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EXECUTIVE 
SUMMARY
Patient empowerment is widely considered a 

key component of an effective Health-care 

system. Empowerment, by effective 

communication, information and education 

and thanks to innovative ICT solutions, 

enables patients to be more active players in 

their own health, improving the quality of 

patient/physician relationship and, as a 

consequence, helping the physician to be 

more effective as well. However, a patient 

cannot be properly empowered unless he 

wants to. He has to be an active part of the 

empowerment process. Hence, we can say 

that empowerment requires the patient to 

have the right attitude, which, often and for 

various reasons, it is not the case. 

Proactive initiatives need to be undertaken to 

develop the correct attitude towards patient 

empowerment. This document provides an 

overview of key concepts in relation to 

patient empowerment and illustrates the 

approach of two EU-funded  projects 

tackling empowerment from different 

perspectives. PALANTE project (http://

www.palante-project.eu) has worked 

extensively on empowerment and many 

different way of fostering empowerment in 

different kind of patients. PEGASO Fit 4 

Future project (www.pegasof4f.eu), on the 

other side, is working on the development of 

a Change Behaviour Platform, a system, 

which may be an effective complement of 

any empowerment effort. 

http://www.palante-project.eu
http://www.pegasof4f.eu
http://www.palante-project.eu
http://www.pegasof4f.eu
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1. INTRODUCTION
Starting from the experience and the results from two EU-funded 

projects Ð PALANTE and PEGASO Fit 4 Future - this paper 

provides an overview of key concepts with regards to patient 

empowerment. 

Patient empowerment enables patients to take an active role in 

their own healthcare provision, which allows them to stay easily 

informed and Ôself-manageÕ their own health services. In the 

context of an ageing population and increasing number of chronic 

patients, patient empowerment is a key tool to reduce healthcare 

costs and improve quality and efÞciency of the health delivery 

process. 

With this objective, PALANTE has sought (through a number of specific 

field trials in different countries) to empower patients so they are able to 

make informed decisions about their health, take an active role in their 

care and collaborate effectively with   their   healthcare   team   through   

the  use   of information and communication technologies. The project is 

now in its completion phase and the results are illustrated in this paper, 

however one of the key finding has been also that ÒempowermentÓ 

requires the right attitude and needs to be developed. 

PEGASO Fit 4 Future is a project that addresses prevention and 

is oriented to the younger population. Objective of PEGASO is to 

develop the right attitude towards healthy lifestyles by fostering 

and supporting motivation for behaviour change. 



It is the opinion of the author that the work of the two projects is 

complementary and while patient empowerment today mostly 

focuses on individuals in need of care and it is particularly relevant 

for chronic patients (which is the focus of PALANTE), an early 

education in understanding ÒhealthÓ in wide sense and the 

development of awareness towards healthy behaviours (which is 

the focus of PEGASO) is fundamental in developing the ÒfutureÓ 

empowered patient.

The document is organised in three main sections covering 

respectively: 

¥ the concept of patient empowerment, illustrating the 

principles of successful patients empowerment and the main 

approaches; 

¥ an overview of the PALANTE project and its main Þndings 

from the ; and  

¥ an overview of the project PEGASO Fit 4 Future, illustrating 

how awareness about health and motivation can be 

developed through an approach oriented to behaviour 

change. 



Chronic 
diseases are 

now the biggest 
cause of death 
and disability 

worldwide

Any care process is built around a relationship between patient 

and doctor. Any doctor has a better chance of achieving 

maximum result by engaging in a productive relationship with a 

collaborative patient. The doctor has to be good at his job, of 

course, but the patient as well, needs to have the right attitude, 

knowledge and tools to provide his carers with appropriate 

information, feedback and event hints. PatientÕs empowerment 

aims at creating the best possible conditions for that to happen. 

The concept of patient empowerment is not new, it dates back to 

the 1960Õs when Òsocial action and self-help ideologies have 

placed an emphasis on the rights and abilities of individuals and 

communities rather than deÞcits or needsÓ1. 

Over the decades the issue has attracted growing interest and, 

now, patient empowerment is considered a potential tool to 

reduce healthcare costs and improve efÞciency of the health 

systems, reinforcing healthcare quality. Patient empowerment has 

become an element of high priority in the EU health strategy, 

supported by national and regional health authorities. 

