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Welcome to our February E-Bulletin 

From our Chair 
 
One of the benefits of joining HTAi is the fellowship that comes from sharing an interest, no matter what 
our culture or nationality. Last year, I had the pleasure of contributing to a webinar series about health 
technology assessment for people in Ukraine. During it I met wonderfully committed health professionals 
and really thoughtful, informed patient groups. It was stimulating to talk with so many bright and 
committed people. You are in my thoughts – as I know you will be in the thoughts and prayers of your PCIG 
colleagues. 
Writing this on International Rare Disease Day, I recall that many of the patient groups at those Ukraine 
webinars represented people with rare diseases. The 300 million people around the world with rare diseases 
can face additional barriers to accessing good health care. It may take longer to get a diagnosis, there may 
be less specialists to provide care, few peers with shared experience, less Research and Development into 
the diseases and potential treatments, difficulties in recruiting sufficient numbers for clinical trials, and 
when treatments are licensed for sale they may be more expensive and not have data that gives HTA bodies 
confidence that the new health technology warrants the cost. Despite these challenges, the work of 
IMPACT HTA (Appraisal of orphan medicinal products) gave me reason to believe these barriers can be 
addressed, especially with meaningful patient involvement.  
As ever, Janney Wale has compiled an excellent collection of updates from the world of patient and citizen 
involvement in HTA for this e-bulletin. Please be sure to check out details of the PCIG PASS (a second 
avenue for patients, carers and representatives of patients to attend Annual Meeting (Utrecht or online); 
our call for Expressions of Interest for Steering Committee; and a way to find out easily what patient input 
has been submitted to HTA bodies around the world. 
 
Stay safe 
Ann 
Ann Single, Chair – HTAi Patient and Citizen Involvement Interest Group  
singlehaworth@gmail.com 
 
Early bird registration open until 24 March! 
HTAi 2022 Annual Meeting Utrecht (hybrid) registration is open. There are reduced registration fees for a 
variety of groups and the option to register to attend virtually. Follow the link to find out more. 
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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 

 
PCIG PASS to HTAi 2022 Annual Meeting - Patients, patient representatives and caregivers WANTED! 
Patients, patient representatives (including people from patient organisations or representing 
patient/public in HTA committees) and caregivers are encouraged to attend the HTAi 2022 Annual Meeting 
virtually or in-person, June 25-29, 2022, in Utrecht, Netherlands. 
Participants can expect to meet fellow patients involved in HTA, experts in the field of HTA, and to learn 
about the latest developments in HTA methods and experiences. 
Need financial support to attend? Apply for financial support through our PASS program!  Applications are 
due March 14, 2022, so please act now. This year, we’ve made it simpler than ever to apply:  
CLICK HERE TO APPLY TO THE PASS PROGRAM NOW! 
 
Expressions of Interest – PCIG Steering Committee 
PCIG seeks Expressions of Interest for an industry representative (medical device company preferred) to fill 
a vacancy on its Steering Committee.  We also welcome any other Expressions of Interest. Please submit an 
Expression of Interest (no more than 200 words) to the PCIG Technical Officer, Veronica Lopez Gousset 
addressing the criteria below by Friday 18 March 2022. Full details of the role can be found in PCIG’s Terms 
of Reference. 
Criteria 
Able to demonstrate active participation in the field of patient or citizen involvement in health technology 
assessment 
Able to meet the expectations of Steering Committee membership as set out in the Terms of References, 
e.g. commit to take an active role in driving the work of the Interest Group and providing practical 
assistance to activities undertaken by the group as appropriate and complete a three-year term 
Able to participate in additional HTAi committees  
Preference will be given to those members who have actively participated in the Interest Group.  
 
Communication Coordinator  
The PCIG Steering Committee seeks Expressions of Interest from members who are interested in 
coordinating the Interest Group’s communication… 
In this voluntary role, you’ll develop an approach for PCIG to ensure we’re communicating effectively with 
all our stakeholders. You might form a team or a project sub-committee to do this. If this sounds like 
something you’d enjoy doing, please send the PCIG Technical Officer, Veronica Lopez Gousset, an 
Expression of Interest (no more than 200 words) telling us a little about the experience you bring by Friday 
18 March 2022. 
 
