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Welcome to our October E-Bulletin 

From our Chair: 
 
Did you get your abstract in for HTAi 2023 workshop and panels? I hope so. You have until December 8 now 
to submit abstracts in for orals and posters. This is also the deadline for HTAi Participation Grants (3-day 
travel, accommodation and registration costs covered for successful patient, student and low- and middle-
income country participants). PCIG is also working to finalise the PCIG PASS, but it is only for patients and 
patient representatives. If the Participation Grant meets your needs, I encourage you to apply for it first. 
In early October I had the pleasure of attending the CoRE Scientific Conference ‘Patients as Partners for 
Health: Co-Creating Equitable Access to Health Products and Services’. Over the past few years, CoRE has 
been bringing stakeholders together to progress patient engagement in the Asia Pacific region, and along 
with IAPO’s Asia Pacific Patient Congress (see details below), it has provided an important space for sharing 
experiences and evidence. I particularly noted the progress made in patient involvement in HTA in 
Singapore and the Philippines, and thoughtful contributions from all presenters including our friends and 
colleagues in Malaysia, Thailand, Indonesia, Japan, China and India. We are indeed a diverse region. I would 
suggest that our diversity is our greatest strength because we cannot ignore it. Instead, we must work in it 
and with it so that we can enjoy the benefits of problem solving by drawing on a richness of perspectives. 
My hope is that those lessons will have value for the global community. In a few weeks, I’ll take part in the 
Future of Healthcare Asia Week (details below) virtually, which I hope will also contribute to great dialogue 
in the region.  
 
Ann Single, Chair – HTAi Patient and Citizen Involvement Interest Group  
singlehaworth@gmail.com 
 
NOTE: Present and past issues of the E-Bulletin can also be accessed on the website 
https://htai.org/interest-groups/pcig/e-bulletins/ 

 
PCIG Matters 

 
Conceptualizing patient involvement in healthcare policy decision-making and HTA in Southern Africa  
Under the umbrella of the PCIG-Low or Middle Income Countries (LMIC) project, the PCIG in partnership 
with the Developing Countries Interest Group (DCIG) held its first regional HTAi-endorsed workshop on 
October 26, 2022 in Johannesburg. It was co-hosted by Campaigning for Cancer (C4C), with generous 
support from regional organizations.   
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The workshop focused on patient and public involvement (PPI) in HTA or healthcare decision making in 
Southern Africa. Building on learnings from other countries shared through short presentations, the 
participants discussed in structured group work, how PPI would improve local decision-making, how current 
barriers could be overcome through multi-stakeholder engagement, and how PPI in HTA or healthcare 
decision making could be fostered.  The participants expressed their excitement and motivation to co-
create and shape a subsequent ‘Call To Action’ for the region.  
 
Shared by: Jani Müller, Anke-Peggy Holtorf, Lauren Pretorius 
 
HTA in Australia 
Australia’s Office of Health Technology Assessment’s (OHTA) Consumer Evidence and Engagement Unit 
(CEEU) is looking at how to improve the way they engage with and include consumers and carers in HTA.  
The CEEU is conducting a series of community consultations under the name ‘Conversations for Change’ 
including a 2-day content rich symposium held in October and an online survey which closes on 11 
December. For those outside of Australia who are interested in the work, the above link provides the survey 
in document form. 
Meanwhile, the Minister for Health and Aged Care, the Hon. Mark Butler MP announced the appointment of 
Adjunct Professor Debora Picone AO as the independent Chair of the Reference Committee for the Health 
Technology Assessment Policy and Methods Review. The review had its deadline extended to 31 December 
2023 due to the delay in starting. The Minister has also appointed the following members to the Reference 
Committee:  
Ann Single (Patient Voice Initiative & PCIG) and Dr Dawn Casey (National Aboriginal Community Controlled 
Health Organisation) will be the two patient representatives 
Professor Andrew Wilson will serve in his role as the Chair of the Pharmaceutical Benefits Advisory 
Committee (PBAC) 
John Young will serve as the member nominated by Medicines Australia 
Professor Andrew Roberts will serve as a clinical/scientific representative 
Adriana Platona, who is the First Assistant Secretary of the Technology Assessment and Access Division in 
the Department of Health and Aged Care, will be the Government nominee. 
The Reference Committee will perform a critical role in overseeing the review of HTA polices and methods, 
including conducting consultations to support the review process. 
And finally, the Department of Health and Aged Care is inviting stakeholders to provide feedback on a 
revised draft of the Pharmaceutical Benefits Scheme (PBS) Post-market Review (PMR) Framework.  
As these revisions have an impact on the way patients can be involved, patients, consumers and their 
organisations are encouraged to make a submission clarifying their needs and expectations.  
Deadline is 1 December 2022 
 
