
Introduction  
  
Involving citizens and patients in health and healthcare is an increasingly 
important theme of modern health management. Across many different European 
systems, healthcare delivery organisations are being asked to “engage” with the 
people who use their services or live in geographical proximity to them. At an EU 
level, Together for Health, the EU‟s health strategy has declared that: 
  

A core value is Citizens' Empowerment. Healthcare is becoming increasingly 
patient centred and individualised, with the patient becoming an active subject 
rather than a mere object of healthcare. Building on the work on the Citizen's 
Agenda, Community health policy must take citizens' and patients' rights as a key 
starting point. This includes participation in and influence on decision-making, as 
well as competences needed for wellbeing, including 'health literacy‟.  

  
The importance of citizen engagement in health is reiterated in a publication by Sir 
Michael Marmot Marmot review Fair Society ï Healthy Lives in that: “effective 
local delivery requires effective participatory decision-making at local level. This 
can only happen by empowering individuals and local communities”. 
 
Although few would disagree with the principle of involving citizens and patients, 
getting to grips with what it means and putting it into practice on the ground as a 
health manager is not necessarily straightforward. So what is citizen involvement? 
What is the evidence that it makes a difference to health planning or delivery? 
And how can health managers start to put this evidence into practice? 
  
In this paper EHMA‟s Director, Jeni Bremner and Elisabeth Jelfs, Deputy Director, 
explore the theory and practice of citizen involvement and introduce a practical 
case study of citizen involvement in action from Marianne Olsson, Project Director 
for phase one of the creation of the Angereds Närsjukhus, Gothenburg, Sweden.  
  
  

Types of citizen involvement 
  
So what do we mean by citizen involvement? At the outset it is important to make 
a few comments about terminology. There are two key conceptual axes along 
which terminology is usually positioned. First, there is the question of who is being 
addressed: from the narrower “patients” (or “clients”), broadening to “citizens”, and 
then to “inhabitants”. Second, there is the question of what is being done, where 
terms vary from involvement, to engagement, to participation, to collaboration and 
to empowerment. In some senses the choice of terminology is a question of 
preference, but it is important for managers engaging in citizen involvement to 
consider the nuances of different terms and who/what may be included or 
excluded by their use. For the purposes of this paper, we have adopted 
“citizen” (but recognise equally that engaging with the disenfranchised is 
important) and “involvement” (but use this in its broadest sense to include 
initiatives from health education to empowerment).  
  
Having considered terminology, it is important to distinguish between three types 
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of citizen involvement. First, there is collaboration between the individual and the 
clinician with regard to treatment: the involvement of the patient together with the 
health professional in making decisions about their own individual care. Second, 
there is collaboration between clinicians, managers and members of the patient 
community and their representatives in the design or delivery of services, 
involving patients, carers and other members of the community to contribute to 
strategic decision making or service delivery in a way that transcends the individual‟s 
relationship with the clinician. Third, there is the engagement of citizens in broader 
health related decision making such as the process of prioritisation of healthcare 
availability. This third level involves citizens acting in the broader interests of the 
community to influence, for example, the process of determining what services are in 
the health “basket” and to whom they are available. Although all three types are 
important, this paper focuses on the second and third.  
  
It is also important to distinguish between different levels of participation. Based 
loosely on Arnstein‟s eight levels of citizen participation, the following five levels have 
usefully been suggested by Involve and Togetherwecan (2006): inform, consult, 
involve, partner and empower.,, At its lowest level, this typology conceptualises 
engagement as informing: giving information about what is already happening, or 
about what will happen, in order to assist the public in understanding systems and 
decisions. The second stage is consultation: obtaining feedback on analysis, 
alternative options or on decisions, though often the decisions themselves will have 
already been made. The third stage moves beyond consultation to involvement, 
working with the public or individuals to ensure that concerns and aspirations are 
understood and considered from an early stage. Collaboration forms the fourth 
stage, where citizens are partnered with in each aspect of the decision, including the 
development of alternatives and identification of the preferred solution. The final level 
of participation delineated by is empowerment, or citizen control, where the final 
decision-making power is handed to the patient or public.  
  
