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Welcome to our February E-Bulletin 

From our Chair 
I’m enormously grateful to have access to the covid-19 vaccines, but lately I’ve been thinking a lot about a 
jab that is far less effective; a form of communication known as the ‘hypodermic needle model’. If you’re not 
familiar with it, it’s a term that was coined to explain the impact of propaganda movies in the 1920s and 30s. 
The idea was that communication worked like a needle injecting messages to our brains. It assumed mass 
media communication was linear and that we were passive recipients who all heard the same message. By 
the end of the 30s, the theory was widely debunked, so why am I thinking about it nearly a century later? 
Because in patient and public involvement in health technology assessment (HTA), I still regularly see 
examples of it called ‘one way communication’ and sometimes described as a level of engagement. Used to 
support dialogue - such as discussion groups and workshops - the role of information materials in 
engagement is clear. But when we use information materials without opportunities for our intended 
audience to make sense of it with us (ranging from feedback to shared learning), I question if it really has 
any place being described independently as a type or level of engagement, or a type of communication 
consistent with the goals of engagement or participation. As always, I welcome your thoughts on this. 
I hope it will be possible to see some of you in Utrecht for HTAi Annual Meeting to chat about all things 
patient and public involvement. I’m particularly excited to know we will have more patients than ever 
attending in person and virtually (see below). 
Stay safe 
Ann 
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 

 
Call for interest to HTA agencies in Europe: Patient involvement in European HTA  
An HTAi research project looking at practices, processes, and methods in Europe as perceived by the 
stakeholders involved 
HTAi is looking for HTA agencies which have involved or are involving patients in the assessment processes 
and who are interested in participating in a European initiative for identifying valued patient involvement 
processes used in HTA through a 360° (with HTA practitioners, patients, industry) analysis of current 
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processes, experiences, and perceptions. The ask would be to select up to three case studies from the last 
few years that illustrate the agency’s approach to patient involvement in the assessment of medicines, to 
share the reports or other relevant material on these case studies, and to be available for an interview – 
altogether about 2-3 hours of time. Towards the end of 2022, a co-creation workshop will be conducted to 
build consensus on the findings and reporting of the study. This project is conducted by the PCIG. 
If you are interested in this research project, please contact us under PCIG.Projects@health-os.com to set 
up an exploratory telephone discussion. 
 
Anke Peggy Holtorf 
Neil Bertelsen 
 
Request for assistance on: Appeal procedures in HTA (at national/regional level) and how an ideal 
appeal procedure should look like 
My name is Anne van den Broek and I am currently doing my bachelor research internship for the study 
Biomedical Sciences at the Radboud University (Netherlands), under supervision of Wija Oortwijn 
(President of HTAi). My internship focusses on appeal procedures in HTA (at national/regional level) and 
how an ideal appeal procedure should look like, taking aspects of legitimacy into account. ‘Appeal’ refers to 
the need for a mechanism that gives stakeholders the possibility to apply for a revision of a decision, or by 
providing (new) arguments or evidence and receive a reasoned response. 
To obtain a better insight in appeal processes in HTA around the globe, I would like to ask if you can provide 
me with cases of appeal that you are aware of, and any relevant information describing/underpinning these 
cases, including the related processes. I would appreciate it if you could provide any relevant information via 
this link. 
Please note that all your answers will be treated confidential: no attribution will be made to specific 
persons. Thank you in advance for your response, and I appreciate to receive your input within 2 weeks. 
 
Anne van den Broek 
Anne.MM.vandenBroek@radboudumc.nl 
W.Oortwijn@radboudumc.nl<W.Oortwijn@radboudumc.nl>; 
 
