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Welcome to our November E-Bulletin 

From our Chair: 
 
HTAi Participation Grants close Thursday 8 December. Please don’t wait. If you’re a patient, patient 
representative (e.g., patient association), student or resident of a low- or middle-income country, don’t miss 
this opportunity to get support for travel, accommodation and registration at HTAi Adelaide 2023. Yes, we 
are working on the PCIG PASS program again, but always apply first for this and we can work with you to 
address any differences from there. Last year, although we had our biggest sponsorship to date for the 
PCIG PASS, we did have to turn people down. So, we want to be sure to maximise every opportunity. If you 
are organising a panel or workshop, make sure everyone who needs to be there knows: 
- you have to register 
- it’s in-person only, and 
- the Participation Grant must be applied for now. 
I need everyone in PCIG to spread the word and to check to make sure the people you contact are clear 
about this. 
Please excuse my little ‘rant’. Watching the program develop, I’m excited about the content and to have the 
Annual Meeting in my home country. 
 
In other news, PCIG has updated its Terms of Reference in line with the new HTAi Interest Group Policy. If 
you can’t find it on our website, let me know. The new Terms of Reference is shorter than earlier forms and 
we’re working to develop an Operating Manual to pick up the additional content and make it easier for 
anyone to know how we do things. 
Finally, I would like to say a huge thank you to Veronica Lopez Gousset for undertaking the role of Technical 
Officer (TO) for the past two years. Professional, bright, energetic, hardworking and always ready for a bit 
of fun, I will miss Veronica in this role greatly. If you thought a PCIG Exchange was well organised, or liked 
hanging out at our booth in Utrecht, those were just two of the things Veronica has done on top of her 
Technical Officer duties. She will remain for now as co-lead of the Stakeholders’ Perspective project sub-
committee, but we will shortly be advertising for a new TO. Thank you, Veronica. 
 
Ann Single, Chair – HTAi Patient and Citizen Involvement Interest Group  
singlehaworth@gmail.com 
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NOTE: Present and past issues of the E-Bulletin can also be accessed on the website 
https://htai.org/patient-and-citizen-involvement/ 

 
PCIG Matters 

 
Brazilian Breast Cancer Patient-Reported Outcomes: What Really Matters for These Women. Aline 
Silveira Silva, Ana Cláudia Wekmuller França, Matheus Padilla, Luana Schroeder Macedo, Carlos Alberto 
Magliano, Marisa Santos (2022).  Front. Med. Technol. 4:809222. doi: 10.3389/fmedt.2022.809222 
 
Members of the UK public appear not to support using potentially uninformed public values to 
hypothetical health states in the context of HTA 
Powell PA, Karimi M, Rowen D et al. Hypothetical versus experienced health state valuation: a qualitative 
study of adult general public views and preferences. Qual Life Res (2022). https://doi.org/10.1007/s11136-
022-03304-x 
Participants were surprised that health resource allocation was based on hypothetical responses. They 
viewed experienced responses as more accurate, but noted potential biases.  
Responses from hypothetical and experienced valuation tasks of health-related quality of life differ, with 
limited understanding of why these differences exist, what members of the public think about them, and 
acceptable resolutions. Six focus groups with 30 members of the UK adult public were conducted. 
Participants self-completed the EQ-5D-5L then reported the expected consequences of being in two 
hypothetical EQ-5D-5L health states for ten years. Participants were then presented with prior results on 
the same task from a public (hypothetical) and patient (experienced) sample. They went on to discuss 
participants’: (1) understanding, (2) opinions, and (3) potential resolutions. Most participants found 
imagining the health states difficult without experience, with those aligned to mental health harder to 
understand.  
 
The following contributions by Ann Single: 
Health Economics YouTube videos 
The (Health) Policy Lab has been presenting a three-part series on health economics. Forum 1: The 
Fundamentals of Health Economics led by Benjamin Rome, M.D., MPH, instructor of medicine at Harvard 
Medical School. The (Health) Policy Lab is a program by Generation Patient, a non-profit created and led by 
young adults with chronic and rare conditions. You can watch recordings of all three including: Forum 2: The 
Applications of Health Economics is led by Yvette Venable from the Institute of Clinical and Economic 
Review (ICER). 
 