ÒChronic diseases are now the biggest cause of death and 

disability worldwide Ð including cardiovascular diseases (CVD), 

cancer, diabetes, obesity, and chronic respiratory diseases Ð 

account for an estimated 86% of deaths and 77% of the disease 

burden in the European Region, as measured by disability-

adjusted life years (WHO 2009). This development has brought 

about a fundamental shift in health systems and healthcare, and 

as a consequence, in the roles and responsibilities of patients.

2. PATIENT ! !         
EMPOWERMENT

1 Realising the potential for patient empowerment for tackling chronic disease, BUPA



In line with this health transition the focus on patient 

responsibilities and their role in managing their health has grown 

substantially and is an increasing focus of health policy. With this, 

has come a shift towards care and treatment moving out of the 

hospitals and into the community and the home, leaving patients 

and family with a greater responsibility for their own health.Ó2

2 Patient Empowerment Ð Living with Chronic Disease, The European Network on Patient 
Empowerment (www.enope.eu)

Even if the concept of patientÕs empowerment is widely known, it 

is difÞcult to Þnd a commonly agreed deÞnition of empowerment 

both in literature and among practitioners. A common element to 

many existing deÞnitions of Patient Empowerment is that it is 

considered a means of improving health care effectiveness, 

increasing the efÞcacy of chronic conditions treatment as well as 

transforming the relationship between healthcare providers and 

patients.  

During the early phase of the research conducted within the 

framework of the PALANTE project (EU funded project, ICT PSP 

5th call 2011, grant n¡ 297260), after a thorough literature review, 

the following deÞnition has been adopted. 

[Empowerment] is the situation where an individual is an active 

member of his/her own disease management team. Patient 

empowerment integrates multiple concepts that allow a patient to 

effectively self-manage his/her disease. In a context of aging 

population and increasing number of chronic patients, it is 

considered a key tool to reduce healthcare costs and to improve 

quality and efÞciency of the health delivery process. ICT 

applications already help to empower patients (É)Ó. 

Improving 
health care 
effectiveness

http://www.enope.eu
http://www.enope.eu


3  http://maccollcenter.org/ !
4 Wagner EH, Davis C, Schaefer J, Von Kor" M, Austin B. A survey of leading chronic disease management 
programs: Are they consistent with the literature? Managed Care Quarterly, 1999. 7(3):56Ð66!

Bearing in mind the deÞnition of empowerment given above, it 

appears clearly that empowerment involve several subjects and 

require actions at different levels in the Healthcare systems. Back 

in 1999, Edward Wagner, working with his team at the Mac Coll 

Institute for healthcare Innovation3, developed the Chronic Care 

Model (CCM)4 with the goal of designing a framework where all 

subject involved in the care of chronic patients were considered 

and areas of improvement could be easily identiÞed.

The CCM provides a structure for organisation/practice change 

and encompasses six elements, or areas, for improvement. 

¥! Health Care Organisation 

¥! Community Resources 

¥! Self-Management Support 

¥! Delivery System Design 

¥! Decision Support 

¥! Clinical Information Systems

Figure 1: The Chronic Care Model

Innovative  
Care for 
Chronic 

Conditions

http://maccollcenter.org/
http://maccollcenter.org/
http://www.improvingchroniccare.org/index.php?p=Health_System&s=20%22%20%5Ct%20%22_blank
http://www.improvingchroniccare.org/index.php?p=The_Community&s=19%22%20%5Ct%20%22_blank
http://ww
http://www.improvingchroniccare.org/index.php?p=Delivery_System_Design&s=21%22%20%5Ct%20%22_blank
http://ww
http://www.improvingchroniccare.org/index.php?p=Clinical_Information_Systems&s=25%22%20%5Ct%20%22_blank
http://www.improvingchroniccare.org/index.php?p=Health_System&s=20%22%20%5Ct%20%22_blank
http://www.improvingchroniccare.org/index.php?p=The_Community&s=19%22%20%5Ct%20%22_blank
http://ww
http://www.improvingchroniccare.org/index.php?p=Delivery_System_Design&s=21%22%20%5Ct%20%22_blank
http://ww
http://www.improvingchroniccare.org/index.php?p=Clinical_Information_Systems&s=25%22%20%5Ct%20%22_blank


A few years later, the WHO has expanded the CCM framework, 

designing a model Ð shown in the picture below - called 

Innovative Care for Chronic Conditions (ICCC). The new 

Òframework, recognizes a broader policy environment that 

envelops patients and their families, health care organizations, 

and communitiesÓ5 . 