PhD request for assistance: Disease-agnostic questionnaire template that patient groups 
Kayleigh Majercak, a PhD Candidate at the University of Maryland Baltimore, School of Pharmacy, has 
contacted PCIG for assistance. She is hoping to contact patient groups who have submitted data to HTA. 
Her aim to develop a survey template to be used by patient groups to help collect and submit data to inform 
V/HTA  
Kayleigh has provided the following context: 
I am trying to develop a disease-agnostic questionnaire template that patient groups can ask of their 
constituents in surveys or registries to collect patient-centric data that can be used to fill the gaps in 
research and value assessment. Part of the work involves reviewing value assessment reports (e.g., ICER, 
CADTH reports) to identify data assets (i.e., registry data, survey/survey items, qualitative research) 
submitted by patient groups to help inform VA.  This information will be used as a starting point to help 
identify the type of questions asked and whether content overlaps across patient group surveys/contributed 
data assets.  
Specifically, I am looking to gather surveys/survey items or qualitative interview guide questions that 
patient groups may have asked constituents. These surveys may have been developed in collaboration with 
V/HTA organizations or existing data collection efforts used to inform V/HTA (e.g., registries). In addition, if 
patient groups conducted interviews or focus groups, the interview guides would be useful. 
If you can assist Kayleigh, you can contact her at:  kmajercak@umaryland.edu 
 
Expressions of Interest – Industry Representative - PCIG Steering Committee 
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PCIG seeks Expressions of Interest for an industry representative (medical device company preferred) to fill 
a vacancy on its Steering Committee. Please submit an Expression of Interest (no more than 200 words) to 
the PCIG Technical Officer, Veronica Lopez Gousset (veronica@globalhelpgranted.com) addressing the 
criteria below by Friday 13 May  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. 
 
Patient Insights Research for HTA – Report for Consultation 
While social media research has been used to gain consumer or patient insights on many levels, its use by 
HTA bodies as a standard part of the assessment process has been limited.  
The promise of social media research is that in discussion with their peers in the patient community, 
patients or carers reveal in unfiltered and unsolicited manner their experiences and needs, and that this 
information could enhance the scope and relevance of HTA. 
The Patient Insight Research Platform (PIRP) project of the HTAi Patient and Citizen Involvement Interest 
Group (PCIG) has examined what the expectations for such research would be from different stakeholder 
perspectives and the requirements for a best practice approach.  
The multi-stakeholder sub-committee has drafted a whitepaper for consultation, which summarizes the 
research based on literature reviews relating to methodologies, case studies, and ethical considerations, as 
well as stakeholder interviews concerning their expectations and reservations. 
The subcommittee is seeking feedback on the findings and recommendations in the draft white paper. The 
feedback gained through the consultation will be incorporated into a manuscript to be published latest this 
month. Feedback is due April 19, 2022.  
If you are willed to review the report, please contact the PCIG project coordinator Anke-Peggy Holtorf 
(pcig.projects@health-os.com). 
 
PCIG Annual Business Meeting Details 
The HTAi Patient and Citizen Involvement Interest Group (PCIG) Annual Business Meeting will be held in 
Utrecht on Tuesday 28 June 12:55 – 13:55 pm. The meeting will take place during a refreshment break, but 
timings will allow attendees to take a short comfort break and a packed lunch will be available in or near the 
meeting room. If you’re in Utrecht, please join us. Papers will be circulated on the PCIG list serv (where you 
received this email e-bulletin) in advance of the meeting. 
 
More patients at HTAi 2022 Annual Meeting  
This year more patients and their representatives will take part in HTAi’s Annual Meeting in Utrecht and 
online. Not only does each day’s plenary include a patient representative speaker, more than 70 patients will 
attend either in person or online. In addition to 13 patients receiving HTAi participation grants, PCIG is 
excited to report that it has enabled a further 60 patients, patient representatives and/or caregivers to 
attend for free via the PCIG PASS program. 
Thanks to the most generous sponsorship to date from Edwards Lifesciences, Janssen and Novartis, 46 
virtual attendees and 14 in-person attendees will be able to represent every region around the world.  
Half of these attendees represent low or middle income countries. 
The high level of interest in HTAi Annual Meeting and subsequent unprecedented number of applications, 
required a huge effort from volunteers in PCIG. This year, PCIG Steering Committee member and Director 
of Public Policy for the USC Schaeffer Center for Health Policy and Economics, Barry Liden, is leading the 
PCIG PASS program. PCIG is grateful to all its members for helping to promote and support the PASS, 
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especially Todd Stephenson (sponsorship and finance), Aline Silva (promotion and review), Anke-Peggy 
Holtorf (review). PCIG will be calling on all its members to help with the support program for those who 
attend, including as in-person and virtual buddies. 
 