Combining the type of engagement and level of engagement, the following matrix 
can be derived: 
 



 
As this matrix shows, the spectrum of citizen involvement is broad. It is therefore 
important for managers to understand what particular type of involvement is 
appropriate to the context, and at what level, before planning and committing 
resources.    

 
 

Why engage? 
  
So why should managers engage with citizens? Firstly, and perhaps most 
obviously, patients have preferences and these matter. Patients are increasingly 
aware that there is a range of treatment options, and increasingly (although there 
are disparities between socioeconomic and ethnic groups) have more information 
about treatment. In this context, many patients are less willing to accept the 
physician in a paternalistic role as the sole decision maker about treatment and the 
care pathway. This increase in patient information and the articulation of patient 
preferences also coincides with the increasing levels of chronic illness. Across 
Europe (albeit with differences) the rising levels of cardiovascular disease, COPD 
and diabetes mean that a significant and increasing number of patients use 
healthcare services on an ongoing basis. These patients may be both less tolerant 
of delays and services that do not engage with them and more interested in being 
involved in their own care.  
  
However, there are also potential pragmatic and political reasons for involving 
citizens beyond the moral imperative. In particular, the argument that involving 
citizens will improve health and the utilisation of health services has been influential 
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in some parts of Europe. In England, for example, Derek Wanless‟s review for the 
NHS argued that healthcare demand could be moderated through engaging 
citizens with effective health promotion and effective disease management. In this 
modelling, health service utilisation would fall as patients increasingly used health 
information to increase self care; patients would use services more appropriately, 
through understanding how to use the services available and use primary care 
rather than secondary care; and citizens would also be healthier by taking a more 
active role in caring for their own health; this process is also often described as “co-
production of health”. The figure put on the potential saving for the English NHS 
was £30bn by 2022. We will look more at the evidence on the link between 
engagement and health and health service utilisation in the following section. 
  
  

Making the case for the benefits of citizen involvement in health(care) 
  
At one level it could be argued that the case for citizen involvement has been 
made: most European health systems acknowledge that it is important to some 
degree. However, as the earlier delineation of types of citizen involvement has 
demonstrated, this consensus exists only to a point. Even in countries where there 
is a significant political or managerial discourse around citizen involvement, there 
are often few examples of partnership or empowerment. The case still needs to be 
made if managers are to be persuaded to engage in the more costly types of 
engagement, particularly those that are most costly in terms of power or culture 
shift. 
  
The evidence base for citizen involvement is, however, relatively weak, in particular 
on whether citizen involvement leads to cost containment. In part this weakness 
lies in the difficulties in getting evidence on the impact of citizen involvement. A 
Canadian review by Zakus and Lysack (1998) has argued that there are particular 
barriers for evaluating citizen involvement, including: 
  

Complexity of the citizen involvement process, and its different meanings 
Distinguishing between the effects of participation and other effects 
Resources needed to measure impact 

  
This analysis is confirmed by a study of by Coulter et al, who have argued that it is 
often difficult to define expected outcomes from citizen engagement, and thus the 
framework for evaluation remains nebulous.[  
  
A worldwide systematic review conducted by Crawford et al in 2002, examining the 
effects of involving patients in the planning and development of health services in 
English language literature between 1966 and 2000, found relatively little empirical 
evidence on the effects of the involvement. Of the 337 papers examined, 295 were 
ruled out due to not explaining the effects of involving patients in service design or 
delivery. However, some conclusions were drawn from the remaining 42 papers, of 
which 31 were case studies. The review highlighted the following results:   
 
  



Effects on the users involved: 
Crawford et al found that „several papers commented that patients who participated 
in initiative welcomed the opportunity to be involved and that their self esteem 
improved as a result of their contributions‟ (p. 1264). The review also highlighted 
mixed responses from staff, with many staff finding the initiatives rewarding, but 
others recording difficult relationships between patients and staff. 
  
Changes to services: 
The review found that studies frequently reported new or improved sources of 
information for patients as a result of patient involvement initiatives. Efforts to 
improve accessibility of services through changing opening times, improving 
transport and changing appointment procedures were also cited. On a larger scale, 
the review found several reports where the commissioning of new services was 
described as a result of patient involvement, including crisis services and fertility 
treatment. However, it is noticeable that the review found little evidence of 
improved cost effectiveness of services. 
  
