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Welcome to our April E-Bulletin 

From our Chair 
Recently we held a PCIG Exchange for our most active PCIG members and invited guests. The focus was 
patient and public involvement in Latin America. We heard three perspectives which, for me, highlighted 
some key qualities associated with meaningful participation: ongoing participation in an assessment which 
begins early; including planning for measuring impact when developing a strategy, and building capacity for 
sustainable participation for patient groups. 
My thanks to our stimulating presenters: 
Lorena Mesa Melgarejo, Chief of qualitative methods and social research unit, Instituto de Evaluación 
Tecnológica en Salud (IETS), Colombia 
Carlos Gonzalez Malla, Technology assessment methodology supervisor, Comisión Nacional de Evaluación 
de Tecnologías de Salud (CONETEC), Argentina 
Eva Maria Ruiz de Castilla, Founder and executive director, Latin America Patients Academy (LAPA) 
Thank you also to the PCIG Technical Officer, Veronica Lopez Gousset, for organizing this event and co-
moderating the discussion. 
Finally, PCIG is often asked to nominate representatives for HTAi committees. We’re very appreciative to 
Maria Sharmila Alina de Sousa who has been appointed to the Scientific Development and Capacity 
Building Committee as our PCIG representative and Ana Toledo Chávarri who will represent us at the newly 
formed Scientific Initiatives Advisory Committee. 
 
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 

 
Virtual and in person buddies for HTAi 2022 Annual Meeting 
With more than 70 patients due to attend Annual Meeting in 2022 – for many their first contact with the 
HTA community – we’re once again calling for volunteers to be virtual or in person buddies. We had a great 
response to this last year with feedback that both parties valued the experience. It’s enjoyable.  
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If you’d like to find out more please email: htaipcigpass@gmail.com 
 
Expressions of Interest – Industry Representative - PCIG Steering Committee 
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 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. 
 
Contributed by Ann Single 
 
HTAi Webinar - How patient involvement is making a difference in HTA: Perspectives of Impact: 
HTAi’s Patient and Citizen Involvement in HTA Interest Group (PCIG) is looking at "Stakeholders' 
perspectives of impact in patient involvement in HTA." The project team collects and evaluates multi-
stakeholder perspectives about the perceived difference patient involvement has made in specific HTAs or 
HTA processes. 
On May 19, 1:00 pm EST | 7:00 pm CET please join the team and invited speakers as they share case 
examples of impact from different stakeholders’ perspectives and review the preliminary findings from this 
research, highlighting the various domains and types of impact identified. The webinar will also provide an 
opportunity to discuss good practice and encourage reflection on patient involvement processes.  
The team: 
Aline Silva, PhD, HTAi PCIG Impact project co-lead 
Veronica Lopez Gousset, HTAi PCIG Impact project co-lead 
Gustavo San Martin (Patient perspective), Founder, Amigos Múltiplos pela Esclerose (AME) 
Sandra Peláez, PhD (HTA agency perspective), Professional Scientist, Institut national d’excellence en santé 
et en services sociaux (INESSS) 
Martin Coombes (Industry perspective), Director Policy, Advocacy and Government Affairs, Bristol Myers 
Squibb (BMS), HTAi PCIG SIP Implementation project co-lead 
 
PCIG Exchange Webinar 
Thank you again to those who participated in our PCIG Exchange on April 21, 2022, focused on the Latin 
American Region. We heard informative and inspiring presentations from:  
Lorena Mesa Melgarejo, Chief of qualitative methods and social research unit, Instituto de Evaluación 
Tecnológica en Salud(IETS), Colombia 
Carlos Gonzalez Malla, Technology assessment methodology supervisor, Comisión Nacional de Evaluación 
de Tecnologías de Salud (CONETEC), Argentina 
Eva Maria Ruiz de Castilla, Founder and executive director, Latin America Patients Academy (LAPA) 
If you missed this Exchange, you can watch the recording here: 
https://us02web.zoom.us/rec/share/XicNsiCDsnFRWCImcH5ariC310xwKgA4orOGcvRaMwZUSTuzz5Vd2slg
WQCr9OGK.T-0fnbndthGW0Vir Access Passcode: sfz6d@qF 
Please note, that sharing this recording is currently being trialled because these gatherings are run under 
the Chatham House rule. We ask you not to share this link. You will be asked to register and use the 
password to view the recording.  
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A Briefing Book is available so that you may all stay connected. Thanks again to our speakers and everyone 
who participated in this Exchange. 
  