Contributed by Ann Single 
 
HTAi Interest Groups have been looking for new vice or co-chairs and/or steering group members in March:  
HTAi Interest Group on Ethical Issues in HTA (Ethics IG) 
The IG makes connections with like-minded professionals, to provide opportunities for education and 
sharing of research and good practices, and to develop approaches and tools to address ethical issues in 
HTA. Nominations for two Co-Chair positions were recently called for and will be announced mid- April.  
For more information about the Ethics IG, you may refer to this link. If you have any questions, please 
contact snabukenya@idi.co.ug. 
  
HTAi Interest Group on HTA for Developing Countries (DCIG)  
The IG provides a platform for developing countries members to share their experiences, discuss their 
needs, challenges and solutions, raise HTA awareness, collaborate, and communicate about education and 
training opportunities. A call was made for interested applicants for the position of DCIG Vice-Chair or 
Steering Committee Member, and inquiries sent to yhzuniga@up.edu.ph  

 
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. 
 
Some of the workshops  
Register to attend the HTA 101 workshop: https://t.co/BHpXDC2EZ9 
 
#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) 
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#49 Workshop: Exploring Methods for Evaluating Impact of Patient and Public Involvement in the 
Assessment of Technologies Along their Lifecycle  
 
Registration 
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. 
 
2022 Board Nominations   
The call for nominations is now closed. We thank everyone who helped spread the word and especially 
those who have the desire and courage to put their names forward to stand for elections and serve the 
Society. On April 6, the Society’s members in good standing will receive a ballot from CIVICA, a third-party 
electoral service, to vote for four (4) open Director positions. Once you receive your electronic ballot, you 
will be able to cast your vote 24 hours a day, 7 days a week, until the elections close on Friday, May 6 at 
23:59. MST. Please note that the email may appear in non-primary inboxes and folders (e.g., “Spam”).  
More information about the 2022 Board of Directors Elections  
 
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” 
Organizations submit Expressions of Interest to join the Global Policy Forum. After carefully reviewing the 
submissions, the Global Policy Forum Organizing Committee welcomed Agenzia Nazionale per i Servizi 
Sanitari Regionali (AGENAS) to the Forum. If you would like more information about the Policy Forums, 
please contact the Policy Forum team at policyforum@htai.org or Ali Powers, Manager, Policy Forums and 
Events, at apowers@htai.org.  
 
HTAi webinar ‘HTA in Childhood Diseases’ on April 7, 2022, at 5:00 pm UTC  
Moderated by Karen Facey and including Fleur Chandler, Duchenne Project Hercules/Sanofi 
Treatments for childhood diseases are challenging to study in terms of enrolment in clinical trials, 
availability of valid outcome measures and instruments of assessment and modelling over the lifetime. For 
some diseases, their very early onset, severity, rarity and complexity add additional challenges. How can 
stakeholders work together to ensure that the Health Technology Assessment (HTA) of technologies for 
childhood diseases is scientifically robust, supportive of innovation in areas of high unmet need, and aligned 
with patient/family and societal values? This webinar will explore issues and consider whether an HTAi 
Interest Group in HTA of Childhood Diseases is needed. 
Join the meeting to interact in person via zoom 
https://zoom.us/j/97056624835?pwd=T2tBMGFaZG5QQUh1clNVTlpLdXR6UT09 
Or via Youtube https://buff.ly/3tBl2u1 
 
Contributed by Karen Facey 
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HTAi Disinvestment and Early Awareness Interest Group new Curriculum on Early Awareness and 
Disinvestment - webinar series 
Wija Oortwijn will gives a lecture on HTA on 6th of April from 5 pm CET as part of the second webinar  
As in the first webinar you are also invited to be part of the open discussion afterwards. Bring in your 
thoughts, questions and remarks and contribute to a great event and further development based on the 
webinars. The webinar will be recorded so you will have the possibility to follow our activities on demand.  
Register now on Webinars (i-hts.org)    
In the first webinar, Rosmin Esmail (Chair, HTAi DEA IG), Nora Ibargoyen Roteta (Co-Chair, HTAi DEA IG) 
and Hans-Peter Dauben (Secretary General, international HealthTechScan) presented their approach of 
establishing the new Curriculum on Early Awareness and Disinvestment and further activities. This includes: 
Horizon Scanning, Health Technology Assessment, Health Technology Management, Health Needs 
Assessment, Disinvestment, Health in all policies. 
Our presenters: 
Wija Oortwijn (President, Health Technology Assessment international)  
Iñaki Gutiérrez-Ibarluzea (President, international HealthTechScan)  
Yadin David and Tom Judd (Interim President and Board Chair, Global Clinical Engineering Alliance)  
Adriana Velasquez Berumen (Group Lead Medical Devices and In-Vitro Diagnostics, World Health 
Organization)  
Adam Elshaug (Professor in Health Policy and Director, Centre for Health Policy at University of Melbourne) 
 