Patient Input to HTA bodies around the world 
For years many of us have wanted to create a database of the written submissions patients and patient 
groups have worked hard to prepare for HTAs around the world. We know that it could be invaluable to 
patient communities and HTA bodies. It’s never been intended to substitute patient participation in HTA, 
rather it could stimulate and supplement it, and ensure valuable input is documented, built on locally and 
shared globally. With translation tools quickly improving, the potential of sharing input around the globe is 
also improving. 
A short-term solution has been proposed. We would like to create a page on our PCIG web pages with links 
to where HTA agencies publish written submissions from patients or patient groups.  For example, it might 
state: 
Haute Autorité de Santé (HAS) – France 
Note: Please scroll to the end of the page 
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The PCIG Chair, Ann Single, would love to receive your links as soon as possible so we can share on our site 
without delay. She’s also always keen to hear from those who can help make a searchable database of 
written submissions a reality too. 
 
Panels and workshops for Utrecht 
Thanks again to all the PCIG members who submitted abstracts for panels and workshops for HTAi 2022 
Annual Meeting Utrecht (hybrid), June 25-29. Here’s some early advice about our panels and workshops so 
you can start planning. Don’t forget, you can attend in person or online for panels (not workshops), but 
Early Bird Registration ends on 24 March 2022. 
 
#50 Workshop: Integrating Patient And Citizen Perspectives: Resources And Challenges For A Lifecycle 
Approach (PCIG Workshop) – Sat 25 Jun, 13:00 – 16:30 Hrs. CEST 
 
#55 Workshop: Lifecycle approach to regulatory, management and assessment of health technologies: is it 
the solution for resource constraint settings? (DCIG/PCIG Workshop) 
 
#46 Panel: Can Social Media Research help to improve public confidence in Health Technology Assessment 
(HTA) and healthcare decision making? (PCIG Endorsed)  
 
#45 Panel: Patient Involvement in Health Technology Assessment (HTA) – Are We All on the Same Page? 
(PCIG Endorsed)  
 
#49 Workshop: Exploring Methods for Evaluating Impact of Patient and Public Involvement in the 
Assessment of Technologies Along their Lifecycle  
 
# 59 Panel: "Patent and Public Participation In Health Technology Assessment’s Organizational Domain: 
Approaches and Opportunities” - Mon 27 Jun 2022, 16:45 – 18:00 Hrs. CEST  
 
#111 Panel: Applying Patient Preference Information To Inform HTA 

 
HTAi Matters 

 
 ‘Lifecycle Approach: Coming Together to Make it Happen’  
HTAi 2022 Annual Meeting, June 25-29, 2022, in Utrecht, the 
Netherlands 
 

 
This will be a hybrid event with on-site and virtual access, and discussions will focus on the main 
theme. Follow our hashtag #HTAi2022Utrecht and learn more about the Annual Meeting theme, host 
organizations, and upcoming announcements on our website. If you have any questions regarding the 
Annual Meeting, please email annualmeeting@htai.org. 
Meeting Theme and Sub Themes 
Join us to discuss the challenges of implementing the lifecycle approach across global health systems. You 
can read more about it here.  
Plenary 1: Adopting a Lifecycle Approach in HTA: Consequences for Priority-Setting and International 
Collaboration 
Plenary 2: Public Confidence in Healthcare Decision-Making 
Plenary 3: Running Around in Circles; Time for Real Collaboration between Regulators, HTA Bodies and 
Clinicians. 
You can read more about the themes here. A short video about this focus is available on YouTube. 
 

mailto:singlehaworth@gmail.com
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Registration 
Early-bird registration closes: March 24, 2022  
Regular registration closes: June 11, 2022  
Register for the 2022 Annual Meeting here. 
An active membership is required to qualify for member Annual Meeting registration rates. To renew your 
membership, please visit this page.  
 
Get to Know Utrecht - Explore the HTAi 2022 Annual Meeting host city and learn about its rich history here. 
Host Organization - A dedicated host organization supports each HTAi Annual Meeting. The 2022 host 
organization is Zorginstituut Nederland (ZIN). The National Health Care Institute of the Netherlands, ZIN, is 
an independent government agency that ensures all citizens have access to high-quality care that is 
effective, efficient, and affordable. Learn more about Zorginstituut Nederland. 
 