Ann Single and Veronica Veronica Lopez Gousset 
 
About PCIG Exchange 
This series of workshops offers an opportunity for individuals interested in patient and citizen involvement 
in HTA to partake in sharing good practice, encouraging methods development, supporting countries 
developing patient and citizen involvement in HTA, and helping build networks. 
 
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 
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 
 
Particular PCIG details for HTAi 2022 Annual Meeting: 
 
HTAi 2022 PCIG Workshop 
I invite you to our Workshop "Exploring Methods for Evaluating Impact of Patient and Public Involvement in 
the Assessment of Technologies Along their Lifecycle" on Sunday 26 June 2022 at 1:00 PM – 4:30 PM CEST: 

• Aline Silveira Silva, Patient Voices Network, Canada 
• Ana Toledo-Chávarri, SESCS, Spain  
• Anke-Peggy Holtorf, Health Outcomes Strategies, Switzerland  
• Ann Single, Patient Voice Initiative, Australia  
• Lauren Elston, HTW, Wales  
• Lidewij Eva Vat, PARADIGM/The Synergist Netherlands  
• Veronica Lopez Gousset, MPH, VLG, France 

Together, we will explore methods used by HTA organizations to evaluate PPI impact and learnings from 
earlier in the lifecycle to improve impact measurement in HTA.  
Register here: https://buff.ly/3D82iFi 
 
Contributed by Aline Silveira Silva, Workshop chair 
 
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 
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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. 
 
Key PCIG times for HTAi 2022 Annual Meeting Utrecht 
Please double check times in final program. 
Saturday 25 Jun, 13:00 – 16:30 Hrs. CEST 
#50: Integrating Patient And Citizen Perspectives: Resources And Challenges For A Lifecycle Approach 
(PCIG Endorsed) - Workshop, register separately 
#55: Lifecycle approach to regulatory, management and assessment of health technologies: is it the 
solution for resource constraint settings? (Developing Countries IG/PCIG) - Workshop, register separately 
Sunday 26 Jun, 13:00 – 16:30 Hrs. CEST 
#49: Exploring Methods for Evaluating Impact of Patient and Public Involvement in the Assessment of 
Technologies Along Their Lifecycle - Workshop, register separately 
Monday, Jun 27, 12:10 – 13:10 CEST 
Patient and clinician involvement - orals 
Discrete choice experiments (DCE) - orals 
Monday, Jun 27, 15:45 – 16:45 
Multi stakeholder involvement - orals 
Monday 27 Jun, 17:15-18.30 CEST* (online only) 
#59: Patent and Public Participation In HTA’s Organizational Domain: Approaches and Opportunities - 
panel 
#46: Can Social Media Research help to improve public confidence in HTA and healthcare decision making? 
(PCIG Endorsed) – panel 
Monday 27 Jun, 19:00 CEST -  
PCIG night out for dinner. Pay your own way. Venue to be announced. 
Tuesday, Jun 28, 09:50 – 11:05 
Patient perspectives – orals 
Tuesday 28 Jun, 11:35-12.50 CEST 
#111: Applying Patient Preference Information To Inform HTA Decision Making – panel 
Tuesday 28 Jun, 12:55 – 13:55 CEST 
HTAi Patient and Citizen Involvement Interest Group (PCIG) Annual Business Meeting: packed lunch 
available for pick up near the room 
Tuesday, Jun 28, 14:00 – 15:00 
Patient involvement - orals 
PROMS - orals 
Wednesday 29 Jun, 08:15-09:30 CEST* 
#45: Patient Involvement in HTA – Are We All on the Same Page? (PCIG Endorsed) 
Again, please double check times in the final program. 
 
Contributed by Ann Single 

 
HTAi Matters 

 

 
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. 

https://htai.eventsair.com/htai-2022-utrecht-annual-meeting
https://healthtai.sharepoint.com/htai_general/Shared%20Documents/SD3a.%20Communications/14.%20HTAi%20Newsletter/Sept%202021/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. 
 