Save the Date – Patient Voice Initiative webinar 
On Wednesday 22 February 2023, PVI is looking forward to talking to Karen Facey (PCIG Founder, Evidence 
Based Health Policy Consultant, Senior Research Fellow -Usher Institute) and Fleur Chandler (Project 
Hercules/Sanofi). The aim is to gain an insight into their experiences of capturing and/or determining the 
value of treatments for rare and paediatrics and provoke reflection and discussion. The session is for 
Australian patient communities, but anyone is welcome to attend. More details next ebulletin, but perhaps 
put a hold in your calendar now.  
PVI Webinar Wednesday 22 February 
8pm AEDT; 7.30pm ACDT; 7pm AEST; 5pm AWST/SGT/CST; 11 am CET, 10 am GMT 

 
HTAi Matters 
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HTAi 2023 Annual Meeting, June 24 to 28, Adelaide: The Road to Policy and Clinical Integration 
Australia has some exciting updates, and plenary themes are here: 
- Fast-Tracking Clinical Innovation: The Balance of Speed and Rigour  
- Making HTA More Efficient: What Can we Learn about Harmonization, Work Sharing, and Adaptation?  
- Feasibility of Aligning Technology Evaluation Processes and Decision in an Era of Sustainable 
Development  
 
Abstract Submissions 
HTAi is now accepting abstract submissions for Orals and Posters, 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  
Participation Grant Deadline: December 8, 2022 23:59 MST (UTC -6) 
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: Only in-person Participation Grants are available. 
 
HTAi is now accepting nominations for the David Banta and Sigrid Droste Awards: 
David Banta Award  
The David Banta Distinguished Career Award recognizes those individuals who have made outstanding and 
lasting contributions in advancing the development and use of HTA internationally. Nominees should 
demonstrate a lifetime (over 25 years) commitment to progress in HTA, in over five (5) countries, through 
scientific advancement and/or leadership. Nominations are accepted until December 15, 2022. Any HTAi 
member in good standing can nominate an individual for the Award. For additional information on eligibility 
criteria, visit the HTAi Awards page. 
To submit a nomination for the David Banta Award, please download and fill out this form, and send it via 
email to info@htai.org, attn: Awards. 
  
Sigrid Droste Award  
The Sigrid Droste Ethics Award, established this year in memory of Sigrid Droste, recognizes Society 
members in good standing who are making (or have made) important contributions in Ethics in HTA. 
Nominations for the 2023 Awards are accepted November 1 – December 15, 2022.  For information on 
eligibility criteria and prizes, or for more information on the Sigrid Droste Award, please visit the HTAi 
Awards page. To nominate, please download and fill out this form. Nominations must be submitted by 
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email to info@htai.org, attn: Awards, prior to the December 15 deadline 
 
Global Policy Forum 
The topic for the 2023 Global Policy Forum, taking place in The Hague, the Netherlands is: ‘The Value and 
Impact Of Health Technology Assessment’. Member feedback due on the 2023 Global Policy Forum 
Background Paper 
 
The HTAi Review is your NEW biweekly news source for all things HTAi 
The world of HTA is vibrant and active, and staying up-to-date with the latest HTA news is more important 
than ever. To keep you informed, we have launched a new, biweekly newsletter with the most recent news 
from the HTAi network. Each Review will include headline news from the organization, upcoming dates and 
deadlines, HTA news you may have missed, and a look back at events and activities from the past two 
weeks. Read the HTAi Review now! 
 
Membership Renewals 
Keep an eye on your inbox throughout the month of November, as membership renewal notices are bbeing 
delivered now.  
Organizational Membership renewals were sent out November 10 and 11, 2022. Please ensure you speak 
with your organizational membership representative to secure uninterrupted access to your member 
benefits. 
 
New Look Website at https://htai.org/ 
 
HTAi Social Media 
Feel free to follow us or check in on our social media channels and re-post our messaging: 

Twitter: @HTAiOrg   

Facebook: @HTAiOrg  
LinkedIn 

 
What’s Happening 

 
Human Rights Day, 10 December  
Human rights are at the heart of the Sustainable Development Goals. On this day we can reaffirm the 
importance of human rights in re-building the world we want, the need for global solidarity as well as our 
interconnectedness and shared humanity. 
 
Canadian Agency for Drugs and Technologies in Health (CADTH) 2023 Symposium 
CADTH is now accepting abstracts. The in-person Symposium will be held in Ottawa on May 16, 17, and 18, 
2023 as a 3-day hybrid event that will provide both in-person and virtual attendance options. The theme 
is Shaping Future-Ready Health Systems. The submission deadline is 17:00 EST, December 16, 2022.  
 
EUnetHTA - Patient group input and healthcare professional input requested for second medical device 
Joint Clinical Assessment https://www.eunethta.eu/patient-input-and-healthcare-professional-input-
requested-for-second-medical-device-joint-clinical-assessment/  
The technology under assessment is a device to treat chronic intractable pain of the trunk and/ or limbs. We 
are currently seeking for patient organisations and healthcare professional organisations to provide input 
via an online questionnaire. The deadline for the input is 14 December 2022. More information can be 
found here. 
 
