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Key terms 
 
SERVICE USER: 
Throughout this document we refer to the ‘service user’.  In using this phrase we 

mean it to include: 

• People who use health and social care services 

• Patients and potential patients 

• Carers, parents and guardians 

• Organisations and communities that represent the interests of people who 

use health and social care services 

• Members of the public and communities who are potential recipients of health 

promotion programmes and social care interventions. 

 

This term also embraces the rich diversity of people in our multicultural society 

whether defined by age, colour, race, religion, ethnicity or nationality, disability, 

gender or sexuality who may have different needs and concerns.  These need to be 

taken into account in our policies, procedures and practices.  So although we talk 

about ‘the service user’ this is our shorthand for a very broad range of people.  And 

whilst we use the term ‘service user’ in general, occasionally it may be more 

appropriate to use the term ‘patient’. 

 

All of us are actual or potential users of health and social care services but we think 

there is an important distinction to be made between the perspectives of people who 

use services and the perspectives of people who have a ‘professional’ role in health 

and social care services (such as doctors, psychiatrists, occupational therapists, 

dentists, social workers etc.). 

 

As highlighted by Buckland et al. (2007), many different labels are used or given to 

people who use services.  For example, terms like ‘patients’, ‘lay person’, ‘survivor’, 

‘service users’, ‘consumer’, ‘carer’, ‘user’, ‘research partners’ and ‘client’.  It is not 

that one word is necessarily right and another is wrong, but you may be more 

comfortable with some of these terms than others and different words have their 

supporters and critics. 
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INVOLVEMENT: 
Involvement is the term adopted in this study to refer to a ‘A process by which people 

are enabled to become actively and genuinely involved in defining the issues of 

concern to them, in making decisions about factors that affect their lives, in 

formulating and implementing polices, in planning, developing and delivering services 

and in taking action to achieve change…’ (HeBE 2002).  The terms used in the 

literature vary, and include engagement, public participation and community 

consultation (see Coney 2004).  Throughout this review, however, the term 

involvement is used in a broad way to cover the range of activities that are used by 

governments, organisations and individuals to generate service user involvement in 

health and social policy. 

 

 

ABBREVIATIONS 
ACC  Accident Compensation Corporation, New Zealand. 
AHEC  Australian Health Ethics Committee  

BMJ  British Medical Journal 

CEO  Chief Executive Officer 
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Executive Summary 
 

The Chief Executive Office (CEO) of the Health Service Executive (HSE) and the 

Department of Health and Children (DoHC) commissioned this literature review as 

part of its work under ‘The HSE Corporate Plan 2005-2008’ (HSE 2005) and 

‘Transformation Programme 2007-2010’ (HSE 2007); both of which commit to 

improving peoples experiences of our health and social services as a key priority.  It 

is envisaged that this review will act as a resource for helping to build a health 

service that ‘is committed to learning from the experience of our service users, 

partner service providers, staff and other stakeholders’ (HSE 2005) and is part of the 

foundations on which the ‘strategy for service user involvement in the Irish Health 

service’ will be built (HSE and DoHC 2008). 
 

The main focus of this overview has been on literature documenting: 

• Models of service user involvement 

• Arguments for and against service user involvement 

• Mechanisms for service user involvement 

• Addressing the challenges to effective service user involvement 

• International developments in service user participation. 
 

The history of service user involvement in health and social services, both in Ireland 

and internationally, is somewhat disappointing and has been weak due to its 

development in an ad-hoc and isolated way.  As Bell (2000) points out, public 

involvement should be the ‘bread and butter’ to a responsive, equitable and efficient 

health service.   
 

The WHO has outlined a structure of public involvement based on ‘voice’ (information 

provided by users on their views and experiences), ‘representation’ (the inclusion of 

users on boards and committees), and ‘choice’ (the involvement of individual patients 

in healthcare decisions).   Others describe a ladder of participation ranging from 

‘tokenism’ to approaches that give citizens control.   

 

The literature clearly indicates that service users want to be involved although to 

varying degrees.  Hence different levels of engagement are appropriate at different 

times.  There are also many different ways of listening to and involving people and a 

broad array of methods and ways have been tried and tested.  It is clear, however, 
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that no one method constitutes ‘involvement’ and there are ‘no recipes or fixed 

formulae’.  As highlighted by Ridley and Jones (2002), the most significant forms of 

involvement are those that become part of the day-to-day practice of health care 

delivery and planning, whether at the level of the individual encounter or at a more 

collective level, yet these are often the least visible.  
 

The literature identifies a range of benefits from involvement at both an individual and 

organisational level.  Such benefits include better health and treatment outcomes, 

more appropriate and relevant services, increased legitimacy and credibility of 

decision making, increased sense of dignity and self-worth and improved service 

user satisfaction (Ridley and Jones 2002, Simces 2003; Coney 2004; Gregory 

2007).. 

 

In spite of the above, a recent Cochrane review (Nilsen 2006) found no studies where 

users made decisions about services. Rather, users’ contributions tended to be 

marginalised within specific roles, as data collectors or providers of information. The 

review highlights the need to distinguish passive forms of input (where patients’ views 

are sought but have little potential to translate into action) from active input (where 

real influence and action is possible). Fudge and colleagues (2008) describe how 

users were involved in a range of activities aimed at improving services, although 

roles were restricted to particular modes of working within specific programmes. 
 

The challenges to effective service user involvement include negative perceptions of 

involvement, a lack of understanding of the nature of involvement, skill and 

knowledge deficits, resource and organisational issues, lack of resources (i.e. time 

and cost), politicisation and duplication of work.  Studies emphasise that patient 

centered approaches require time, information and training, better interpersonal 

communication, mutual understanding and trust (Simces 2003; Coney 2004; Gregory 

2007). 
 

One of the main conclusions from this review of the literature, and that of Coney 

(2004), Simces (2003) and Ridley and Jones (2002), is that it is possible to be 

engaged in numerous involvement activities without really involving people 

particularly if professionals continue to drive the agenda and make decisions about 

services and treatments without taking service users views into account.  In 

reviewing the literature, a number of recommendations are identified that can be 

interpreted as ‘good’ service user involvement practices.  These are as follows: 
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• There is a ‘culture of involvement’, and it is not simply a tokenistic gesture or 

a ‘top down’ approach 

• A strategic approach is adopted across the whole organisation with strong 

leadership 

• There is both community and organisational development 

• Partnerships are formed with other local agencies 

• No single approach or technique is taken to constitute service user 

involvement 

• Various techniques can be used, chosen according to the purpose of the 

initiative 

• The resource implications of involvement are acknowledged 

• There are tangible gains from participating and these are communicated 

• Communication mechanisms are set up to ensure regular feedback in 

accessible formats 

• Involvement strategies are evaluated and the process is one of continuous 

learning and dissemination. 

 

Whilst this review attempts to identify the main themes running through the literature 

about service user involvement, it does not make claims to be comprehensive in 

dealing with all literature and perspectives on the subject.   
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Introduction 
 

‘Consumer participation is about participating, it is an active  

working relationship, it is ongoing and dynamic, and it can take place  
in a range of ways. 

It is about clinicians* and consumers becoming aware of each other’s perspectives; 
about changes in service delivery,  

about good working relationships in which issues can be resolved,  
about sharing problems and finding lateral solutions, 

about developing better communication and respect for each other.  
It is a process of mutual adjustment. It is a ‘powerful tool for change’ 

It is about Hirschman’s concept of ‘voice’ (Draper 1997). 
 

*in clinical and non-clinical care 

 
A number of authors outline the increasing trend for governments to encourage 

service user involvement in health care decision making, planning and policy making 

(Gregory 2007; Coney 2004; Crawford et al. 2002; Thompson et al. 2002; Bowl 1996; 

Charles and De Maio 1993).  Crawford et al. note that involving service users ‘is 

becoming less discretionary and more compulsory’ (2002, p.163), but as highlighted 

by Coney ‘it would be a mistake to think that the genesis of the current trend lies 

entirely with governments’ (2004, p.8). 

 

The concept of service user involvement in healthcare has gained momentum over 

the last thirty to forty years.  Since the declaration by the World Health Organisation 

in 1978 that ‘The people have a right and duty to participate individually and 

collectively in the planning and implementation of their healthcare’, service user 

involvement in healthcare in some form has become a key element on many 

healthcare strategies around the world, such as; the UK, Australia, New Zealand, 

Switzerland, Norway and Canada.  Other key influences include:  

• Community development and primary health 

• Public health and social inequalities 

• Inquiries into medical failures 

• Consumers access to health information  

• Market approaches to health care 

• New frameworks for participation 

• Growing health care costs 

• Evidence based health care and quality (Coney 2004). 
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In July 2007, the CEO’s office of the HSE and the DoHC commissioned this literature 

review as part of its work under ‘The HSE Corporate Plan 2005-2008’ (HSE 2005) 

and ‘Transformation Programme 2007-2010 (HSE 2007)’; both of which commit to 

improving peoples experiences of our health and social services as a key priority.  It 

is envisaged that this review will act as a resource for helping to build a health 

service that ‘is committed to listening to and learning from the experience of our 

service users, partner service providers, staff and other stakeholders’ (HSE 2005, 

p.34) and is part of the foundations on which the ‘strategy for service user 

involvement in the Irish Health service’ will be built (HSE and DoHC 2008). 

 

The review of the literature presented explores the following areas: 

• Models of service user involvement 

• Arguments for and against promoting service user involvement 

• Mechanisms for service user involvement 

• Addressing the challenges to effective service user involvement 

• International developments in service user participation 

• International and cross national service user organisations. 

 

A review of the methodology in undertaking this review and the context in which it is 

set is also outlined. 