IAPO’s Asia Pacific Patient Congress 
Patient Co-Creation in Developing Innovative and Resilient Health Systems in Asia-Pacific 
23 - 24 November 2022 Hybrid event | Bangkok, Thailand 
IAPO’s Asia-Pacific Patients Congress is the regional event which brings together the objectives of the 
Global Patients Congress to the Asia-Pacific region. The Congress aims to bring together patient experts 
and health stakeholders including researchers, nurses, health financiers, regulators, health service providers 
and pharmaceutical industry representatives to map out how we can all harmonise and align our agendas 
with national health policies and plans on Universal Health Coverage in the region. 
The 4th Asia-Pacific Patients Congress (APPC 2022) themed ‘Patient Co-Creation in Developing Innovative 
and Resilient Health Systems in Asia-Pacific’ will be held in Bangkok (Thailand) on 23-24 November 2022 
and broadcast online worldwide in both Thai and English.  
The congress programme will explore how to promote innovation, good governance, and equity in Asia-
Pacific health systems through patient engagement, insight, and co-production to build back better. With 
the Asia-Pacific region now poised to return to ‘normal’ after the devastating Covid-19 pandemic, the 
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patients in the region are gearing up to support national and regional build back better programmes and 
projects to ensure that Asia-Pacific’s health systems are predictive, preventative, participatory, 
personalised and pre-emptive in delivering accessible, safe, quality, acceptable and affordable healthcare. 
The 2022 Congress is organized by IAPO (International Alliance of Patients’ Organizations), in collaboration 
with our Thai member organization the Heart to Heart Foundation (HHF). 
 
Future of Healthcare Asia Week 
Nov 15-17, 2022 - Free registration available 
Economist Impact’s third annual Future of Healthcare Week Asia will unite 300 healthcare leaders in 
Singapore–joined by 4000 peers online – to examine the vulnerabilities and opportunities that the recent 
crisis has catalysed. Over 3 days, policymakers, healthcare providers, academics and scientists will share 
practical learnings with representatives from industry, patient associations, charities and finance. 
 
PCIG member consultation: DRAFT HTAi PCIG recommendations to HTAi Annual Meeting Committee 
for patient participation at HTAi Annual Meetings 
Aim 
These recommendations aim to ensure meaningful, welcoming and well-supported patient and patient 
representative participation at HTAi Annual Meeting. They are intended to be an addendum to Annual 
Meeting Committee guidelines to ensure the consistent and appropriate support for patients and their 
representatives at HTAi Annual Meeting. HTAi’s inclusive approach to Annual Meeting hosts means that not 
all Annual Meetings will achieve the same goals for patient inclusiveness. As a result, the guidelines provide: 
·   Essential criteria (21 – more than half already used by HTAi or PCIG) 
·   Beneficial additions to consider (28 – at least a quarter already used by HTAi or PCIG) 
Additionally, we recognise some may create resource and logistical challenges for the dedicated HTAi staff 
and volunteers in PCIG which take time to resolve. We include them to ensure we are moving in the right 
direction. 
Development 
Acting on the recommendations of the Manchester PPI Working Group (led by Karen Facey), past PCIG 
activities and the 2021 PCIG PASS evaluation, these guidelines were developed by a multi-stakeholder PCIG 
Project Sub-Committee. This sub-committee recommended the use of the Patients Included Charter as a 
framework for recommendations. Following development by the Project Sub-Committee they were 
reviewed by the PCIG Steering Committee and informally discussed with the HTAi Secretariat and Annual 
Meeting Committee before being shared now for consultation among the wider PCIG membership. We 
welcome your input. 
Giving input 
You can return the word document with your tracked changes and comments to 
me (singlehawoth@gmail.com). For clarity and efficiency, if seeking alternative wording, please suggest 
the wording. Examples from other material are welcomed with links.  
Please return comments by Friday 18 November 2022. If you can't make this deadline but wish to 
comment, please email me so we can work out an alternative date.  
When I receive your email, it will be logged and you will receive only a two word response 'Gratefully 
received'. However, when all comments have been taken account of, we will share how we took account of 
your comment. We will also share updates on their development. 
I greatly appreciate the time and valuable contribution of: Sarah Berglas (CADTH, Canada) David 
Boman/Andrew Zebrak (Intuitive) David Chandler (lay member UK), Linda Daniel (Patient Federation, 
Netherlands), Cor Oosterwijk (patient representative, Local Organising Committee), Paula Orecklin (patient 
member, Canada), Valentina Strammiello (European Patients Forum, Belgium) and Dorota Zgodka 
(independent consultant).  
 
