Supplementary Table: Characteristics and impact of patient and public involvement in HTA
	Study ref
	Country/ Context
	Objective of the study
	Method/  Data collection
	HTA issues or type of technology
	Methods used for capturing users' perspectives
	Impact and results

	Appel 1990
	USA/

Johns Hopkins Hospital
	To assess patients’ valuations of a particular new technology that costs much more than the one used until now
	Quantitative/ questionnaire survey
	Low osmolality contract media (LOM)
	Measuring patient preference using willingness to pay (WTP).
	Study showed that it’s possible to conduct a WTP survey and get reasonably consistent responses. Similar studies may help to address many of the difficult cost-quality trade-offs associated with the introduction of new medical technologies.

	Davies 2005
	UK/

The Citizens Council of the National Institute for Health and Clinical Excellence (NICE)
	To evaluate the Citizens Council of NICE and provide information for policy makers on how best to make use of citizens' time when members of the public are invited to discuss complex issues
	Qualitative (3-part design: ethnography, organizational study, and study of citizens’ perceptions)/ interviews, observations, document analysis
	Not applicable
	A 3-day meeting twice a year on value judgments that surround the work of NICE. Members of the Citizens Council (30) reflect the age, gender, social demographics, ethnic, and ability profiles of the populations of England and Wales.
	There was much to do to make a practical reality of the Citizens Council, to sustain it and to engage with the results produced. A concrete question, facilitation which balances the requirements of inclusivity and deliberation, and a supported expertise space facilitate the contribution of the public to a national level debate.

	Entwistle 1999
	UK/

Local (3 projects) +  National (1 project)
	To document the experience gained in four projects to develop research-based information materials and make the results of THA available to patients
	Qualitative/ focus groups, observations, interviews, structured questionnaire
	1) screening for prostate cancer; 2) treatment of glue ear; 3) treatment of cataract; 4) interventions during pregnancy and childbirth
	Focus group: to inform patient leaflet and to discuss drafts of the leaflets. To insure that the final product would be acceptable, easy to understand, and as useful as possible.
	Production of good quality materials requires collaborative efforts from people with various expertises. Local involvement might result in a wider use and more locally accurate process information.

	Goven 2008
	New-Zealand/ Occupational health context
	To incorporate the investigation of socio-political dimensions into HTA through the use of "lay expertise"
	Qualitative/ interviews
	1) Genetic testing (occupational illness) and 2) Genetic diagnosis (in workplace )
	Interviews carried out with "lay experts" about genetic testing for susceptibility to occupational disease.
	Technologies cannot be adequately assessed in isolation from the socio-political context. Interviews with "lay experts" identified a range of institutional practices that could increase the dangers of utilising genetic testing in the workplace.

	Happ  1994
	USA/

3 acute care hospitals
	To address the effects of point of care technology (PCT) on the quality of patient care, and to examine the social impact of PCT, the cost and safety implications
	Mixed (descriptive and quasi-experimental study)/ interviews, questionnaires and a chart audit
	Point of Care Technology (PCT)
	Questionnaires and inclusion of a descriptive component in the study: open-ended interviews to elicit patient's perception, attitude and opinion about PCT.
	The quality of patient care did not improve with PCT, but patients expressed positive responses to the bedside computer. Study points out the need for PCT to be a part of a larger plan for patient centered care, not just nursing documentation

	Hutchinson 2003
	USA/

Inner-city urgent care clinic at an public hospital
	To determine the effectiveness, cost-effectiveness and consumer perceptions of alternative HIV testing options
	Mixed/

meta-analysis, cost-effectiveness analysis and focus groups
	HIV counseling and testing technologies
	Focus groups to elicit perceptions of HIV testing: 6 different groups (3 for each gender).
	Results highlight important factors that should be considered in implementing HIV prevention programs: consumers preferred rapid testing, though they were concerned about accuracy; misinformation about the testing process; lack of trust in HIV/AIDS information.

	Johanson 2002
	UK/

National HTA program: Achieving Sustainable Quality in Maternity
	To choose a new set of research priorities for the year 2000, and to ascertain the voting pattern of comparison to health professionals
	Mainly quantitative/ counting of the number of votes
	Prioritization of  issues related to aspects of care during pregnancy and childbirth
	10 mixed discussion groups (approx. 10 participants including 1 citizen) that had to agree on 2 topics. Delegates had to vote for the most important topics.
	Small number of consumers despite the partnership with a consumer organization. There was overall agreement in terms of priorities with the consumer group prioritizing 8 to 10 topics chosen by the professionals.

