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Abstract
Background
In some jurisdictions, patients and patient groups may be invited to provide input when Health Technology Assessment (HTA) is used to inform decisions about which medicines should be subsidised or funded. This input can help frame the evidence from a patient perspective, address uncertainties in the evidence and interpret it for the local setting. However, there is currently no evidence linking patient involvement with positive reimbursement decisions.

Aim
We aimed to understand the expectations of patient involvement in the reimbursement process, especially among cancer patient advocacy groups (PAGs) in New Zealand (Aotearoa), South Korea and Taiwan.

Methods
We developed an online survey to help understand the role that cancer PAGs play in reimbursement processes and identify knowledge gaps about the processes that might impact the efforts of PAGs. The survey elicited the views of staff and patients affiliated with PAGs (n = 43) on current practices and how the assessment and reimbursement of new cancer drugs might be improved.

Results
There was variability in knowledge of the HTA assessment processes and in experience of being involved in them. Those with HTA experience were more likely to have confidence in the process. Those who had not been involved tended to have little awareness of, or frustration with, decision-making processes. Most identified cost, finances and economic assessments as key considerations in current processes. Some respondents had clear ideas about how their knowledge and involvement could improve processes to determine the value of new medicines. However, for many, a lack of information about the basis for decision making and opportunities to be involved was a barrier to identifying process improvement.

Conclusions
HTA is implemented primarily in countries seeking to have fair and equitable processes for funding medicines. PAGs often recognise the financial challenges of funding new medicines and share the desire for procedural fairness. The connection PAGs make between patient involvement and improved access to new medicines may be based on the belief they can add information to the evidence base, help solve problems, ensure fairness through transparency and/or influence the culture towards increased access to medicines they value.

Plain English summary
What are health technology assessments?
Health technologies are medicines, devices and services used to prevent, diagnose or treat medical conditions. A Health Technology Assessment (HTA) considers the value of a health technology to help governments make fair decisions about which treatments to fund or subsidise. Patients and Patient Advocacy Groups (PAGs) may be invited to provide input into this process.

What did our study look at?
We surveyed staff and patients from cancer PAGs in New Zealand (Aotearoa), South Korea and Taiwan to understand their experiences and expectations of involving patients in HTA. A total of 43 people completed our survey.

What were the results?
Overall, 20 of the 43 surveyed people (47%) were aware of the assessment process used to decide which medicines were funded in their country. (27 of these 50 people were PAG staff members.) Patients from South Korea and New Zealand were rarely included in the assessment process. Patient involvement was more commonly reported in Taiwan. The impact of input from patients on HTA was rated low by patients in both South Korea and New Zealand and average in Taiwan. A general lack of transparency, feedback on the process, and support from assessment agencies was also reported. Many of the patients surveyed wanted to see more patient involvement in the assessment processes.

What is the main take-home message from this study?
With improved guidance and feedback from assessment agencies, PAGs and patients believe their involvement can improve decision making on treatment funding and increase fairness through transparency.