Methodology 
 
An extensive search of the literature was conducted using the following databases: 

CINAHL, Medline, British Medical Journal (BMJ), Cochrane Library, HSE Libraries, 

World health Organisation (WHO), Organisation for Economic Co-operation and 

Development (OECD) and the Kings Fund for the years 1999-2007. 

 

Key words used to define the search were:  

• citizen or user or patient or consumer or public involvement or community 

• citizen or user or patient or consumer or public participation or community 

• citizen or user or patient or consumer or public engagement or community 

• Health  

• Decision making 

• Consumer panel 

• Policy 
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• Audit 

• Evaluation/evaluate 

• Research  

• Collaboration 

• Consultation. 

 

An internet search using ‘google’ was performed using the same key words to 

identify any current reviews of service user involvement in health services.   

 

Various patient organisations and specialist websites were also searched, for 

example the Picker Institute, INVOLVE UK (a national advisory group that promotes 

and supports active involvement in the National Health Service, public health and 

social health research) and The National Resource Centre for Consumer 

Participation in Health, Australia (see appendix 3).  

 

An approach was also made to people involved in relevant fields, government 

agencies and consumer organisations.  This included email dialogue, telephone 

interviews and in some cases face-to-face interviews.  However, information taken 

from these interviews is not referenced in the text.  Interviews were not formally 

structured and people interviewed were not offered the opportunity to correct 

information, which would have been necessary had quotes been used and 

referenced to particular individuals.  A full list of all those with whom communications 

were had is contained in appendix 4. 

 

A call for relevant information and/or relevant studies was also issued through an 

HSE broadcast email targeting approximately 3,000 HSE service providers (August 

2007) and ‘Health Matters’ magazine (Autumn 2007, p.16).   

 

• Limitation of the literature 
In conducting a systematic review of involving patients in the planning and 

development of health care, Crawford et al. (2002) noted that they found some of the 

most informative literature in ‘grey’ literature (i.e. Grey literature is a term used to 

refer to a body of materials that cannot be found easily through conventional 

channels such as publishers, but which is frequently original and usually recent but 

that this was hard to find).  A review completed by Thompson et al. (2002), Simces 

(2003) and Coney (2004) reported similar findings.  Some of the most provocative 
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and intelligent discussions of the subject are to be found in literature that is outside 

the usual parameters of scientific databases and literature.  Searches were also 

restricted to papers published in English and excluded editorials. 

 

Whilst this review attempts to identify the main themes running through the literature 

about service user involvement, it does not make claims to be comprehensive in 

dealing with all literature and perspectives on the subject.   

Context 
 
People centeredness is one of the key principles of the Irish Health Strategy, ‘Quality 

and Fairness; a health system for you’ (2001a).  The ‘people-centred’ health-care 

system of the future will have dynamic, integrated services, which can adapt to the 

diverse and changing health needs of society generally and of individuals within it. 

These integrated services will empower people to become active participants in 

decisions relating to their own health, and involved as partners in planning and 

evaluating services.  This principle is echoed in other, more recent health planning 

documents such as the HSE Corporate Plan 2005-08 (Objective 4) that states ‘We 

will develop the HSE as a dynamic, effective and learning organisation in partnership 

with service users, patients, staff, not-for profit/Voluntary/Community Sector and 

other stakeholders.  This means that we are committed to listening to and learning 

from the experience of our service users, partner service providers, staff and other 

stakeholders. We will actively consult around the planning, delivery and evaluation of 

our services’ (HSE 2005, p.34). 

 

To demonstrate its commitment to Objective 4 above and to build on the 

recommendations promoting involvement which were outlined in a position paper of 

the national primary care steering group (DoHC 2004), the HSE has specified in one 

of the projects under the 13 transformation programmes for 2007-2010 that the 

organisation will ‘develop and implement a framework for involving service users and 

communities in service development’ (HSE 2007b, p.13).  This provides concrete 

reality to the commitment made by the HSE and the Irish Government to include 

service users at all levels in service planning, delivery and evaluation and is the 

underlying driver for the development of a ‘National Strategy for Service User 

Involvement’ (HSE and DoHC 2008) in the design, planning, development and 

delivery of the health and social services in Ireland. 
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Whilst service user involvement is developing within the Irish health services, it is 

certainly not a new phenomenon.  In fact, such involvement is outlined in legislation.  

The Health Act 2004, of which Part 43 states that ‘The Executive may take such 

steps as it considers appropriate to consult with local communities or other groups 

about health and personal social services’.  The Act goes on to discuss the use of 

panels to advise the HSE and permits the organisation to seek the views of service 

users, carers, service providers and other persons as appropriate.  The Primary Care 

Strategy – A New Direction, Action 19 also states ‘Mechanisms for active community 

involvement in primary care teams will be established.  Community participation in 

primary care will be strengthened by encouraging and facilitating the involvement of 

local community and voluntary groups in the planning and delivery of primary care 

services.  Consumer panels will be convened at regular intervals in each health 

board.  At local level, primary care teams will be encouraged to ensure user 

participation in service planning and delivery.  Consumers will also have an input to 

needs assessments initiated by individual health boards…’ (DoHC 2001b). 

 

This formal commitment to consultation with service users by the Government and 

the HSE is immensely important; as in 2006 a report by ‘One-2-One Solutions’ 

concluded that the consultation processes in the health and social services in Ireland 

were relatively ad-hoc and under developed.   And whilst it is certain that service user 

involvement is gaining momentum in Ireland (see appendix 1 and 2) it lacks a 

strategic approach.   

 

Together with the ‘strategy for promoting service user involvement in the Irish health 

service’ (HSE and DoHC 2008), this literature review of user involvement serves as a 

resource for helping to build a health service that ‘is committed to listening to and 

learning from the experience of our service users, partner service providers, staff and 

other stakeholders’ (HSE 2005 p.18). 
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Models of service user involvement 
 
Research indicates that there are several models of user involvement, various 

aspects of which have been adopted to form the ‘National Strategy for Service User 

Involvement’ (HSE and DoHC 2008). 

 

• Arensteins Ladder of Citizen Participation 
Arnstein (1969) defines citizen participation as citizen power and introduces a much 

cited ‘ladder of citizen participation’ which she uses to illustrate that there are 

significant gradations of citizen participation.  Figure one is a graphical representation 

of Arnstein’s ideas.  According to Arnstein, consultation is a legitimate step toward 

citizen participation by which she suggests it is merely a pretence if it is not combined 

with other modes of participation as it is unable to offer that service users concerns 

and ideas will be taken into account.  Arnstein’s typology is quite simplistic but 

usefully presents a number of elements to the developmental process of 

participation.  Moreover, it has become a standard reference point in the literature on 

service user consultation and participation. 
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Figure 1 Arnstein’s Ladder of Citizen Participation 

Source: Coney 2004 
 

• Health Canada’s Public Involvement Continuum 
There have been alternatives to Arnstein’s ladder of participation, which present 

participation as a continuum.  For example, Health Canada’s public involvement 

continuum (see Figure 2) represents five levels of public involvement and influence.  

The levels however are not ‘air tight’ compartments.  Rather the features of the levels 

are generally cumulative as the service user involvement deepens.  The line between 

techniques is sometimes arbitrarily drawn.   
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Figure 2 Health Canada’s Public Involvement Continuum 

 

 
 

          Source: Health Canada 2000 

 

• Tresseder’s Model of Participation 
For political, social and legal reasons children’s and young peoples participation has 

been an area of considerable notice in recent decades and has emerged as a field of 

theoretical interest (Healthy Childhoods Sub Group of the Expert Advisory Group for 

Children 2007).  A much cited model, Treseder’s Model, (see Figure 3) that moves 

away from the hierarchical approach, has received much attention in relation to 

children’s and young people’s participation.  Within this model five types of 

participation are identified and conceived in circular rather than linear fashion.  This 

circular understanding of degrees of participation emphasises that different 

approaches and mechanisms will be more or less appropriate for different projects, 

activities, agencies and for different groups and situations.  It also moves away from 

the suggestion that power is located with the public only when they are in full control.  

The introduction of concepts such as knowledge, understanding and respect 

indicates a stronger capacity for activity and reciprocity in relationships.  Keenaghan 

(2006) further suggests that this model also calls for a conceptualisation of public 

consultation that is not solely about methods or outcomes but about the nature of 

relationships between key actors in the participation process.  In developing the 
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‘National Strategy for Service User Involvement’ various aspects inherent within the 

models presented were considered.
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Degrees of Participation

 

Assigned but informed 
Adults decided on the project 
and children volunteer for it.  
The children understand the 

project, they know who 
decided to involve them and 
why.  Adults respect young 

peoples views. 

Adult-initiated, shared 
decisions with children 

Adults have the initial idea 
but young people are 

involved in every step of the 
planning and implementation.  

Not only are their views 
considered but children are 
also involved in making the 

decisions. 

Child-initiated and Directed 
Young people have the initial 

idea and how the project is to be 
carried out.  Adults are available 

but do not take charge. 

Child-initiated and, shared 
decision with adults 

Children have the ideas set 
up projects and come to 

adults for advice, discussion 
and support.  The adults do 

not direct but offer their 
expertise for young people to 

consider. 

Consulted and informed 
The project is designed and 

run by adults but children are 
consulted.  They have a full 

understanding of the process 
and their opinion are taken 

seriously. 

Figure 3 – Treseder’s Model of Participation 
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Arguments for and against promoting service user 
involvement 
 
The increased interest in service user involvement is linked to the recognition that 

many of the health problems faced by the community are complex, and go beyond 

the capacity or jurisdiction of any single organisation to change or control (Lasker 

and Weiss 2003).  Several key outcomes can be expected from increased service 

user involvement at individual, organisational and community level. 