Real-World Evidence & Artificial Intelligence Interest Group (RWE & AI IG) of HTAi 
In March, the IG hosted its 1st Quarterly Meeting for 2022 with some of its members showcasing their 
recent work. The meeting thematically focused on Optimizing the Use of RWE in HTA/Payer Decision-
Making work, showcasing the EUropean Initiative for new Reimbursement and ACCess Approaches 
(EUreccA) 2025, initiated by Novartis.  
EUreccA is a healthcare system stakeholder forum, working with experts from a range of European 
countries. Part of the overall EUreccA collaboration reviewed the barriers to effective use of RWE in 
bringing new medicines speedily to patients. The starting premises of the RWE workstream were that 
important aspects of RWE use in the assessment of drugs by HTA agencies and Payers were widely 
contentious, and that the path of new pharmaceuticals to patients could be made quicker and less 
expensive. The Workstream aimed to produce policy recommendations in order to engage with HTA 
bodies, payers and the wider market access community in constructive dialogue, facilitating the 
optimisation of RWE generation and use. Reasons for mistrust of RWE were investigated, with conclusions 
indicating that remedies were needed in relation to transparency and governance. In pursuit of 
transparency, it was concluded that an openly accessible repository of examples of use of RWE would be 
valuable (a conclusion also arrived at independently by others). A further effort focused on generating a 
classification of RWE uses to structure the repository and on the governance of the capture of data. 
Presenters will describe the creation of a taxonomy of RWE uses (questions it is used to answer) and of RWD 
types (sources) and a data governance checklist which proposes international standards for evaluating the 
acceptability of RWD governance practices. The work was presented by: Karen Facey, RWE4Decisions; Ron 
Akehurst, BresMed; Oriol Solà -Morales, Fundació HiTT. 
 
HTAi Webinar Series - 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. 
Have you missed any of our recent webinars? If you are interested in watching one or more on your own 
schedule, you can access HTAi’s impactful sessions and webcasts, which can all be found.  
 
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 

 
HTA Regulation (EU) (HTAR) enters into force  
https://ec.europa.eu/health/health-technology-assessment/regulation-health-technology-
assessment/implementation-regulation-health-technology-assessment_en 
Link to the HTAR in English: 
https://eur-lex.europa.eu/legal-content/EN/TXT/PDF/?uri=CELEX:32021R2282&from=EN 
For other languages: 
https://eur-lex.europa.eu/legal-content/EN/ALL/?uri=CELEX:32021R2282 
In the preparatory phase for the implementation of the HTAR (January 2022 – January 2025), the webpage 
is to inform national authorities, health technology developers and stakeholders about implementing 
legislation in accordance with the powers conferred to the Commission by the co-legislators. It will also 
provide information on other activities related to the future application of the new legal provisions. This 
information will be part of the implementing rolling plan published on this page. Information about the 
Coordination Group and, at a later stage, about the Stakeholder Network will also be made available. 
The new system requires the creation of a stakeholder network that will include all eligible stakeholder 
organisations in particular  patient organisations, consumer organisations, non-governmental organisations 
in the field of health, health technology and health professionals. This network will support the work of the 
coordination group and its subgroups. The experts should include clinical experts in the therapeutic area 
concerned, patients affected by the disease and other relevant experts acting in an individual capacity 
rather than representing any particular organisation, institution or Member state.  
The cooperation plays an important role throughout the health technology lifecycle from the early 
development stage, through horizon scanning and joint scientific consultation and later once the health 
technology is on the market through a joint clinical assessment and updates. 
The new regulation will dramatically change the way patients and clinicians become involved with HTA 
assessments.  
 