Workshop Registration  
Workshops are scheduled for June 25 - 26, with half and full-day options on both days. Half-day workshops 
are 3 hours, and full-day workshops are 6 hours. With a range of exciting topics available, there is sure to be 
something to spark your interest from beginner to advanced. Read the workshop descriptions and 
schedule. Register here  
Hotel Reservations  
Not sure where to stay for the Annual Meeting? Let us make your trip planning a little bit easier!   
For best hotel availability and to receive immediate confirmation, make your reservation online on our 
official Annual Meeting hotel booking site. Book your hotel here  
Coming to Utrecht Safely   
As we look toward welcoming you to the 2022 Annual Meeting, our top priority is the health and safety of 
our delegates, speakers, sponsors, staff and volunteers!  
Please keep up to date on the latest COVID-19 restrictions and travel requirements on our website  
Welcome Reception  
The HTAi Annual Meeting Team has been eagerly working behind the scenes to kick off HTAi's 2022 Annual 
Meeting! Experience an unforgettable night where you'll enjoy spectacular food, and entertainment. You 
won't want to miss the chance to network with delegates and the HTAi Secretariat prior to the start of the 
meeting.  
Full Annual Meeting registration includes one Welcome Reception ticket. Guest tickets are available for 
purchase for $75.00 before June 8, 2022. Purchase a guest ticket here  
Conference Dinner  
We invite you to a special evening at the Spoorwegmuseum for the Annual Meeting Conference Dinner, one 
of the most popular networking events with tickets often selling out. The Conference Dinner offers a chance 
to relax and network with your fellow peers and dance the night away. with award-winning entertainment.  
Tickets for the Conference Dinner can only be purchased until June 8, 2022. Purchase your tickets here  
Speaker Announcements  
The list of confirmed speakers is growing each day and we will be announcing them over our social media 
channels in the coming weeks. Keep an eye on our website to see whose voice will join the debate and 
conversations at the HTAi 2022 Annual Meeting.  
Meet the Speakers here  
Schedule at a Glance  
The 2022 Schedule at a Glance is now posted on our website! We are excited about the opportunity to see 
each other in person again and to continue offering a vibrant, rich program to enable meeting with our 
global members.  
View the Schedule at a Glance  
Learn more about the 2022 Annual Meeting  
Are you interested in learning more about the Annual Meeting? Do you want to review themes and 
timelines? Visit htai2022.org for all things Annual Meeting!  
  
Please send any questions regarding the Annual Meeting to annualmeeting@htai.org.   
Board of Directors Election 
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This is a friendly reminder to vote for the 2022 Board of Directors Election. You can vote until 23:59 MDT on 
May 6, 2022, 24-hours a day seven days a week. The election is administered by CES, a third-party electoral 
service. The ballot has been sent to all members in good standing (membership fees are paid).  
The HTAi Board of Directors makes import decisions that shape the future of HTAi, provide critical guidance 
and oversight by determining the strategic direction of the Society. As a member of HTAi you decide who is 
elected to the Board and who will make those important decisions for the Society.  As a member you have a 
right to vote and elect four (4) Directors of the Board.  
Before you vote, you can view the Board Candidates’ profiles here. 
Currently, the Board of Directors especially needs the following expertise:  

• Experience in membership & sponsorship engagement, recruitment, and retention  
• Experience in business model innovation and development of growth strategies  
• Financial expertise (MBA or accounting designation)  
• Legal expertise (LL.B. or equivalent)  
• Health outcomes research experience  
• Marketing and communications expertise 

 
Policy Forums  
The Global Policy Forum attracted attendees worldwide who engaged in strategic discussions around the 
topic "HTA 2025 and Beyond: Lifecycle Approaches to Promote Engagement and Efficiency in Health 
Technology Assessment" from March 26 – 28. This year, over 40 representatives attended the meeting in-
person in Vancouver, Canada and over 50 representatives attended the meeting virtually. Although we 
couldn't see all Global Policy Forum members face to face, it was sure nice to be able to host the meeting 
with in-person AND virtual features.   
Many thanks to Global Policy Forum Chair, Dan Ollendorf and Scientific Secretary, Rebecca Trowman for 
putting together an extraordinary meeting and to all the speakers and attendees for their contributions. 
The next Global Policy Forum will take place March 26 - 28, 2023, in The Hague, Netherlands.   
Latin America Policy Forum  
We are delighted to announce that the topic for the 2022 Latin America Policy Forum is "Real World 
Evidence: Experiences and Challenges for decision making in Latin America." This meeting will take place 
August 14 – 16 in Brasilia, Brazil, at the Royal Tulip Hotel. As in previous years, there will be a mix of formal 
presentations, breakout sessions and networking opportunities. A big thank you to Latin America Policy 
Forum Chair, Dr. Manuel Espinoza, and Scientific Secretary, Andrés Pichon-Riviere for their hard work and 
dedication over the past several months.  
Asia Policy Forum  
The Asia Policy Forum Organizing Committee recently opened a call for nominations to fill two not-for-
profit vacancies. We are pleased to announce that Dr. Hong Ju with ACE (Agency for Care Effectiveness), 
Singapore and Dr. Yingyao Chen with Key Lab, China, have been accepted into the committee. Thank you, 
Hong and Yingyao for volunteering and we wish you all the best in your committee work!   
 