 

Individual level 
Brophy (2006), amongst others, highlights that people want to play a part in making 

decisions about their own health care and that people living with a long-term illness 

develop an ‘expertise and wisdom’ about the condition.  Acceptable health decision-

making requires a process that is transparent, reflects the values of all users and is 

not dominated by any particular interest (Lomas et al. 2003).  However, shared 

decision making continues to be described by researchers as the ‘neglected half of 

the consultation process’ (Ridley and Jones 2002). 

 

Research (Ridley and Jones 2002; Brophy 2006; Nilsen et al.  2006; Gregory 2007) 

suggests that promoting greater involvement at a one to one level will result in: 

• Increased satisfaction 

• Increased sense of dignity and self-worth 

• The acknowledgement of the credibility and authority of the service users 

perspective 

• Improvements in staff and patient morale  

• Cultural change in the health system (ACTCOSS and HCCA 2003). 

In addition, service users bring grassroots and community views and preferences to 

the table to add to the technical skills brought by others.  O’ Keefe and Hogg (1999) 

describe this information as ‘crucial for the planning and monitoring of services; but 

[which] is not being accessed through other communication systems’ (p.252). 
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Organisational level 
Increased service user involvement at organisational level has been shown to result 

in: 

• Increased legitimacy and credibility of decision making (Rowe and Shepherd 

2002; HeBE 2002; McCormack and Rybaczuk 2007). 

• Improved communication and subsequently improved performance and 

effectiveness, and health outcomes (HeBE 2002; Ridley and Jones 2002; 

Gregory 2007). 

• Improved public perception and confidence (Health Canada 2000; HeBE 

2002; McCormack and Rybaczuk 2007). 

• The increased likelihood of project success and acceptance (Blamey et al. 

2000). 

• Greater understanding of the links between health and the circumstances in 

which people live their lives. 

 

Community level 
High levels of community involvement have shown (Crowley 2005; Western Health 

and Social Services Board 2005): 

• Improved and more relevant policies to address health inequalities 

• The anticipation of problems during planning 

• Services that responded better to the needs of the community 

• Equitable and inclusive services that helped to address social exclusion and 

poverty 

• Increased resources as services become more cost effective 

• Increased ownership of the commitment to health and social services 

• Reduced power imbalances 

• Better response to health inequalities 

• Reduced complaints 

• Services becoming more accountable to the communities they serve. 
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While evidence supports the view that involving service users has resulted in service 

changes, a systematic review of the evidence concluded that there is conflicting 

evidence for the effects on quality of care, satisfaction levels and health outcomes 

(Crawford et al. 2002).  This maybe because of lack of good research on the value of 

service user involvement alongside practical difficulties in effective ways of involving 

service users (Nilsen et al. 2006).  A fundamental question concerns the reality of 

service user involvement in health care. In their systematic review of the evidence, 

Crawford et al. (2002) concluded that little information was found on the effects of the 

involvement.  Out of the 337 studies about involving service users in the planning 

and development of health care, 294 (87%) were excluded because they did not 

describe the effects of involvement.  The accepted studies included 42 papers (12%) 

that described the effects of 40 initiatives involving service users in planning and 

development activities.  Of these, 31 were case reports, 5 were the results of 

surveys, 3 examined records of meetings and three described the findings of action 

research.   

 

The authors of the review concluded that whilst patients had contributed to the 

planning and development of services across a range of settings, the effects of these 

on quality of care have not been reported.  However, ‘this absence of evidence 

should not be mistaken for an absence of effect. Healthcare providers may be 

increasingly required to demonstrate that they involve patients in the planning 

process, but they will also continue to be accountable for the decisions they make. A 

better evidence base may be necessary to persuade providers to place greater 

emphasis on patients' views when making decisions about services’ (Crawford et al. 

2002 p. 325).  Similar findings were found in a recent study by Fudge et al (2008), 

wherein the gains of involvement were harder to identify in terms of the impact on 

services. More evident were the personal gains for those involved: satisfaction of 

feeling listened to by professionals, social opportunities of meeting others in a similar 

situation, and increased knowledge about stroke and services available.   

 
As highlighted by McCormack (2006), arguments have also been suggested against 

lay participation in planning and decision making processes.  These include the belief 

that health professionals are the legitimate decision makers and that participation 

may involve people who have less skill and knowledge than those responsible for 

carrying out the decisions.  Another report concluded that the decision making 

process was slower because patients were involved (Todd et al. 2000).   
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Do service users want to be involved? 
 
There is extensive evidence to suggest that users want more information and 

involvement.  Gillgren (2005 in Gregory 2007), for example, argues that service users 

have diminished confidence in the ability of governments and institutions to deliver 

the society that people want and a diminished sense of community.  Subsequently 

service users are seeking to address these issues by being involved in policy 

development and decision making and thus being part of the ‘solution’.  Health 

Canada (2000) also argues that there is widespread public demand for greater 

involvement in decision making and better access to information; 93% of Canadians 

say that the government should place higher priority on engaging the public about 

health care decisions.  Bowling’s (1996) survey of service users in the UK also found 

that 88% of people believe service users should be involved in the planning of health 

services. 

 

Ryan et al. (2001), in a UK study, conducted a series of telephone interviews 

exploring whether public views should be considered in setting health care priorities.  

Most respondents stated that the community has a role to play in decision making, 

and that service users views are important.  However, when asked to rate the 

public’s views against five other criteria for setting priorities (i.e. potential health gain, 

evidence of clinical effectiveness, budgetary impact, equity of access and health 

status inequalities, and quality of service) respondents ranked the public’s views as 

the least important.  Suggesting that while people want to be engaged they may not 

feel that their views should dominate.  In a further Danish study engaging service 

users in the health sector, Blume suggests that ‘it is sobering to realise that even with 

an extensive effort to consult with consumers, most do not become actively involved.  

However, he suggests that ‘this lack of active participation is not necessarily a 

problem, if consumers perceive that they have adequate opportunities to participate if 

they wish to do’ (Blume 2001). 

 

Mechanisms for service user involvement 
 
There are many different ways of listening to people and involving them.  And the key 

message coming from the literature is that no single method will suffice (Health 

Canada 2000, Ridley and Jones 2002, Gregory 2007).  Health Canada (2000) argues 
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that people do not want to be engaged extensively over every issue.  Instead they 

want to be engaged appropriately; hence different levels are appropriate at different 

times (see Figure 2).  Figure 4 outlines the various methods that are considered 

appropriate at each of these levels.  Whilst not exhaustive, the potential strengths 

and limitations of these methods are further outlined in Figure 5.
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Figure 4 A Matrix of Service User Participation (Queensland Health 2000) 
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Figure 5 - Strengths and limitations of various methods of involvement

 
Methods Strengths Limitations 

 
Surveys – can be written, 
telephone, email, face to face 

Email and mail-out 
questionnaires are  
inexpensive 
Can cover a wide geographic 
area 
Useful for gathering 
quantifiable information 
 

Questions need to be structured, 
straight forward and unambiguous 
Literacy may be an issue 
Often low response rates 
Limited opportunity to probe in 
telephone/written surveys 
Service users may not be able to afford 
or access internet facility. 
Exclude specific groups systematically.  
Danger of tokenism. 
 

In-depth interviews Useful to follow up specific 
issues 
Provides in-depth information 
from selected stakeholders 

Requires skilled interviewer  
Time consuming 
Small numbers – requires careful 
selection of informants. 
 

Focus groups Quick and low cost 
Allows exploration of issues 
identified through survey 
 

May not be representative of service 
users 
Not suitable for information 
dissemination 
Not suitable for decision making 
Requires skilled facilitator 
Language barriers. 
 

Public meetings and forums Opportunity for anyone to 
attend 
New networks created 
A forum for debating issues 
Opportunity for information 
dissemination and sharing 

Poor attendance 
Confidentiality issues 
Risk of domination by particular 
individuals or groups 
Not representative of population or 
views 
May be difficult to stay focussed on 
issue 
Requires skilled facilitator  
Disabled may be disadvantaged. 
 

Service user representatives on 
committees 

Medium to long-term 
perspective  
Encourages debate 
Ensure accountability. 
 

Requires orientation and ongoing 
support 
Costs 
Requires organisational commitment to 
meaningful participation 
 

Workshops Can develop a shared 
approach to a specific issue 
Brings together selected 
people from diverse groups 
Structured session can 
produce a plan or 
recommendations 
 

Small numbers, needs careful 
consideration of participants 
Requires skilled facilitator 
Participants may need particular skills, 
knowledge or experience. 
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Doel et al. (2007) also highlight the need to use different types of service user 

involvement for different issues.  For example, to identify risks or problems 

consideration might be given to the use of complaints, hotlines, phone-ins, forums, or 

focus groups; to engage culturally diverse service users consideration might be given 

to consulting with local organisations, conducting telephone surveys, use of 

consumer advocates, bilingual workers and culturally appropriate venues. 

 

The service user involvement literature includes extensive discussions about 

techniques, offering advice about when to choose a particular technique, how it 

should be implemented and its advantages and difficulties.  Examples of resources 

outlining various involvement techniques include: 

 

• Consumer Focus Collaboration (CFC 2000): which provides 43 strategies and 

techniques for conducting engagement in the health sector. 

• Health Canada (2000): which provides a detailed discussion of engagement 

techniques, grouped under their five levels of engagement. 

• Gramberger (2001): who has developed a practitioners guide to using 

information, consultation and public participation in policy making for OECD 

Member countries. 

• Queenslands Department of Communities, which has produced a series of 

guides about community engagement including Engaging Queenslanders: 

Get Involved (2003), Engaging Queenslanders: An Introduction to Community 

Engagement (2005). 

• INVOLVE (2006), has also produced a number of guides and reports in 

relation to promoting public involvement in NHS, public health and social care 

research. 