Supplementary Information
The online version contains supplementary material available at https://​doi.​org/​10.​1186/​s40900-021-00327-5.
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Background
Health technologies are interventions (including medicines) that are developed to prevent, diagnose or treat medical conditions, promote health, provide rehabilitation or organise healthcare delivery [1]. Health Technology Assessment (HTA) can be defined as ‘a multidisciplinary process that uses explicit methods to determine the value of a health technology at different points in its lifecycle – the purpose is to inform decision-making in order to promote an equitable, efficient and high-quality health system’ [1].
It is thought that HTA can be strengthened by including the patient perspective, with some countries having taken significant steps to involve patients in their HTA processes [2] and incorporate their perspectives into decision-making [3, 4].
The goals for patient involvement in HTA, first described by Abelson et al. [5], include: achieving more transparent and legitimate decisions; taking a more comprehensive approach to value determination that is informed by patients’ perspectives and lived experiences; making better decisions across all stages of the HTA process; and building capacity for patients to contribute [5].
Patient involvement in HTA can help highlight areas of unmet need, identify outcomes that matter to patients, and improve understanding of unintended or indirect impacts of health technologies [6]. For example, Berglas et al.’s 2016 descriptive analysis of 30 drug reviews by the Canadian Agency for Drugs and Technologies in Health (CADTH) Canadian Drug Expert Committee [7] identified that patient insights were used to frame HTAs, aid interpretation of evidence and raise additional issues such as progress of recovery and sustainability of health. Livingstone et al. [8] also found patient involvement added new information to HTAs along with valued context and reassurance to committees in their evaluation of two types of HTAs at the National Institute for Health and Care Excellence (NICE). The impact of patient involvement was particularly noted in the assessment of highly specialised technologies which are conducted for ultra-orphan treatments where costs may be higher, populations smaller and uncertainties in the evidence greater [8].
Patients’ perspectives are integrated into HTA using two distinct but complementary approaches: patient-based evidence from robust research that can be critically assessed, such as patient preference studies and qualitative evidence synthesis; and participation. Participation typically includes providing input (written or verbal) or membership of an expert committee. Participation can inform value judgements at any point in an HTA and is particularly useful for understanding the consequences of using a technology in the local setting [9, 10].
Despite patient involvement being generally considered beneficial, many HTA bodies do not involve patients, and among those that do, it may not be systematic, comprehensive or meaningful [11]. Expectations of patients to be able to contribute to HTA decision making have increased in line with expectations of access to new and expensive technologies [12] but the views of patients in the Asia Pacific are less documented in the literature. New, effective cancer treatments have become available in recent years, but there are discrepancies in access across different countries and regions [13].
Our study objectives were to understand the role that patients and PAGs currently play in reimbursement processes for cancer treatments in different jurisdictions in the Asia–Pacific region; to identify important knowledge gaps in reimbursement processes and decision-making that might negatively impact the efforts of the PAGs; and to elicit views on how the assessment and reimbursement of innovative cancer treatments might be improved.