Do you follow HTAi on YouTube? 
With HTAi live streaming its webinars on YouTube, there is great content now available on the Society’s 
channel. You can check it out here. 
 
The HTAi Global Policy Forum, 26 to 28 March in Vancouver 
https://htai.org/vancouver-global-policy-forum/ 
This annual meeting provides a unique environment for senior representatives of not-for-profit and for-
profit organizations to engage in strategic discussions about matters related to HTA.  
Background Paper – “HTA 2025 and Beyond: Lifecycle Approaches to Promote Engagement and Efficiency 
in Health Technology Assessment” 
 
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 

 
Putting Patients First 2022: Listening, Learning, Collaborating and Changing 
https://www.bcahsn.ca/putting-patients-first-2022 
Register by March 4 to hear the keynotes (Fred Cameron and Dr Tammy Clifford) and learn from patients, 
care providers and researchers about the latest in patient-oriented research. Free registration, virtual event 
#patientoriented #POR #PPF22 
Contributed by Aline Silva 
 
From the European Patients Forum (EPF) - February newsletter 
EPF is part of COMPAR-EU a Horizon 2020 project aiming to identify, compare, and rank the most effective 
and cost-effective self-management interventions in four chronic conditions. In this project, EPF leads the 
workstream that aims to identify what outcomes are most important to patients, and ensure that their 
views, gender, and socioeconomic dimensions are taken into account. 
Lay summaries, leaflets and videos are being developed to adapt the technical reports of the project 
into language that is more accessible.   
 
New Executive Director: Anca Toma will join EPF as the new Executive Director as of 7 March 2022. 
 
HAS symposium – Together for HTA in Europe 
On 7 March 2022, 10:30 – 16:30 CET the French National Authority for Health (HAS) will hold an 
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international conference on the new European regulation on health technology assessment (HTA). The HTA 
regulation brings a new era of greater cooperation between HTA agencies in different European states. This 
conference will explore questions like how to meet HTA objectives without departing from the stringent 
quality, safety and transparency standards required for any health technology assessment? And what are 
the factors for success, both in times of crisis and in the long term? Speakers include our Vice-Chair 
Valentina Strammiello. 
This event is organised as part of the programme of the French Presidency of the Council of the European 
Union. 
 
Launch of single-application for EU clinical trials 
The EU’s Clinical Trials Regulation (Regulation (EU) No 536/2014) finally launched on 31 January. Its 
underlying clinical portal and database – Clinical Trials Information System (CTIS) – went live on the same 
day. Both are envisioned to streamline clinical trial application, review, and supervision, and bolster 
transparency. Clinical trial sponsors can submit all regulatory and ethics assessments under a single 
application instead of applying to each EU member state individually. Industry and academic sponsors will 
have a one-year grace period before they must submit all new clinical trial applications through this system.  
 
EUPATIConnect  
https://connect.eupati.eu/ 
EUPATI has launched EUPATIConnect, a tool to connect EUPATI Patient Experts and researchers. Through 
this tool, Patient Experts can indicate their availability to participate in various projects and researchers can 
submit requests to find patient partners for their projects.  
 
ISPOR 2022, 15 to 18 May - The Future of health economics and outcomes research (HEOR) in Patient-
Driven Digital Healthcare Systems 
The emergence of patient-driven digital healthcare systems provides important opportunities for HEOR to 
contribute to significant improvements in healthcare. These include: 
Real-time data on utilization and outcomes of new treatments enabling more rapid technology assessment 
that adapts health services to evolving disease situations and patient needs 
The expansion of mobile healthcare enhancing data availability for many underserved populations and 
allowing for more efficient distribution of services 
The coordination of patient-driven data and AI-based algorithms leading to better personalization of 
treatment strategies while improving equitable access to healthcare. 
 
Consilium Scientific webinar recording of HTA in Question 
https://consilium-scientific.org/component/content/article/93-events/252-hta-in-question 
Event 3: Evaluation Process and Methods  
https://www.youtube.com/watch?v=iZ_bPcxwgCQ 
Leeza Osipenko, Dan Ollendorf, Wija Oortwijn, Niklas Hedberg from TLV and Regina Skavron from G-BA  
We have centralised processes and methodologies for the regulatory evaluation of medicinal products in 
Europe. Should we have common methods and processes in HTA? The Regulation on HTA was adopted by 
the European Parliament on 13 December 2021. This regulation is designed to strengthen cooperation and 
quality of services and will help EU countries determine the effectiveness and value of new technologies and 
decide on pricing and reimbursement by health insurers or health systems. This is a major move towards 
the HTA methodological and process alignment in Europe. Will it work? The third HTA in Question event 
will discuss the above problems and explore how these issues can be tackled. 
 
