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• Health Technology Assessment (HTA) 

(The important assessment that goes further 

than health economics)

• Patients’ views and preferences contributing to 

HTA:

o In the form of robust evidence

o Through participation in the process

• The spectrum of participation

Improving the impact of patient 

participation in HTA



HTA is the research-based, 

practice-oriented assessment 

of relevant available evidence and knowledge 

on the direct and intended effects 

of health care technologies, as well as 

the indirect & unintended consequences

www.htai.org



Health Technology Assessment

• Clinical effectiveness (relative effectiveness)

• Costs and cost effectiveness

• Patient aspects

• Organisational issues

Focus varies depending on                                    

HTA Agency remit, topic and technology

All seek to ‘inform’ policy decisions,                            

by focussing on national/regional context



Patient aspects (DACEHTA)

• Experience of  illness/technology

– Social aspects (family life)

– Economic implications (work)

– Psychological issues (hopes, security, stigma)

– Ethical aspects (choices)

– Communication aspects (shared decision 

making)





Understanding HTA (A guide for patients)

Health Equality Europe (HEE)

Patients and carers can provide experiential 

evidence to an HTA about:

Living with an illness

‘No one knows better what it is like to live with an 

illness day in, day out, than those who are doing 

this – the patients and their family and friends who 

care for them.’

The technology

Their needs and preferences, and benefits & 

unwanted effects



HTAi Interest Group on 

Patient/Citizen Involvement in HTA

Engagement of patients in HTA

• Through generation of robust evidence about 

patients’ views on the intended and unintended 

consequences of using a health technology 
– Well planned and structured

– Systematic

– Presented clearly showing sources, methods, 

assumptions and findings



Evidence – Qualitative research

Dedicated patient research

• Questionnaires/surveys 

• Individual interviews 

• Focus groups discussions and interviews

• Delphi

• Futures workshops, etc

Systematic reviews of published studies



Positron Emission Tomography Imaging 

Patient issues   (HTBS HTA2)

• Provide clear information about the imaging process, 

with leaflets including diagrams and clear clinician 

communication 

• Organise facility to make patients feel comfortable, 

providing music and allowing a friend to attend

• Only one scanner available in Scotland then, so 

consider travel needs of patients

• Value additional information for a quicker, more 

accurate diagnosis

• Should not lead to delays in treatment



Scottish Medicines Consortium (SMC)

Submission of Evidence Template

• Overview of organisation (and number of patients)

• Declarations of interest

• Experience with medicines currently available

–Perceived advantages and disadvantages

–Preferences, Needs: met and unmet

• Information to help Consortium understand how the health 

problem affects patients/carers (describe source)

• Potential impact

–How would it match up to user needs and preferences

–Advantages/disadvantages over current medicines

–Impact on lives of patients & carers  (describe source)



HEE Patient Evidence –

Describing burden of illness

• Nature of illness

– Short or long-term

– Symptoms: limited or many, difficult to live with, fatal

• Limitations illness imposes on 

– Daily life, Ability to work, Social life, Mental wellbeing, 

Enjoyment of family and friends

• Activities that people with the illness find difficult

• Whether the illness prevents fulfilment of chosen role in life

• The most difficult aspect of the illness

• How pain from illness or treatment interferes with daily 

activities and whether pain relief is needed                                                             



HEE Patient Evidence –

The technology

• Patient and carer expectations

• Benefits/unwanted effects compared with existing 

treatments and how these are balanced

• How easily technology fits into daily life

• Whether it helps fulfilment of chosen role in life

• Outcome from a treatment that would be most valued

• Impact on daily life and mental wellbeing

• Financial impact of technology (cost of travel, loss of 

earnings, cost of paying carer)

• What would happen to patients if access was limited   

• How patients and carers value the technology    



Scientific publications 

and submissions

Patient 

aspects

Health 

professionals’ 

experience

Value 

Judgements

Guidance

HTA: Evidence based decision-making

Value 

Judgements

Guidance



HTAi Interest Group on 

Patient/Citizen Involvement in HTA

Engagement of patients in HTA

• Through effective ‘involvement’ processes to 

enable participation in the HTA process



Patient Research Partners 
(Hewlett et al, 2006)

Challenges experienced by patients

• Contribution hindered by difficulties with 

access and communication

• Relationship (doctor supremacy, fear of 

preferential care)

• Tokenism (political correctness)

• Anxieties of new role –

unclear about role and ability to contribute, 

perceived value of contribution, not appearing 

foolish, lack of familiarity with technical terms



Patient Research Partners 
(Hewlett et al, 2006)

Solutions: FIRST

• Facilitate: inclusion/contribution

• Identify: projects/potential partners

• Respect: roles/contribution

• Support: confidentiality/communication-working

• Train: research processes



HTAi consumer and patient glossary
A beginner’s guide to words used in 

health technology assessment

Compiled by Ann Single and Biotext Pty Ltd 
with contributions from Eleanor Ahern, 

Tony Culyer, Helena Dahlgren, Karen Facey, 
Karen MacPherson, Margaret Reid, 

Karen Ritchie, Tania Stafinski, Durhane Wong Reiger

Version: 1
October 2009



International Association for Public Participation

Spectrum of public participation (www.iap2.org)

Inform Consult Involve Collaborate Empower

Goal Balanced &
objective 
information to 
assist 
understanding

Gain public 
feedback on 
analysis, 
alternatives, 
decisions

Work directly 
with public
throughout 
process so 
concerns 
understood & 
considered

Partner with 
public in each 
aspect, 
identify 
alternatives & 
preferred 
solution

Place final 
decision-
making in 
hands of 
public

Promise Informed Informed, 
listen to you, 
provide 
feedback on 
influence

Concerns
directly 
reflected, 
feedback

Look to public
for advice & 
solutions & 
include to 
maximum

Implement 
what you 
decided

Example fact sheets
web sites

focus groups
public 
meetings

workshops
deliberative
polling

citizens’ 
advisory 
committees
consensus 
building

ballot
delegated 
decision
citizens’ jury