	Jolly 2007
	UK/

4 hospitals of the West Midlands
	To compare the effectiveness and cost-effectiveness of a home-based programme of cardiac rehabilitation (CR), with centre-based programmes, and to explore the patients’ reasons for non-adherence to CR programmes


	Mixed/

RCT, interview, focus group and questionnaire
	Home-based and hospital-based cardiac rehabilitation
	Individual interviews with patients who did not adhere to their allocated programme and focus group with those who adhered to it. Interviews explored the reasons for non-participation to programme
	Non-adherers to CR formal programme had nevertheless constructed their own informal ‘rehabilitation’. Patients are often reluctant to discuss self-care strategies with healthcare professionals and this study highlights the importance of exploring patients’ informal health behaviours.

	Kinter 2009
	Germany/

5 major cities across the country
	To incorporate patients' preferences in the treatment of schizophrenia
	Mixed (interpretative phenomeno-logical analysis and descriptive statistics)/ focus groups and interviews with ranking exercises
	Evaluation of an antipsychotic for the treatment of schizophrenia
	1) Focus group:

4-5 individuals to elicit patients' experience. Identification of key themes specific endpoints.

2) Individual patient interviews: validate the results of focus groups, card ranking.
	Respondents identified relevant and irrelevant endpoints, and ranked factors important to them. Patient-relevant endpoints could not be captured and evaluated using traditional clinical endpoints. The successful treatment of schizophrenia involves not only the remission of symptoms, but also patients' objectives for resuming their activities and functions.

	Lassen 2006
	Denmark/

3 hospitals
	To clarify problems in the nutritional care of medical inpatients, elucidate how nutritional care can be improved and analyze the improvement costs
	Mixed/ interviews, review of the literature and economic analysis
	Nutritional care of elderly medical inpatient
	Structured interviews (with open comments) with patients focusing on issues assumed to be related to their nutritional care.
	The analysis shows considerable potential for optimising nutritional care in all three hospitals. Several aspects of the organizational model are confirmed by the patient interviews.

	Menon 2008
	Canada/ Health region in Alberta
	To assess the feasibility of using a citizens’ jury to elicit public values on health  technologies, and to develop criteria to set priorities for HTA
	Mixed (2 case studies)/ analysis of jury session and questionnaires at the end of the session
	1) Drug-eluting stents over bare metal stents for the treatment of CAD; 2) Use of sildenafil to treat primary pulmonary hypertension
	Citizens participated in a jury session for 21/2 days. The activities included presentations of scenario-based priority-setting exercise. 
	Citizens' juries offer a feasible approach to involve the public in priority-setting for HTA. The top two priority criteria for the public are: “potential to benefit a number of people” and “extends life with quality”. Questionnaires feedbacks were positive: jurors valued the opportunity to become engaged in such a process.

	Mihaylov 2008
	UK/

General practices
	To investigate the effectiveness and cost-effectiveness of treatment strategies using 3 classes of laxatives. To define the constipation and the use of treatments from the perspective of GPs and patients
	Mixed (multicentre RCT, economic evaluation and qualitative study)/ interview, focus group
	6 stepped treatment strategies using 3 classes of laxatives
	In-depth interviews with 24 older patients. Topic guide was used but patients were encouraged to voice their own concerns and to identify new themes.
	Patients’ descriptions of meaning, causes and management of constipation highlighted implications for the prevention and treatment. Successful involvement of patients in HTA requires obvious uncertainty among all parties about treatment and management options and their clear interest in the topic.

	Milewa

2008
	UK/ NICE
	To explore the way in which issues of representation and legitimacy are perceived and applied by participants involved in the appraisal of health technologies within NICE
	Qualitative (case study)/ interviews, observation of 4 meetings, document analysis
	1) cannabis- based drugs /patients with multiple sclerosis; 2) drug treatment/ aggressive non-Hodgkin’s lymphoma and rheumatoid arthritis; 3) growth hormone technology; 4)  surgical procedure to treat heavy menstrual bleeding
	Involvement of the public in a health technology appraisal by NICE as member of the Appraisal Committee, direct involvement in oral or written presentations to the committee, or employment by NICE and in regular liaison with the committee.
	Findings suggest that adopting a pro-active and flexible approach is necessary to engage and involve stakeholders in decision-making.