All contributed by Ann Single 
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HTAi Matters 

 

 
 
HTAi 2023 Annual Meeting, June 24 to 28, Adelaide: The Road to Policy and Clinical Integration 
Australia has some exciting updates. Among the news: the Annual Meeting website is live, abstract 
submissions have opened, and plenary themes have been announced. 
 
Abstract Submissions 
HTAi is now accepting abstract submissions: 
Panel and Workshop Deadline: Closed 
Oral and Poster Deadline: December 8, 2022, at 23:59 MST (UTC -6) 
Abstract submission guidelines are available on the 2023 Annual Meeting website. Please ensure you have 
read the guidelines prior to submitting your abstract and watch our top tips for writing a strong abstract 
video. 
 
The HTAi Participation Grants Submission Portal is OPEN! 
HTAi offers Participation Grants (former Travel Grants) to support HTA stakeholders who would otherwise 
not be able to attend the HTAi Annual Meeting for the purpose of contributing their expertise, presenting 
their work or otherwise benefitting from participation in the global HTA community. These grants are 
funded directly by HTAi and in some cases, are sponsored by external parties on an unconditional basis. 
If you would like to apply for a Participation Grant, visit our website and submit your application. 
Please note: As the 2023 Annual Meeting in Adelaide is an in-person event, only in-person Participation 
Grants are available. 
Participation Grant Deadline: December 8, 2022 23:59 MST (UTC -6) 
 
Your Annual Meeting Team 
 
New Look Website https://htai.org/ 
Scroll down to the bottom of the homepage for Interest Groups – when you have a look at the brand-new 
website with an updated, polished design. The new design provides increased operability and enhanced 
analytics that not only allow a better user experience but also enables data-based decisions to better assist 
members. We are also adding some new features to keep you informed on the latest HTAi news and events. 
Members can also submit their own events to info@htai.org, attn: events calendar, to add them to the 
calendar so other members stay informed. If there is a resource that you can no longer find, let us know 
at info@htai.org, attn: website. 
Take a look now! 
 
HTAi Social Media 
Feel free to follow us or check in on our social media channels and re-post our messaging: 

Twitter: @HTAiOrg  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Facebook: @HTAiOrg  
LinkedIn 

 
What’s Happening 

 
New Era of Collaboration 
NICE UK has signed a collaborative arrangement with 5 leading HTA agencies in the UK, Australia and 
Canada. The agreement aims to facilitate greater collaboration in 5 priority areas: COVID-19; future-
proofing of HTA systems; collaborating with regulators; work-sharing and efficiency gains; digital and 
artificial intelligence technologies.  
 
NICE Recommends NHS Collect Real-World Evidence on Devices That Monitor People With Parkinson’s 
Disease https://www.nice.org.uk/news/nice-conditionally-recommends-five-promising-technologies-for-
people-with-parkinsons-disease 
NICE’s independent diagnostics advisory committee has recommended the National Health Service collect 
real-world evidence on 5 technologies in order to eliminate evidence gaps and speed up care.  
 
Meindert Boysen becomes head of NICE international affairs  
This involves representing NICE in a range of global partnerships, working closely with NICE International 
and our Science Policy and Research Programme. He will be developing NICE’s role in international fora and 
representing the organisation at key multi-national meetings, further sustaining and developing NICE’s 
world-wide reputation. 
 
European Medicine’s Agency Announces Effort to Improve Quality and Access to Real-World Data 
Sources 
The European Medicines Agency (EMA) has announced that it will start working towards its goal to improve 
access and quality of real-world data (RWD) for regulatory decision-making. 
 
ISPOR Europe 2022, November 6 to 9th 
Opening plenary: The Convergence of HTA and Regulation: A New HTA Reality and Collaboration With 
Regulatory Agencies 
With Co-Chairs, Rui Santos Ivo of INFARMED and Marcus Guardian of EUnetHTA, the thought leaders will 
consider how the different activities and remits of both the regulator and health technology assessment 
(HTA) can be optimized, otherwise the differences in the remits will prevail. A collaboration can be present 
in different phases of the life cycle, including horizon scanning, scientific advice, and generation of real-
world evidence. 
Second plenary session: Real-World Patient-Centered Research: Is it Possible Across Countries?  
This will explore advances and lessons learned for capturing patient-centric data and whether doing so 
across borders is realistic to aid in effectiveness evaluation of new medicines. With both the EMA and FDA 
committed to using real-world evidence (RWE) to support medical-product regulatory decision making and 
increasing interest by both in patient-centered endpoints, there is a need to understand if and how this 
work can be done across countries. Several current initiatives will be discussed that can provide insights to 
inform future work, such as: DARWIN (Data Analytics and Real-World Interrogation Network); Patient 
Reported Outcomes Measurement (PROMs); OECD’s Patient-Reported Indicators Surveys (PaRIS) initiative 
 