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 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 

 
NICE Listens 
‘NICE Listens’ is a new programme of deliberative public engagement. It's been developed to give us an 
understanding of public opinion on moral, ethical and social value issues and will help us ensure our policies 
on complex and controversial issues reflect the values of members of the public. 
Meaningful public engagement is one of the principles of NICE. NICE has an established ‘Public Involvement 
Programme’ to develop and support the participation of people who use services, as well as the 
organisations that represent their interests. NICE also has the ‘Audience Insight Programme’ to conduct 
polls, interviews and focus groups to help NICE better understand their audience perceptions. ‘NICE Listens’ 
adds to this by providing a way to debate and discuss moral, ethical and social issues. 
‘NICE Listens’ is doing this by working with external contractors who specialise in public engagement. A 
new sample of members of the public, recruited via the external research programme, will be invited to take 
part in each topic. They are given time to learn and familiarise themselves with the topic area, before 
discussing it in depth. Findings from the project are then used to make recommendations that inform 
various aspects of our work.  
The ‘NICE Listens’ first project looked at health inequalities. This involved engaging 28 members of the 
public over a series of workshops to explore health inequalities and discuss how they think NICE should act 
to address them. The participants were recruited to be broadly representative of the public but were 
weighted slightly towards people who were more likely to experience health inequalities, for example 
people from ethnic minority backgrounds and those living in deprived areas. The findings from the report 
were used to develop a series of recommendations on how we should act in regard to health inequalities. 
These recommendations have helped shape the NICE 2022-23 health inequalities work-plan. 
The next topic ‘NICE Listens’ will explore is environmental sustainability and public opinion on NICE’s role in 
achieving this. The NHS has pledged to become carbon net zero by 2045 – so what can NICE do to help? 
 
Katharine Cresswell, Senior Public Engagement Analyst, will be speaking about ‘NICE Listens’ at HTAi 2022 
on Tuesday 28 June between 9:50am and 11:05am. 
 
Thanks to Ella Fitzpatrick, Public Involvement Adviser – Public Involvement Programme, National Institute 
for Health and Care Excellence (NICE) 
 
The PREFER Recommendations in brief 
Launched in a webinar event on 28 April 
Want to know why, when and how PREFER recommends that pharma, regulators, HTA bodies and payers 
assess and use patient preferences in medical product decision-making? In this brief, we explain when and 
why results from patient preference studies can inform decisions. We also describe how the PREFER 
framework should be used, how to involve key stakeholders, how to pick a method for your research 
questions, explore how participants’ psychological characteristics may offer important insights into 
preference heterogeneity, and how educational materials can support patients’ understanding. Or in brief, a 
plain language summary of the reason why we think structured patient input can improve medical product 
decision-making.  
Our YouTube webinar playlist 
https://www.youtube.com/playlist?list=PLN-kgkHBHa25apivf7wIwqNv5HiVX_VCZ 
The Recommendations in brief:  
https://doi.org/10.5281/zenodo.6470918 
The full PREFER Recommendations:  
https://doi.org/10.5281/zenodo.6470922 
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Contributed by Dominique Hamerlijnck 
 
The Centre of Excellence on Partnership with Patients and the Public (CEPPP) Partnership Lab 
organizes monthly Knowledge Series events 
The Knowledge Series aims to support the development of science on patient and public partnerships. It 
aims to create spaces for reflection and exchange on a research project or idea under development in this 
field. Students, researchers, research/health professionals, patient partners and the curious are welcome. 
When: Wednesday May 4th from noon to 1pm (EDT) 
Where: Online (Zoom link will be available following registration below) 
Presented by Eve Gardien, this session is titled "Experiential knowledge: For what purpose?". 
Cliquez ici pour vous inscrire / Click here to register 
 