Methods
Survey instrument development
We developed an online survey based on findings from literature research on current reimbursement listing processes in the jurisdictions of study. This included both evaluation and decision-making, mapped by jurisdiction, along with guidance from a steering committee facilitated by the Patient Voice Initiative. The objective of the steering committee was to clarify the literature research findings and to provide additional insights required to shape the survey – especially in terms of appropriate language, questions and recruitment for the culturally diverse jurisdictions – and inform the interpretation of results.
The steering committee was comprised of panel discussion members due to speak at the International Society for Health Economics and Outcomes Research (ISPOR) Asia Pacific 2020 conference in September 2020. The panellists for the discussion session (‘Funding high-cost innovations in Asia – Is the current HTA system adequate’) included Philip Hope (PH) – CEO, Lung Foundation New Zealand; Jane Tsai (JT) – Vice CEO, Formosa Cancer Foundation Taiwan; and Jin-Young Paik (JYP) – Founder, Korea Kidney Cancer Association. The session moderator was Ann Single (AS) from Patient Voice Initiative, and the session was funded by a grant from MSD. Panellists reflected on the survey’s findings, including the potential reasons and consequences for patient involvement in HTA in their jurisdiction.
The panellists were given various opportunities to review the survey and identify any additional questions or areas of concern. They ensured the survey avoided questions that may have unintentionally offended or criticised PAGs achievements thus far and was sensitive to the unique culture and positioning of PAGs in each country. The survey was translated into local languages and the translations reviewed by the panellists. MSD staff from each country provided input and/or feedback on the materials where appropriate.
Survey methods
PAGs in South Korea, New Zealand (Aotearoa) and Taiwan that have been actively engaged with cancer patient activities were approached and recruited by phone, email and LinkedIn. Invitations to participate in the survey were sent via web link. In Taiwan, JT developed a paper version of the survey to cater for older people who were less likely to access an online survey. The survey was distributed for completion to staff and members of the PAGs.
Participants: Eligible participants were those aged 18 years or over, who provided electronic informed consent after reading the online participant information sheet and indicating their consent by ticking a box. Participants were able to withdraw at any time (by closing the online survey window) without penalty or prejudice. Participants were excluded if they self-reported a current or prior relationship with Community and Patient Preference Research (CaPPRe) or if they worked for a pharmaceutical company.
Ethics approval was not required because the research was non-interventional, and the participants were informed, consenting adults able to withdraw at any stage.
Survey instrument
The survey instrument consisted of screening questions on participants’ gender, age, whether they were affiliated with a cancer-based patient advocacy group, and whether they were a patient or staff member. There were questions on the role and achievements of the PAG, awareness of and experience in HTA, and the role of patients in HTA in the future. For participants who were staff members of a PAG, there were additional questions on PAG details and experience. For patient participants, there were additional questions on their experience in being involved in the assessment process for cancer treatment reimbursement. Surveys took between 15 and 20 min to complete and were conducted in September 2020.
In addition to the insights provided on PAG and patient involvement in HTA, the development of the survey itself was a key component of our study. To our knowledge, this is the first survey to be developed on this subject matter for this audience. Developing questions with appropriate language and terminology, so that all respondents were able to understand and contribute, was essential to the process, and the PAG representatives on the steering committee played an essential role in this regard. Questions were carefully phrased with the aim of capturing insights rather than testing respondents’ knowledge or recognition of HTA terminology. A step-approach was implemented, where questions were shown depending on the gauged knowledge/experience from previous questions, and open-text answers for several questions meant that pre-filled answer options did not prompt or lead respondents to answer in a certain way.
All analyses are descriptive. Guidelines for the reporting of patient and public involvement in research [14] have been followed. (See Supplementary material for the full survey and Additional file 1: GRIPP2 Short form.)
Results
Survey respondents
A total of 43 people took part in the online survey. Participants were from PAGs in South Korea (n = 8 [all staff responses]), New Zealand (n = 6 [staff responses]; n = 3 [patient responses]) and Taiwan (n = 13 [staff responses]; n = 13 [patient responses]).
Only complete responses were included, although there were some optional open questions that were not completed by all participants. At the request of the steering committee, demographics of respondents have not been included in this paper, to ensure that identification of survey respondents is not possible. However, respondents were affiliated with a wide range of cancers including hematological, liver, lung, kidney, breast, and colorectal cancers.
Aims and focus of PAGs in South Korea, New Zealand and Taiwan
Participants affiliated with cancer based PAGs (both patients and staff members) were asked to describe the aims and focus of their PAG, which varied between jurisdictions. In South Korea, the main aims and focus were to improve the system and patient rights; provide correct patient information; and improve awareness of the condition in society. In New Zealand, the main aims were care, advocacy and support for patients and caregivers; education and information; and research for cure. In Taiwan, holistic care; education and empowerment of patients; and the establishment of a supportive community were the main aims.
Achievements of PAGs
The biggest achievements of the PAG, as described by the participants from South Korea, were obtaining and expanding insurance benefits for medical treatments (drugs); resolving discrimination against cancer patients; and raising awareness for young cancer patients. In New Zealand, the biggest achievements were funding research for development of and access to medicines; empowering patients with information and a support network; and raising awareness regarding a lack of funding for immunotherapies. In Taiwan, the main achievements were providing opportunities for patients to integrate into society; kindness, support and care; and encouragement of early detection and prevention of cancers.
Awareness of the medicine funding/reimbursement assessment process
Overall, 20/43 (47%) of respondents were aware of the assessment process used to determine funding/reimbursement (27/43 [63%] of respondents were PAG staff members).
Study respondents from all three jurisdictions noted that the key pieces of information used in the assessment process were cost, efficacy, clinical data and health professionals’ expert opinions. Respondents reported some frustration around drug pricing, and while they appreciated there were restrictions or caps to reimbursement of new drugs, many felt there was little transparency around this process. Lack of funding was often reported as a reason for rejection of medicines. PAG staff respondents in South Korea cited budgetary constraints and existing alternative treatments as reasons why some medicines were rejected by the HTA. In New Zealand, some PAG staff felt that while a lack of evidence of efficacy was cited as the reason for rejection, cost was the over-riding factor in decision making.
In South Korea and New Zealand, respondents reported that the assessment agency rarely included patients in their assessment process. Patient involvement was more commonly reported in Taiwan, with 15/26 (58%) respondents reporting patient involvement. Despite the lack of direct patient involvement, PAGs had been involved in providing input into assessment – this was more common in New Zealand and Taiwan. The most common reasons cited in South Korea and New Zealand for not providing input was that they were ‘unaware of opportunities’. In Taiwan, some respondents suggested it was because they lacked medical or other professional expertise.
The role PAGs currently play in the reimbursement process in Asia–Pacific
In terms of the role PAGs usually play in Health Technology Assessments, the most common response from PAG staff members in South Korea (6/8 respondents, 75%) was that there was no involvement, but two had submitted input or information for appeals (Table 1). In New Zealand PAGS had also been involved in consultations and helping to write or disseminate patient-friendly reports. In Taiwan, PAGs were involved in more stages of the process, including membership of the expert committee, submitting input and consultation on draft advice/recommendation report (Table 1). The most common types of input provided by PAGs in the assessment process are presented in Table 2.Table 1Stage that patient advocacy group (PAG) becomes involved