Gene therapy is most expensive drug ever 
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https://edition.cnn.com/2022/11/23/health/hemophilia-drug-
hemgenix?utm_source=Nature+Briefing%3A+Translational+Research&utm_campaign=804b091562 -
briefing-tr-20221130&utm_medium=email&utm_term=0_872afe2a9a-804b091562-47439240 
A newly approved gene therapy is the most expensive drug to date. Hemgenix, a gene therapy to treat 
the genetic bleeding disorder haemophilia B, costs US$3.5 million per treatment. Previously, the most 
expensive drug in the United States was Zolgensma, a treatment for spinal muscular atrophy, priced at 
US$2.1 million per treatment course. 
 
WHO Releases Telemedicine Guide 
https://www.who.int/news/item/10-11-2022-who-issues-new-guide-to-running-effective-telemedicine-
services 
Telemedicine took off during the COVID-19 pandemic but many countries face issues in continuing to 
maintain the service. To remedy this situation, the World Health Organization (WHO) has released a guide 
to help aid the implementation and maintenance of telemedicine services across the globe. The Guide is a 
complementary tool to user-centered solutions aiming for high-quality remote care that is accountable and 
suitable to the context in which patients live. 
World Health Organization, 2022. Health literacy development for the prevention and control of 
noncommunicable diseases: Volume 1. Overview.  
Volume 2. A globally relevant perspective – Volume 3. Recommended actions – Volume 4. Case studies 
from WHO National Health Literacy Demonstration Projects) 
ISBN 978-92-4-005533-9 (electronic version) ISBN 978-92-4-005534-6 (print version) 
 
European Patients Forum (EPF) Newsletter: 
Joint Statement on the Revision of the Pharmaceutical Legislation - A call on the European Commission 
by the European Public Health Alliance, Nov 9, 2022 https://epha.org/joint-statement-on-the-revision-of-
the-pharmaceutical-legislation/ 
Enhancing patients’ access to high-quality and affordable medicinal products across the European Union 
while preserving the financial sustainability of healthcare systems should be the overarching aim of the 
current revision of the general pharmaceutical legislation. Civil society organisations representing 
healthcare providers, patients, healthcare professionals and payers have joined forces to outline how the 
revision of the general pharmaceutical legislation should: 
- Foster affordability to improve access to high-quality medicinal products, 
- Improve the assessment and evidence requirement of medicinal products’ effectiveness and safety, and 
- Ensure a sufficient supply of medicinal products and combat shortages. 
 
Data Saves Lives (DSL) Germany https://www.datasaveslives.de/ 
Just launched, a dedicated hub to provide patient organisations, within the region, with the information and 
materials they need to have a positive dialogue about health data with their communities. 
The mission of Data Saves Lives is to build awareness and understanding of health data and how it can be 
used to improve the health and well-being of people in Europe. Launching in 2018, the campaign has gone 
from strength to strength - exploring societal questions about the uses of health data and supporting 
stakeholder dialogue. DSL Germany is the first offshoot of this campaign. The hope is that this is the first of 
many regional initiatives that go on to bring the benefits of health data to more people. 
 
The WHO describes the new International Nonproprietary Name (INN) monoclonal antibody (mAb) 
nomenclature scheme (May 2022) https://www.who.int/publications/m/item/inn-22-542 
- tug for ‘unmodified immunoglobulins’ (monospecific full-length immunoglobulins with unmodified 
constant regions and identical sets of CDRs that recognize the same epitope). 
- bart for ‘artificial immunoglobulins’ (with engineered amino acid changes in the constant regions and 
identical sets of CDRs that recognize the same epitope).   
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- ment for ‘immunoglobulin fragments’ (that do not fall under stem -tug or -bart, containing at least one 
immunoglobulin variable domain that contributes to binding, and feature a complete, partial or absent 
constant region). 
- mig for ‘multi-specific immunoglobulins’ (bispecific and multispecific immunoglobulins, regardless of the 
format (conventional or engineered), type (full-length or fragments) or shape (extensions or not)). 
 
The Health Foundation, UK. What have we learnt from involving and engaging with patients and the 
public in our health data science projects? 5 October 2022 
https://www.health.org.uk/news-and-comment/blogs/what-have-we-learnt-from-involving-and-engaging-
with-patients-and-the-public 
By Anne Alarilla 
Patients from minority ethnic groups with multiple long-term conditions had higher relative mortality than 
patients from white ethnic groups. This project benefited enormously from engaging with patients to 
improve our understanding of their experience and perspectives. 
 