	Moret-Hartman 2007
	Netherlands / National Health Care Insurance Board
	To analyze the involvement of target populations in the process of policy development and to evaluate whether the theory of the argumentative policy analysis could explain the policy processes
	Qualitative (case study)/ interviews, document analysis
	The reimbur-sement of interferon-beta drug (IFNB) for people with multiple sclerosis
	Patients participated in 2 workshops where they discussed policy measures that could promote the appropriate use of the new drug.
	Although proposed, these 2 policies have not been implemented. Possible explanations: 1) subject no longer had high priority when costs appeared lower than expected, 2) insufficient attention paid to the perceived problems of parties involved, and 3) changes within the socio-political context.

	Nixon 2006
	UK/

11 hospital-based research centers within 6 NHS trusts
	To compare two types of mattresses in the development of new pressure ulcers (PU), healing of existing PU, patient acceptability and cost-effectiveness. Substudy: to investigate the impact of PU on patients’ well-being.
	Mixed (multicentre RCT and qualitative)/ interviews and focus groups
	2 types of mattresses for hospital use
	Quality of life (QoL) substudy: interviews explored how patients perceive and describe their health and quality of life, their experiences of developing a pressure ulcer and of pressure area care. Follow-up interviews conducted 3 months after hospital discharge.
	QoL study gave a voice to patient experience and described the wide-ranging impact of PU on different aspects of life and healthcare experience. The development of a PU can be pivotal in the patient’s trajectory from illness to recovery and impacts on the QoL.

	Oliver 2001
	UK/

National Coordinating Centre for Health Technology Assessment (NCCHTA)
	To describe the methods used for involving consumers in a needs-led health research program, and to discuss facilitators, barriers and goals
	Qualitative (action research)/ interviews, focus groups, observation,  document analysis, questionnaire
	1) HIV screening in pregnancy; 2) Antenatal screening for cystic fibrosis; 3) Adjuvant therapy for older women with breast cancer; 4) New neuroleptics; 5) Hydrotherapy treatment; 6) Botulinim Toxin A. in cerebral palsy; 7) Episiotomy; 8) Role of GPs, midwives and primary care workers in antenatal care;  9) Long term effects of depression in primary care
	1) Identifying research questions from consumers perspective: questions asked on the national free phone help line, discussing research needs; reviewing research;

2) Prioritizing research: 2 consumers were full members of 3 advisory panels;
3) Commissioning research: 4 topics selected for consumer peer review;                 4) Reporting research: 2 draft final reports reviewed by consumers;

5) Communicating findings: Summaries of reports mailed to consumer organizations 
	Face-to face discussion with a consumer group was productive in identifying research topics. Consumers were willing and able to play active roles as panel members in refining and prioritizing topics, and in commenting on research plans and reports.

Facilitators: training programmes and support, open working and innovative culture of the NCCHTA; managing change.

Barriers: cultural divides, unfamiliar processes; technical language and acronyms; recruitment: time consuming; skills needed (technical and in multidisciplinary teamwork); additional time and resources needed.

	Oliver 2006
	UK/

NCCHTA
	To assess whether public involvement has influenced research commissioned by the NHS HTA program, and if so, how, to what extent and at what cost?
	Mixed (action  research, economic evaluation)/ interviews, document analysis, economic analysis
	Not applicable
	Patient or public are active in all stages of the HTA program, from helping to set and prioritize the research agenda to commenting on research proposals.
	Lay people can offer public perspectives at all stages of the HTA programme.  Public input and influence is restricted by organizational and procedural boundaries of the HTA programme and the voluntary sector.


A conjoint analysis (CA) exercise with 5 stages: 1) interviews with patients to identify attributes; 2) assigning levels to each of the attributes; 


4) collecting patients’ preferences using a CA questionnaire; 

5) random effects probit model to test for attributes dominance.  

	
	CA produced meaningful results: the majority of respondents were prepared to exchange a reduction in health outcome for an improvement in the process characteristics of the liver transplantation service.