 

It is important to highlight, however, that some methods of involvement are difficult to 

categorise.  One of the difficulties is that ‘involvement’ is or should be something that 

occurs in every aspect of health and social care and in every encounter between 

user and service provider.  As noted by Ridley and Jones (2002): 

 
‘The most significant forms of involvement are those that become part 
of the day to day practice of health care delivery and planning, whether 
at the level of the individual encounter or at a more collective level, yet 
these are often the least visible’ (p.77). 
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Whilst the importance of service user involvement at all levels of the health services 

is widely recognised, a recent Cochrane review (Nilsen et al. 2006) shows that little 

research has been done to find the best ways of involving consumers in healthcare 

decisions at the population level.  Most of the included studies compared 

consultations with service users with no consultations with service users. There is 

moderate quality evidence from two studies that involving consumers in the 

development of patient information material results in material that is more relevant, 

readable and understandable, without affecting anxiety. This 'consumer-informed' 

material can also improve knowledge.  Two studies, which compared using service 

user interviewers with staff interviewers as data collectors for patient satisfaction 

surveys, found small differences in satisfaction survey results, with less favourable 

results obtained when consumers were the interviewers. One study, comparing two 

different methods for involving service users (telephone discussion and a face-to-

face group meeting), showed that face-to-face meeting is most likely to change 

consumers' views on community health priorities (Nilsen et al. 2006). 

 

Addressing the challenges to effective service user 
involvement 
 
Much of the research on involvement has focused on aspects that challenge or 

enable service user involvement.  And whilst a number of major pieces of research in 

Australia and the UK have provided a strong body of evidence about such challenges 

and enablers, there are still gaps in the literature particularly in terms of studies 

documenting outcomes and effectiveness.  For example, whilst there are many 

examples of Australian policy documents that call for service user involvement (see 

Gregory 2007) there is little evidence that service user involvement activities are 

evaluated, either in terms of the success of the process or its influence on policy 

development.   

 

Research indicates that in terms of evaluating service user involvement, studies tend 

to be descriptive, explaining what was done and some lessons learned (Gregory 

2007, Fudge et al. 2008).  Very few evaluations, however, focus at the outcome level 

and consider how service user involvement influence decisions (Fudge et al. 2008; 

Forest et al. 2003; Crawford et al. 2002; Rowe and Frewer 2000).  Studies also 

indicate that there are no standard benchmarks for evaluation, and it is difficult to 

evaluate the impact of involvement in achieving final goals (Fudge et al. 2008, Lasker 
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and Weiss 2003).  Fudge et al. (2008) also illustrate the difficulty of assessing 

effectiveness, especially when concepts are poorly defined.  The question over 

whose outcomes or which outcomes count as indicators of success will depend on 

the different perspectives of the key stakeholders. 

 

It is clear that outcomes of service user involvement are difficult to measure and 

demonstrate that broad engagement actually strengthens decisions or improves 

health is difficult (Lasker and Weiss 2003).  Community engagement programmes 

are often focused around discrete programmes or decisions, and Lasker and Weiss 

(2003) suggest that this can mean that involvement is too short term or too thinly 

resourced to reach a level at which impacts can be fairly evaluated.  In addition, 

service user involvement is rarely amenable to the ‘gold standard’ of evaluation: the 

randomised control trial. 

As highlighted by Gregory (2007), the USAs Environmental Protection Agency (EPA 

2001) argues that standard evaluation criteria and performance measures are 

needed to show the effectiveness of service user involvement.  The EPA (2001) 

proposed that evaluation criteria could be based on: 

• Stakeholder/public perceptions regarding their ability to participate 

(expectations met, level of effort required to participate, goals and processes 

clearly explained, goals met, fair process, competent process) 

• Factors contributing to the success/shortcomings of the involvement effort 

(and how could it have been designed differently) 

• Resources involved in the involvement effort (can the level of resources be 

associated with positive results). 

Performance measures could be based on how many service users participate; 

whether all significant groups were represented and whether the effort resulted in a 

product or agreement that furthered progress towards achieving positive outcomes. 

 

Additional challenges facing effective service user involvement have been 

summarised by Gregory (2007) and can be divided into the following three groups:  

 

1 Resources (e.g. time and cost): 

Adequate resources are needed to promote engagement programmes and ensure 

that service users are given an opportunity to contribute.  Finey (1999, in Thomson 

2003) argues that, without adequate promotion, engagement programmes can 

become closed exercises designed to legitimise the policies developed by 
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bureaucrats.  Service users need to hear about the opportunity for engagement and 

be given adequate notice if they are to be involved (Ridley and Jones 2002). 

 

2. Service user issues 

To be able to participate effectively at the policy level, service users need to develop 

a sound understanding of the health system and the issues it faces and they need to 

be able to talk about those issues.  This can require extensive time in preparation, 

and significant support and training for their participation (EPA, 200, Horey and Hill 

2005).   

 

If service users are unfamiliar with the issues under discussion, the language used, 

the processes of meetings and policy development, or the people they are asked to 

work with, they can face significant challenges (Oliver et al. 2004;  Pivik et al. 2004; 

Horey and Hill 2005).  Anderson et al. (2006) report that meeting processes can be 

both tedious and daunting for service users who need to survive an initially difficult 

period before they become familiar enough with the jargon and the processes to be 

able to contribute.   

 

3. Organisational issues 

Barriers to service user involvement also operate at the organisational level.  

Organisation commitment and responsiveness have been identified as general 

factors that can inhibit user led service change and quality enhancement.  And why? 

Organisations may be unfamiliar with engagement practices, unfamiliar with working 

with service users, and have negative attitudes towards their input.  In addition, 

organisations may not have a clear idea of how to engage service users actively and 

purposefully in the planning, development and delivery of services.  Bramson (in 

Henton et al. 2001) identifies organisational barriers as involving a deficit in either will 

or skill: many managers lack the will to engage service users because they feel it 

imposes enormous burdens without any benefit; at the same time, many have not 

developed the skills in facilitation, group processes and conflict resolution that are 

essential for service user involvement. 

 

In a review carried out by McCormack (2006), the principle challenges to user 

involvement identified in the literature are the power differentials and dynamics 

between service users and professionals.  These power relations are historical and 

can be present at both organisational and individual levels.  Participation requires 

mutual involvement and a relationship between health professional and service user 
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that includes communication and information exchange.  Historically, people that 

used the health and social services were seen as passive recipients of care.  

Decision making power about that care traditionally lay with the providers of care as 

did the opportunity to assert expertise.  For service user health policy to be realised, 

paternalism must be replace by active encouragement of service users to participate 

in their own care (Ridley and Jones 2002, McCormack 2006).  In a study of public 

consultation in public health in Ireland, Keenaghan (2006) found that strategies and 

techniques of power are played out by all sets of interests involved in public 

consultation, however, the study suggests that the interests of those consulting are 

best served by the process of public consultation. 

 

In order to make the involvement of the service user a reality, benefiting all those 

concerned as opposed to a tokenistic exercise, it is necessary to address many of 

the challenges outlined.  As outlined by Gregory (2007), this will require: 

• An organisational champion who works at a high level and can influence 

others in the organisation (Moore 2003, NHMRC 2004) 

• Adequate time and resources (Draper 1997; Qld Health 2002; NHMRC 2006) 

• A suitable framework to support people as they come together, the 

infrastructure may be a facilitator, funding, a plan, an event, or a history that 

brings people together (Smyllie, in Woolcock and Brown n.d.) 

• Good communication practice (well prepared information available in 

advance, appropriate language, an investment in developing good working 

relationships and clear processes for engagement practice and meeting 

structures) (EPA 2001; Church et al. 2002; Oliver et al. 2004) 

• Good training and support for both services user and staff (NHMRC 2006, 

Oliver et al. 2004) 

• Previous successes (engagement is self-perpetuating – successes 

strengthen partnerships and increase confidence) (Draper 1997, Moore 2003) 

• Accountability and trust (including a clear articulation of how service users 

views will be used, good feedback about what service users have said, and 

details about how final decisions will be made (Health Canada 2000, EPA 

2001) 

• Community workers to support the engagement programme who are 

independent of planners and policy makers (O’ Keefe and Hogg 1999, 

Anderson et al. 2006). 
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• Health literacy.  Health literacy is fundamental to service user involvement.  If 

people cannot obtain, process and understand basic health information they 

will not be able to look after themselves or make good decisions on health 

(Coulter and Ellins 1997) 

• A culture and climate where people are free to speak openly and honestly 

without fear of reprisal.  It is important to recognise the vulnerability and 

sometimes fear of consumers and to acknowledge diversity and the differing 

priorities, beliefs and understanding that entails. 

 

International developments in service user 
participation 
 
Whilst the following review of international developments in service user participation 

is very brief a more detailed and comprehensive review has been completed by 

Coney (2004). 

 
• United Kingdom 

Service User involvement in the NHS National Institute for Health Research has 

become a key issue, with the NHS making a national commitment to this.  NHS Trust 

policy documents support the involvement of service users.  Policy documents such 

as ‘The NHS Plan’ (2000) and ‘Research and Development for a first class service; 

Research and Development funding in the new NHS’ (2000) actively promotes more 

patient involvement and the improvements in the quality of research this can lead to. 

 

In December 2006, the Labour government also launched a ‘Local Government and 

Public Involvement in Health Bill’ in the House of Commons.  The Local Involvement 

Networks (LINKS) contained in the Bill are an attempt to bring healthcare closer to 

local communities and to create more patient orientated services.  Each local 

authority with social service responsibilities will be appropriately funded to make 

arrangements providing for the establishment of a LINK in its area (DoH 2006). 
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Current arrangements but under change in the UK (DoH 2006) 
 

• ‘Currently there is a patient forum for every NHS Trust and Primary Care 

Trust. They have a range of functions including monitoring and reviewing the 

health service.  They plan to build on the role of patient forums and in their 

place will create LINKS, which will cover an area rather than be tied to a 

specific organisation. 