FDA plans study into how patients and physicians make prescription decisions 
The FDA’s Office of Prescription Drug Promotion (OPDP) wants to find out how patients and physicians 
weigh the trade-offs between risks and benefits when starting a new prescription drug. It will be answering 
questions through a new study (PDF). It will accept public comments on the proposed study for 60 days. 
The study will focus on Type 2 diabetes and psoriasis, splitting 800 patients and 800 physicians who have or 
specialize in those diseases to compare the preferences of the two groups. Participants will be asked to 
make specific choices based on profiles of fake prescription drugs. 
“Using social science principals, our research identifies barriers that may prevent people from fully grasping 
the drug's risk-benefit profile,” said OPDP senior social science analysis and research team lead Kit Aikin in a 
March news release. 
In 2020, the OPDP filed a study about drug names, asking consumers and healthcare providers to choose 
between seven names including an “extreme, explicitly suggestive name” and purposefully neutral ones. 
The OPDP has been cracking down on misleading marketing for psoriasis and diabetes this year.  
 
From the European Patients Forum (EPF) April newsletter:  
Help us learn how patients perceive involvement in HTA processes 
On 12 May, 12:30 CEST, EPF and 360 HTA Patient Involvement partners will hold the project’s first webinar 
to better understand how patients perceive their involvement in the Health Technology Assessment (HTA) 
process. The 360° HTA PATIENT INVOLVEMENT project aims to understand and update our knowledge on 
how the differences in implementation of processes can affect the perceived effectiveness of the patient 
involvement. 
This brief information session will provide an overview of how we aim to do this and promote a survey which 
will help us understand how patients are involved in HTA at the moment, and how to better involve them in 
the future. This survey will form a knowledge base to identify best practices can support better patient 
engagement in HTA in the future, both in Europe and beyond. >> Learn more and register here 
 
Patient Focused Medicine, PEOF 2022         
https://patientengagement.synapseconnect.org/resources/peof-2022-the-fusion-of-patient-engagement-
patient-experience-data-strengthening-global-focus-and-stakeholder-convergence-slides-and-recording 
 
Making Meaningful Patient Engagement in Translational Research the New Normal – EATRIS-Plus  
https://eatris.eu/about/ 
On 14 April, EATRIS and EPF co-hosted a session at the Patient Engagement Open Forum. The event aimed 
at building on important learnings from initiatives like IMI PARADIGM and PFMD, to explore with patients, 
funders and researchers how to normalise patient engagement (PE) practices in research, in EATRIS and 
beyond. It also aimed to present a new toolkit being developed as part of the EATRIS-Plus project. 
In the framework of EATRIS-Plus (Flagship in Personalised Medicine, a Horizon 2020 project), EATRIS and 
EPF formed a multi-stakeholder taskforce in February 2022 to develop a toolkit on patient engagement in 
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translational research. The taskforce includes members of the project Patient Advisory Committee, patients 
and patient organisation representatives, academic researchers, research managers, as well as university 
patient engagement officers. 
 
Save the date for H2O’s virtual public days in May 
https://health-outcomes-observatory.eu/2022/04/28/may-2022-open-days/ 
On 10 and 11 May, the Health Outcomes Observatory (H2O) project is hosting virtual open days! Join H2O 
for this exciting event focused on Patient Reported Outcomes and their collection at an unprecedented 
scale. Live panels and talks by well-known experts in the field of patient reported outcomes and the 
European healthcare data landscape will cover the why, the how and the who of making this goal a reality.   
 
HealthTech For Care 
https://app.livestorm.co/healthtech-for-patients/healthtech-for-care-invites-you-to-its-
event?type=detailed 
To promote and support access to care for patients, the second edition of HealthTech For Patients is on 
19 May, 1pm to 4pm CET, a digital event accessible for all. This event will give the opportunity to patients to 
express their needs and introduce them to innovations in healthcare in order to improve access to care.  
  
ISPOR Health Science Policy Council: 2022-2023 Top 10 HEOR Trends 
https://www.ispor.org/heor-resources/good-practices/article/ispor-2022-2023-top-10-heor-trends 
ISPOR continues to conduct horizon scanning and monitor the trends that affect healthcare decision 
making around the globe. COVID-19 has permeated and/or impacted virtually every trend in this list - 1. 
Real-World Evidence: Using RWE in Healthcare Decision Making 2. Value Assessment: Informing Value-
Driven Healthcare Decisions 3. Health Equity: Addressing Disparities in Healthcare 4. Healthcare Financing: 
Funding Innovative Health Technologies 5. Patient Engagement: Infusing the “Patient Voice” in Healthcare 
Research 6. Drug and Healthcare Pricing: Improving Price Transparency 7. Public Health: Focusing on Key 
Priorities 8. Health Technology Assessment: Supporting Cross-Country HTA Cooperation 9. Health Data: 
Addressing Infrastructure and Interoperability 10. Artificial Intelligence: Leveraging AI and Advanced 
Analytics 
 
