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BOOKS/REPORTS 
 
British Medical Association. Health Policy & Economic Research Unit 
Local accountability.  
What we know so far ; 3 (April 2012) 
London : BMA, 2012                  Web publication 
This paper explains the new forms of local accountability within the NHS, including 
the strengthened role for local authorities, new health and wellbeing boards and 
local HealthWatch. It forms part of a series of BMA briefing papers, which set out 
what the BMA knows so far on a range of key topics following the government’s 
health reforms in England  
http://bma.org.uk/-
/media/Files/PDFs/Working%20for%20change/Shaping%20healthcare/NHS%20reform%20guides/hscahperuguid
es_localaccountibility_main.pdf  
Associated documentation: 
http://bma.org.uk/working-for-change/shaping-healthcare/nhs-system-reform  
 
ISBN: 9781405199100 
Cartwright, Julia and Crowe, Sally  
Patient and public involvement toolkit.  
Chichester : Wiley-Blackwell 2011             HOOC (Car) 
 
Great Britain. Department of Health  
Local authority health scrutiny : proposals for consultation.  
Leeds : DH, 2012                   Web publication 
This consultation looks at proposals to update local accountability and regulations 
governing local authority health scrutiny. The changes will update the 
arrangements and regulations for local authority health scrutiny and help to ensure 
that the interests of patients and the public are at the heart of the planning, 
delivery and reconfiguration of health services. Responses to the consultation 
should be submitted by 7 September 2012.  
Consultation document: 
http://www.dh.gov.uk/health/files/2012/07/Local-Authority-Health-Scrutiny-Consultation.pdf  
Associated documentation: http://www.dh.gov.uk/health/2012/07/health-scrutiny/  
 
Great Britain. Department of Health  
Local Healthwatch : a strong voice for people : the policy explained.  
London : DH, 2012                   Web publication 
This briefing describes the key policy ambitions for Healthwatch. It is aimed at all 
those with an interest in local Healthwatch organisations across the NHS and social 
care, including local authorities, local involvement networks, emerging health and 
wellbeing boards and the voluntary and community sectors.  
http://healthandcare.dh.gov.uk/files/2012/03/Local-Healthwatch-policy.pdf 
Associated documentation http://healthandcare.dh.gov.uk/healthwatch-policy/  
 
ISBN: 9781907790324 
Duffy, Simon 
Centre for Welfare Reform 
Peer power : an evaluation of the Personalisation Forum Group : a user-led  
organisation (ULO) for people in Doncaster.  
Sheffied : Centre for Welfare Reform, 2012              Web publication 
The Personalisation Forum Group (PFG) is a good example of a dynamic user-led 
organisation (ULO) that initially came together out of frustration with the current 
mental health system; but which has now worked together to bring about positive 
change in its local community. This report explores how it works with its statutory 
partners - Doncaster Metropolitan Borough Council (DMBC) and Rotherham, 
Doncaster and South Humber NHS Foundation Trust (RDASH). 
http://www.centreforwelfarereform.org/uploads/attachment/337/peer-power.pdf  
Related documentation: 
http://www.centreforwelfarereform.org/library/type/pdfs/peer-
power.html?utm_source=The+Centre+for+Welfare+Reform+Ltd+List&utm_campaign=ce1e621017-
Regular_Newsletter_2012_06_126_11_2012&utm_medium=email  
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Frontline and InHealth Associates 
An economic case for involvement.  
London : Frontline, 2012                 Web publication 
This work, commissioned by the Department of Health, looks at the economic case 
for public and patient engagement as well as developing a decision support tool. 
Fourteen detailed case studies were carried out to identify how meaningful and 
effective involvement in commissioning can drive economic, quality and user 
experience benefits for the NHS and partner organisations – as well as the 
populations they serve. 
https://www.wp.dh.gov.uk/healthandcare/files/2012/03/An-economic-case-for-involvement.pdf  
 