• The Commission for Patient and Public Involvement in Health (CPPIH) was 

set up to support and manage patient forums.  The decision to abolish the 

CPPIH was made by the Arm’s Length Body Review in 2004 

• Local authority One Stop Centres (OSC) review and scrutinise matters 

relating to the health service. NHS organisation must consult them on 

substantial variations and developments to health services. OSCs will be 

encouraged to focus their attention on the work of commissioners to make 

sure they are commissioning services that reflect the health needs of local 

populations and that they are reflecting public priorities in the communities. 

• Section 11 of the Health and Social Care Act 2001 places a duty on NHS 

trusts and Primary Care Teams (PCTs) to make arrangements to involve and 

consult patients and the public in the planning and development of health 

services and in how the services operate. The requirements of section 11 will 

be made more explicit and a new duty to respond will be placed on 

commissioners 

• The Independent Complaints Advocacy Service (ICAS) assists individuals 

who wish to make a complaint about health services. No changes will be 

made to ICAS. 

• The Patient Advice and Liaison Service (PALS) helps patients and their 

carers address concerns in relation to their care and treatment and tries to 

sort out problems quickly by liaising with staff, managers, and other 

organisations. No changes will be made to PALS. 
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Extensive research into service user involvement is also being conducted (e.g. Oliver 

et al. 2004 and other work conducted by the Cochrane Collaboration; and the Picker 

Institute).  In addition, the Department of Health funds ‘INVOLVE’, a national advisory 

group that promotes and supports active involvement in the National Health Service, 

public health and social health research (INVOLVE 2006). 

 
• Australia 

Service user involvement is an established practice in the Australian policy making 

environment (Gregory 2007).  Within the health sector, engagement is a fundamental 

part of the government policy development and a statutory obligation for 

organisations such as the National Health and Medical Research Council (NHMRC) 

and the Australian Health Ethics Committee (AHEC) (Horey and Hill 2005).  Funding 

organisations such as the NHMRC require grant applications to detail the process of 

service user involvement planned for funded programmes and expects project 

reports to include a discussion of how service user involvement was achieved 

(NHMRC 2004).  Whilst there are many examples of Australian policy documents 

that call for service user involvement (see Gregory 2007), there is little evidence that 

service user involvement activities are evaluated. 

 

• New Zealand 
Coney (2004) provides a detailed study of the history, ongoing activities and new 

initiatives in the health, mental health and disabilities sectors with regard to service 

user voice and participation in New Zealand. 

 

Similar to Ireland, there is an absence of practical mechanisms for identifying and 

communication with service user organisations.  Each agency which wishes to 

communicate and engage the service user sector has to independently establish 

those links which is both inefficient and ineffective.  The only guidelines are those 

developed by the Ministry of Consumer Affairs which, while helpful, are generic 

rather than specific to the health and disability sectors. 

 

A number of government and independent agencies such as Accident Compensation 

Corporation (ACC), Health and Disability Commissioner, New Zealand Heart 

Foundation and the New Zealand Guidelines Group are taking steps to include 

service users but there is no co-ordination of these efforts, nor is there any central 

body to collect and disseminate information about what is going on (Coney 2004). 
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• OECD countries 
Several OECD countries have formalised approaches to service user involvement, as 

outlined in the OECD report ‘Citizens as Partners’ (Caddy 2001).  For example, both 

Canada and Denmark have used service user involvement to develop health policy, 

while case studies from Belgium, the Czech Republic, the USA, Hungary, France, 

and Korea discuss service user involvement in policy making and implementation in 

other fields.  The OECD report notes that evaluation of service user involvement 

programmes is rare and the report includes only one case study (describing 

consensus conferences on genetically modified food in Norway) where an attempt is 

made to evaluate the engagement process. 

 

• Developing countries 

Over the past 30 years a wide range of developing countries have successfully 

developed a model of primary health care promoted by the WHO.  This is based on 

the idea of ‘essential health care based on practical, scientifically sound and socially 

acceptable methods and technology, made universally accessible to individuals and 

families in the community through their full participation and at a cost that the 

community and country can afford to maintain’ (WHO 1977, WHO 1978). 

In the 1950s and '60s many developing countries faced a daunting task.  Economic 

recession meant that many could not even start to follow the developed countries 

medical model of health based on hospital medicine and high technology.  ‘A different 

model of care emerged, which recognised that the health of populations was 

determined by factors other than medical care and that these factors could be 

controlled by communities themselves, through collaboration with other sectors, such 

as agriculture, water sanitation, and education, in a ‘spirit of self reliance and self 

determination’ (Johnstone and McConnan 1995). 

The roots of this started with health initiatives based in the communities in Africa and 

Asia, some dating back to the 1920s.  By the 1970s WHO (1975) had recognised and 

formulated this model and declared at Alma Ata that ‘health for all’ was achievable 

through primary health care by 2000.  Research, however, clearly demonstrates that 

many people however are still coming to terms with the words and principles that 

followed this declaration, such as ‘community oriented primary care,’ ‘intersectoral 

collaboration,’ ‘integrated services’, and ‘local health systems’ (op cit).  
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International and cross-national service user 
organisations 
 
There are a number of service user groups that cross national boundaries some of 

which are outlined below: 

 

International Alliance of Patients Organisations 
International Alliance of Patients Organisations (IAPO) is a unique global alliance 

representing patients of all nationalities across all disease areas and promoting 

patient-centred healthcare around the world.  Its members are patients' organisations 

working at the international, regional, national and local levels to represent and 

support patients, their families and carers.  

IAPO's vision is that patients throughout the world are at the centre of healthcare and 

its mission is to help build patient-centred healthcare worldwide by: 

• Realising active partnerships with patients' organisations, maximising their 

impact through capacity building  

• Advocating internationally with a strong patients' voice on relevant aspects of 

healthcare policy, with the aim of influencing international, regional and 

national health agendas and policies  

• Building cross-sector alliances and working collaboratively with like-minded 

medical and health professionals, policy makers, academics, researchers and 

industry representatives. 
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European Patients Forum 
Twelve pan-European patients organisation formed this group in 2003 in response to 

calls by the European Commission and other European institutions to have a single 

pan-European patient body for consultation purposes. 

 

The main objectives include: 

• To exchange information and points of view between pan-European patients 

groups in the area of EU health policy and initiatives 

• To share health experiences and examples of good practice to strengthen 

consumer voice 

• To offer the views of patients through a broad, representative and 

independent patient group resource 

• To provide a forum for patients organisations to develop a common position 

on health policy and to lobby on behalf of those organisations 

• To be the first point of reference for EU and other European institutions when 

seeking the views of patients and patient groups 

• To cooperate in joint projects. 

 

Cochrane Consumer Network 
The Cochrane Consumer Network (CCNet) started in 1993 and became a Cochrane 

entity in 1995.  The Network is accountable to the governing body (board) of The 

Cochrane Collaboration for both structure and performance.   

 

The purposes of the Network are to represent and provide a service user viewpoint in 

the development of systematic reviews, including prioritisation of titles and to support 

consumers and their interests in The Cochrane Collaboration.  The Network also 

seeks to increase awareness among Cochrane entities of the benefits of involving 

consumers and provide mechanisms of accountability for consumers in the 

Collaboration.  It further disseminates summaries of information and develops 

evidence-based consumer health information to enable consumers to make informed 

health care decisions. 

 

Membership is free and is open to all consumers or consumer organisations.  

Supporting members are health professionals or researchers interested in consumer 

participation and the health of people in developing countries.  There are members 

from over 50 countries.  The Network is governed by an international council, with 
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members drawn from specific regions, and there are two representatives on the 

Steering Group.  Members are encouraged to form geographical satellites as a way 

of facilitating local effectiveness. 

 

The Network of over 300 members is not funded by the Collaboration and operates 

within the Cochrane policy of not receiving health industry funding.  The Network is 

currently developing an active, truly inclusive network approach.  This includes the 

development of a new web site where relevant documents and newsletters can be 

accessed, and a moderated email discussion list that also serves to keep members 

informed. 

 

WHO Patients for Patient Safety  
Patients for Patient Safety (PFPS), emphasises the central role patients and 

consumers can play in efforts to improve the quality and safety of healthcare around 

the world.  

Through the work of PFPS, the World Alliance for Patient Safety collaborates with a 

global network of patients, consumers, caregivers, and consumer organisations to 

support patient involvement in patient safety programmes both within countries and 

in the global programme of the Alliance.  

The ultimate purpose is to improve health care safety in all health care settings 

throughout the world by involving consumers and patients as partners.  The global 

network of PFPS champions are individuals who work in partnership with health 

professionals and policymakers across the world to identify problems, design 

solutions and implement change. 
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Concluding remarks 

Service user involvement may not automatically lead to improved service quality.  

Healthcare professionals and service users understand and practise user 

involvement in different ways according to individual ideologies, circumstances, and 

needs.  And whilst methods for involving service users have been considered in 

depth, given the resource implications of undertaking user involvement in service 

development there is a need for critical debate on the purpose of such involvement 

as well as better evidence of the benefits claimed for it. 

Given the key findings and learning from the literature reviewed the authors of this 

report propose the following elements on which to build a strategy for service user 

involvement that is most likely to result in addressing the Health Act 2004, Part 43 

(HSE 2004), the ‘HSE Corporate Plan 2005-2008’, Objective 4 (HSE 2005) and the 

‘Transformation Programme for 2007-2010’ (HSE 2007b) and the Position paper of 

the National Primary care Steering Group (DoHC 2004): 

Leadership:  

There is leadership to guide the processes toward desired results, facilitate working 

together, ensure that the required features for effective service user involvement are 

implemented and adapts to changing needs. 

 

Readiness:  
There is commitment to effective service user involvement by all, feasibility and 

opportunity costs are assessed, community capacity is understood, real influence 

and control of participants over the process and decisions are planned, timeliness 

and early involvement of all participants are considered, long term commitment is 

outlined, and accountability for results is established. 
 

