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Aims of session:  

This session will explore who makes decisions about 
the healthcare we receive and the role of patients 
in priority setting and decision-making regarding 
access to treatments through processes such as 
health technology assessment (HTA).  

 

It will explore the status of HTA around the world, 
the role of patient based evidence and patient 
involvement in HTA and patient-centred principles 
for HTA. 
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Session Outline 
 

13.30 Welcome and introduction to the session - Kin-Ping Tsang 

13.35 Who makes decisions about healthcare and the process of  

  health technology assessment – Karen Facey 

13.45 Patient based evidence – Sophie Staniszweska 

13.55 Q&A – patient perspectives 

14.05 Group work 

14.45 Feedback from group work and conclusions 

15.00 End of session 
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Around the world, countries are striving to achieve universal health 

coverage.  This means that all people are able to access and use the 

health services they need without suffering financial hardship.  A major 

challenge is to ensure equity, quality of care and efficiency.   

 

In pursuit of achieving such coverage and ensuring provision of 

affordable services and best use of resources, one of the tools countries 

are using is health technology assessment.   

 

At the international level with WHO and the national level with Ministries 

of Health, we need to consider the role of patients and patients’ 

organizations in all aspects of these processes from advocating for  

patient involvement to defining and providing patient evidence for 

decision-making.   
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For patient-centred healthcare: 

It is important that decisions that affect peoples lives take into account the needs of 

those that will be affected. 

 

Therefore, patient and public input can, and should, help determine whether treatments, 

including new treatments, are available.  

 

When can patients be involved? 

Involvement should be at all stages of decision-making process.  In the case of HTA: 

- Deciding what to assess 

- Scoping 

- Development 

- Consultation 

- Communication  

- Implementation   



Available in English, Spanish, Italian, Polish, Mandarin, Greek 

www.htai.org/index.php?id=545 



 

 
HTAi consumer and patient glossary 

A beginner’s guide to words used in  

health technology assessment 
 

Compiled by Ann Single and Biotext Pty Ltd  

with contributions from Eleanor Ahern,  

Tony Culyer, Helena Dahlgren, Karen Facey,  

Karen MacPherson, Margaret Reid,  

Karen Ritchie, Tania Stafinski, Durhane Wong Rieger 

 

Version: 1 

October 2009 
 

 
www.htai.org/fileadmin/HTAi_Files/ISG/PatientInvolvement/Glossary/ 

HTAiPatientAndConsumerGlossaryOctober2009_01.pdf 



Understanding  

Health Technology Assessment (HTA) 

HTAi introduction to HTA webinar 

www.htai.org/webinars/pcisg-intro-hta/ 

 

Lilly eMEET online training 

www.meetforpatients.com  
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Patient “Evidence” for HTA 
 

• HTAi Patient Submission template for HTA of 

medicines  

• Issued in May 2014 for use by patient groups 

– Impact of Condition 

– Experience with current treatments 

– Experiences and expectations with new treatment 

– Key issues 

 

• HTAi Patient Submission template for HTA of 

other health technologies to be consulted upon in  

May 2014  

 

 

 



 

DRAFT Values for  

patient involvement in HTA 
Unique Knowledge/Improving Quality 

Patients are rightfully involved in the HTA process as they have unique 
knowledge, perspectives and experiences that are essential  to inform the 
whole process of HTA and make it more relevant and to improve the quality of 
decisions . that affect them.  

  

Fairness   

Patients are considered equal to other stakeholders in the HTA process, with 
the same rights to contribute, have their views considered and be treated with 
the same respect . 

  

Equity 

Patient involvement in HTA promotes equity by ensuring that fair processes 
are used to understand the diverse needs of patients each with a particular 
medical condition or health issue, balanced against the requirements of a 
health system that seeks to distribute resources fairly among all users. 

  

Legitimacy 

Patient involvement allows those most affected by the HTA recommendations 
or decision to provide input; contributing to the transparency, accountability 
and credibility of the decision-making process. 
 



DRAFT Standards 

 Overarching issues 
 

• HTA organizations have a patient involvement strategy that outlines 
the processes and responsibilities for those working in HTA and 
serving on HTA committees to effectively involve patients. 

 

• HTA organizations designate appropriate resources to ensure 
effective patient involvement in HTA. 

 

• HTA participants (including contributors, researchers, staff and HTA 
reviewers and committee members) receive training and support to 
ensure appropriate involvement of patients and consideration of 
patients’ perspectives throughout the HTA process. 

 

• Patients and patient organisations are given the opportunity to 
participate in formal and informal training to empower them so that 
they can best contribute to HTA. 

  



DRAFT Standards 

 HTA process 
 

• Communication strategies are  used before the start of each HTA and 

during the HTA process to effectively reach, inform and enable a wide 

range of patients to participate fully.   

• Clear timelines are established for each HTA with advance notice of 

deadlines whenever possible, to ensure that appropriate input from a 

range of patients can be obtained. 

• For each HTA, HTA organizations identify a staff member whose role is to 

support patients to contribute effectively to HTA.  

