIces.	Health	Expecta-ons;	DOI:10.1111/hex.12490	

§  10	arIcles	reviewed	(low-moderate	quality)	
§  Structural	enablers:	reimbursement	and	childcare	
§  Benefits	cited	

§  enhanced	relevance	of	research	to	target	
populaIon;	maximize	research	parIcipaIon;	
parent	empowerment	

§  Challenges	cited	
§  resources	required	to	support	parent	engagement	
§ wide-ranging	experiences	
§  lack	of	role	clarity	and	power	differences	

	



Evaluating PPE: the next wave? 





Key	messages	re	evaluaIon		

§  To	evaluate	stakeholder	partner	engagement	
researchers	should	consider:	
§  the	need	for	a	priori	evaluaIve	frameworks	or	criteria		
§  use	of	predefined,	validated	tools	
§  conducIng	evaluaIon	at	conInuous	or	regular	
intervals	through	the	engagement	process		

§  use	of	external	evaluators	where	possible	
§  documenIng	the	context	and	process	of	engagement	
as	fundamental	components	of	the	evaluaIon	



Selected	evaluaIon	resources	

§  PCORI	evaluaIon	framework	+	researcher/paIent	
quesIonnaires	

§  PaIents	Canada	evaluaIon	materials	
§  Public	and	PaIent	Engagement	EvaluaIon	Tool	(PPEET)	

§  SystemaIc	review	of	evaluaIon	frameworks	and	tools	
underway	(sponsored	by	SPOR	SUPPORT	units)	

 	
	
	



 Engaging	and	partnering	with	paIents	
and	families	–	the	basics	

On-line	resources	(many	and	growing…)	
	

§  OCHSU	and	OSSU		
§  Masterclass	on	paIent-oriented	research	(for	researchers,	paIent	
advisors,	clinicians	and	policy	makers)	–	last	course	in	November	
2017	

§  Resource	guide	for	research	teams	and	networks		
§  PaIents	Canada	material	

§  CIHR	training	curriculum	(available	soon)	
	
§  PaIent	Oriented	Research	(POR)	Curriculum	For	Children,	

Families	And	Clinician	ScienIsts	In	Child	Health	(PORCCH)	(NL	
Jones,	The	Hospital	for	Sick	Children,	Toronto)	NEW!	



Key	areas	

§  Scope	and	level	of	engagement/partnership	
(who,	what,	why)	

§  Recruitment	and	selecIon	
§  ClarificaIon	and	negoIaIon	of	roles	
§  CompensaIon	
§  OrientaIon	and	support	for	paIent/family	
advisors	and	researchers	



	
Involving patients/families as advisors  

 
Types of activities by research stage 

 
Se@ng	priori-es	for	research		

§  what	research	quesIons	and	outcomes	are	important	to	paIents/families?		
	
Proposal	wri-ng	and	applying	for	funding	

§  help	with	the	development	of	the	paIent	engagement/partnership	strategy	
(relevant	secIons	of	the	proposal)	

	
Study	implementa-on		

§  assistance	with	recruitment,	training	and	support	for	research	subjects	
	
Analysis	and	interpreta-on	of	data		

§  what	are	paIent/family	members	reflecIons	on	the	data?	
	
Dissemina-on	and	KT	

§  work	within	relevant	networks	to	share	the	study	results	
§  help	with	public-friendly	versions	of	results		



Recruitment	and	selecIon	
§  One	of	the	most	important	but	challenging	areas	
	
§  Key	consideraIons	

§  who	do	you	want	to	involve	and	how	do	you	find	them?	
§  what	perspecIves,	experiences,	populaIon	or	community	
characterisIcs	do	you	want	them	to	reflect	or	represent?	

§  Commonly	used	sources	
§  market	research	firms	and	online	panels		
§  health	chariIes	and	disease-specific	organizaIons	
§  health	system	organizaIons	(paIent	and	family	advisory	
councils,	paIent	partners	and	advisors)	

§  other	community	resources	



Clarifiying	and	negoIaIng	roles	

§  As	early	as	possible	and	check	in	periodically	

§  Clarify	expectaIons	for	involvement	in	all	stages	of	
the	research	process		

	
§  Allow	enough	Ime	for	discussions	about	roles	to	
show	respect	and	commitment	to	meaningful	
involvement	



CompensaIon	

§  Similar	to	advice	about	negoIaIng	roles	
–  iniIate	discussions	early	and	in	an	open	and	
respecsul	manner	

§  Don’t	assume	anything	
§  ExpectaIons	will	vary	
 
 
Resources:		
Change	FoundaIon	–	Should	money	come	into	it?	
Forthcoming…	CIHR	SPOR	and	Ontario	SPOR	SUPPORT	Unit	documents	



OrientaIon	and	support	

§  What	do	paIents/family	members	need	
§  a	good	understanding	of	the	project,	role	and	
expectaIons		

§  introducIons	to	the	team	and	various	roles	
§  respect	for	their	roles	and	contribuIons	

§  What	do	researcher	members	need	to	do	
§  invest	early	on	in	preparaIon	of	ciIzen/community	
members	for	their	roles	

§  peer	support,	mentoring,	periodic	check	ins	and	clear,	
on-going	communicaIon	



For	more	pracIcal	advice…	

Take	in	the	interacIve	panel	(aVer	the	break)	
	
	

THANK	YOU	
abelsonj@mcmaster.ca	


