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Involvement?

Involvement ... Engagement, 
what does it mean?
Engagement?
what does it mean?

What does it mean to 
you?
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Wh h it d?Why has it emerged?

Deepening democracy or growing 
mistrustmistrust

Public scrutiny regarding 
determination (public accountability)determination (public accountability)

S i l i ti t HTA i lSocial scientists - HTA involves 
values & judgements
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Wh ?Why?
‘No one knows better what it is like to live with an 
illness ...than those who are doing this – the 
patients and their family and friends who care forpatients and their family and friends who care for 
them. It is this unique insight that patients and 
patient groups can most usefully contribute to the pat e t g oups ca ost use u y co t bute to t e
HTA process.’

Patients and carers can provide experiential 
evidence to an HTA of the true benefits and extent 
of unwanted effectsof unwanted effects
HEE ‘Understanding HTA’ (A guide for patients, 2008)
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IAP2 spectrum of public participationIAP2 spectrum of public participation 
(www.iap2.org)
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delegated
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web sites public 
meetings

deliberative
polling

advisory 
committees
consensus 
building

delegated 
decision
citizens’ jury



Public engagementg g
Rowe & Frewer (2005) 

Type Flow of information

Communication Sponsor Public

Consultation Sponsor Public

Participation Sponsor Public
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Participation
Information is exchanged betweenInformation is exchanged between 
the sponsor & the public  . . . 
rather than simple, raw opinions 
being conveyed to the sponsorsbeing conveyed to the sponsors, 
the act of dialogue & negotiation
serves to transform opinions in the 
members of both partiesmembers of both parties.
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Wh ? I f tiWhen? Information

Proposing & 
l ti t i

Commenting on 
d ft

Re-drafting 
d tiselecting topics draft recommendations

Evidence 
gathering & 

design

Attending 
consultation 

meeting
Communicating 

recommendationsg g

Receiving layAssessing 
evidence

Drafting 
recommendations

Receiving lay 
persons guide to 
recommendations

Inclusive HTAs: Patient involvement practices in assessments       Eliciting patient values workshop       HTAi Singapore 21 June 2007



Wh ? C lt tiWhen? Consultation

Proposing & Commenting on Re-draftingProposing & 
selecting topics

Commenting on 
draft

Re-drafting 
recommendations

Evidence 
gathering & 

d i

Attending 
consultation 

ti
Communicating 

recommendationsdesign meeting recommendations

Assessing 
evidence

Drafting 
recommendations

Receiving lay 
persons guide to 
recommendations
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Wh ? P ti i tiWhen? Participation

Proposing & Commenting on Re-draftingProposing & 
selecting topics

Commenting on 
draft

Re-drafting 
recommendations

Evidence 
gathering & 

d i

Attending 
consultation 

ti
Communicating 

recommendationsdesign meeting recommendations

Assessing 
evidence

Drafting 
recommendations

Receiving lay 
persons guide to 
recommendations
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Wh ?Who?
Patients with the 

condition

Family & carers
Patients with 

experience of the 
technology

Organisations 
that represent or p
support patients

Actively interested 
public
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How?How? 
Citizen’s juryj y

Consensus conference

World cafe

Scenario workshop

Lay representation

FFocus group

Deliberative dialogues
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Deliberative dialogues



UN Brisbane Declaration 
(2005)
Integrity: openness & honesty about scope & 
purpose of engagement;
Inclusion: opportunity for a diverse range of 
values & perspectives to be freely & fairly 

d & h dexpressed & heard
Deliberation: sufficient & credible information for 
di l h i & d i i & t i hdialogue, choice & decisions, & space to weigh 
options, develop common understanding & to 
appreciate respective roles & responsibilitiesappreciate respective roles & responsibilities
Influence: people have input in designing how 
they participate, policies & services reflect their 
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y p p , p
involvement & their impact is apparent.



P i i l T lf dPrinciples: Telford

1. Roles of consumers agreed between researchers 
& consumers involved& consumers involved

2. Researchers budget appropriately for costs

3. Researchers respect the differing skills, knowledge 
& e perience of cons mers& experience of consumers

4 Consumers offered training & personal support4. Consumers offered training & personal support
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T lf dTelford
5. Researchers ensure they have necessary 

skills to involve consumers

6. Consumers involved in decisions about how 
participants recruited & kept informed about pa t c pa ts ec u ted & ept o ed about
research progress

7. Consumer involvement is described in 
research reports

8. Research findings available to consumers, in 
formats & language they can easily understand
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IAP2 core values of public p
participation

based on the belief that those who are affected
by a decision have a right to be involved in theby a decision have a right to be involved in the 
decision-making process
includes the promise that the public's p p
contribution will influence the decision. 
promotes sustainable decisions by recognizing 
& communicating the needs and interests of all 
participants, including decision makers. 
seeks out &facilitates the involvement of those 
potentially affected by or interested in a 
decision
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decision. 



IAP2 core values of public p
participation

seeks input from participants in designing how 
they participate.they participate. 

provides participants with the information they p p p y
need to participate in a meaningful way. 

communicates to participants how their input 
affected the decision. 
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D lib ti di lDeliberative dialogues

Based on providing information & 
providing time for thinking beforeproviding time for thinking before 
forming a view.

Suitable for complexity, uncertainty,Suitable for complexity, uncertainty, 
conflicting values, trade-off

Example: scenario workshops
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IAP2 lIAP2 core values

seeks input from participants in 
d i i h th ti i tdesigning how they participate
provides participants with the p p p
information they need to participate 
in a meaningful wayin a meaningful way
communicates to participants how 
their input affected the decision. 
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P ti t t ti (l )Patient representation (lay)

Patient or patient organisation
At the table
Advisory or assessment committeey
Networks
S tSupport
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Citi ’ jCitizens’ jury

Members of public (jury) cross 
examine expert witnessesexamine expert witnesses
Arrive at a verdict which is given to 

decision makers
Priority setting or decision’s aboutPriority setting or decision s about 

allocation
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S iScenarios

What are the potential benefits?

What are the risks?

What are the implications for members of the 
public taking part?public taking part?

What are the implications for theWhat are the implications for the 
organisations?
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U f lUseful resources

NICE Citizen’s Council reports 
(www nice org uk)(www.nice.org.uk)
INVOLVE (www.invo.org.uk)
Telford
Rowe & FrewerRowe & Frewer
More
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