Why video calls are bad for brainstorming - Creative thinking suffers online but it’s not all bad news for 
working from home. Shamini Bundell. Nature Video, 28 April 2022 
https://www.nature.com/articles/d41586-022-01183-
3?utm_source=Nature+Briefing&utm_campaign=5c576362d3-briefing-dy-
20220429&utm_medium=email&utm_term=0_c9dfd39373-5c576362d3-44432605 
Around the world, video meetings have become the new normal – but what impact could this have on our 
work? According to new research one important skill is impacted by the restrictions of video calls: 
brainstorming ideas. But why is this task in particular negatively affected? And could other skills actually 
benefit from virtual communication? Read the full paper here. 
 
Ukraine & COVID-19 
Sanofi moves patients out of Ukraine warzone in 'Herculean effort' to preserve MS trials 
By James Waldron, Apr 29, 2022. Sanofi has moved clinical trial patients out of Ukraine, as European 
pharma companies scramble to maintain their multiple sclerosis studies in the wake of the conflict brought 
on by the Russian invasion. About 11% of Sanofi’s study sites for its MS molecule tolebrutinib are in Ukraine 
and Russia, John Reed, global head of research and development, said 
Paul Hudson, CEO of Sanofi, said it was a “Herculean effort” by everybody involved to make sure patients 
received the attention they need and the trials were kept on track. Sanofi was activating new clinical sites 
and expanding patient enrolment in geographies not impacted by the war. Novartis and Roche also 
revealed in their earnings calls this week that they have taken measures to insulate their MS trials from the 
conflict. For the global study of Novartis’ BTK inhibitor remibrutinib, the percentage of patients located in 
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Russia or Ukraine was in the low to mid-teens; Roche Pharmaceuticals had to open new sites in other 
countries to continue its late-stage trials of Ocrevus and the investigational BTK inhibitor fenebrutinib. 
 
Understanding Vaccine Safety and the Roles of the FDA and the CDC  
HC Meissner. N Engl J Med 2022;386:1638-1645. Free 
One of the ways that COVID-19 vaccines were developed at lightning speed was by allowing human 
studies to begin before all standard animal tests had been concluded. Sophisticated alternatives were 
used to assess the safety of experimental vaccines and the quality of each batch produced. This 
approach could produce better medical products faster and cheaper than standard animal tests — some 
of which are outdated anyway, argues veterinary physician Merel Ritskes-Hoitinga…. 
 
Fredriksson M. (2022). Patient and public involvement in the build-up of COVID-19 testing in Sweden. 
Health Expectations: An International Journal of Public Participation in Health Care and Health Policy, 25(2), 
541-548. https://doi.org/10.1111/hex.13463 

 
Publications 

 
Medicine characteristics affecting the time to guidance publication by National Institute for Health and 
Care Excellence in the single technology appraisal process  
Takada S, Narukawa M. 2022. International Journal of Technology Assessment in Health Care, 38(1), E11. 
doi:10.1017/S0266462321001677. 
In England, the time gap between marketing authorization (MA) and guidance publication by National 
Institute for Health and Care Excellence (NICE) can limit patients’ access to new medicines. We identified 
116 single technology appraisals from 2016 to 2020 using publicly available data, and extracted information 
on the year of appraisal completion, application type, experiences of similar appraisals, orphan medicinal 
products (OMPs), cancer medicines, and accelerated assessment. OMPs were associated with a long period 
between MA and guidance publication. OMPs and cancer medicines were associated with slow guidance 
publication after the final scope (FS) development. There was no association between OMPs and the period 
between validation of MA application and FS development. Non-double-blinded randomized clinical trials 
and the use of comparators not specified in the FS were associated with slow guidance publication after the 
FS development. These findings indicate the necessity to shorten the appraisal process for OMPs. 
 