Workshop: A Workshop on Developing Patient-Centered Real-World Evidence: Consensus 
Recommendations and Case Examples  
Issue Panel: How to Assess and Implement Patient Preferences in Decision-Making Along the Medical 
Product Life Cycle?  
Other Breakout Session: Towards a Broader Patients' Perspective. The Theory and Practice of 
Socioeconomic Impact Research  
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ISPOR responded to a US Food and Drug Administration (FDA) draft guidance titled, “Patient-Focused Drug 
Development: Selecting, Developing, or Modifying Fit-for-Purpose Clinical Outcome Assessments” which 
included an overview of FDA guidance on patient-focused drug development; a roadmap to patient-focused 
outcome measurement in clinical trials; and evidence development to support the conclusion that a clinical 
outcome assessment is appropriate in a particular context of use. View the ISPOR response here.  
 
Global Expert Panel Publishes New Guidance on Designing and Conducting Real-World Evidence Studies  
ISPE/ISPOR collaborated on a joint task force report that provides guidance on designing and conducting 
real-world evidence studies. The report, “Harmonized Protocol Template to Enhance Reproducibility of 
Hypothesis Evaluating Real-World Evidence Studies on Treatment Effects: A Good Practices Report of a 
Joint ISPE/ISPOR Task Force,” was copublished in the October 2022 issues of ISPOR’s Value in Health and in 
ISPE’s Pharmacoepidemiology and Drug Safety journals.  
 
Introduction to Patient-Reported Outcomes Assessment: Instrument Development & Evaluation [Short 
course] December 12-13 
 
Cochrane launches new framework for engagement and involvement of patients, carers, and public 
https://www.cochrane.org/news/cochrane-launches-new-framework-engagement-and-involvement-
patients-carers-and-public 
The framework is to help guide Cochrane’s work to 2027. 
Richard Morley, Cochrane Consumer Engagement Officer 
 
Clinical Communiques, an Australian series on patient safety https://www.thecommuniques.com/about 
Edited by Associate Professor Nicola Cunningham (Emergency Physician, Clinical Forensic Medicine 
specialist). Nicola and her team produce regular publications summarising patient safety lessons drawn 
from coroners' courts and patient safety events, for Clinicians<https://www.thecommuniques.com/clinical>, 
Residential Aged Care<https://www.thecommuniques.com/aged-care> and Future (Healthcare) 
Leaders<https://www.thecommuniques.com/future-leaders>. 
The June 2022 issue is a celebration of 20 years of publications with leaders in patient safety summarising 
their reflections and learnings over careers of work. 
https://www.thecommuniques.com/post/clinical-communiqu%C3%A9-volume-9-issue-2-june-2022 
 
Symptoms, test results, or side effects – as a Chronic myeloid leukaemia (CML patient, it can be easy to 
lose track of oneʼs disease https://www.cmladvocates.net/know-your-cml/ 
To equip CML patients with all the features they need to monitor their disease properly, the CML Advocates 
Network has developed a powerful and versatile tool: the Know Your CML app, available for iOs and 
Android. 
 
The Citizens’ Jury on the Future Use of Genomics in Health Care and Health Research in Ireland 
Organised by the Irish Platform for Patient Organisations, Science and Industry (IPPOSI)  
Setting out 22 recommendations for health policy makers to consider, the 24 jurors are united in their 
appeal for greater national-level planning and action around genomics now and into the future. In an open 
letter to the HSE (Health Service Executive) and to the Department of Health, they call for greater public 
engagement and for a formal response to their proposals. Their recommendations were arrived at after 
more than 16 hours of deliberations but sustained public debate is needed. They want: A national 
programme for genomics to foster trusted person-centred public-private partnerships; A new agency to 
monitor the implementation of the national programme for genomics; A secure national infrastructure to 
manage and use genomic data; A citizen-centred model of consent to allow for informed choice around 
genomics in care and in research; An inclusive public engagement plan to increase literacy and explore 
perspectives around genomics. Click here for the resources. 
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Publications 

 
Jansen E, Hines PA, Berntgen M, Brand A. Strengthening the Interface of Evidence-Based Decision Making 
Across European Regulators and Health Technology Assessment Bodies. Value Health. 2022 
Oct;25(10):1726-1735. doi: 10.1016/j.jval.2022.01.026  
Evidence utilization across regulators and health technology assessment bodies is currently suboptimal. 
The authors provide recommendations on how to improve this to facilitate access to medicines. 
 