Common goal:  
There is clarity of goals, clearly defined results to be achieved for the immediate and 

long term, transparency of intent and sufficient scope for comprehensive problem-

solving or meaningful results. 
 

Participants: 
Individuals are willing to participate and the opportunity to participate is inclusive, 

broad, diverse, and engages those who are affected by decisions being made, 
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particularly those whose voices are seldom heard.  Appointments must be made on 

merit and the appointment process should be consistent with good corporate 

governance and must be transparent, accountable and cost effective. 
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The right process:  
The process is fair and competent and utilises methods of involvement that are most 

likely to have an impact on quality health care, enables meaningful dialogue, 

collaborative practices and feedback. 
 

Appropriate supports:  

Supports include: information and knowledge sharing, ongoing access to needed and 

usable information, training and education opportunities, appropriate tools, sufficient 

time, sufficient financial and staff resources, and elements needed to build 

community capacity for effective involvement 
 

Evaluation and dissemination:  

Evaluation is costed and incorporated from the start of any initiative.  There is an 

evaluation framework based on evidence or theory, clear identification of definitions 

and methodologies used and clarity of goals to be achieved. 
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Appendix 1  Reports in Ireland reflecting service user and community involvement in the health services. 
 

The following table is not intended to be comprehensive in nature – it merely gives an indication of the various projects and reports in Ireland reflecting 

service user and community involvement in the health services.  Specifically it does not cover the activities of the voluntary and community service 

providers.  The reader, however, is invited to add to the list of initiatives by contacting: Deirdre McKeown, Consumer Affairs Department 

Oak House, Lime Tree Avenue, Millenium Park, Naas, Co Kildare. Tel: 045 882 576  

 
 

STUDY NATURE OF 
STUDY 

MODEL OF 
INVOLVEMENT 

STATED OUTCOMES SOURCE 

Engaging children in 
planning, design, 
development and 
delivery of services 
(2008) 

Operational 
policy. 

  Healthy Childhoods Sub Group of the Expert 
Advisory Group for Children 
Consumer Affairs Department 
Oak House 
Lime Tree Avenue 
Millenium Park 
Naas 
Co Kildare 
Tel: 045 882 576. 
 

Evaluation of the 
Patient Partnership 
Group at St. Luke’s 
Hospital, Kilkenny 
and Lourdes 
Orthopaedic 
Hospital, Kilcreene 
(Acheson 2007). 
 

Hospital 
setting. 

Utilises both 
qualitative and 
quantitative 
assessment 
methodologies 
in order to 
capture a 
detailed view of 
the research 

It is proposed that this study will help to identify 
the key issues surrounding the motivations, 
mechanism and barriers to patient involvement in 
healthcare governance in the Irish healthcare 
system. 

Grey Literature 
 
Deirdre Dunne 
Quality and Accreditation Team 
St Lukes Hospital 
Kikenny. 
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unit. 
 

INSIGHT 07: Health 
and Social Services 
in Ireland, a survey 
of consumer 
satisfaction (2007) 

Inpatients, 
outpatients, 
patients of 
general 
practitioners 
and HSE 
Community 
Service 
Users. 
 

Face to face 
interviews with 
3,517 people 
across the ROI 

Primary aim was to seek the experiences of 
peoples in terms of public health and social care 
services in Ireland 

Consumer Affairs Department 
Oak House 
Lime Tree Avenue 
Millenium Park 
Naas 
Co Kildare 
Tel: 045 882 576 

     
Youth Participation 
Programme: A 
catalyst for change 
(Lally 2007) 
 

Children’s 
health 

 Provides template for meaningful participation 
activities.  YPP offers a framework by which 
youth participation can be built into the model for 
Children’s Services Committees that are to be 
development nationally in the ROI 
 

Report 
http://omc.gov.ie/documents/research_informa
tion/yppreport.pdf 

The Development of 
Person-Centred 
Practice in Nursing 
across Two 
Continuing 
Care/Rehabilitation 
Settings for Older 
People (Dewing et 
al. 2007) 
 

Older People A two year 
practice 
development 
programme 

Focuses on Emancipatory Practice Development 
as an approach that can enable practitioners and 
managers to move systematically towards 
person-centredness in a way that maximises 
learning and builds a culture that is needed to 
support person centred practice 
 

Evaluation report 
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Consumer 
Involvement in 
Primary Care – Is it 
rhetoric or a reality 
(O Reilly 2007) 
 

Primary Care   Grey Literature PhD study 
Fiona O Reilly,  
Royal College of Surgeons 
 

Establishing best 
practice guidelines 
for setting up and 
conducting a 
Consumer Panel for 
Maternity Services 
within a Hospital 
Setting (Breen and 
Boyce 2007) 
 
 
 

Maternity 
Services 

Action research 
involving 
qualitative data 
collection by 
means of 
telephone 
interview, one 
to one 
interview, focus 
groups and 
document 
analysis as well 
as a reflective 
journal 
 

Investigates practitioner and consumer 
involvement (feedback from sites where panels 
have been conducted) in the context of 
establishing best practice guidelines for setting 
up and conducting a Consumer Panel for 
Maternity Services within a Hospital Setting 
 

Grey Literature MA study 
Ann Breen and Brid Boyce 

Public Consultation 
in Public Health 
Policy and Planning 
in Ireland 
(Keenaghan 2006) 
 
 

   Grey Literature 
 
Thesis submitted for the degree of PhD to the 
School of Sociology and Social Policy, Faculty 
of Legal, Social and Educational Sciences, 
Queen’s University Belfast 
 

The Health and 
Social Outcomes of 
Community 
Participation in 

Primary Care Focus groups 
with 17different 
groups in the 
community 

Assessing their needs, identify priorities, raise 
awareness and interest in community health and 
develop a collective agenda about community 
health issues resulting in the establishment of a 

Grey Literature 
 
Maire O’Leary, 
Health and Social Policy Officer 



 49 

Primary Care (2006) 
 

Community Health Forum to address the 
collective needs and issues and select 
representatives to sit on the Primary Care Team. 
 

Tel.: 074 9123757 
Email: maireb.oleary@mailb.hse.ie 
 

Evaluation of the 
National Counselling 
Service (2006) 

 Satisfaction 
survey to 260 
clients of the 
National 
Counselling 
Service, 69% of 
whom were 
female, 31% 
Male. 
 

 Grey Literature 

Health Service 
Executive 
Emergency 
Departments (ED): 
Patient Profiles, 
Experiences and 
Perceptions (HSE 
2006) 

Emergency 
Departments 

National Survey 
among 1,600 
people who 
attended ED 
during 2006 

Primary aim was to capture, for the first time in 
an Irish Setting, an impartial national profile of 
the perceptions people have of their Emergency 
Department experiences 
 

Consumer Affairs Department 
Oak House 
Lime Tree Avenue 
Millenium Park 
Naas 
Co Kildare 
045 882 576 
 
 

Consumer 
Participation by 
Older People in 
Health and Social 
Services 
(McCormack 2006) 
 

Older People Eight focus 
groups, six with 
older people 
and two with 
professionals. 

To explore older peoples experiences of their 
care and their views about the role of older 
people in healthcare decisions at both an 
individual and systems levels 

Grey Literature MSc Primary Health Care 
Jacqueline McCormack 
Jackie.mccormack@hse.ie 

Towards a Review 
of Models of 

Former health 
boards, 

Restricted to 35 
initial contacts 

This report only provides top line findings on 
consumer participation initiatives on the basis of 

Consumer Affairs Department 
Oak House 
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Consumer 
Participation in the 
Health Services  
(One2one Solutions 
2006) 

DATHS and 
Dublin 
Maternity 
hospitals 

35 interviews with health service staff. Lime Tree Avenue 
Millenium Park 
Naas 
Co Kildare 
045 882 576 
 

St Vincent’s 
University Hospital.  
(2005).   

Emergency 
Department 

Patient 
Satisfaction 
Survey to 165 
patients 
discharged from 
ED. 

Areas for improvement include reduction of 
perceived waiting time, staff identify, pain 
management and patient education. 
 

Survey questionnaire 

     
The Measurement of 
Patient Satisfaction 
with Acute Hospital 
in Ireland (ISQSH 
2005) 
 

   http://www.isqsh.ie/docs/default.asp?mnu=6&
wgID=&folder=Patient+Participation 

Keeping in Touch 
with Families (HSE 
Dublin North East 
2005) 

Children and 
Family 
Services 

User 
satisfaction 
survey to 14 
parents and 20 
children/young 
people under 
18 years of age 
 

Examines the perspectives of service users who 
had used the FSW service in the past twelve 
months, including parents/guardians, 
children/young people and key stakeholders 
 

HSE Dublin North East 

The Patients View 
(ISQSH 2004) 

Acute 
Hospitals 

Report of the 
experiences of 
nearly 5000 
patients in 26 
acute hospitals 

 http://www.isqsh.ie/docs/default.asp?mnu=6&
wgID=&folder=Patient+Participation 
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throughout 
Ireland 
conducted in 
late 2004 

Guidelines for 
Community 
Involvement in 
Health (DoHC 2004) 

Primary care  Identifies and collates existing information on 
policies, definitions, values and principles of 
community involvement as well as identifying key 
enablers 
 
 

Position paper 

Evaluation 
consumer 
participation in 
paediatric 
healthcare: an action 
research approach 
(Murray 2004) 
 

Paediatric 
healthcare 

Action research 
using focus 
groups 

Demonstrates that it is possible to develop 
partnerships with consumers in the absence of 
recommended structures, if appropriate criteria 
are utilised and committed participants are 
supported throughout the process 
 