	Stage that PAG becomes involved
	South Korea (n = 8)
	New Zealand (n = 9)
	Taiwan (n = 26)

	Topic proposal
	0
	0
	1

	Topic selection
	0
	0
	0

	Scoping of assessment
	0
	0
	0

	Submitting input
	1
	2
	4

	Membership of expert committee
	0
	0
	5

	Presentation to expert committee or hearing
	0
	0
	2

	Consultation on draft advice/recommendation report
	0
	1
	4

	Help write or disseminate patient-friendly report of advice/recommendation
	0
	2
	3

	Submit information for appeals
	1
	3
	2


Responses from PAG staff to ‘At what stage(s) of the assessment process used to determine which medicines are funded or reimbursed does the PAG usually become involved?’


Table 2Type of input provided


	Type of input provided
	South Korea (n = 8)
	New Zealand (n = 9)
	Taiwan (n = 26)

	Prepare input to the agency
	1
	3
	2

	Present to committee meetings
	0
	0
	2

	Participate as a committee member
	1
	0
	3

	Provide a statement in public meetings
	0
	0
	1

	Take part in the agency consultation meetings
	0
	0
	2

	Provide patient experts to participate in workshops and meetings
	0
	0
	2

	Provide feedback on draft recommendations
	1
	4
	2

	Participate in hearings
	0
	1
	2

	Collect and report information about members’/patients’ needs, perspectives and experiences to inform input
	2
	3
	4

	Undertake or commission research about patients’/members’ needs, preferences and experiences
	0
	1
	4

	Provide information to patients about how patients can provide input to process
	1
	3
	2


Responses from patient advocacy group (PAG) staff to 'In what way does the PAG become involved in the assessment process (i.e. what is the type of input they provide)?’



In terms of innovative cancer medicines, the PAG staff respondents had varying amounts of experience in providing patient input for assessment processes. In South Korea, three respondents (37.5%) had experience, including delivering opinions to government agencies and the media. In New Zealand, two respondents indicated that they had experience providing patient input, including providing written submissions of patient experiences and perspectives, media stories and petitions. In Taiwan, three respondents reported experience, including convening closed-door sessions with experts and compiling academic and physician comments into a white paper.
Purpose of patient involvement in the assessment process
There were differences in responses from the three jurisdictions in terms of the purpose of patient involvement in the assessment process. Most responses from South Korea were that the purpose of patient involvement was ‘very clear’ (7/8), whereas most responses from New Zealand were that the purpose was ‘not very clear’ (5/9). Responses from Taiwan were mixed, with ‘clear’ (7/26) and ‘don’t know’ (7/26) being the most common, followed by ‘not very clear’ (5/26), ‘somewhat clear’ (4/26) and ‘clear’ (3/26). Patient respondents from all countries indicated that, in general, the patient experience and quality of life were the most useful inputs from patients. When asked their opinions on how much of an impact patient input has on the assessment process, using a scale where 1 = ’No impact at all’ and 10 = ’Extremely large impact’, the average rating scores were: South Korea 1.9; New Zealand 2.3; and Taiwan 5.9.
The stage(s) of the assessment process that respondents would like to see improved patient involvement in is presented in Table 3. In terms of how they hoped to see patient involvement in the HTA process evolve in the future, most respondents indicated that they would like to see more patient involvement and more impact on assessment outcomes: South Korea 7/8 (87.5%); New Zealand 5/9 (56%); Taiwan 8/26 (31.0%). When asked for ideas on how this may be achieved, respondents from all three jurisdictions suggested improving the transparency of the process and increasing (and possibly mandating) patient involvement through PAGs.Table 3Future involvement of patients in Health Technology Assessment (HTA)