Themed section of Value in Health on the international development of a new health-related quality of 
life instrument, the EQ-HWB (EQ Health and Wellbeing) instrument 
The “Extending the QALY” project, which has inspired this extensive body of work, began as a UK initiative 
driven by the need for an outcome measure for use in social and community care. 
Items not widely seen in other generic preference-based measures (GPBMs), such as exhaustion, loneliness, 
concentration, and control, capture important aspects of wellbeing in significant patient and community 
populations and would risk being undervalued using existing instruments. The aim of the “Extending the 
QALY” project was to develop a new broader generic measure of health and wellbeing for use in economic 
evaluation across health, social care, and public health. The 6 open access articles published are from the 
first stage of research and were conducted in Argentina, Australia, China, Germany, United Kingdom, and 
the United States: 
Expanding the Scope of Value for Economic Evaluation: The EQ-HWB 
Richard Norman, Jan Abel Olsen 2022;p480-481.  
The EQ-HWB: Overview of the Development of a Measure of Health and Wellbeing and Key Results 
John Brazier, Tessa Peasgood, Clara Mukuria, et al; p482-491.  
Qualitative Review on Domains of Quality of Life Important for Patients, Social Care Users, and Informal 
Carers to Inform the Development of the EQ-HWB 
Clara Mukuria, Janice Connell, Jill Carlton, et al; p492-511.  

http://t.n.nejm.org/r/?id=h38c2264a,65fcba4,33c8602&cid=NEJM%20eToc,%20April%2028,%202022%20DM983469_NEJM_Non_Subscriber&bid=952247882&p1=U2FsdGVkX1%2Fb%2FSI4PHZKbZKjjW2L0%2BFVrb8Rb7NXXzJURFrKNUDU%2BjA51y4kZc0GkBOelwhYjINibhsBmQxYChNQ7BQISsNzHqyKihc1dqLuqKRLPVjWgQWGmbos6vc4wwGrEYV%2FCcT%2FLtHiyM%2B2on0jVPThY45pcMh5EKhxxAf980h1Fsk4RuBXDKT%2FH5I0rbEXDlNLer%2F0ik0d3e5hcA%3D%3D
https://nature.us17.list-manage.com/track/click?u=2c6057c528fdc6f73fa196d9d&id=f7b7e65280&e=e4b88ab2ce
https://ceppp.us19.list-manage.com/track/click?u=fe6724e4a3bbbac315fa15dd6&id=8b64de67b2&e=8585bc97b9
https://www.valueinhealthjournal.com/article/S1098-3015(22)00084-5/fulltext
https://www.valueinhealthjournal.com/article/S1098-3015(22)00083-3/fulltext
https://www.valueinhealthjournal.com/article/S1098-3015(21)03227-7/fulltext
https://www.valueinhealthjournal.com/article/S1098-3015(21)03227-7/fulltext


A total of 42 reviews and 24 primary studies were selected for inclusion in the review. Extraction and 
synthesis resulted in 7 high-level themes (with subthemes): (1) feelings and emotions (sadness, anxiety, 
hope, frustration, safety, guilt/shame); (2) cognition (concentration, memory, confusion, thinking clearly); 
(3) self-identity (dignity/respect, self-esteem); (4) “coping, autonomy, and control” relationships; (5) social 
connections (loneliness, social engagement, stigma, support, friendship, belonging, burden); (6) physical 
sensations (pain, discomfort, sleep, fatigue); and (7) activity (self-care, meaningful activities, mobility, 
communication, hearing, vision). Apart from physical sensations, most of the other themes and subthemes 
were relevant across both health and social care, including for informal carers. The themes and subthemes 
informed the domains for the EQ-HWB. 
Generation, Selection, and Face Validation of Items for a New Generic Measure of Quality of Life: The EQ-
HWB. Jill Carlton, Tessa Peasgood, Clara Mukuria, et al; p512-524.  
Developing a New Generic Health and Wellbeing Measure: Psychometric Survey Results for the EQ-HWB 
Tessa Peasgood, Clara Mukuria, John Brazier, et al; p525-533.  
A Comparison of a Preliminary Version of the EQ-HWB Short and the 5-Level Version EQ-5D 
Andrea L. Monteiro, Maja Kuharic, A. Simon Pickard; p534-543. Open Access. The EQ-HWB-S performed 
similarly or better than the EQ-5D-5L among patient groups and is better able to differentiate among 
caregivers and respondents closer to full health 
The Development of a New International Generic Measure (EQ-HWB): Face Validity and Psychometric 
Stages in Argentina. Federico Augustovski, Fernando Argento, Rocío B. Rodríguez, Luz Gibbons, Clara 
Mukuria, María Belizán; p544-557. Open Access 
 