Action research study 
Aveen Murray 
Aveen.murray@hse.ie 

Measurement of 
Patient Satisfaction 
Guidelines Health 
Strategy 
Implementation 
Project (HeBE, 
ISQSH and National 
Partnership Forum 
2003) 
 

   Guidelines 
http://www.isqsh.ie/docs/default.asp?mnu=6&
wgID=&folder=Patient+Participation 

Community 
Participation 
Guidelines (HeBE 
2002) 

All health 
services 

 Provides a useful framework for development 
approach to community participation at local level 
 

Guidelines  
http://www.dohc.ie/issues/health_strategy/acti
on52a.pdf?direct=1 
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Hearing Young 
Voices. Guidelines 
for consulting 
children and young 
people in relation to 
developing public 
policy and service in 
Ireland (McAuley 
and Brattman 2002)  
 

Children’s 
health 

Ten interviews 
with policy 
makers and 
practitioners, 10 
focus group 
consultations 
with children, 
and a survey to 
124 statutory 
agencies 
 

Identifies the key issues related to the 
development of good practice in the area and 
makes specific recommendations on creating 
equitable and sustainable opportunities for 
meaningful consultation with children and young 
people  

http://omc.gov.ie/documents/childyouthparticip
ation/Young_Voices_-
_Guidelines_on_how_to_involve_Children_an
d_Young_People_in_your_Work.pdf 

Pathways Reports: 
Experiences of 
Mental health 
Services from a 
User Led 
Perspective 
(Brosnan et al. 2002, 
2004) 
 

Mental Health 
Services 

Participatory 
Action 
Research 

Explores the experiences of 51 service users in 
Galway City (2002) and 34 in a rural area of the 
county (2004).   

Liz Brosnan 
Resource Officer 
Western Alliance for Mental Health 
Unit 9B Liosbaun Business Park, 
Tuam Road, Galway. 
 
091 755975 
wamhinfo@eircom.net 

The national 
patient/client 
perception of the 
quality of health care 
(2000) 
 

All health 
services 
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Appendix 2 - Initiatives promoting service user involvement: 
 
HSE Expert Advisory Groups:  
The purpose of an Expert Advisory Group is to bring the expertise of the clinical and 
health community and the voice of patients/clients and service users to a more 
influential role within the HSE. 
 
Regional Fora:  
Section 42 of the Health Act provides for the establishment of regional health fora 
which is to be composed of member of each city council and each county council 
within the functional area of the forum who are to be appointed as members of the 
forum by that city council or county council.  “The function of the Regional Health 
Forum is to make such representations to the HSE as the forum considers 
appropriate on the range and operation of health and personal social services 
provided within its functional area” (Health Act 2004). 
 
Satisfaction Surveys: 
 

ISQSH (2005).  The Measurement of Patient Satisfaction with Acute Hospital 
in Ireland. 
 
The Patients Experience of Emergency Departments in Ireland in 2006, 
National Survey, Patient Profiles, Experiences and Perceptions.  
 
INSIGHT 07: Health and Social Services in Ireland – a survey of consumer 
satisfaction. 

 
Community workers employed by the HSE: The numbers of workers in each area 
vary considerably from one to over thirty… 
 

HIQUA  

HIQUA will promote delivery of health and personal social services based on 
practices that evidence has shown produce high quality, effective and efficient results 
by: ensuring the services provided in the health system meet nationally agreed 
standards, both at clinical and managerial level; and assessing whether health and 
personal social services are managed and delivered to ensure the best possible 
outcomes within available resources.  

 
Sectoral Involvement:  
 
Representatives have been involved in various policy and strategy groups in the 
following areas: 

• Traveller groups – travellers have developed peer-run primary care 
services.  The Travellers Health Advisory committee was set up in 
1998.  National traveller organisations are represented on this 
committee which plays a key role in ensuring that traveller health is a 
priority.  Traveller Health Units in each of the former health board 
areas monitor and coordinate the delivery of health services to 
travellers and support the development of traveller specific services.  
Travellers actively participate in their running.  Traveller groups have 
been involved in the Travellers All Ireland Health Study. 

• Mental health – Provision of peer advocacy services: 
www.irishadvocacynetwork.com gives more information, and the impact of 
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peer advocacy services can be seen in the annual report from the Mental 
Health Commission, available on its website www.mhcirl.ie 
"The Vision for Change" which is national government and HSE Mental Health 
Policy, contains clear explanations of the benefits to be gained by involving 
service users.  An International mental health leadership course is currently 
being delivered by DCU. This builds upon an inclusive "trialogue" of people 
from mental Health services: One service user, one family member/carer and 
one professional mental health worker. They work together to initiate a 
project which will benefit local mental health services in their own area. all 
are from the same locality. Early results are promising and this model has 
been transferred to the Irish context via the UK, where positive benefits 
accrued. 

• Migrant and new community groups – there was extensive 
consultation with service users, service providers and HSE staff 
throughout the country in the preparation of the ‘National Intercultural 
Health Strategy’.  A feature of the consultation was the support offered 
by a range of bodies and individual including CPA, National 
Consultative Committee on Racism and Interculturalism, CAIRDE, 
Spirasi, Pavee Point, and the Immigrant Council of Ireland. This 
cooperation ensure that a side spectrum of service users was 
facilitated to participate in consultations. 

 
Support groups: 
 
There are many support groups which are focused on specific issues or have a broad 
health agenda.  Some examples are noted below: 

 The Irish Patients Association 
 Patient Focus – has supported the Neary patients and those 

who experienced symphysiotomy 
 Patients First – organised around A&E delays and trolley waits 
 The MRSA group 
 The Advocacy Network. 

 
Forum for Older People’s Residential Care Services: 
 

In 2006, in order to explore the role of the older person, families, advocacy 
groups and Voluntary agencies, Consumer Affairs called together many of the 
National Voluntary agencies to form a FORUM.  The purpose of the FORUM 
is firstly to enable older people to be active users of health services and 
secondly, to offer consumer-based advice and comment on older people’s 
health services to bodies such as the Department of Health and Children, the 
Health Service Executive, Health Information and Quality Authority and 
others. 

 
Consumer panels: 
 

Best practice guidelines for setting up and conducting a Consumer Panel for 
Maternity Services within a Hospital Setting are being established in the HSE 
Mid Western Regional Hospital. 
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Case Study Making and Measuring Change 
 

I’m Richard Ajasa and I would like to explain Cairde’s programme which is two 
phases.  We have a capacity building phase and we have a needs assessment 
phase for ethnic minority communities living in Dublin Inner City.  And I’m part of the 
programme, we’re a group of 16.  Actually, we are mostly activists in our 
communities and when we went into this programme we went in for the capacity 
building. 
 
During the capacity building period we had our mind set, we really appreciate what 
we would be going into, what we would be going to day by day. Like looking at the 
social environment that really dictates or predicts our health. 
 
And we went through this programme and the intention of this programme was to 
build our capacity to a position of community aid worker. We got capacity training for 
roughly eight to ten months and after that we went into the health needs assessment 
stage where we had training in research. The training we had was more or less 
focusing on the quantitative analyses of our health, of the social environment. 
 
For the needs assessment itself we must have had 13 or 14 interns in that project 
after we assumed the position of assistant community health workers.  We carried it 
out. We were in charge of the research ourselves. The ethnic minority communities in 
Dublin Inner City are considered a hard to reach group and we need to tell our story 
ourselves.  Our people need to go to talk to our own community.  There’s a good 
measure of trust. People can really come to us and say this is what we are going 
through. 
 
Some of the challenges highlighted through the needs assessment include lack of 
knowledge of services available and lack of understanding of different rules; lack of 
entitlement or restricted entitlement due to immigration status; financial cost of health 
services; poor out of hours services for those in employment; late presentation of 
health problems; lack of good communication and interpretation skills among service 
providers and increased inaccessibility of the service and non-completion of 
treatment  
 
And the gap - there is no Forum, luckily many of us we are activists in our group.  We 
have and with the help of Cairde and others, we had the training with CAN, we had a 
very dynamic infrastructure. We call it the ethnic minority health forum.  We work 
hand in hand with groups now and probably that’s given us a better way to really 
negotiate and to make our way through the policy process. 
 
(Adapted from Participation and the Practice of Rights Project, Conference Report 
May 2007) 
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Appendix 3 Websites explored. 
Websites  Organisation Country Comment 

http://www.ncchta.org/ Health technology Assessment UK 

The HTA programme is part of the National Institute for Health Research 
(NIHR). It produces independent research information about the 
effectiveness, costs and broader impact of healthcare treatments and 
tests for those who plan, provide or receive care in the NHS. 

www.dh.gov.uk/ Department of Health UK 
the Department of Health is structured and works to improve the quality 
and convenience of care provided by the NHS and social services. 

www.nccc.org.uk National Consumer Council UK 
generic consumer group with focus on health and representation training 
programme. 

www.kingsfund.org.uk King's Fund UK Research of consumer involvement. 
www.which.net Consumers Association UK Generic consumer organisation. 
http://www.cppih.org/   UK   
http://www.npsa.nhs.uk/ National Patient Safety Agency UK   

http://www.patients-association.com/ National Patients Association UK 
The Patients Association is a national charity providing patients with an  
opportunity to raise concerns and share experiences of healthcare 

http://www.thepatientsforum.org.uk/ Patients Forum Website UK 

Provides a wide range of information relating to the patients' movement 
in the UK.  This is primarily for our member organisations, who represent 
the interests of people who use health services, to enable them to 
strengthen their work in informing and influencing decision- makers. 

http://www.pickereurope.org/ Picker Institute Europe UK 

Picker Institute Europe works with patients, professionals and policy 
makers to promote understanding of the patient's perspective at all levels 
of healthcare policy and practice. We undertake a unique combination of 
research, development and policy activities which together work to make 
patients' views count. 