Contributed by Dominique Hamerlijnck 
 
ISPOR free webinar on Delivering Evidence Based Access in Rare Diseases – Challenges in SMA 
(focussing on RWD solutions) - April 5, 3 pm CET 
https://www.ispor.org/conferences-education/calendar/event/2022/04/05/default-calendar/delivering-
evidence-based-access-in-rare-diseases-the-challenges-in-
sma?utm_medium=email&utm_source=database&utm_campaign=sponsored_webinars&utm_content=bio
gen_march10&_zs=57WOX&_zl=mXE13 
Log in and Register now here 
https://portal.ispor.org/eweb/DynamicPage.aspx?webcode=EventInfo&Reg_evt_key=d85951ee-51a8-4939-
8cbd-
32fc06d7cffb&RegPath=EventRegNoFees&FreeEvent=1&Event=ISPOR%20Webinar:%20Delivering%20Evi
dence-
Based%20Access%20in%20Rare%20Diseases:%20The%20Challenges%20in%20SMA&FundraisingEvent=
0&evt_guest_limit=0&_ga=2.218597981.554094777.1646081894-
418045000.1645716310&utm_medium=email&utm_source=database&utm_campaign=sponsored_webinar
s&utm_content=biogen_march10&_zs=57WOX&_zl=nXE13 
 
Contributed by Karen Facey 
 
Patient Engagement Open Forum 2022 
https://patientengagementopenforum.org/ 
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Jointly organised by Patient Focused Medicines Development (PFMD), EUPATI and European Patients 
Forum. Register now! 
12 April: 
Patient Engagement in 2022: converging trends and new emergent actors 
The Fusion of Patient Engagement & Patient Experience Data: Strengthening Global Focus and Stakeholder 
Convergence 
14 April: 
Patient Engagements Needs in Platform Trials 
Taking action and driving change: co-creating frameworks and standards for remuneration of patient-
pharma interactions 
 
Consilium Scientific seminars  
https://consilium-scientific.org/knowledge/seminars-2022 
Join discussions at Consilium Seminars: every other Thursday at 5pm London time 
To watch the recordings, please create an account or login 
All our public seminars are available on our YouTube channel 
 
Oslo Medicines Initiative Better access to novel high cost medicines 
https://www.omi-euro.org/events/webinars 
Five technical webinars now online. Experts discuss issues and solutions. 
 
Surveying a large population with a rare disease for half a century 
In The Netherlands we started to survey the medical and societal situation of hemophiliacs since 1972. This 
was more or less the time a treatment for hemophilia became available. It was a long postal survey with 
follow-up in 1978, 1985, 1992, 2001 and 2019 (the last time with the possibility of a survey by PC/tablet or 
phone). Besides the scientific publications in all those years, from the start we also wrote a report in lay 
language for the participants in these surveys. 
Last time, we also added an Infographic for the respondents and a wider audience. And here is the result of 
the infographic. As far as we know this is the first study that followed a large population with a rare disease 
for half a century. The gap between the 5th and the 6th survey is because no scientific institution is willing to 
finance this work as they perceive it as not innovative enough. 
 
Contributed by Cees Smit 
Full inforgraphic available from E-Bulletin editor Janney Wale 
 

 
 
Use of the patient voice to improve diagnosis of a rare disease 
https://www.porphyria.com/patient-stories/documentary 
https://www.fiercepharma.com/marketing/alnylam-explores-rare-disease-journey-acute-hepatic-
porphyria-new-hard-hitting 
The patient voice is a powerful one when it comes to healthcare advocacy, and Alnylam has put together a 
documentary that maps the often-difficult journey those suffering with acute hepatic porphyria (AHP) 
endure. Alnylam teamed up with Emmy-nominated filmmaker Cynthia Lowen to produce "Two of Me: 

https://consilium-scientific.org/knowledge/seminars-2022
https://forms.gle/XSZNNfavbSTRJQA76
https://consilium-scientific.org/knowledge/seminars-2022#login
https://consilium-scientific.org/knowledge/seminars-2022#login
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https://www.fiercepharma.com/marketing/alnylam-explores-rare-disease-journey-acute-hepatic-porphyria-new-hard-hitting
https://www.fiercepharma.com/marketing/alnylam-explores-rare-disease-journey-acute-hepatic-porphyria-new-hard-hitting
https://www.porphyria.com/