Prioritizing Healthcare Interventions: A Comparison of Multicriteria Decision Analysis and Cost-
Effectiveness Analysis 
https://www.ispor.org/publications/journals/value-in-health/abstract/Volume-25--Issue-2/Prioritizing-
Healthcare-Interventions--A-Comparison-of-Multicriteria-Decision-Analysis-and-Cost-Effectiveness-
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Analysis?utm_medium=email&utm_source=database&utm_campaign=value_in_health&utm_content=val
ue+in+health&utm_term=prioritizing_healthcare_interventions:_a_comparison_of_multicriteria_decision_
analysis_and_cost-effectiveness_analysis&_zs=3hXOX&_zl=Anqw2 
Ross Wilson, Jason Chua, Yana Pryymachenko, Anupa Pathak, Saurab Sharma, J Haxby Abbott. Value in 
Health 2022;25(2). There were systematic differences in the evaluation of trade-offs between intervention 
attributes and the resulting weights placed on each criterion. The CEA model placed lower weights on risks 
of harm and much greater weight on cost (at all accepted levels of willingness-to-pay per quality-adjusted 
life-year than did respondents to the MCDA survey. 
  
What Is Value in Health and Healthcare? A Systematic Literature Review of Value Assessment 
Frameworks 
https://www.ispor.org/publications/journals/value-in-health/abstract/Volume-25--Issue-2/What-Is-Value-in-
Health-and-Healthcare--A-Systematic-Literature-Review-of-Value-Assessment-
Frameworks?utm_medium=email&utm_source=database&utm_campaign=value_in_health&utm_content
=value+in+health&utm_term=what_is_value_in_health_and_healthcare?_a_systematic_literature_review_
of_value_assessment_frameworks&_zs=3hXOX&_zl=Fnqw2 
Mengmeng Zhang, Yun Bao, Yitian Lang, Shihui Fu, Melissa Kimber, Mitchell Levine, Feng Xie. Value in 
Health 2022;25(2). Currently available value assessment frameworks generated over the past decade vary in 
how value is defined and measured; a noticeable weakness of existing value assessment frameworks is 
limited patient or public engagement in framework development. Of the 8151 articles screened, 57 VAFs 
were included. The value attributes included in 55 VAFs were grouped into 9 categories: health benefits (n = 
53, 96%), affordability (n = 45, 82%), societal impact (n = 42, 76%), burden of disease (n = 36, 65%), quality 
of evidence (n = 32, 58%), cost-effectiveness (n = 31, 56%), ethics and equity (n = 27, 49%), unmet needs (n = 
21, 38%), and innovation (n = 15, 27%). The remaining 2 VAFs used broad attributes or user-defined 
attributes. Literature review was the main approach to identify value attributes in 36 VAFs. Patient or public 
was engaged through the development of only 11 VAFs. In conclusion, there are substantial variations in 
defining and measuring value. Existing VAFs tend to aggregate multiple value attributes into a single index 
for decision making. 
 
World Cancer Day: closing the care gap, 3 February 2022 
https://www.who.int/news/item/03-02-2022-world-cancer-day-closing-the-care-gap# 
Care for cancer, like so many other diseases, reflects the inequalities and inequities of our world. The 
clearest distinction is between high- and low-income countries, with comprehensive treatment reportedly 
available in more than 90% of high-income countries but less than 15% of low-income countries. 
Similarly, the survival of children diagnosed with cancer is more than 80% in high-income countries, and 
less than 30% in low- and middle-income countries. A recent WHO survey found that cancer services are 
covered by a country’s largest, government health financing scheme in an estimated 37% of low- and 
middle-income countries, compared to at least 78% of high-income countries. This means that a cancer 
diagnosis has the potential to push families into poverty, particularly in lower-income countries, an effect 
that has been exacerbated during the COVID-19 pandemic.  
Experience has shown the importance of national cancer centres in ensuring a comprehensive approach to 
cancer treatment. Setting Up a Cancer Centre: a WHO-IAEA Framework, being released by the World Health 
Organization and the International Atomic Energy Agency for World Cancer Day, proposes a framework for 
both establishing a cancer centre and strengthening the provision of services in existing centres. Intended 
for policy-makers, programme managers and health professionals, it provides details of the  infrastructure, 
human resources and equipment required for essential services, taking into consideration local context and 
resources available. 
WHO has also just released A short guide to cancer screening. Increase effectiveness, maximize benefits and 
minimize harm. 
 