The King’s Fund. Health inequalities [May 2022] - This list contains 96 titles 
https://koha.kingsfund.org.uk/cgi-bin/koha/opac-
shelves.pl?op=view&shelfnumber=117&sortfield=copyrightdate:desc 
 
Here’s why we’re not prepared for the next wave of biotech innovation 
By Matthew Herper https://www.statnews.com/2022/11/03/why-were-not-prepared-for-next-wave-of-
biotech-innovation/ 
At some point, collecting data to determine whether or not treatments work, or to understand why disease 
occurs, should not simply be the results of studies. It should be a property of a health care system… 
When a new plane is tested, there is little doubt as to whether or not it can fly. But new medicines that enter 
human studies fail 90% of the time, and often, even when they are on the market and are very effective, 
large studies can be needed to be sure they are doing more good than harm. But we’re not doing these 
studies, called clinical trials, right. We’re embracing shortcuts called “real-world evidence” in place of 
rigorous studies that randomize patients to receive one treatment or another…  
At some point, collecting data to determine whether or not treatments work, or to understand why disease 
occurs, should not simply be the results of studies. It should be a property of a health care system. An ideal 
system would collect data — and perhaps even conduct randomized controlled trials of different treatments 
— almost automatically… 
The US health care system tends to believe that inventing brand new gadgets is the answer to everything… 
We develop medicines that are too expensive for people to take, or ignore potential treatments that could 
help large groups of people. 
"We have constructed a system where cloistering information is the path to profits, where doing the 
minimal study is the path to profits, where conducting additional studies is just risk," said Peter Bach, chief 
medical officer of Delfi Diagnostics. "Even the providers, their primary purpose is not to collect more 
knowledge but to implement delivery with better margins. In other words, markets work"…. 
This is biology’s century. Medical miracles are going to keep emerging. But biology isn’t fair, or predictable, 
or easy to understand. To take advantage of what is about to happen — indeed, to make sure that new 
technologies do more good than harm — we need better evidence. It’s not just that we need to do what we 
are doing better. We, as a society, will need to change our understanding of what is true and what is not. 
The world's going to be transformed — we can't let our thinking about it fall behind. 
 
COVID-19 
 
From November McMaster Health Forum: 
Impact of COVID-END over the past two years 
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Established at the start of the pandemic, the COVID-19 Evidence Network to support Decision-making 
(COVID-END) has helped those supporting decision-making about COVID-19 to find and use the best 
available evidence, as well as helped researchers to avoid research waste by reducing duplication in and 
better coordinating the COVID-19 evidence syntheses, technology assessments and guidelines being 
produced. It has prepared living evidence syntheses, rapid responses, plain language summaries, and 
infographics among other materials. COVID-END accomplished this work in collaboration with 55 global 
partners and 40+ evidence-synthesis teams across Canada. COVID-END’s citizen partners brought the 
voices of citizens to ensure their perspectives are woven into COVID-END’s work, along with those of 
researchers, providers, policymakers and other stakeholders. COVID-END are transitioning the work to the 
Evidence Commission Implementation Council.  
 
Covid-19 in the community 
https://healthtalk.org/Covid-19-recovery/overview 
One of four studies on Covid in the UK published on the Healthtalk.org. platform 
 
A multinational Delphi consensus to end the COVID-19 public health threat 
Lazarus, J.V., Romero, D., Kopka, C.J. et al.  Nature (2022). https://doi.org/10.1038/s41586-022-05398-2 
Despite notable scientific and medical advances, broader political, socioeconomic and behavioural factors 
continue to undercut the response to the COVID-19 pandemic. We convened, as part of this Delphi study, a 
diverse, multidisciplinary panel of 386 academic, health, non-governmental organization, government and 
other experts in COVID-19 response from 112 countries and territories to recommend specific actions to end 
this persistent global threat to public health. The panel developed a set of 41 consensus statements and 57 
recommendations to governments, health systems, industry and other key stakeholders across six domains: 
communication; health systems; vaccination; prevention; treatment and care; and inequities. In the wake of 
nearly three years of fragmented global and national responses, it is instructive to note that three of the 
highest-ranked recommendations call for the adoption of whole-of-society and whole-of-government 
approaches, while maintaining proven prevention measures using a vaccines-plus approach that employs a 
range of public health and financial support measures to complement vaccination. Other recommendations 
with at least 99% combined agreement advise governments and other stakeholders to improve 
communication, rebuild public trust and engage communities in the management of pandemic responses.  