Living with Porphyria," a film chronicling the lives of seven people around the world living with AHP. It takes 
an average of 15 years for AHP patients to be properly diagnosed. So this documentary is not just for 
patients, but for doctors, too. Alnylam was given FDA approval for its RNAi treatment for AHP in 2019, and 
the drug costs USD575,0000 a year—reduced to around USD442,000 after discounts—with about 350 
patients having used the drug by the end of last year. 
 
The European Patients’ Forum (EPF) Congress 2022 – Continuing the conversation on digital 
transformation  
To be held on 23 and 24 June 2022 at the DoubleTree by Hilton, Brussels, Belgium, with the option of 
participate online for those who wish to join us remotely. Registration for the event will open on 4 April 
2022. We will expand the topics we first explored last year. While we will continue to investigate the digital 
transformation of healthcare and reflect on our engagement in EU policies focusing on digital health, we 
will put the spotlight on policy-making initiatives, connecting meaningful patient involvement to the EU 
data strategy, the European Health Data Space and initiatives on artificial intelligence. 
The audience will consist of patient representatives, policymakers, health systems experts, healthcare 
profession representatives, academics and industry representatives, from Europe and beyond.  
More details, registration and preliminary programme will be available on our dedicated website 
www.epfcongress.eu 
 
Health Care Value Through The Lens Of Patients’ Well-Being 
Jennifer Bright, Alan Balch. Health Affairs Forefront March 1, 2022 10.1377/FOREFRONT.20220228.656900 
A short series, “Value Assessment: Where Do We Go Post-COVID?”, explores what we have learned about 
value assessment and related issues during the coronavirus pandemic, how we might think about value in 
health care going forward, and how these ideas might translate into policy. The series is produced with the 
support of the Innovation and Value Initiative (IVI) and grew out of a group of webinars hosted jointly by IVI 
and ISPOR—The Professional Society for Health Economics and Outcomes Research.  
https://www.healthaffairs.org/do/10.1377/forefront.20220228.656900?utm_medium=email&utm_source=n
ewsletter&utm_campaign=hat&utm_content=forefront&utm_term=bright&vgo_ee=LRRV6glqIfcVPcYsJBr
MHi%2FZD%2BmsUFpJrc5fHf6IoVE%3D&utm_source=Newsletter&utm_medium=email&utm_content=N
ow+Open%3A+Health+Policy+Podcast+Fellowship+Applications&utm_campaign=HASU%3A+3-6-
22&vgo_ee=gsUpT%2F40MdHVFOV28jhPrIvy7T5YEJ8ohjC9vauJg30%3D 
Value in health care is a potent rallying call. But value for whom? This series highlights that the economic 
market forces are often “valued” over the lives we are supposed to serve. Value in health care remains an 
elusive goal. For value-based health care we need to establish several key conditions: A shared commitment 
to patient needs, experiences, and perspectives as key drivers in measuring value; Clarity around exactly 
what changes in practice and process are needed to reframe healthcare decisions around patient-centred 
value; An environment that incentivizes, rather than discourages, investment in infrastructure and practice 
change, including the development and sharing of data that supports a rapid learning cycle. 
Establishing a common language of ‘value’ would make it possible to draw connections between the many 
manifestations of value-focused reforms (for example, HTA, value-based contracting, value-based care 
models, and so forth) to one day realize system-level change. 
The entirety of health care is supposed to exist to support a single endeavour: to provide care that 
maximizes the health and well-being of each patient as effectively and efficiently as possible. It follows, 
then, that regardless of the context, “value” starts with the patient and the degree to which the care they 
receive maximizes their health and well-being.  
Coalescing around a common understanding of ‘value’ anchored in impacts on patient well-being provides a 
consistent thread linking all health care market decisions. But, what methodologies and evidence are to be 
used in constructing a measurement of patient wellness and well-being impacts? Some 
promising methods for defining and quantifying patient-defined value have emerged in recent years, but 
we do not yet have a rigorous and well-accepted approach. While impact on patients’ well-being is part of 
understanding value, it is only one of many factors in the value equation for a given decision. Parsing exactly 
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how to balance consistency in measurement and application of patient-level effects with the distinct 
perspectives and priorities of different decision contexts presents a considerable challenge. What does it 
mean to account for patient-welfare impacts in an insurer’s decisions around coverage and use in value-
based reimbursement? Or in an HTA for a newly introduced therapy? Or in management and administration 
of a hospital system, or design and implementation of EHR systems? 
Developing an initial roadmap to value-based health care decisions with a clearer understanding of how one 
or more measures of patient welfare can factor into practical decision making in various contexts, it 
becomes possible to identify the key outcome measures needed and the evidence required to implement 
their use. 
The principles for value assessment developed by the Innovation and Value Initiative provide a potential 
first step. These principles were carried forward in the recent release of ISPOR’s Consolidated Health 
Economic Evaluation Reporting Standards 2022 (CHEERS 2022), which now incorporate patient-centric and 
equity-oriented components as core standards for cost-effectiveness modelling, analysis, and reporting. 
But more is needed. 
Changing to a patient-centred healthcare system with a coherent definition of value will require a dramatic 
shift in culture and in incentives. We must seek an array of strategies to begin to shift the overall health care 
landscape. 
 