• In each HTA, patients’ perspectives and experiences are documented 

and the contributions they made to the conclusions and decisions are 

reported. 

• Feedback is given, on request, to patient organisations, to help them 

understand what information was helpful and to improve the quality 

of  their future involvement. 

• Patient involvement processes in HTA are regularly reviewed, taking 

account of the experiences of all those involved, with the intent to 

continuously improve them. 

  
 
 



Access to health care: The 

importance of patient-based 

evidence in decisions 

 

Dr Sophie Staniszewska 

Royal College of Nursing Research Institute 

Warwick Medical School 

University of Warwick 



Evidence  

• HTA normally draws on clinical and 

economic evidence, with some PBE  

• Usually from RCT’s and other forms of 

quantitative evidence with some qualitative 

• Patient-based evidence (PBE) can sit 

alongside clinical and economic forms of 

evidence (Staniszewska et al 2014, Staniszewska et al 2010) 

 



Nature of evidence  

Patient evidence 

Clinical  evidence 

High quality 
patient care 

(Relevant, 
effective, 

acceptable, 
appropriate) 

Economic 
evidence 



Patient-based evidence:  

Key characteristics  
• Qualitative – descriptions, narrative “how did 

you feel about that”  

• Quantitative – measurement “to what extent, 
did you…(on a 1-7 point scale)” 

• Published in peer-reviewed journals or grey 
literature eg. reports from patient orgs 

• Other sources internationally? 

• How can you access papers? 

• Who has shaped the knowledge?   



An international trend towards 

synthesis 

• Peer-reviewed evidence composed of 

single studies with a key question/s 

• Trend towards synthesis or bringing 

together evidence together 

• Systematic reviews/meta-synthesis  

• Patient involvement in research to ensure 

the focus and methods relevant, 

acceptable, appropriate and effective  

 



Qualitative evidence  

• Interviews, focus groups, observations  

• Experiences of health services  

• Experiences of health condition eg. what 

it’s like to have a condition 

• Evaluation or assessments of services eg. 

satisfaction studies  

• One example of a synthesis is WaPEF 

scoping study 



Warwick Patient Experiences 

Framework  

• Synthesis of 180 studies in cancer, 

cardiac, diabetes 

• Themes and sub-themes drawn out 

• Developed key themes eg. relationships 

and continuity of care 

• Strong relationship between theme and 

underpinning evidence  

• Architecture for NICE PE Guidance & QS 



Quantitative evidence  

• Questionnaires/surveys:  

• Patient experiences/satisfaction  

• Patient-reported outcomes/quality of life 

• Questionnaires vary in validity and 

reliability 

• Some questionnaires are carefully 

constructed and perform well, while others 

are very poor and provide limited data  



Sources  

• Publication in peer-reviewed journals 

• Organisational reports with lay versions 

• On-line databases – journals, reports 

Phd’s 

• Books and reports eg. patient 

organisations 

• On-line sources eg. PRIME/ 

Healthtalkonline 

 

 



Development of NICE PE 

Guidance & Quality Standard 

• Informed by:  

• WAPEF – Evidence review of patient 

experiences literature 

• Other systematic reviews and evidence 

• Recommendations in previously published 

NICE guidelines 

• National survey data  

• Synthesised through consensus process 

 



NICE Guidance: Key areas  

• Focus on: Behaviour, attitude, culture 

• Knowing the patient as an individual 

• Essential requirements of care  

• Tailoring healthcare services for each 

patient   

• Continuity of care and relationships 

• Enabling patients to actively participate in 

their care  



Global challenges 

• How does your country think about evidence from 
the patient perspective? 

• Consider the concept and role of PBE, or 
equivalent, in your country setting 

• How do your HTA organisation receive evidence 
when making a decision? 

• What are your resources for locating, appraising 
and producing evidence? 

• Can you identify additional resources? 

• Can you involve patients in the creation of your 
evidence? 

 

 



A summary  

• Patient-based evidence is one of three pillars of 

evidence in HTA 

• Conceptually and methodologically less well 

developed internationally  

• Patients must be involved in shaping evidence 

• The unique contribution of PBE: answers questions of 

appropriateness, effectiveness, acceptability and 

relevance from the patient perspective 

• PBE reflects the reality and complexity of health care  
 

 



Contact details  

• sophie.staniszewska@warwick.ac.uk 

• Royal College of Nursing Research 

Institute 

• Division of Health Sciences 

• Warwick Medical School 

• University of Warwick  

 

 



Q&A – patient perspectives 

 

• How is this working in practice? 

 

• What are the challenges? 

 

• What is global engagement of patients in HTA?  
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Reflections and conclusions 
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Contact Us 
 

Please visit our website to find out more: 
 

www.patientsorganizations.org 
 

Tel: +44 20 7250 8280 

Fax: +44 20 7250 8285 

Email: info@patientsorganizations.org 

 
www.facebook.com/internationalallianceofpatientsorganizations 
 
@IAPOtweets   #GPC2014 