Lawton, Rebecca and Armitage, Gerry  
The Health Foundation  
The role of the patient in clinical safety 
Thought paper ; (May 2012) 
London : The Health Foundation, 2012                Web publication 
In this thought paper, Dr Rebecca Lawton and Dr Gerry Armitage look at ways to 
involve patients in clinical safety and the readiness of patients and health 
professionals to adopt new roles. They discuss the importance of involving patients 
in the development of patient engagement and involvement strategies. 
http://www.health.org.uk/public/cms/75/76/313/3424/The%20role%20of%20the%20patient%20in
%20clinical%20safety%20thought%20paper.pdf?realName=ar2t8D.pdf  
 
Coulter, Angela  
The King's Fund 
Leadership for patient engagement. 
London : The King's Fund, 2012                  Web publication 
This paper was commissioned by The King’s Fund to inform its review of leadership 
in the NHS. 
Patient and public engagement has been on the NHS agenda for many years, but 
the impact has been disappointing. There have been a great many public 
consultations, surveys, and one-off initiatives, but the service is still not sufficiently 
patient-centred. In particular there has been a lack of focus on engaging patients in 
their own clinical care, despite strong evidence that this could make a real 
difference to health outcomes. This paper argues that a more strategic approach is 
required to create the necessary shift in beliefs, attitudes and behaviours. 
http://www.kingsfund.org.uk/document.rm?id=9550  
 
The King's Fund and NHS London  
Policy to practice briefing : Healthwatch.  
Policy to practice briefing : developing a local joint health and wellbeing strategy ; 5 
London : NHS London, 2012                 Web publication 
This briefing note summarises the proposals to strengthen the consumer’s voice in 
the reformed health and care system through the creation of local Healthwatch 
organisations; how these relate to the role of health and wellbeing boards and the 
development of the JSNA and local health and wellbeing strategies; and the 
implications for boards in developing the new arrangements. It complements the 
Developing a Joint Health and Wellbeing Strategy: Frameworks for action guide and 
self-assessment tools produced by the London Health and Wellbeing Partnership 
Support Programme. 
http://www.london.nhs.uk/webfiles/Health%20and%20Wellbeing%20Boards/London%20SIG%20bri
efing%20Healthwatch.pdf  
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ISBN: 9780957253308 
Loeffler, Elke, et al. 
Governance International and Local Government Information Unit 
Making health and social care personal and local : moving from  
mass-production to co-production.  
Birmingham : Governance International, 2012               Web publication 
This publication brings together contributors from councils, health and social care 
providers, the voluntary sector and universities. Over 24 chapters the contributors 
look at the reality of health and social care co-production and the important 
difference it is making to people’s lives and service delivery.  
http://www.govint.org/fileadmin/user_upload/publications/2012_Pamphlet/GovInt_London_Pamphle
t_2012__MAKING_HEALTH_AND_SOCIAL_CARE_PERSONAL_AND_LOCAL_.pdf   
 
Local Government Association 
Building successful Healthwatch organisations : 15 case studies.  
London : LGA, 2012                  Web publication 
This report seeks to assist local authority commissioners and their supporting 
stakeholders, to help them plan and implement robust and fit-for-purpose 
Healthwatch bodies by April 2013. It is based on informed observations from 
emerging practice in 15 local Healthwatch case study areas across England. 
http://www.local.gov.uk/c/document_library/get_file?uuid=c96a438b-dbb5-4cfa-8669-
8c42a999cbdd&groupId=10171  
 
Gilling, Tim 
NHS Networks 
Working with LINks and local HealthWatch. 
Smart Guides to Engagement 
[London] : NHS Networks, [2012]                Web publication 
This guide is part of a series for CCGs on engagement. This guide helps CCGs 
engage well with LINks and local Healthwatch. Doing this benefits CCGs by building 
constructive relationships with councils and community organisations to improve 
health and wellbeing and local services. 
http://www.networks.nhs.uk/nhs-networks/smart-
guides/documents/Working%20with%20LINks%20and%20local%20HealthWatch.pdf 
Smart Guides http://www.networks.nhs.uk/nhs-networks/smart-guides  
 