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. 
Plenary 1 – May 16 | 8:30AM EDT  
HTA on the Run  
Moderated by: Ran D. Balicer, MD, PhD, MPH, Clalit Health Services, Tel Aviv, Israel  
Plenary 2 – May 17 | 8:30AM EDT  
Can Big Data Analytics Deliver on the Promises of Personalized Medicine for All? Unpacking the Health 
Equity Considerations  
Moderated by: Ebere Onukwugha, MSc, PhD, University of Maryland School of Pharmacy, Baltimore, MD, 
USA  
Plenary 3 – May 18 | 11:30AM EDT  
The Patient (Finally) at the Center: How Can We Leverage Digital Data to Make Patient-Focused Adoption, 
Reimbursement, and Management Decisions?  
Moderated by: Daniel Ollendorf, PhD, Tufts Medical Center, Boston, MA, USA  
 
COVID-19 
 
Brusselaers, N., Steadson, D., Bjorklund, K. et al. Evaluation of science advice during the COVID-19 
pandemic in Sweden. Humanit Soc Sci Commun 9, 91 (2022). https://doi.org/10.1057/s41599-022-01097-5 
 
The modified COVID-19 Yorkshire Rehabilitation Scale (C19-YRSm) patient-reported outcome measure for Long 
Covid or Post-COVID syndrome 
Manoj Sivan,  Nick Preston, Amy Parkin, Sophie Makower, Jeremy Gee, Denise Ross, Rachel Tarrant, Jennif
er Davison, Stephen Halpin, Rory J O’Connor, Mike Horton 
doi: https://doi.org/10.1101/2022.03.24.22272892 
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Publications 

 
Four Aspects Affecting Health Economic Decision Models and Their Validation. Feenstra, T., Corro-Ramos, 
I., Hamerlijnck, D. et al.  PharmacoEconomics 40, 241–248 (2022). https://doi.org/10.1007/s40273-021-
01110-w https://link.springer.com/article/10.1007/s40273-021-01110-w  
 
Contributed by Dominique Hamerlijnck 
 
The History and Future of the “ISPOR Value Flower”: Addressing Limitations of Conventional Cost-
Effectiveness Analysis. Peter J. Neumann, Louis P. Garrison, Richard J. Willke. Value in Health, 
Volume 25, Issue 4, 2022, Pages 558-56. https://doi.org/10.1016/j.jval.2022.01.010. 
Since its publication as part of the 2018 ISPOR Special Task Force (STF) on US Value Assessments, the 
“ISPOR value flower,” with its petals highlighting elements that may be overlooked or underappreciated in 
conventional drug value assessments, has been discussed and debated. We review the history of the value 
flower, describe recent developments, and consider implications for future value assessments. 
 