	Future involvement of patients in HTA
	South Korea (n = 8)
	New Zealand (n = 9)
	Taiwan (n = 26)

	Topic proposal
	4
	4
	3

	Topic selection
	2
	5
	7

	Scoping of assessment
	4
	5
	11

	Submitting input
	7
	6
	12

	Membership of expert committee
	6
	5
	6

	Presentation to expert committee or hearing
	6
	6
	8

	Consultation on draft advice/recommendation report
	3
	6
	12

	Help write or disseminate patient-friendly report of advice/recommendations
	4
	5
	14

	Submit information for appeals
	4
	5
	7

	Other
	1
	1
	0

	I don’t know
	0
	2
	3


Responses to 'At what stage(s) of the assessment process would you like to see more patient involvement and input?’



Staff and patient experiences of being involved in HTA
In South Korea, PAG staff reported challenges in being involved in the HTA assessment process and felt there was a ‘lack of formal process’ with ‘no system in place for participation’. Similar frustrations were voiced in New Zealand: ‘not consulted or invited to meetings’, ‘lack of transparency’ and ‘questions not answered’. In Taiwan, the main challenge was to ‘ease the financial burden on cancer patients’. Staff respondents from PAGs in South Korea and New Zealand reported that the assessment agency rarely or never provided feedback on how the PAG information was used and incorporated into decisions, although there were few responses to this question. In Taiwan, there was a much higher rate of feedback provided, with 8 of 9 staff respondents (88.9%) reporting that feedback was provided.
When asked about the type of support and guidance provided by assessment agencies, South Korean and New Zealand PAG staff indicated that there was no support or guidance, and they were dissatisfied with the level of support; those from Taiwan were unsure if there was any support. While responses from patients were varied (and no responses from South Korea were recorded), many patients indicated that support was inadequate and could be improved with transparency.
How can assessment and reimbursement of innovative cancer treatments be improved in Asia–Pacific?
Respondents felt that patient involvement in HTA of innovative immunotherapies should be different to the usual required involvement. PAG staff in South Korea stated that while these treatments may cost more, they are effective with fewer side effects, leading to an improved quality of life. PAGs in New Zealand called for a more patient-centric approach. Overall, the responses indicated that patients should be given the opportunity to contribute to the assessment process, so that the message about what patients value was properly understood.
When asked how decisions should be made when determining the value of medicines and which medicines are funded, PAG staff members from South Korea stated that the impact on patient rights and their quality of life should be accounted for; opinions from experts and patient organizations should be listened to; and the criteria for assessment should be established through social agreement and consensus. Those from New Zealand stated that evaluations should be transparent and consider the burden of disease and equity of patient access. PAG staff responses from Taiwan were that all factors should be considered, and decisions should be based on effectiveness.
Patient PAG members from New Zealand stated that decision-making should be without bias or self-interest and based on cost–benefit ratio and standard of care. In Taiwan, patients thought decisions should be made based on clinical trial results, cost, expert evaluation and interaction with patient groups.
PAG staff from South Korea and New Zealand indicated that assessment processes had not been set up to appropriately assess the value of innovative immunotherapies, with the main reason cited as prioritizing cost over effectiveness in both jurisdictions. Additional reasons given included different characteristics of immunotherapies leading to unfair assessments and dependence on large clinical trials, which are not always available for innovative targeted therapies. PAG staff members felt that the involvement of patients and patient groups in the process would improve the system to allow better access to immunotherapies for cancer patients.
Discussion
Summary of evidence
Patient involvement in HTAs can complement the clinical and economic evidence that HTA bodies evaluate by providing unique patient insights [3, 15]. Indeed, health authorities may be able to make more efficient and effective decisions when it comes to pricing and reimbursement when an understanding of the real-world benefits and harms of treatments are integrated with traditional evidence [3]. However, in our study, the impact of patient input on the assessment process was rated as low by patients in both South Korea and New Zealand and average in Taiwan. Many of the patients surveyed wanted to see more patient involvement and impact on outcomes through improved transparency and mandating of patient involvement in the assessment processes.
While studies of other HTA systems suggest patients add important context and additional information and issues, our survey revealed that some patients and PAG staff members currently had limited involvement in and understanding of their local HTA processes. The variation in experiences was further described when members of the steering committee reflected on the survey results when presenting at ISPOR. For example, in Taiwan, PAGs reported more opportunities for involvement and knowledge of processes and during the panel, JT explained that the Formosa Cancer Foundation in Taiwan is training other PAGs about their local processes and arming them with the tools to become active participants in the process. Such work combined with Taiwan’s inclusion of patient involvement in HTA since 2015 [16] may account for the increased awareness, involvement and impact reported by respondents in Taiwan.