 
Publications 

 
Toward comprehensive value assessment for Alzheimer's disease innovations. Ferrell PB, Fillit H, Neumann 
PJ, Wall JK, Murray JF. Alzheimers Dement. 2022 Nov 25. doi: 10.1002/alz.12874. Epub ahead of print. 
PMID: 36427013. 
Assessing medical technologies for Alzheimer's disease (AD) creates challenges for current methods of 
value assessment. A broader array of value elements than currently used for therapies and diagnostics in AD 
are needed. The authors adapted concepts from health economics to propose a value framework based on 
five categories: perspective, value elements, analysis, reporting, and decision making. AD value 
assessments should include the perspective of the patient-caregiver dyad. Decisions should use a 
‘deliberative appraisal’ approach informed. Using the proposed framework, the value of forthcoming 
innovations for AD may be more thoroughly assessed for and by all stakeholders.  
 
Pascal C, Mathy C, Bongiovanni I, Konishi M. (2022). Integrating organizational impacts into health 
technology assessment (HTA): An analysis of the content and use of existing evaluation 
frameworks. International Journal of Technology Assessment in Health Care, 38(1), E80. 
doi:10.1017/S0266462322003221 
 

https://newsletters.cubiclefugitive.com/t/y-l-ndykuht-jyutlhiym-m/
https://newsletters.cubiclefugitive.com/t/y-l-ndykuht-jyutlhiym-m/
https://newsletters.cubiclefugitive.com/t/y-l-ndykuht-jyutlhiym-c/
https://newsletters.cubiclefugitive.com/t/y-l-ndykuht-jyutlhiym-q/
https://healthtalk.org/Covid-19-recovery/overview


Saarni S, Uusitalo S, Autti-Rämö I. (2022). The role of ethical analysis in conducting a health technology 
assessment of medical treatments for gender dysphoria. International Journal of Technology Assessment in 
Health Care, 38(1), E82. doi:10.1017/S0266462322003257 
 
Decolonising global health evaluation: Synthesis from a scoping review. Ichhya Pant, Sonal Khosla, Jasmine 
Tenpa Lama, Vidhya Shanker, Mohammed AlKhaldi, Aisha El-Basuoni, Beth Michel, Khalil Bitar, Ifeanyi 
McWilliams Nsofor. PLOS Global Public Health. Published: November 16, 2022. 
https://doi.org/10.1371/journal.pgph.0000306 This paper offers a description of the decolonisation of global 
health evaluation as specified by professionals advocating for decolonisation and offers a socio-ecological 
lens to decolonise global health along with, and by, decolonising evaluation.  
 
Can we use existing guidance to support the development of robust real-world evidence for health 
technology assessment/payer decision-making? Gorana Capkun, Sorcha Corry, Oonagh Dowling, Fatemeh 
Asad Zadeh Vosta Kolaei, Shweta Takyar, Cláudia Furtado, Páll Jónsson, Diane Kleinermans, Laurie 
Lambert, Anja Schiel, Karen Facey. International Journal of Technology Assessment in Health Care, 38(1), 
E79. doi:10.1017/S0266462322000605 
 
Heupink L, Peacocke E, Sæterdal I, Chola L, Frønsdal K. (2022). Considerations for transferability of health 
technology assessments: A scoping review of tools, methods, and practices. International Journal of 
Technology Assessment in Health Care, 38(1), E78. doi:10.1017/S026646232200321X 
 
Lockl J, Schick D, Stoetzer J, Huff K. (2022). A model to assess the impact of digital technologies on the 
health-related quality of life. International Journal of Technology Assessment in Health Care, 38(1), E81. 
doi:10.1017/S0266462322003245 
 
Almomani E, Hammad EA, AlQutob R, Hammour KA, Al-Sharu E, Abu-Shaer M, Alabbadi I, Kaló Z. Capacity 
Building for Health Technology Assessment in Jordan: Institutionalization and Its Use in Pricing and 
Reimbursement Decisions. Value Health Reg Issues. 2022 Nov;32:47-53. doi: 10.1016/j.vhri.2022.07.006. 
This is a study on the milestones achieved and the use of health technology assessment in health policy 
decisions in Jordan. 
   
van Hoof M, Chinchilla K, Härmark L, Matos C, Inácio P, van Hunsel F (2022). Factors Contributing to Best 
Practices for Patient Involvement in Pharmacovigilance in Europe: A Stakeholder Analysis. Drug Safety, 
45(10), 1083-1098. https://doi.org/10.1007/s40264-022-01222-y 
 
Baumann LA, Reinhold AK, Brütt AL (2022). Public and patient involvement in health policy decision-
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