Velikanova R, van der Schans S, Bischof M, van Olden RW, Postma M, Boersma C. Cost-Effectiveness of 
Newborn Screening for Spinal Muscular Atrophy in The Netherlands. Value Health. 2022 Oct;25(10):1696-
1704. doi: 10.1016/j.jval.2022.06.010. Epub 2022 Aug 11. PMID: 35963838. Early detection of spinal muscular 
atrophy with newborn screening versus symptomatic treatment improves patient outcomes and is cost-
effective in The Netherlands. 
 
Arntsen K, Blount L, Dickerson B, Koola C, Venable Y, Wildman P. (2022). Patient-centered health 
technology assessment: A perspective on engagement in health technology assessment by three patient 
organizations and a health technology assessment body. International Journal of Technology Assessment in 
Health Care, 38(1), E76. doi:10.1017/S0266462322000587  
The experience of being involved in an Institute for Clinical and Economic Review (ICER) HTA review in the 
United States. From the joint perspective of three patient organizations: Lupus and Allied Diseases 
Association, Inc.; Lupus Foundation of America; and Black Women’s Health Imperative, as well as ICER. We 
suggest that meaningful, patient-centered engagement, where patient communities are systematically 
integrated throughout the review, can be a way of returning to the discipline’s roots focusing on 
technologies’ societal and ethical impact.  
 
Francesco Ramponi, Pakwanja Twea, Benson Chilima, Dominic Nkhoma, Isabel Kazanga Chiumia, Gerald 
Manthalu, Joseph Mfutso-Bengo, Paul Revill, Michael Drummond, Mark Sculpher (2022). Assessing the 
potential of HTA to inform resource allocation decisions in low-income settings: The case of Malawi. Front. 
Public Health 10:1010702. doi: 10.3389/fpubh.2022.1010702 
 
Metz C, McCracken P, Hanmer J. Common Patient-Reported Outcomes Within the Food and Drug 
Administration Voice of the Patient Reports. Value Health. 2022 Oct;25(10):1743-1751. doi: 
10.1016/j.jval.2022.03.024 
Patient-reported outcomes elicited from the various diseases in the Food and Drug Administration Voice of 
the Patient reports cluster in similar health-related quality of life domains that can be measured by Patient-
Reported Outcomes Measurement Information System. 
   
Liegl G, Obbarius A, Rose M, Fischer KI, Stengel A, Knebel F, Buttgereit F, Nolte S. Frequently Used Patient-
Reported Outcome Measures of General Physical Function Were Highly Correlated With a Multitask 
Performance Outcome Test Battery. Value Health. 2022 Oct;25(10):1752-1759. doi: 
10.1016/j.jval.2022.05.008 
 
Crossnohere NL, Fischer R, Lloyd A, Prosser LA, Bridges JFP. Assessing the Appropriateness of the EQ-5D 
for Duchenne Muscular Dystrophy: A Patient-Centered Study. Medical Decision Making. 2021;41(2):209-
221. doi:10.1177/0272989X20978390 
Comparing EQ-5D index score and EQ-VAS scores to other condition-specific functional measures and 
open- and closed-ended questions. EQ-5D index was higher in ambulatory than non-ambulatory patients 
(0.60 v. 0.30, P < 0.001) and was negatively correlated with upper limb impairment (r = 0.61, P < 0.001). 
Three-quarters of respondents agreed that EQ-5D measured real health status (74%). Most respondents 
interpreted EQ-VAS anchors of best and worst imaginable health as full health (61%) and death/near death 



(58%). Respondents indicated the EQ-5D was easy to understand (86%) and answer (71%). Contrary to 
anecdotal concerns, we found support for the appropriateness of EQ-5D to assess health status in 
Duchenne. While other measures may be more sensitive to specific outcomes in Duchenne, there may be 
some value in results using the EQ-5D measure. 
 
Hoedemakers M, Tsiachristas A, Rutten-van Mölken M. Moving Beyond Quality-Adjusted Life-Years in 
Elderly Care: How Can Multicriteria Decision Analysis Complement Cost-Effectiveness Analysis in Local-
Level Decision Making. Value Health. 2022 Oct;25(10):1717-1725. doi: 10.1016/j.jval.2022.04.1728 
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