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Improving the Quality of Clinical Studies through Patient Involvement
• It is vital that researchers design and run clinical trials with the end goal of developing treatments that work for real patients. When 

patients are involved during the design stage, researchers can gather critical insights most relevant to the patient populations they are 
trying to serve

The Patient Perspective is Crucial to Improving the Quality of HTA Decision Making
• Health Technology Assessment (HTA) is a multidisciplinary process used globally, including in Canada, select European countries, 

Japan and Australia, to determine the value of health technology (e.g., drug, device or other health intervention) with the intention to 
optimize healthcare costs and outcomes

• HTA bodies compare newly approved treatments to those already available, in terms of cost effectiveness and clinical benefit, to
make recommendations on whether the new treatment should be paid for or reimbursed

• Patient input at this stage is important to identifying priority review topics including the impacts of disease and/or treatments 
currently available, that may not have been considered

The Challenge: Elevating the Patient Voice
• HTA bodies, and how they incorporate the patient perspective, vary greatly

• Not all HTA bodies include the patient voice in their decision making
• Traditionally, individuals who participate in research are wealthy, white and well educated, which does not accurately 

represent the communities that researchers are trying to serve
• Individuals of differing race, gender, age, ability and socioeconomic status do not have the same experience living with a 

disease; therefore, researchers should not assume any treatment is one-size-fits-all
• Investments need to be made to ensure diverse communities are engaged during the development and approval process, to 

improve quality of life for all patients living with disease

The Future of Patient Involvement Requires us to Proactively Raise Our Voice
• The best way to improve outcomes moving forward is for diverse groups to engage directly with healthcare organizations and with 

advocacy organizations that can help unify and amplify their voices. Consider the following nonprofit patient advocacy groups:
• National Patient Advocate Foundation
• The Institute for Healthcare Improvement
• The Empowered Patient Coalition

• Patients and advocates must be proactive in sharing feedback – your voice matters, so don’t wait to share 
• Attending committee meetings, filling out surveys and engaging policymakers are all ways patients can play a role in building

a more patient-centered industry

Designing with the Patient in Mind: Amplifying the Patient Voice in Medicines Development and Approval

Insights from the patient community are valuable in designing and developing 
treatments that positively impact the people who need them most. By including 
patients in each cycle of medicines development, from early research and clinical 
studies to approval and use of medicines, we can infuse real patient experience to 
improve health outcomes. In this panel discussion, we examined the areas of early 
research, clinical development, health technology assessment and regulatory work 
from the perspectives of patients and advocates.
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https://s3.us-east-1.amazonaws.com/grytportal/conference/advexch/turn5ywc/hta-infographic_the-advocacy-exchange_final.pdf
https://deep-dive.pharmaphorum.com/magazine/market-access-2021/patient-voice-drug-approvals-lipodystrophy/
https://deep-dive.pharmaphorum.com/magazine/patient-engagement/shaping-the-patient-centric-evolution-of-hta-in-europe-pharmerit/
https://www.statnews.com/2019/01/17/diversity-clinical-trials-good-science-better-medicine/#:%7E:text=Besides%20interfering%20with%20the%20goals%20of%20science%20and,may%20lead%20to%20faster%20and%20less-expensive%20clinical%20trials.
https://www.npaf.org/
http://www.ihi.org/about/pages/howtogetinvolved.aspx
https://www.empoweredpatientcoalition.org/
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