Going deep into these models is out of the scope of this paper. 

What is relevant is that they both point out clearly how properly 

addressing the care of chronic people, requires a joint effort of 

different people in different contexts and organizations. 

Orchestration of these efforts is impossible to achieve unless all 

players are committed and properly empowered. 

The patient is, by deÞnition, at the centre of caring process and, 

in the next paragraphs, we will take a better look at patientÕs 

empowerment, trying to highlight key success factors by having 

the patient as our focus point. 

Figure 2: Innovative Care for Chronic Conditions

5 Innovative Care for Chronic Conditions, World Health Organisation (WHO), 2002

Better 
Outcomes  
for Chronic 
Conditions



2.1 PRINCIPLES OF 
SUCCESSFUL 
PATIENT 
EMPOWERMENT
We can identify a few distinctive elements, which can be 

considered the pre-condition for good empowerment6. 

These Þve points maybe be considered as foundation stones. Any 

empowerment approach, to be effective, has to deal with them 

and, of course, there are many different ways for doing that. 

#Engagement 
#Collaboration 
#Commitment      

#Knowledge

6 Realising the potential for patient empowerment for tackling chronic disease, BUPA

¥ Engagement : the patient actively participates in accessing 

appropriate care, attending and preparing for appointments 

and using additional resources to maintain a high level of 

continued involvement in their care. 

¥ Knowledge : the patient understands his or her condition, is 

aware of treatment options but also has a basic 

understanding of their health care system including beneÞts, 

available resources and health care consumer rights.  

¥ Collaboration : there is a perceived partnership in care and 

the patient seeks to participate in shared decision-making 

about their care. He or she pract ices assert ive 

communication and active listening and has a reasonable 

level of trust in their health care provider and the system.  

¥ Commitment : patients is committed to goals/expectations of 

his own treatment approach. 

¥ Tolerance of Uncertainty : patientsÕ ability to balance the 

probabilities and risks of treatment paths for instance through 

shared decision-making processes. 



2.2 APPROACHES TO 
EMPOWERMENT
The old models of care, where physicians tell patients what to do 

and try to motivate them to change, are no longer adequate 

because patients must be active and informed participants in the 

health care processes.  

There are several ways to put the patient at the heart of the 

process with an active role. The following paragraphs shortly 

describe the most common. 

2.2.1 EDUCATION
It's difÞcult for patients to do what they don't understand, so the 

Þrst step to improve patients to take on a more active role in their 

health care is to educate them. Start by communicating to 

patients that education is perhaps as important to their health as 

getting their prescriptions Þlled. They need to know all they can 

about their disease.

Four of the most important lessons patients with chronic diseases 

need to understand are the following7: 

¥ Their illness is serious : there are still patients out there who 

believe they have the Ònot-so-serious kind of diabetesÓ. If 

they donÕt believe it is a problem, they will never make 

changes to improve their health.  

¥ Their condition is essentially self-managed : Every 

decision patients make throughout the day, from what they 

eat to whether they walk or ride the bus, has an inßuence 

on their health. Communicate to patients that they are the 

most important individuals in managing their illnesses. 

7 Helping patients take charge of their chronic illnesses Ð Family Practice Management, AAFP 
(www.aafp.org )

#Motivation 
#Information 
#Education 

http://www.aafp.org
http://www.aafp.org


¥ They have options : There is rarely one perfect way to treat a 

condition. In the case of diabetes, for example, 

patients can be treated through diet and exercise, and 

beneÞts from each. Only the patient can decide if the 

beneÞts are greater then the costs. 

¥ They can change their behaviour : Rarely do patients leave 

the doctorÕs ofÞce and immediately enact whatever 

change was recommended. The reality is that it often 

has to be spread out into a series of steps. Teach 

patients that signiÞcant behavioural changes can be 

made by setting goals, taking that Þrst step and 

Þguring out what you learn about yourself along the 

way.

2.2.2 INFORMATION

Even an educated patient is helpless without proper information. 