Vincent, Robin, et al. 
Panos London and Naz Project London 
Beyond consultation : a guide for health commissioners : how staff and  
service users can work together to improve health services.  
London : Panos London, Naz Project London, 2012             Web publication 
This guide draws on lessons and practices from the Beyond Consultation project. 
They are included to illustrate how an effective engagement process can be put into 
practice. It details a series of steps designed to encourage genuine participation 
and engagement between staff and service users. For each step there are questions 
to guide decisions, useful practical methods and tools, expected outcomes and 
potential challenges. 
http://panos.org.uk/wp-content/files/2012/03/Beyond-Consultation-a-guide-for-health-
commissioners.pdf  
 
Great Britain. Department of Health. 
Strengthening people's voices in health and adult social  
care : (no decision about us...without us). 
London : DH, 2011                   Web publication 
This short paper has been co-produced by colleagues in NHS Eastern and Coastal 
Kent and local authority representatives. It aims to help local authorities in their 
planning for the establishment of a local healthWatch, by setting out the issues 
they need to consider and providing links to additional information.  
https://www.wp.dh.gov.uk/healthandcare/files/2011/08/HealthWatch-a-script-for-local-
authorities.pdf  
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ISBN: 9781405191494 
Greenhalgh, Trisha, et al. 
User involvement in health care. 
Chichester : Wiley-Blackwell, 2011            HOOC (Gre) 
 
The Health Foundation 
Closing the gap : changing relationships. 
London : Health Foundation, 2011                Web publication 
This booklet outlines eight project summaries which are part of the Closing the 
Gap: Changing Relationships programme. This improvement programme is 
dedicated to bridging the gap between best practice and routine delivery of care, by 
transforming relationships between people and health services.  
http://www.health.org.uk/public/cms/75/76/313/2257/Closing%20the%20Gap%20Changing%20Re
lationships%20project%20booklet.pdf?realName=Glo7f9.pdf  
 
Monitor-Independent Regulator of NHS Foundation Trusts 
Electoral Reform Services Research  
Current practice in NHS foundation trust member recruitment and engagement. 
London : Monitor, 2011                  Web publication 
This report outlines the progress that foundation trusts have made in membership 
recruitment and engagement. 
http://www.monitor-
nhsft.gov.uk/sites/default/files/Current%20practice%20in%20foundatio...ecruitment%20and%20en
gagement.pdf  
Associated documentation: 
http://www.monitor-nhsft.gov.uk/home/our-publications/browse-category/guidance-foundation-
trusts/reports/guidance-governors/current-  
 
Palm, Marisha 
National Institute for Health Research. Manchester Biomedical  
Research Centre and Nowgen 
Working with patients and members of the public : current practice and  
future plans. 
Manchester : MBRC, 2011                  Web publication 
The report is based on the findings of a patient and public involvement (PPI) 
mapping activity, undertaken within the Manchester Biomedical Research Centre in 
late 2010, which compiled the views of senior researchers on: what kinds of PPI 
work they and their teams had done; the challenges of PPI work; and what could 
be done to best support PPI in the BRC. 
http://www.manchesterbrc.org/CubeCore/.uploads/Documents/MBRCPPIreportFINAL4May2011.pdf  
 
NHS Confederation  
Patient and public engagement (PPE) in the new commissioning system.  
Discussion paper ; 11 (October 2011) 
London : NHS Confederation, 2011       Web publication 
This paper draws on a round-table discussion held by the NHS Confederation in 
August 2011 to consider the critical issues which clinical commissioning groups will 
need to address in developing approaches to meaningful and effective PPE. 
http://www.nhsconfed.org/Publications/Documents/PPE_181011.pdf 
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Alltimes, Geoff, Chair 
NHS Future Forum 
Patient involvement and public accountability : a report from the NHS  
Future Forum. 
NHS Future Forum 
London : DH, 2011          HIBG (Nhs) 
If the fundamental purpose of the government’s proposed changes to the NHS - 
putting the patient first - is to be made a reality, the system that emerges must be 
grounded in systematic patient involvement to the extent that shared 
decision‐making is the norm. There must also be robust public accountability of the 
organisations responsible for commissioning and providing care. There are three 
inter‐connecting priorities that the Forum has identified in this theme of patient 
involvement and public accountability: integrated care for patients and 
communities; the voice of patients and the public embedded in our health services, 
including the voices of children, vulnerable adults, carers and those who are often 
excluded; and effective systems of accountability and governance.  
http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/documents/digitalasset/dh_127544.pdf  
Associated reports: 
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_127443  
 