Patient-led research on Parkinson's disease - Sara Riggare PhD thesis  
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The thesis can be down loaded here: 
https://www.riggare.se/2022/01/21/my-phd-thesis-is-now-available/ 
 
Some history on ‘patient-led research’ is contained in a BMJ blog by Trisha Greenhalgh: Towards an 
institute for patient-led research, November 12, 2019 
https://blogs.bmj.com/bmj/2019/11/12/trisha-greenhalgh-towards-an-institute-for-patient-led-research/ 
Patient-Led Research Collaborative, Washington, DC, USA 
https://patientresearchcovid19.com/ 
This is a self-organized group of Long COVID patients working on patient-led research around the Long 
COVID experience. We are all researchers in relevant fields – participatory design, neuroscience, public 
policy, data collection and analysis, human-centered design, health activism – in addition to having intimate 
knowledge of COVID-19. Our first report of a survey, “What does COVID-19 Recovery Actually Look Like?”, 
was published on May 11th, 2020, and was the first report on Long COVID. 
Also see: McCorkell, Lisaa; S. Assaf, Ginaa; E. Davis, Hannaha; Wei, Hannaha; Akrami, Athenaa,b,* Patient-
Led Research Collaborative: embedding patients in the Long COVID narrative, PAIN Reports: Volume 6 - 
Issue 1 - p e913. doi: 10.1097/PR9.0000000000000913 
https://journals.lww.com/painrpts/fulltext/2021/01000/patient_led_research_collaborative__embedding.51.
aspx 
A related recent paper: 
Munblit, D., Nicholson, T., Needham, D.M. et al. Studying the post-COVID-19 condition: research 
challenges, strategies, and importance of Core Outcome Set development. BMC Med 20, 50 (2022). 
https://doi.org/10.1186/s12916-021-02222-y 
 
This leads us into Covid-19: 
 
In world first, South Africa's Afrigen makes mRNA COVID vaccine using Moderna data 
https://www.reuters.com/world/africa/world-first-safricas-afrigen-makes-mrna-covid-vaccine-using-
moderna-data-2022-02-03/ 
By Wendell Roelf, 4 February 2022 
"We haven't copied Moderna, we've developed our own processes because Moderna didn't give us any 
technology," Petro Terblanche, managing director at Afrigen, told Reuters…it is the Afrigen mRNA hub 
vaccine," Terblanche said…it had managed to make, in collaboration with Johannesburg's University of the 
Witwatersrand, its first micro-litre laboratory scale batches of COVID mRNA vaccines at the Cape Town 
facility. 
 
Pandemic preparedness and COVID-19: an exploratory analysis of infection and fatality rates, and 
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Measures of trust in the government and interpersonal trust, as well as less government corruption, had 
statistically significant associations with lower standardised infection rates. High levels of government and 
interpersonal trust, as well as less government corruption, were also associated with higher COVID-19 
vaccine coverage among middle-income and high-income countries where vaccine availability was more 
widespread, and lower corruption was associated with greater reductions in mobility. If these modelled 
associations were to be causal, an increase in trust of governments such that all countries had societies that 
attained at least the amount of trust in government or interpersonal trust measured in Denmark, which is in 
the 75th percentile across these spectrums, might have reduced global infections by 12·9% (5·7–17·8) for 
government trust and 40·3% (24·3–51·4) for interpersonal trust. Similarly, if all countries had a national BMI 
equal to or less than that of the 25th percentile, our analysis suggests global standardised IFR would be 
reduced by 11·1%.  
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Efforts to improve pandemic preparedness and response for the next pandemic might benefit from greater 
investment in risk communication and community engagement strategies to boost the confidence that 
individuals have in public health guidance.  
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