Information gathering is not an easy task and being an active 

information seeker is helpful in shaping the right mind-set. The 

issue for the patient is, on one side, not to be mislead by wrong 

or inaccurate information and, on the other side, not to be 

overwhelmed by information overload. In the past, gathering 

information was not easy at all, nowadays, thanks to the Net, 

Þnding information is easy, what is difÞcult is Þnding the relevant 

one. Education provides good grounding for that, as it is harder 

misleading an educated patient then a not educated one. The 

role of the caregiver as a guide is of paramount relevance. 

Furthermore, it is very important to help patients begin to set 

goals regarding their care: ask them to collect their own 

measurements, for example blood pressure or heart rate, but also 

information regarding their own lifestyle, such as physical activity, 

diet, and so on. 



The physician has an important role in this process. He has to do 

what is needed to trigger the right patients behaviours. The 

process of setting Òself-managementÓ goals with the patient 

involves essentially two steps8:

¥ Start at the problem . Begin by saying, ÒTell me what 

concerns you most. Tell me what is hardest for you. Tell 

me what youÕre most distressed with and what youÕd 

most like to change.Ó YouÕll get to the lab values and 

other issues later, but it will be in the context of the 

patientÕs personal goal, which will make it more 

meaningful for the patient. 

¥ Develop a collaborative goal . Once clinician has worked 

with the patient to identify the real problem, clinician 

instinct may be to try to solve it, but donÕt try to Þx it 

without making the patient aware of what is needed for 

the healing or the cure process. Reassuring the patient 

without further information may not be sufÞcient; 

instead, the approach should start from an 

understanding of  the patientÕs feelings and his or her 

capacity to deal with the problem, then ask questions 

that will lead the patient to his or her own solution.

2.2.3 MOTIVATION
Keeping motivation high is another key success factor. Motivation 

depends on many things. Inevitably, motivation has ups and 

downs but there are approaches and techniques that can hep to 

keep it high. To keep going, clear and reachable goals are a must, 

and people need to have a good level of conÞdence about 

themselves and in the system. On the contrary, when motivation 

is low, people are likely to stop gathering information, keeping 

themselves properly documented about their health and they are 

likely to be less compliance with their set care path.  

8 Helping patients take charge of their chronic illnesses Ð Family Practice Management, AAFP 
(www.aafp.org )

http://www.aafp.org
http://www.aafp.org


As an example, letÕs consider motivational interviews. Motivational 

interviewing (MI) is a technique to facilitate behaviour change by 

drawing out a patientÕs own motivations and goals, rather than 

imposing goals set by health professional. By placing greater 

importance on the patientÕs autonomy, these techniques 

outperform traditional advice-giving in terms of improving health 

behaviours and adherence to recommendations. This effect 

persists even when MI is used in brief consultations. It is also 

easily adapted for use by non-clinicians, such as local patient and 

peer support groups. 

What is interesting about MI, and maybe that is also the reason 

behind its effectiveness, is that MI triggers motivation by fostering 

the adoption of the right behaviour. 

A motivated and knowledgeable patient: 

¥ Has a better understanding of his/her condition; 

¥ Participates in making decisions about his/her care; 

¥ Is supported to better self manage his/her health and 

 treatment; 

¥ Expresses his/her views and preferences in a way that 

 makes a meaningful difference; 

¥ Feels conÞdent to ask questions and challenge 

 professionals and organizations; 

¥ Has the opportunity to join network or groups of other 

 patients in similar circumstances.

2.2.4 IMPROVED 
COMMUNICATION
Proper communication is essential but often, looking at care 

processes and at the communication ßow among the involved 

players, deÞciencies can be spotted in several cases. Good 

communication requires all players to have the right information 

easily accessible otherwise the care process may be harmed or 

even compromised.

Motivational 
Interviewing



Improving communication is not only a matter of providing players 

with the right tools, it also require keen attention to the process, 

which sometimes calls for process reengineering, including the 

development of tools that better Þt and are tailored to the 

process. When proper communication protocol and processes 

are not in place, even the best tools may turn out to be 

ineffective, at best. 

2.3 BENEFITS OF 
PATIENTÕS 
EMPOWERMENT
Empowerment has positive impacts on the whole care process. 

On one side the patient brings a better contribution to the care 

process, on the other side, the patient/carer relationship 

becomes more effective as the empowered patient is more 

compliant to the care plan and provides the carer with more 

appropriate  and accurate information.

