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The Case for Patient Involvement



Health systems perform better with a patient voice

The evidence is clear 
[when patients are 
involved] decisions are 
better, health and 
health outcomes 
improve, and resources 
are allocated  more 
efficiently

“



Involving patients in decision-making, makes sense

It helps safety

Patient involvement has been found to improve safety 
outcomes, prevent incidents of harm, and reduce 

mortality as a result of adverse events of medication 
and treatment

It’s cost-effective

“PAGs saved millions of dollars.” Increased patient 
involvement reduces costs for both healthcare 
providers and for pharmaceutical and biotech 

companies

Patient-centredness is good 
practice

Experiences and needs of patients leads to care that is 
more relevant to patients

It can help medicine approvals

Patient involvement has been linked to shorter trial 
times and faster FDA and EMA approval



..and has well-recognised positive effects

A EFP report found that 
almost half of patient 

groups surveyed believed 
they are always or most of 

the time successful in 
having a positive impact 

on shaping policy.

“



How can patient advocacy groups shape 

the conversation most effectively? 



This is The Networked Age. Influence has replaced authority 
as your most important asset. To earn it, you have to 

understand what moves people to listen, to share 
and to act. MHP applies the science of influence 

to communications challenges.

T H I S  I S  T H E  

N E T W O R K E D  A G E







Where can the voice of the patient shape 

the conversation?



3 key areas where the patient voice makes a positive 
difference

In drug and treatment 
development 

In local, national and 
European political 
structures 

In commissioning 
health services and 
everyday practice 

There has been a shift from disease-centred to patient-centred approaches which has opened up 
more opportunities for patient involvement:



In drug and treatment development

Safety monitoring and regulatory processes 
• Patient input into Health Technology Assessment (HTA) to  evaluate cost effectiveness of 

new drugs
• Safety and quality committees
• Monitoring and reporting side effects (pharmacovigilance)

Research and development
• Participation in research 
• Review of research, ethical review of trials
• Clinical trial results summaries

Initial planning and drug discovery
• Demonstrating unmet needs, disease understanding
• Protocol and trial design
• Patient members of Steering Committees, Scientific Advisory Boards and Patient Advisory 

Boards

66% of pharmaceutical and biotech 
companies are investing in patient-

centric initiatives in drug development 
(DIA, 2017) 



In developing services

The patient voice is important in 
how services are delivered so that 

the systems are responsive to 
patient needs

Service specification and delivery
• Patient-provided advice to those developing services, management 

boards, advisory boards
• Patient involvement in training healthcare providers, 
• Input into the development of care or quality standards



Involvement at EU level
Shaping policy for patients
• There are many opportunities to make 

the patient voice heard at above-country 
level

EUROPEAN MEDICINES AGENCY
• Patients’ and Consumer Working 

Party (PCWP)
• Patient members of the 

Management Board and Scientific 
Committees

FDA & EMA PATIENT 
ENGAGEMENT CLUSTER

EUPATI Provide a toolbox 
and training program for 
patient advocates 



Framework within countries

Where patient involvement 
enshrined in legal duties for 
public bodies and professional 
standards for health 
professionals

Patients’ Councils which 
provide a formal platform for 
shared decision making:

Patient Charters and Bills of 
Rights which formalise patient 
involvement in the 
development, implementation 
and monitoring of health care 
as a right, rather than privilege:



Examples of good practice
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• Rated ‘good’ by the Euro Health Consumer Index 

• The National Health Service Act 2006 introduced a 
legal duty for NHS bodies to involve patients in 
planning and decision making

• The Health and Social Care Act 2012 including a 
requirement for patient participation through the 
health cycle 

• ‘Local Involvement Networks’ are opportunities for a 
patient voice in commissioning of health services at a 
local authority level
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• Rated ‘good’ by the Euro Health Consumer Index

• Patients’ Councils provide a platform for shared 
decision making

• The Netherlands has legislation that standardises the 
rights and responsibilities of patients and 
professionals – including the right to make informed 
decisions based on partnerships between patients and 
clinicians
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• Rated ‘good’ by the Euro Health Consumer 
Index

• More than 11,500 registered health NGOs in 
Poland

• The Law on Patient Rights 2009 gathered all 
dispersed patient rights in one well-defined 
legal act and established a Patient Rights 
Ombudsman

• Agency for Health Technology Assessment 
(AOTM)
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• Rated ‘good’ by the Euro Health Consumer Index 

• Patients’ Charter 2000 

• Slovak health reform in 2004 incorporated 14 
further patient rights from the European Charter. 

• The Health Care Surveillance Agency (HCSA) is an 
advocate of patient rights



24

INSPIRING US TO CHANGE THE WAY WE THINK AND ACT