A general lack of transparency, feedback on the process, and support from the assessment agencies was also reported in our survey. Also, the valuation process regarding innovative cancer immunotherapy treatments was seen as unfair because standard practice does not cater for the nuances of these new medications, resulting in an incomplete assessment of their benefits. At the panel, PH linked transparency to trust and capacity building, stating that patients in New Zealand wanted transparency in how the [assessment] framework is applied to individual treatments.
Improved guidance and feedback from assessment agencies to both patients and PAGs is needed for patients’ voices to make an impact on reimbursement decision making. The goals of patient involvement should be prespecified, explicit and measurable, with consensus among stakeholders on defining success [17]. In addition, feedback should be taken from all involved – patients, patient groups, HTA staff and HTA advisory groups and committees – to continuously improve patient input practices and evaluate the difference it makes [18]. Formal HTA body evaluations of patient involvement in HTA, and the implementation of the resulting recommendations, appear to positively impact patients’ experiences in participating, as well as the quality of their input into HTA [17].
Finally, our survey could be used as a template for designing a quantitative survey, larger-scale questionnaires or interviews for further studies in this area. While existing heavy workloads and demands common to PAGS and differences in language, culture, time zones and experiences of HTA created some challenges, especially for timelines, the involvement of PAGs in the design and interpretation of future work would be valuable. Their expertise and experience were essential for creating an accessible survey for diverse populations and interpreting the results appropriately. The opportunity for steering committee PAGS to present their own early reflections on the results in the ISPOR panel was an important part of gaining a deeper understanding of the context and potential implications of the results. In addition, the broad range of knowledge gauged by the open text questions supports the need of conditional logic in future surveys so that participants see appropriate questions depending on their knowledge levels.
Limitations
This study has some limitations, notably the number of respondents to the survey, which prevented statistical analysis being performed. A wider distribution of the survey to various PAGs was limited in recruitment through general awareness and the use of targeted recruitment via the panellists.
The survey was initially developed to be a semi-structured quantitative survey with open-ended text. While there were rich responses, the limited responses meant the research became more qualitative. Quantitative research to explore the issues identified with a larger sample is recommended.
The variation in PAGs and patients involved was another limitation of this study. The PAGs differed in terms of their aims and purposes, with some focussed on patient support/providing resources, while others focussed on advocacy and improved access to medicine.
Conclusions
HTA is often promoted as an equitable and transparent way to provide universal health coverage. However, these qualities may not be evident to PAGs and patients, who see disparities in access to new medicines across different jurisdictions and have little meaningful information about how the HTA process works.
Patients and PAGs may struggle to reconcile the differences in how they value a medicine compared with the value determined by HTA bodies. Without a clear understanding of the HTA process, or information about the evidence being considered and the questions that will be asked in the process, it can be difficult for PAGs to make sense of HTA recommendations. Dissatisfaction with the process may be viewed as the emotional response of individuals to an objective scientific finding, but this criticism may not give due consideration to the role of value judgements in HTA.
The 2020 definition of HTA recognises that within the multidisciplinary process of assigning value to health technologies, processes may be equitable, but value is not neutral. Value depends on the dimensions considered and the perspective taken, which may be influenced by who is involved [1]. In short, your perspective shapes the questions you ask, the evidence you seek and consider and, ultimately, the value you determine.
Many PAGs and patients in this observational survey identified a role they could play in contributing a valid alternative perspective to HTA. They often recognised the financial challenges of funding new medicines and shared the desire for procedural fairness. The connection PAGs make between patient involvement and improved access to new medicines may be based on the belief they can add information to the evidence base, help solve problems, ensure fairness through transparency and/or influence the culture towards increased access to medicines.
Acknowledgements
Medical writing services provided by Anne Dyson from WriteSource Medical were funded by Patient Voice Initiative in accordance with Good Publication Practice (GPP3) guidelines (http://​ismpp.​org/​gpp3). We express our appreciation to the patients, carers and PAG staff who gave their time to completing the survey.