Other effects: 
Crawford et al also found that patient involvement initiatives also frequently had an 
impact on organisational culture, and in particular on staff attitudes to involving 
patients, and organisational openness on that involvement. However, concerns 
were expressed in some reports that patient involvement was used to  legitimise 
decision making.  
  

Another influential review of the evidence on the effects of citizen or patient 
involvement has been carried out by Coulter et al, looking at evidence from [list 
countries]. Their review argues that there is little evidence on costs and benefits, 
although there is more evidence on the effectiveness of strategies that involve 
citizens. Focusing on four variables, Coulter et al‟s analysis of systematic reviews 
in this area has summarised the existing evidence as follows: 
  
Outcome variable 1: Patientsô knowledge and information recall 
Current state of knowledge: citizen involvement provides opportunities for learning 
and can lead to improved knowledge of health services 
  
Outcome variable 2: Patientsô experience, including communication and 
psychological outcomes 
Current state of knowledge: Opportunities for involvement welcomed. Can increase 
self-confidence, self-esteem and levels of social contact. In Mental Health services 
there is some evidence that using service users as case workers or trainers of case 
workers improves quality of life for patients 
  
Outcome variable 3: Health services utilisation and cost 
Current state of knowledge: Decision making can be slowed down. Staffing the 
largest expenditure but insufficient data to indicate cost effectiveness. In Mental 
Health services user involvement found to reduce hospital admissions, increase 
time between hospital visits and shorten length of stay. 
  



Outcome variable 4: Health behaviour and health status 
Current state of knowledge: not known.  
  
In short, despite many studies, there are significant gaps in the evidence base, in 
particular on the economic case for citizen involvement. However, as Crawford et al 
conclude, the overall gaps in the evidence „should not be mistaken for an absence 
of effect‟; that is, citizen involvement may have significant impact, but there are 
unanswered questions. In addition, the particular gaps in the empirical evidence on 
cost should not outweigh the indications from the evidence of other benefits of 
citizen involvement, particularly in terms of benefits to those involved and to the 
organisation‟s culture.  
  
In order to explore the question of the impact of citizen involvement on 
organisations further, and to reflect on how this can be put into practice, Marianne 
Olsson presents a brief case study from Sweden on collaboration in practice.  
  
 
Case Study: Collaboration in Practice: Angereds Närsjukhus 
  
Marianne Olsson is the Project Director for phase one of the creation of the  
Angereds Närsjukhus, a new hospital in the city of Gothenburg, commissioned by 
the West Region of Sweden and due to open in 2011. Marianne is a member of the 
Board of the Swedish Standards Institute and a former member of the  EHMA 
Board. 
  
Context 
  
A community hospital in a multicultural urban settingé 
The Angereds Närsjukhus project is situated in the Northeastern part of 
Gothenburg, Sweden. It encompasses four city districts of Gothenburg with a 
population of 95000 inhabitants. 50 per cent of the population were born outside of 
Sweden. 
  
éand a population in need of better care 
The health statistics for this area reveal a population with poor health and poor 
health outcomes. The mortality rate is higher than the national average for a 
number of diseases, including cardiovascular disease (CVD), Chronic Obstructive 
Pulmonary Disease (COPD), lung cancer and alcohol related deaths. The 
population also has higher rates of certain key lifestyle factors that have a 
significant impact on health, including obesity, smoking, physical inactivity and 
stress. 
  
Action so far 
  
The views and opinions of inhabitants have been central to the development of 
plans for the new hospital. Indeed the Angereds Närsjukhus project team prefer to 
use the term “inhabitants” to encompass the widest possible range of people, as it 



seeks to also engage with people who are not citizens, including sans papiers 
migrants.  
  
From the outset, the mission and vision of Angereds Närsjukhus explicitly included 
working with patients and inhabitants: 
  
Mission 

We will take the lead in creating a well functioning local healthcare system, 
including public health 
We will create an ongoing process to assess the health-care needs of the 
population 
We will systematically involve patients and citizens in our work 
We will design processes to meet these needs 
We will provide an arena for testing innovations in all areas of healthcare and a 
platform for research 

  
When the project team first started the work on building the new hospital, it began 
by analysing the needs of the population. One of the problems identified by this 
study was the lack of congruence between health care workers‟ and patients‟ views 
on what healthcare is, how it works, how it should work and what people can 
expect from it. Throughout their subsequent work the project team have sought to 
negotiate these different ideas, sometimes changing its own system and 
expectations, and also providing healthcare education.  
  