ISBN: 9781905945245 
Sheldon, Helen, et al. 
Picker Institute Europe 
The patient voice in revalidation : a discourse analysis. 
Oxford : Picker Institute, 2011                Web publication 
This report presents the findings of a discourse analysis of the patient voice in 
published documents on medical revalidation. The aim of the study was to analyse 
documents in the public domain to determine where and how the patient is located 
within discourses about medical revalidation. 
http://www.pickereurope.org/assets/content/pdf/Project_Reports/The_Patient_Voice_in_Revalidatio
n_February_2011.pdf 
 
Association of Chief Executives of Voluntary Organisations. Commission on Public Health 
The organised efforts of society : the role of the voluntary sector in  
improving the health of the population. 
London : ACEVO, 2010                 Web publication 
The central argument of this report from the ACEVO Commission on Public Health is 
that the state alone will not address the great public health problems the country 
faces. Whilst the state will continue to have an important role, the report argues 
that public health is dependent on ‘the organised efforts of society’, and to unleash 
the immense potential that lies in greater partnership between the state, the 
voluntary sector and communities. 
http://www.acevo.org.uk/Document.Doc?id=1049  
 
Great Britain. Department of Health 
Engaging and responding to communities : a brief guide to Local  
Involvement Networks. 
London : DH, 2010                  Web publication 
This guide has been published to help health and social care managers understand 
LINks. The guide also explains how LINks can help services respond to local needs. 
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_111457  
 
Schehrer, Silvia and Sexton, Stephanie 
Joseph Rowntree Foundation and Age Concern London 
Involving users in commissioning local services. 
York : JRF, 2010                  Web publication 
This report is about service users' experience and views of involvement in shaping 
services, and the experiences and views of commissioners when involving users. 
The research points to what is currently happening and what might be possible in 
the future shape of commissioning. 
http://www.jrf.org.uk/sites/files/jrf/user-involvement-service-commissioning-full.pdf  
Associated documentation: http://www.jrf.org.uk/publications/users-local-services  
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Parsons, Suzanne 
The King's Fund 
The quality of patient engagement and involvement in primary care. 
Research paper 
London : The King's Fund, 2010             HOOC (Kin) 
The role of the patient is no longer as a passive recipient of care. Nowadays doctors 
are expected to engage patients in their own health, care and treatment. There are 
also a number of initiatives to encourage patient involvement in the design, 
planning and delivery of health services. To inform its work, the Inquiry panel 
commissioned a research project from Picker Institute Europe to examine the role 
of patient engagement and involvement in the quality and development of general 
practice services. This research paper explores how to improve and measure the 
quality of the engagement process, and reviews good practice examples of patient 
involvement.  
http://www.kingsfund.org.uk/document.rm?id=8722  
 
ISBN: 9781857175950 
Foot, Catherine and Ross, Shilpa 
The King's Fund 
Accounting for quality to the local community :findings from focus group research. 
London : The King's Fund, 2010               HIBI (Kin) 
The government is committed to improving the quality of care, and as part of this 
commitment they aim to make more information available to the public about the 
performance of trusts. Providers of NHS services are now required to publish quality 
accounts – reports for the public on the quality of the services they provide. Quality 
accounts aim to: increase NHS accountability by making more information about 
quality available to the public and to encourage boards (or the equivalent senior 
management) to focus more on quality improvement. Accounting for quality to the 
local community assesses how far current plans for quality accounts meet the first 
of those objectives. It outlines the conclusions of focus groups that were conducted 
with local community representatives, such as members of local involvement 
networks (LINks) and health overview and scrutiny committees (HOSCs), and with 
members and governors of foundation trusts. Quality accounts provide a real 
opportunity to increase public accountability on quality. The discussions emphasise 
that providers should not simply fulfil the letter of the policy, but should take this 
opportunity to meet the far more difficult challenge of embracing the spirit of 
quality accounts. This paper argues that providers should look at quality accounts 
as a year-round process and should seek input from their local community from the 
outset. But there are clear challenges for all groups involved in the quality accounts 
process. While local community groups should be involved as early as possible in 
the process, there is a risk that the work this entails will put them under pressure. 
Providers and local community representatives need to work together to determine 
a desirable level of involvement. Participants in the focus groups also emphasised 
the importance of the information provided to the public being robust, honest and 
presented in a readable way. Quality accounts will fail if they are not trusted by 
those who it is hoped will use them. The paper includes recommendations for: 
policy-makers, providers and commissioners, and local community representatives. 
http://www.kingsfund.org.uk/document.rm?id=8653  
 