A Review of Patient-Reported Outcome Labeling of FDA-Approved New Drugs (2016-2020):  
Counts, Categories, and Comprehensibility. Ari Gnanasakthy, Lindsey Norcross, Carla (DeMuro) Romano, 
Robyn Carson. VALUE HEALTH. 2022; 25(4):647–655. New drug approvals (NDAs) for 2006 to 2015 showed 
that approximately 20% of new drugs had labeling (from review of drug approval package and product 
labels) based on patient-reported outcomes (PROs). Approvals were grouped by disease category as per 
International Classification of Diseases 10th Revision. Data were summarized for diseases that traditionally 
rely on PROs for evaluating treatment benefit (PRO dependent) and for diseases that traditionally do not 
rely on PROs (non-PRO dependent). Results were compared with NDAs from 2006 to 2010. Of 228 
approvals from 2016 to 2020, 26.3% of which had labeling statements based on PRO endpoints. From 2006 
to 2015 and from 2016 to 2020, PRO labeling statements were included in 46.5% (46 of 99) and 50.0% (47 of 
94), respectively, of NDAs for PRO-dependent new molecular entities and in 6.0% (12 of 199) and 9.7% (13 
of 199), respectively, of NDAs for non–PRO-dependent new molecular entities. Comprehensibility of 
labeling statements based on PRO endpoints was complex in 56.7% of product labels. 
 
Society of Nuclear Medicine and Molecular Imaging. (2022). FDA Guidance on Patient Engagement in 
Medical Device Clinical Studies. Journal of Nuclear Medicine, 63(3), 13N-13N. 

Need for Further Research into the Experience of Younger Patients Undergoing Total Hip Arthroplasty. 
Mew L, Heaslip V, Immins T, Wainwright TW (2022). A Patient and Public Involvement Study to Explore the 
Journal of Patient Experience, 9, 23743735221083170. https://doi.org/10.1177/23743735221083166 

Challenges in optimising patient participation in research : Do patients participating in meetings represent 
the actual patient population with Behçet’s syndrome? Taflan, S. S., Esatoglu, S. N., Ozguler, Y., Yurttas, B., 
Melikoglu, M., & Hatemi, G. (2022). Annals of the Rheumatic Diseases, 81(3), 448-450. 
https://doi.org/10.1136/annrheumdis-2021-221654 

A systematic literature review of revealed preferences of decision-makers for recommendations of cancer 
drugs in health technology assessment. Yitong Wang, Tingting Qiu, Mateusz Nikodem, Clément Francois, 
Mondher Toumi. International Journal of Technology Assessment in Health Care 
doi: 10.1017/S0266462322000216 
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European collaboration on health technology assessment: looking backward and forward. Alric Ruether, 
Iñaki Imaz-Iglesia, Chantal Bélorgey, Alessandra Lo Scalzo, Zoe Garrett, Marcus Guardian. International 
Journal of Technology Assessment in Health Care doi: 10.1017/S026646232200006X 

Postlaunch evidence generation practices among health technology assessment bodies in Europe. Janet 
Puñal-Riobóo, Leonor Varela-Lema, Chantal Guilhaume, Margaret Galbraith, Chantal Bélorgey, Maria José 
Faraldo, Amélie Meillassoux International Journal of Technology Assessment in Health Care doi: 
10.1017/S0266462322000174 

Time to advance the educational model of clinical communication in medicine. Pål Gulbrandsen, Jennifer 
Gerwing, Anne Marie Landmark. Patient Education and Counseling, 2022, ISSN 0738-3991, 
https://doi.org/10.1016/j.pec.2022.04.011. Not open access. 
(https://www.sciencedirect.com/science/article/pii/S0738399122001835) 

Is Value Portable? An Examination of Contextual and Practical Considerations that Affect the Transferability 
of Value Assessments between Settings. Patricia G Synnott, Pei-Jung Lin, Stacey S Hickson, Christoph 
Glaetzer, Daniel A Ollendorf. International Journal of Technology Assessment in Health Care 
doi: 10.1017/S026646232200023X 

Health technology assessment processes: a North-South comparison of the evaluation and 
recommendation of health technologies in Canada and Chile. Mansilla C, Kuhn-Barrientos L, Celedón N, de 
Feria R, Abelson J. International Journal of Health Governance; 26 April 2022. 

Selecting rapid review methods for complex questions related to health policy and system issues. Wilson 
MG, Oliver S, Melendez-Torres GJ, Lavis JN, Waddell K, Dickson K. Systematic Reviews. 2021; 10: 286. 
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