Empowerment may achieve a lot, contributing to: 

¥ Healthier Behaviours; 

¥ Greater Satisfaction that comes from knowing whatÕs going 

 on; 

¥ Better Decisions (well informed decisions are the best ones); 

¥ Sustainable Services; 

¥ Reduced costs. 



PALANTE (PAtients Leading and mANaging their healThcare 

through EHealth) is an eHealth implementation project with 21 

partners aiming to reach 70,000 new users of electronically - 

fuelled health services. Users from most pilots have a chronic 

disease.  

3. PALANTE 
PROJECT

The main goal of PALANTE is to improve eHealth services that 

empower patients so that they make informed decisions about 

their health, take an active role in their care and collaborate 

effectively with their healthcare team of professionals through the 

use of information and communication technologies. The project 

has pursued its objectives through the implementation, scaling up 

and optimization of 9 pilot studies, of which 7 are new pilots Ð 

developed within PALANTE. Two pilots, in Denmark and France, 

were already running, however their experience was very 

important for the new pilots. All 9 pilots were evaluated according 

to a shared protocol 

The project has generated a rich pool of knowledge, experiences, 

lessons learned, validated approaches and innovation elements 

for the beneÞt of its direct and indirect beneÞciaries, the members 

of the implementing consortium itself and a much broader 

audience. While, it became clear that it was challenging to make 

the overall PALANTE project more than the sum of the individual 

pilots; the results achieved are satisfactory and allowed all project 

partners to learn more about the services provided and process 

of empowerment, going beyond the mere support of the 

implementation of the pilots.  

Healthcare portal 
Chronic Disease 

Management 
Telemedicine  

services 



While pilots are of heterogeneous nature, based on the analysis of 

the functionalities offered, it has been possible to classify them 

according to three clusters:

¥ Healthcare portal : it includes those Pilots that do not 

address to a speciÞc pathology but enable the 

sharing of clinical documents and information 

between healthcare providers and patients. In some 

cases, pilots can incorporate booking appointment 

tools and services. 

¥ Chronic Disease Management : this cluster intends to 

group Pilots mainly focused on the care pathway 

that the healthcare professional establishes for the 

patient in a chronic condition, rather than his/her 

remote monitoring.  

¥ Telemedicine services : this cluster refers to remote 

monitoring systems usually adopted for patient 

affected by a speciÞc pathology.

Figure 3: PALANTE Pilots by typology



Some Pilots cannot be associated with just one of the three 

clusters. Indeed, some Pilots have characteristics that position 

themselves in an area between two clusters. All pilots focused on 

a set of services and not necessarily on all the services available 

to citizens. For instance, Lombardy focuses on the management 

of a care pathway and on sharing personal health information 

through a web portal. 

Within the PALANTE project, different services have been 

assessed against a wide population of users. The results are of 

great help for the design of new services as well as for re-

designing eHealth strategies. 

The evaluation work has been carried out using the PAM 

methodology. The"Patient Activation Measure"(PAM), licensed by 

Insignia health9, is a methodology assessing an individualÕs 

knowledge, skill, and conÞdence for managing oneÕs health 

and"healthcare. Individuals who measure high on this assessment 

typically understand the importance of taking a pro-active role in 

managing their health and have the skills and conÞdence to do 

so.

PAM was developed using qualitative methods, Rasch analysis, 

and classical test theory psychometric methods. Developed by 

Judith Hibbard and colleagues10 at the University of Oregon, the 

resulting 13-item measure is a uni-dimensional, interval level, 

Guttman-like scale. 

Multiple studies show that PAM scores are predictive of most 

health behaviors, including : 

¥ preventive behaviors (e.g. obtaining screenings and 

 immunizations);  

¥ healthy behaviors (e.g. healthy diet and regular exercise);  

¥ self-management behaviors (e.g. monitoring and 

 medication management); 

9   http://www.insigniahealth.com/ !
10 Judith Hibbard et Al., Development of the Patient Activation Measure (PAM): Conceptualizing and 
Measuring Activation in Patients and Consumers, Health Research and Education Trust, 2004

https://en.wikipedia.org/wiki/Healthcare%22%20%5Co%20%22Healthcare
https://en.wikipedia.org/wiki/Healthcare%22%20%5Co%20%22Healthcare
http://www.insigniahealth.com/
http://www.insigniahealth.com/





