Specific initiatives: 
  
The Dialogue Project ï  
The project team use the dialogue project to do extensive interviews with 
inhabitants, patients and their own staff. These interviews are done individually and 
in groups. Following each cycle the project team produces feedback reports, and 
then dialogue groups where staff and inhabitants meet to discuss the feedback 
reports. The dialogue groups  have resulted in a series of recommendations on 
how to shape the system and the ongoing work of the project. The dialogue project 
is based on evidence and experiences from Volvo, a company that has used this 
method to improve their diversity work.  
  
Study Circles ï  
The project team also holds study circles as a way to listen to the experiences and 
expectations of particular groups and to provide them with appropriate health 
information. The first study circle was held for Somali women. 
  
Educational Groups for Patients with Chronic Conditions ï  
The project team  has tested a method that is new in Sweden on creating 
educational groups for chronic patients, using a method that builds on patient 
empowerment. Education groups have also been created for  COPD patients and 
persons with speech difficulties after having suffered from a stroke.  
 
  



Local meetings and local community activitiesð 
The project organises meetings where patients and inhabitants are invited to 
discuss healthcare. The project team also take a very active part in activities in the 
local community to increase visibility of the project and the connection with 
inhabitants.  
 
Voluntary Doula Groupsð 
Traditionally Doulas are regarded as professionally trained women experienced in 
childbirth. The project team and the local healthcare board have supported Doula 
groups who provide voluntary continuous physical, emotional and informational 
support to the mother – in the mother‟s native language – before, during and after 
childbirth. 
 
The use of social mediað 
A facebook group has been set up by the project team to engage with the 
community as well as a blogspot. The project team has also inserted a google 
translate tool on the website of their hospital in order to make the information on the 
website accessible for all citizens.  
  
Impact and Challenges 
  
It is difficult to quantify the impact of the engagement with inhabitants in the 
Angereds Närsjukhus project, particularly as the work is ongoing. However, the 
efforts to understand how others perceive healthcare has had a significant impact 
on the views and opinions of the project team, changing the way that those building 
the hospital think and enabling the team to challenge the traditional concepts and 
categories of healthcare.  
  
The team has faced challenges in its work. In particular, the team encountered 
significant negative expectations from inhabitants who were weary of projects that 
had promised much in terms of working with them, but had delivered nothing. In 
order to overcome this, the project has worked hard to develop a feedback circle for 
inhabitants which makes clear how their involvement has led to concrete results in 
the development of the new hospital. 
  
 
Key Factors for Effective Engagement 
  
Transferable factors/context 
  
1. Look outside of the healthcare sector for methods of engaging with people, and 
people trained in those methods. The health sector can be very insular; other 
sectors often have useful experience and more success in engaging with 
inhabitants or clients that health managers can learn from. 
  
2. Work with ourselves as much as with inhabitants and patients. It is easy to see 
engagement with communities as a chance for health managers to communicate 
messages, but it is equally important that this engagement is allowed to change 



managers and health workers. 
  
3. Develop the bridges from projects into structural change 
It is tempting to allow engagement with inhabitants to remain part of a special 
project; the challenge is to ensure that the lessons learnt within a project setting are 
transferred into real structural change that will have a wider impact on the health 
system. 
  
  
Conclusions/What next?  
  
Moving beyond the warm language of citizen engagement to a reality where 
patients and the wider public are empowered to work in partnership with health 
services is no easy task. The changes required are costly, particularly in the aspect 
of challenging and changing organisational culture and shifts in power and 
relationships. To bring about lasting and sustainable engagement will take 
leadership and courage from health managers, supported by national or regional 
policy. There is also need for a strengthened evidence base. Even if there is 
consensus on the difficulties in gathering empirical evidence on the effect of citizen 
involvement, the lack of available evidence may increase barriers for managers 
who wish to make the case in demanding service planning and delivery 
environments with many competing priorities. However, evidence from the 
experiences of the Angareds Narsjukhus team would suggest that citizen 
engagement can add significant value to both the decisions made in service 
planning and the culture of the team engaged in it.  
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