ISBN: 9781859471746  
NHS Confederation 
The heart of the matter : patient and public engagement in today's NHS. 
London : NHS Confederation, 2010            HOOC (Nhs) 
This report says that patient and public engagement (PPE) must become integral to 
the operation of every NHS organisation. It asks questions about the future of PPE 
in an ever-changing NHS and sets out: what good engagement looks like; the legal 
framework for PPE; the importance of having a culture of engagement; where the 
NHS has got to on PPE; and how Local Involvement Networks (LINKs), membership 
schemes and working with local government contribute to PPE. 
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Latif, Saima 
Race Equality Foundation and Great Britain. Department for Communities  
and Local Government 
Effective methods of engaging black and minority ethnic communities  
within health care settings. 
Better health briefing ; 19 
London : Race Equality Foundation, 2010               Web publication 
Evidence shows that poor engagement with black and minority ethnic communities 
in health care still exists, resulting in unequal access and care. A range of methods 
exists that can be utilised to enhance engagement with black and minority ethnic 
communities. This briefing contains good practice examples from London, Leeds 
and Bradford. 
http://www.better-health.org.uk/sites/default/files/briefings/downloads/health-brief18.pdf 
 
Royal College of Nursing. Policy Unit 
Great Britain. Department of Health 
Real involvement for SHAs : working with people to improve health and  
health services : guidance on the SHA duty to involve users in strategic plans. 
London : DH, 2010                  Web publication 
This document provides guidance on regulations issued under section 242A of the 
NHS Act 2006 which came into force on 1st April 2010, placing a new duty on SHAs 
to involve users. The regulations set out the detail of what SHAs must do to involve 
users in regional strategic plans, and this statutory guidance provides advice on 
implementation. 
http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/@ps/documents/digitala
sset/dh_115537.pdf  
Associated documentation: 
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_115539  
 
ISBN: 9781906579029 
Royal College of Paediatrics and Child Health. Young People's Health Special  
Interest Group  
Not just a phase : a guide to the participation of children and young  
people in health services. 
London : RCPCH, 2010                 Web publication 
This publication provides information to ensure the safe, meaningful and ethical 
participation of children and young people within the delivery of quality child health 
services. It is designed primarily for paediatricians, senior children's nurses and 
leaders of organisations which provide general and specialised health services for 
children and young people.  
http://www.rcpch.ac.uk/what-we-do/children-and-young-peoples-participation/publications/not-
just-phase/not-just-phase#read 
 
Sainsbury Centre for Mental Health 
An evaluation of mental health service user involvement in the  
re-commissioning of day and vocational services. 
[London] : SCMH, 2010                 Web publication 
This report concludes that service user involvement in processes such as 
re‐commissioning of vital support services is more than a cosmetic exercise. Its 
value lies in utilising and maximising the expertise of people who use services to 
impact on the nature of services themselves. 
http://www.centreformentalhealth.org.uk/pdfs/service_user_involvement_in_recommissioning.pdf  
 