http://www.invo.org.uk/ INVOLVE UK 

INVOLVE is a national advisory Group, funded by the Department of 
Health, which aims to promote and support active public involvement in 
NHS, public health and social care research. 

http://www.napp.org.uk/ 
National Association for Patient 
Participation UK 

N.A.P.P. is the umbrella organisation for Patient Participation Groups 
(PPGs) within primary care and we have well over 300 members. We are 
able o help with advice on getting a PPG started, as well as offering 
guidance on maintaining the Group and making it more effective. 
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http://www.nhssurveys.org/ NHS Trust Patient Surveys UK 

The NHS Plan requires each NHS Trust in England to obtain feedback 
from patients  
about their experiences of care.  The NHS Patient Survey Programme 
covers Acute Trusts, Primary Care Trusts, Mental Health, Ambulance 
Trusts, and long term conditions. In addition, other surveys have focused 
on the National Service Frameworks for coronary heart disease, stroke 
and cancer 

http://www.pifonline.org.uk/ Patient Information Forum UK 

PiF is an independent group united by a common purpose, the 
development, production, and dissemination of high-quality information 
for patients, carers, and their families. 

http://www.nhscentreforinvolvement.nhs.uk/ 
The National Centre for 
Involvement UK 

The NHS Centre for Involvement will work with NHS staff and 
organisations to work with patients and the public better and help make 
changes based on their information. 

www.nice.org.uk 
National Institute for Clinical 
Excellence UK 

NICE is an independent organisation responsible for providing national 
guidance on promoting good health and preventing and treating ill 
health. 

http://www.scie.org.uk/ Social Care Institute for Excellence UK 

SCIE works to disseminate knowledge-based good practice guidance; 
involve service users, carers, practitioners, providers and policy makers 
in advancing and promoting good practice in social care; 

http://www.ukcrc.org/ UK Clinical Research Agency UK 

Aims is to re-engineer the environment in which clinical research is 
conducted in the UK, to benefit the public and patients by improving 
national health and increasing national wealth. 

http://www.pcx.nhs.uk/ The Patient Citizen Exchange UK 
To inspire and support public involvement in NHS organisations to 
improve the quality of health and social care.  

http://www.cochrane.org/consumers/cinc.htm Consumers in Cochrane UK 

The Cochrane Consumer Network is made up of fellow consumers who 
are committed to the philosophies of The Cochrane Collaboration and 
the importance of consumer participation in informed healthcare 
decision-making processes. 

www.cochrane.org 
Cochrane Collaboration Cochrane 
Reviews UK 

The Cochrane Collaboration is an international not-for-profit and 
independent organization, dedicated to making up-to-date, accurate 
information about the effects of healthcare readily available worldwide. It 
produces and disseminates systematic reviews of healthcare 
interventions and promotes the search for evidence in the form of clinical 
trials and other studies of interventions. 
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http://www.participateinhealth.org.au/about_us/ Participate in Health Australia   

  Consumer Focus Collaboration Australia 

The Consumer Focus Collaboration (CFC) operated from 1997 to 2001 
as a national body with stakeholders from governments, consumers, 
professional and private sector interests. Its mandate was to strengthen 
the focus on consumers in health service planning, delivery, monitoring 
and evaluation. 

http://www.aihps.org/ 
Australian Institute of Health Policy 
Studies Australia 

The Australian Institute of Health Policy Studies (AIHPS) is a national 
institute devoted to studying the ways in which health policy can improve 
the health of all Australians.   

www.health.vic.gov.au/consumer 
Victorian Government Department  
of Human Services Australia   

www.hc-sc.gc.ca/hpfb-dgpsa/ocapi-
bpcp//index_e.html 

Health Canada, Office Consumer 
and Public  
Involvement Health Products and 
Food Branch Canada Main agency responsible for patient involvement in health sector. 

http://www.consumerhealth.org/home.cfm 
Consumer Health Organisation of 
Canada Canada Commercially oriented alternative health network. 

www.consumerinterests.org 
American Council of Consumer 
Interests, ACCI USA 

Academics and professionals involved in consumer and family 
economics. 

www.consumerfed.org Consumers Federation of America USA Education and advocacy on consumer issues including healthcare. 

www.npcf.nl 
Nederlandse Patienten 
Consumenten Federation Netherlands   

www.patientsorganizations.org 
International Alliance of Patients 
Organisations International Global alliance representing patients. 

www.consumersinternational.org Consumer International CCI International Have a developed a health programme. 
www.publichealth,ie Institute of Public Health NI   

www. 
Partners in Change, Scottish 
Human Services Scotland 

Provides resources for helping to build an NHS that 'listens better to 
patients and responds more effectively to their needs. 

http://www.cpa.ie/ Combat Poverty Agency Ireland 

Combat Poverty continues to work to ensure that eliminating poverty 
remains a national priority, and that social and economic policies are 
directed at improving the lives of the most vulnerable in Irish society. 
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http://www.canaction.ie/about-us.html Community Action Network Ireland   

http://www.ageaction.ie/ Age Action Ireland Ireland 

Age Action Ireland is the national independent organisation on ageing 
and older people. It acts as a network of organisations and individuals 
including older people and carers of older people. It is a development 
agency promoting better policies and services for older people in an 
ageing society. 

http://www.olderinireland.ie/ Age and Opportunity Ireland Promoting greater participation by older people in society 

www.barnardos.ie Barnardos Ireland 

Barnardos supports children whose well-being is under threat, by 
working with them, their families and communities and by campaigning 
for the rights of children. 

http://www.citizensinformationboard.ie/ Citizens Information Board Ireland 

The Citizens Information Board (formerly Comhairle) is the national 
support agency responsible for supporting the provision of information, 
advice and advocacy on social services. 

http://www.wheel.ie/ 
Community and Voluntary Pillar 
(The Wheel) Ireland 

The Wheel is a support and representative body connecting community 
and voluntary organisations and charities across Ireland. 

http://www.cwc.ie/ 
Community Workers Cooperative 
(Galway) Ireland 

seek to be an independent voice and to campaign on issues which 
directly affect the lives of those who are most disadvantaged. 

http://www.consumerassociation.ie/ Consumers Association of Ireland Ireland 
The Consumers' Association of Ireland is an independent, non-profit 
organisation working on behalf of Irish consumers. 

http://www.disability-federation.ie/ Disability Federation of Ireland Ireland Supporting organisations to enable people with disabilities 

http://www.equality.ie/ Equality Authority Ireland 

The Equality Authority seeks to achieve positive change in the situation 
and experience of those groups and individuals experiencing inequality 
by stimulating and supporting a commitment to equality: 

http://www.fedvol.ie/home/default.asp Federation of Voluntary Bodies Ireland 
The national umbrella organisation for voluntary/non-statutory agencies 
who provide direct services to people with intellectual disability.  

http://www.isqsh.ie/ 
Irish Society for Quality  
and Safety in Healthcare  Ireland 

The Society is a not-for-profit, charitable, non-governmental 
organisation. We are dedicated to improving the quality and safety of 
healthcare, to supporting the development of professionals in healthcare 
quality through professional education, training and research. 

http://www.irishadvocacynetwork.com/ Irish Advocacy Network Ireland   
http://www.nco.ie/viewdoc.asp?DocID=120 National Children’s Office Ireland The OMC focuses on harmonising policy issues that affect child 
http://www.odca.ie/ 
 

Office of the Director of Consumer 
Affairs 

Ireland 
 The Agency operates a consumer website which can be accessed on 
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http://www.patientfocus.ie/ Patient Focus Ireland 
Patient Focus is a new Irish organisation which aims to preserve and 
enhance patient rights in all healthcare settings. 

http://www.patientstogether.com/ Patients Together Ireland non-political group of patients 

 http://www.ypp.ie Youth Participation Project Ireland 

 YPP is a cross border initiative that is facilitating youth participation and 
real change in the planning and design of health and social care 
services. 

http://www.spunout.ie Spun Out Ireland 
SpunOut.ie is an online youth health, lifestyle and citizenship resource 
for 16-25 year olds in Ireland. 

http://www.nzgg.org.nz/index.cfm? New Zealand Guidelines Group New Zealand 

The NZGG is an independent, not-for-profit organisation set up to 
promote effective delivery of health and disability services, based on 
evidence. 
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Appendix 4 People directly communicated with. 
 
Suzanne Connolly Barnardos 

Annmarie Kearns Consumer Representative 

Michael Kearns Consumer Representative 

Margaret Murphy Consumer Representative 

Mary Nally Consumer Representative 

Sheila Cronin CORI 

Eleanor Scanlon Disability Federation  

Anne O'Donnell DoHC 

Emily Reaper Drugs Service Users Forum (UISCE) 

Caoimhe Gleeson Equality Office 

Hilary Coates HIQUA 

Eibhlin Mulroe IPPOSI 

Stephen McMahon Irish Patients Association 

Hilary Dunne ISQSH 

Ruth Ryan NHO 

Fran Keyes Pavee Point 

Veronica Larkin Primary Care, HSE 

Fiona Reilly RCSI 

Catri O' Kane Simon Community 

Grainne O' Kane Tallaght Drugs Action Force. 

Michael Brophy  ISQSH 

Elaine Houlihan Combat Poverty Agency 

Anne  Harris Older Persons Forum 

Sarah Callanan Women’s Health Council 

Lorraine Dorgan Age Action Ireland 

Cecilia Forrestal Community Action Network 

Margaret O Connor Irish Advocacy Network 

John Redican Irish Advocacy Network 

Stephanie  Whyte CAIRDE 

Philip  Crowley DoHC 

June  Boulger Consumer Affairs, HSE 

Kathleen McLoughlin Milford Hospice 

Jacqueline McCormack HSE 
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Celia Keenaghan HSE 

Aveen Murray HSE 

Brid Boyce HSE 

Ann Breen HSE 

 
 