Authors' contributions
Conception and design of survey AS, AC, SF, PH, JYP and JT. Dissemination and recruitment PH, JYP and JT. Data extraction and analysis AC and SF. Interpretation of results for local context PH, JYP and JT. AS, AC and SF developed and edited the paper. All authors read and approved the final manuscript.

Funding
MSD provided a grant to the Patient Voice Initiative to support the panel discussion at the Virtual ISPOR Asia Pacific Conference in September 2020, collect and analyse the primary data, and the publish this paper.

Availability of data and materials
The datasets generated and/or analysed during the current study are not publicly available but are available from the corresponding author on reasonable request.

Declarations
Ethics approval and consent to participate
Eligible participants aged 18 years or over provided electronic informed consent after reading the online participant information sheet and indicating their consent by ticking a box. Ethics approval was not required because the research was non-interventional, and the participants were informed, consenting adults able to withdraw at any stage.

Competing interests
AS reports interests from Springer Nature, personal fees from Patient Voice Initiative which receives multi-pharma sponsorship, and is an active member, Chair, of Health Technology Assessment International’s Patient and Citizen Involvement Interest Group. She also reports undertaking consultancy work in this field for government and industry. AC and SF have conducted research funded by AbbVie, AstraZeneca, Bristol Myers Squibb, CSL, GSK, Ipsen, Janssen, Novo Nordisk, Roche and UCB in the last 12 months. JT is employed by the Formosa Cancer Foundation, Taiwan. JYP is employed by Korea Kidney Cancer Association. She is also the director of the Korean Association of Patients Organizations. PH is the CEO of Lung Foundation New Zealand (LFNZ) which is funded primarily by peer-to-peer fundraising, donations (including bequests) and grants. Grants are used primarily to support programmes including the production of patient resources. LFNZ has received grants from Pourau and MSD.


References
	1.
O’Rourke B, Oortwijn W, Schuller T. The new definition of health technology assessment: a milestone in international collaboration. Int J Technol Assess Health Care. 2020;36(3):187–90. https://​doi.​org/​10.​1017/​S026646232000021​5.CrossrefPubMed

	2.
Wale J, Scott AM, Hofmann B, Garner S, Low E, Sansom L. Why patients should be involved in health technology assessment. Int J Technol Assess Health Care. 2017;33(1):1–4. https://​doi.​org/​10.​1017/​S026646231700024​1.CrossrefPubMed

	3.
Chachoua L, Dabbous M, François C, Dussart C, Aballéa S, Toumi M. Use of patient preference information in benefit-risk assessment, health technology assessment, and pricing and reimbursement decisions: a systematic literature review of attempts and initiatives. Front Med (Lausanne). 2020;7: 543046. https://​doi.​org/​10.​3389/​fmed.​2020.​543046.Crossref

	4.
van Overbeeke E, Whichello C, Janssens R, Veldwijk J, Cleemput I, Simoens S, Juhaeri J, Levitan B, Kübler J, de Bekker-Grob E. Factors and situations influencing the value of patient preference studies along the medical product lifecycle: a literature review. Drug Discov Today. 2019;24(1):57–68.Crossref

	5.
Abelson J, Giacomini M, Lehoux P, Gauvin F-P. Bringing ‘the public’ into health technology assessment and coverage policy decisions: from principles to practice. Health Policy. 2007;82(1):37–50. https://​doi.​org/​10.​1016/​j.​healthpol.​2006.​07.​009.CrossrefPubMed

	6.
Facey KM. As health technology assessment evolves so must its approach to patient involvement. J Comp Effect Res. 2019;8(8):549–54. https://​doi.​org/​10.​2217/​cer-2019-0039.Crossref