	Ratcliffe 2002
	UK/

Two hospitals in the London area
	To determine women's preferences of alternative modes of maternity care during the intrapartum stage and investigate the structural reliability of  the Discrete Choice Experiment (DCE) within HTA
	Mixed/

focus group and discrete choice questionnaire
	Alternative modes of maternity care during the intrapartum stage
	1) 2 focus groups with women to identify main attributes in determining choices between alternative modes of intrapartum care; 2) four versions of a discrete choice questionnaire randomly administered to 2 samples of women to determine their preferences; 3) assessment of the structural reliability
	Evidence relating to structural reliability of the DCE in this context was mixed. Results provide evidence in support to a psychological effect while respondents emphasize on specific attributes as the number of levels for these attributes increases.

	Royle 2004
	UK/ NCCHTA
	To describe a cycle of development leading to sustainable methods for involving consumers in the management of a program commissioning HTA
	Qualitative/ interviews, questionnaires and document analysis
	Implication in HTA program over 4 years
	1) Prioritizing NHS suggestions as research priorities;

2) commenting on the summaries of research need (vignettes);

3) acting as peer reviewers of research proposals; and 4) draft final 
	Over 4 years, procedures/resources have been developed to support consumers attending regular meetings.

Main difficulties: quickly identifying appropriate consumers, working to a tight time table, some tasks too technically demanding, unfamiliarity with ways of working for both (researchers and consumer organizations). Facilitators: Training, an ongoing program of induction and support for staff

	Stolk 2000
	Netherlands/ A university and HTA Institute 
	To obtain social valuations of erectile dysfunction states
	Quantitative/ cost-utility analysis and health state valuation using trade-offs methods
	Sildenafil compared with papaverine-phentolamine injections for treating erectile dysfunction
	Costs and effects of the two treatments were estimated from the societal perspective. A sample of the general public valued health states relating to erectile dysfunction. Clinical outcomes are converted into quality adjusted life years (QALYs) gained. Participants valued 24 erectile dysfunction states using time trade-off.
	Overall treatment with sildenafil gained more QALYs, but the total costs were higher. Sildenafil is cost effective; its reimbursement should then be considered. But, as frequency of use greatly affects cost, such reimbursement would not be unconditionally valued.

	Street 2008
	Australia/

not specified
	To examine whether it is possible to use the literature both formal and informal (internet web pages) to gauge community perspectives on a health technology
	Qualitative/ analyses of documents and personal weblogs or “blogs”
	Detection of diabetic retinopathy utilising retinal photography
	Published literature, grey literature and informal web pages, personal blogs and the Australian Indigenous Health Infonet databases were searched to examine the availability of evidence about services community and user community views.
	In some cases, community perspectives provided similar information to the HTA rapid review but afforded a richer explanation of the issues. For example, the AHTA review mentioned the problem of access to the screening programme, but the study was able to provide broader evidence of reasons for this failure to access available service.

	Thomas 2006
	UK/

NHS HTA programme
	To estimate the costs of commonly used treatments for cutaneous warts, their health benefits and risk. To create an economic decision model to evaluate the cost-effectiveness of these treatments.
	Mixed/ systematic review, interviews, focus group , observation of practice, postal survey
	Treatment for cutaneaous wards with salicylic acid and cryotherapy
	2 focus groups were conducted with adults who recently (or still) had warts. Focus groups and interviews were also conducted with health professionals with the aim of drawing together opinions of both groups about treatment of cutaneous warts.
	This part of study aimed to assist in the design of a questionnaire and to ensure appropriate terminology. Several issues that arose from the focus groups and the observation of practice were used in finalising the design of the questionnaire.

	Van Kammen 2006
	Netherlands/ The Nethelands Organization for Research and Development
	To report experience with knowledge brokering to foster evidence-informed policy making on cost-effective treatment and reimbursement of assisted reproduction in The Netherlands.
	Qualitative/ interview, invitational meeting
	Subfertility care: assisted reproduction
	Semi structured interviews to analyze the policy context and the meaning of the main messages- Invitational meeting to make recommendations and contribute to a draft report. Participants were key players in the field, including patient organization.
	15 recommendations arose from the invitational meeting. One of them requiring changes in ministerial policy was followed up instantly. The patient organization used new scientific insights to inform members and public.

Combining research-based evidence with policy environment contextual knowledge and with stakeholders concern can decisively impact on HTA.