Turning Point 
Citizen advisors : linking services and empowering communities. 
London : Turning Point, 2010                Web publication 
http://www.turning-point.co.uk/media/23685/citizen_advisors_final_report.pdf 
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BMA. General Practitioners Committee 
Developing general practice : listening to patients. 
London : BMA, 2009                  Web publication 
In March 2009 the BMA General Practitioners Committee (GPC) launched a 
nationwide consultation asking GPs and stakeholders to share their experiences of 
patient engagement. The intention was to share best practice among the 
profession. This publication contains some of the examples sent to the GPC and 
which they hope will help support practices looking to make changes in this area. 
http://www.almc.co.uk/index.php?option=com_remository&Itemid=0&func=download&id=17&chk=
53380b2128b4a59ef57352a8967566dc&no_html=1 
 
Great Britain. Department of Health 
Putting patients at the heart of care : the vision for patient and public  
engagement in health and social care. 
London : DH, 2009                  Web publication 
This document sets out the Department's vision for patient and public engagement. 
It explains what it means and the role it can play in driving up the efficiency, 
quality and productivity of services. 
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_106038 
 
 
 
JOURNAL ARTICLES 
 
Gilbert, David and Doughty, Mark 
Why patient leaders are the new kids on the block. 
Health Service Journal 2012; 122 (6312): 26-27 (5 July 2012) 
In the first of a series of articles, David Gilbert and Mark Doughty look at the roles patient leaders 
can play and the challenges they face. [Introduction] 
 
Watson, Verity, et al. 
Involving the public in priority setting : a case study using discrete choice experiments. 
Journal of Public Health 2012; 34 (2): 253-260 (June 2012) 
BACKGROUND: Health-care organizations need to prioritize their resource use and should 
incorporate the public's preferences into their priority setting process. METHODS: We apply a 
discrete choice experiment (DCE) to obtain weights, from the public, for use in a priority setting 
exercise. Ten attributes were chosen: location of care, public consultation, use of technology, service 
availability, patient involvement, management of care, evidence of effectiveness, health gain, risk 
avoidance and priority area. From the DCE responses, weighted benefit scores were calculated and 
used to rank development bids from across a health-care organization. RESULTS: Sixty-eight 
members of the public completed the DCE. All attributes except risk avoidance were significant. The 
most important attribute levels were a large health gain to many people: care being provided in 
teams, using latest or cutting-edge technology and 24 h service availability. Local priorities were 
valued higher than national priorities. Ninety-five bids were ranked in order of overall score. The 
ranked list of development bids provided a useful tool to inform prioritization decisions. 
CONCLUSIONS: DCEs can offer a theoretically valid and practical means of incorporating the views 
of the public in an accessible, transparent and streamlined decision-making process when health-
care organizations are prioritizing their resources. [Abstract] 
 
Allen, Pauline, et al. 
Organizational form as a mechanism to involve staff, public and users in public services : 
a study of the governance of NHS foundation trusts. 
Social Policy and Administration 2012; 46 (3): 239–257 (June 2012) 
In addition to introducing markets and market-like structures into public services, New Labour wished to 
promote the involvement of users and the public in decision-making in other ways than as individual 
consumers. One way was to involve the public in the governance of organizations. This could be done by 
removing public services from state control, and transferring them to mutual ownership; or by increasing 
public involvement in the governance of public bodies. NHS foundation trusts (FTs) were presented as 
mutuals. Our study shows FTs are not mutuals, as they continue to be owned by the state. Moreover, 
staff of FTs were generally not engaging with the new governance structures. In general, there was mixed 
experience of the new structures enabling governors to increase accountability of the hospitals to the 
public. On the other hand, having a membership did enhance the legitimacy of FTs, as opposed to other 
NHS organizations. The findings of the study are of current interest as the coalition government is 
continuing with the policy of FTs, and also encouraging mutuals and other forms of public involvement. 
[Abstract] 
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Redding, Don 
Giving some TLC to LTCs. 
Health Service Journal 2012; 122 (6306): 27 (17 May 2012) 
Don Redding of National Voices identifies three types of people who can enhance the commissioning 
of services for people with long term conditions. [Introduction] 
 