	7.
Berglas S, Jutai L, MacKean G, Weeks L. Patients’ perspectives can be integrated in health technology assessments: an exploratory analysis of CADTH Common Drug Review. Res Involv Engagem. 2016;2:21. https://​doi.​org/​10.​1186/​s40900-016-0036-9.CrossrefPubMedPubMedCentral

	8.
Livingstone H, Verdiel V, Crosbie H, Upadhyaya S, Harris K, Thomas L. Evaluation of the impact of patient input in health technology assessments at NICE. Int J Technol Assess Health Care. 2021;37:e33. https://​doi.​org/​10.​1017/​S026646232000221​4.CrossrefPubMed

	9.
Staniszewska S, Werkӧ S. Patient-based evidence in HTA. In: Facey K, Hansen H, Single A, editors. Patient involvement in health technology assessment. Singapore: Springer Nature; 2017. p. 43–50.Crossref

	10.
Facey K. Developing the mosaic of patient participation in HTA. In: Facey K, Hansen H, Single A, editors. Patient involvement in health technology assessment. Singapore: Springer Nature; 2017. p. 51–66.Crossref

	11.
European Patients Forum. Patient involvement in health technology assessment in Europe—results of the EPF survey. 2013. https://​www.​eu-patient.​eu/​globalassets/​projects/​hta/​hta-epf-final-report2013.​pdf. Accessed Feb 2021.

	12.
Wortley S, Wale J, Grainger D, Murphy P. Moving beyond the rhetoric of patient input in health technology assessment deliberations. Aust Health Rev. 2017;41(2):170–2. https://​doi.​org/​10.​1071/​ah15216.CrossrefPubMed

	13.
Prager GW, Braga S, Bystricky B, Qvortrup C, Criscitiello C, Esin E, Sonke GS, Martinez GA, Frenel JS, Karamouzis M, Strijbos M, Yazici O, Bossi P, Banerjee S, Troiani T, Eniu A, Ciardiello F, Tabernero J, Zielinski CC, Casali PG, Cardoso F, Douillard JY, Jezdic S, McGregor K, Bricalli G, Vyas M, Ilbawi A. Global cancer control: responding to the growing burden, rising costs and inequalities in access. ESMO Open. 2018;3(2):e000285. https://​doi.​org/​10.​1136/​esmoopen-2017-000285.CrossrefPubMedPubMedCentral

	14.
Staniszewska S, Brett J, Simera I, Seers K, Mockford C, Goodlad S, Altman DG, Moher D, Barber R, Denegri S, Entwistle A, Littlejohns P, Morris C, Suleman R, Thomas V, Tysall C. GRIPP2 reporting checklists: tools to improve reporting of patient and public involvement in research. Res Involve Engagem. 2017;3(1):13. https://​doi.​org/​10.​1186/​s40900-017-0062-2.Crossref

	15.
Facey K, Boivin A, Gracia J, Hansen HP, Lo Scalzo A, Mossman J, Single A. Patients’ perspectives in health technology assessment: a route to robust evidence and fair deliberation. Int J Technol Assess Health Care. 2010;26(3):334–40. https://​doi.​org/​10.​1017/​s026646231000039​5.CrossrefPubMed

	16.
Tarn Y-H. Taiwan. In: Facey KM, Hansen HP, Single ANV, editors. Patient involvement in health techology assessment. Singapore: Springer Nature; 2017. p. 347–52.Crossref

	17.
Weeks L, Polisena J, Scott AM, Holtorf AP, Staniszewska S, Facey K. Evaluation of patient and public involvement initiatives in health technology assessment: a survey of international agencies. Int J Technol Assess Health Care. 2017;33(6):715–23. https://​doi.​org/​10.​1017/​S026646231700097​6.CrossrefPubMed

	18.
Facey KM, Single ANV. Patient Input to HTA. In: Facey KM, Hansen HP, Single ANV, editors. Patient involvement in health technology assessment. Singapore: Springer Nature; 2017. p. 67–80.Crossref



Publisher's Note
Springer Nature remains neutral with regard to jurisdictional claims in published maps and institutional affiliations.


OEBPS/navigation.xhtml

    
      Contents


      
        		Patient advocacy group involvement in health technology assessments: an observational study


      


    
    
      Landmarks


      
        		Body Matter


      


    
  

OEBPS/css/envelope.png





OEBPS/css/sidebar.gif





