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1. Introduction 
  This study by the Social Change Initiative examined how 

the Dementia Together Northern Ireland1 (DTNI) initiative 
engaged people with dementia in its development and 
delivery, and asked what lessons were learned about how to 
support more of this in the future.

2.  What do we mean by Participation   
and Involvement? 

	 	In	 this	 study	 ‘participation’	 means	 individuals	 being	
involved in policy making and the design, development and 
planning	of	services.It	ranges	from	the	superficial	-	being	
a	 passive	 receiver	 of	 information	 -	 to	 deeper	 co-working	
and joint or delegated decision making. More people with 
dementia are now active in shaping policy and advocating 
for their rights and entitlements, but concerns persist that 
views are not being taken into account enough.

3.  What did DTNI do to Involve People   
with Dementia?

  The DTNI project engaged people with dementia, carers 
and other stakeholders in its projects. Initially this was 
consultative	 -	 people	with	dementia	 and	 carers	 took	part	
in focus groups, interviews and surveys. Later, reference 

groups	 were	 formed	 -	 some	 entirely	 made	 up	 of	 people	
with dementia and others involving one or two people with 
dementia among other stakeholders. These groups enabled 
deeper	 involvement	 -	 members	 co-created	 information	
resources, a Learning and Development Framework, and 
a dementia short break. People with dementia chose the 
creative concept and appeared in an advertising campaign. 

4.  What have we learned from the  
DTNI Experience? 

  Feedback from the people with dementia involved in 
DTNI indicates that for the most part, participating in 
DTNI engagement activities was a positive experience 
and they felt they had achieved something important to 
benefit	others.	The ‘Still Me’ public information campaign 
was a highlight	 -	 participants	 thought	 that	 fronting	 the	
campaign with real people living was dementia allowed 
the authentic voice of people with dementia to be heard.  

  Some people said they wanted to be more involved in 
making strategic decisions about Dementia Together 
Northern Ireland.  Others said that providing feedback and 
keeping them updated on outcomes had been a weakness. 
They called for a more sustained, genuine partnership on 
improving dementia policy and services, rather than what 
they	 perceived	 to	 have	 been	 short-term	 and	 somewhat	
tokenistic engagement.   

1 DTNI was a joint programme supported by The Atlantic Philanthropies & the NI Executive, delivered by the Health and Social Care Board (HSCB) and Public Health 
Agency	(PHA)	from	2014-18.	It	aimed	to	improve	dementia	support,	promote	awareness,	reduce	stigma	&	build	knowledge	&	skills	among	the	dementia	workforce.	
This	study	was	completed	in	2018.	



5. A Model for Engaging People with Dementia Well 
  People with dementia told us how they want to be involved in policy and service development and their advice was translated 

into the following model.

1. Principles & Attitudes

•  People with dementia:

  –    are experts with a right to participate in the design, planning, evaluation 
& delivery of services – their opinion about dementia services &  
policies matters.

 –		are	partners	&	should	have	a	genuine	opportunity	to	influence	decisions.

 –    are able to make a valuable contribution, whatever symptoms they might 
have – some might need support to do so.

 –    do not all have the same experience or view so a variety of people need to 
be involved.

•				 	Engagement	works	both	ways	 -	 policy	makers	&	 service	providers	 should	
expect to be challenged & held to account by people with dementia as well as 
benefiting	from	their	insight	&	experiences.

3. Advice on Follow Up

•			 	Keep	 in	 touch	 -	 tell	people	what	happened	after	 they	were	 involved	 in	an	
engagement exercise, give regular updates to support ongoing relationships.

•  Take action based on what people with dementia said & commitments made.

•    Be honest about any problems that arose & why any commitments could not 
be honoured.

•			 	Acknowledge	people’s	input	-	say	thank	you	&	recognise	support	in	some	way	
e.g. a donation to a dementia charity or a fee for participation.

2. Advice on Approach

•			 Aim	for	ongoing	relationships	rather	than	one-off	&	short-term	engagements.

•				 	Design	 the	 approach	 to	 meet	 needs	 -	 choose	 an	 engaging	 format,	 allow	
sufficient	time	for	discussion,	provide	information	&	training	in	advance	so	
people feel prepared.

•   Be honest about what can change or not change as a result of the discussion.

•    Make sure the facilitator has skills in communicating with people with 
dementia,encouraging innovative thinking & helping people go beyond their 
own experiences.

•		 		Go	outside	‘professional	spaces’	using	community	settings	in	rural		 	
& urban locations.

•				 Build	in	sufficient	time	to	plan,	do	and	follow	up	on	engagement.

•				 	Listen	to	what	people	say,	even	when	it	doesn’t	immediately	align	with		
your interests.
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