Capturing what matters: updating NICE methods guidance on measuring and valuing health. Dalia Dawoud, 
Alan Lamb, Alan Moore, et al. Quality of Life Research https://doi.org/10.1007/s11136-022-03101-6 
Adequate measurement and reporting of HRQoL in NICE submissions is a key step in ensuring that the 
impact of a technology on patients’ and carer’s lives is reflected accurately in economic evaluations. Based 
on the best available and most up-to-date evidence, adopting these changes should improve practice and 
ensure a health technology’s impact on HRQoL is accurately reflected in NICE evaluations. 
The broad proposals described here were subject to a public consultation in 2020 and a further consultation 
on the updated methods guidance was completed in October 2021 before the publication of the manual in 
January 2022. 
 
Jansen, J.P., Trikalinos, T.A. & Phillips, K.A. Assessments of the Value of New Interventions Should Include 
Health Equity Impact. PharmacoEconomics (2022). https://doi.org/10.1007/s40273-022-01131-z 
 
Gomes, M., Latimer, N., Soares, M. et al. Target Trial Emulation for Transparent and Robust Estimation of 
Treatment Effects for Health Technology Assessment Using Real-World Data: Opportunities and 
Challenges. PharmacoEconomics (2022). https://doi.org/10.1007/s40273-022-01141-x 
 
Bidonde, J., Meneses-Echavez, J.F., Asare, B. et al. Developing a tool to assess the skills to perform a health 
technology assessment. BMC Med Res Methodol 22, 78 (2022). https://doi.org/10.1186/s12874-022-01562-4 
 
Should We Pay for Scientific Knowledge Spillovers?: The Underappreciated Value of “Failed” R&D Efforts 
Richard Z. Xie, Adrian Towse, Louis P. Garrison. International Journal of Technology Assessment in Health 
Care doi: 10.1017/S0266462322000150. Published Online 17 March 2022 
 
Acceptability of Manufacturer-Proposed Utility Values for NICE Cancer Medicine Appraisals: Analysis of 
Manufacturers’ Information Sources Shunsuke Takada, Mamoru Narukawa. International Journal of 
Technology Assessment in Health Care doi: 10.1017/S0266462322000149. Published Online 17 March 2022 
 
Faciliating More Efficient Negotiations for Innovative Therapies: A Value-Based Negotiation Framework 
Amanda Whittal, Claudio Jommi, Gérard De Pouvourville, David Taylor, Lieven Annemans, Lies Schoonaert, 
Sebastian Vermeersch, Adam Hutchings, Julien Patris. International Journal of Technology Assessment in 
Health Care doi: 10.1017/S0266462322000095. Published Online 11 March 2022 
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Key learnings from ICER’s real world evidence reassessment pilot. Ashley Jaksa, Lisa Bloudek, Josh J 
Carlson, et al. International Journal of Technology Assessment in Health Care 
doi: 10.1017/S0266462322000162. Published Online on 14 March 2022 
 
Developing and Piloting a Context-Specified Ethics Framework for Health Technology Assessment: The 
South African Values and Ethics for Universal Health Coverage (SAVE-UHC) Approach Carleigh B. Krubiner, 
Nicola W. Barsdorf, Susan J. Goldstein, et al. International Journal of Technology Assessment in 
Health Care doi: 10.1017/S0266462322000113. Published Online 8 March 2022 
 
A PhD study on ‘Using social media as a tool to facilitate consumer engagement in service design and 
quality improvement: A guide for hospitals, service providers and consumers’ 
Report posted on 24.02.2022, by Louisa Walsh, Sophie Hill, Nerida Hyett, Dean Hewson, Jayne 
Howley, Nicole Juniper, Chi Li, Belinda Macleod-Smith, Sophie Rodier 
https://opal.latrobe.edu.au/articles/report/Using_social_media_as_a_tool_to_facilitate_consumer_engage
ment_in_service_design_and_quality_improvement_A_guide_for_hospitals_service_providers_and_consu
mers/17169089/1 
This is a guide designed to help hospitals, providers and consumers include social media-based methods 
into their suite of consumer engagement activities. 
Researchers along with an advisory committee of consumers and service providers, developed this guide. It 
draws from findings of a review of international literature, and new research exploring the use of social 
media as a consumer engagement tool in Australia. 
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