Sanchez-Bahillo, Angel, et al. 
Involving service users in the recruitment of mental health staff : the Service User 
Informed Tool for Staff Selection (SUITSS). 
Psychiatrist 2012; 36 (4): 133-136 (April 2012) 
AIMS AND METHOD: Service user involvement in the development of services is a fundamental aim 
of the National Health Service (NHS). However, a structured and quantifiable approach to their 
involvement in the recruitment of NHS staff is still lacking. In this study, we used service-user focus 
groups within a therapeutic community for people with personality disorder in order to develop the 
Service User Informed Tool for Staff Selection (SUITSS). RESULTS: We enabled service users to 
develop SUITSS as a Likert scale with which to define relevant staff characteristics and rate 
applicants according to them, informing the staff-selection process. The tool has a semi-quantitative 
format that allows to test whether applicants with higher ratings are actually appointed by selection 
panels or not. CLINICAL IMPLICATIONS: This new tool provides an approach to enhancing service 
user contributions to staff recruitment. It may be adapted and refined for use in a range of services, 
with local input from service users, following the approach described here. [Abstract] 
 
Wright, John, et al. 
The new governance arrangements for NHS foundation trust hospitals : reframing 
governors as meta-regulators. 
Public Administration 2012; 90 (2): 351-369  
New governance arrangements for NHS Foundation Trusts (FTs) aimed to replace centralized state 
ownership of acute English hospitals with a new form of social ownership. Under this, trusts would 
exist as independent public interest organizations on the model of mutuals and co-operative 
societies. Assessing the impact of the new arrangements on the management structure of four acute 
hospitals, we demonstrate that FTs have failed to deliver social ownership and local accountability on 
this model. We suggest that policy-makers should re-frame the governance apparatus associated 
with mutualism and social ownership in terms of the concept of meta-regulation. By re-framing 
governors as meta-regulators, regulatory institutions would acquire new powers to steer FTs 
towards sustainable forms of compliance via non-coercive, non-intrusive means. [Introduction] 
 
McCabe, Louise 
Supporting user participation in local policy development : The Fife Dementia Strategy. 
Social Policy and Society 2012; 11 (2): 157-169 (April 2012) 
This article reviews the consultation process during the development of a local dementia strategy. 
The processes of involvement by the range of stakeholders involved and how their different views 
shaped the strategy are considered. Particular attention is paid to the involvement of people with 
dementia as they are the recipients of the services to be shaped by the strategy and also form the 
group most difficult to reach. This article demonstrates the value of including a wide range of 
stakeholders in the development of local policy and the importance of involving people with 
dementia in policy development. [Abstract] 
 
Meudell, Alan 
User involvement in Wales. 
Open Mind 2012; 171 15 (March 2012) 
True ‘service user involvement’ can be achieved not through consultation only but through 
integration of user voices in policy and practice decisions. [Introduction] 
 



Mockford, Carole, et al. 
The impact of patient and public involvement on UK NHS health care : a systematic 
review. 
International Journal for Quality in Health Care 2012; 24 (1): 28-38 (February 2012) 
PURPOSE: Patient and public involvement (PPI) has become an integral part of health care with its 
emphasis on including and empowering individuals and communities in the shaping of health and 
social care services. The aims of this study were to identify the impact of PPI on UK National Health 
Service (NHS) healthcare services and to identify the economic cost. It also examined how PPI is 
being defined, theorized and conceptualized, and how the impact of PPI is captured or measured. 
DATA SOURCES: Seventeen key online databases and websites were searched, e.g. Medline and the 
King's Fund. Study selection UK studies from 1997 to 2009 which included service user involvement 
in NHS healthcare services. DATE EXTRACTION: Key themes were identified and a narrative analysis 
was undertaken. RESULTS OF DATA SYNTHESIS: The review indicates that PPI has a range of 
impacts on healthcare services. There is little evidence of any economic analysis of the costs 
involved. A key limitation of the PPI evidence base is the poor quality of reporting impact. Few 
studies define PPI, there is little theoretical underpinning or conceptualization reported, there is an 
absence of robust measurement of impact and descriptive evidence lacked detail. CONCLUSION: 
There is a need for significant development of the PPI evidence base particularly around guidance for 
the reporting of user activity and impact. The evidence base needs to be significantly strengthened 
to ensure the full impact of involving service users in NHS healthcare services is fully understood. 
[Abstract] 
 
Cowan, Sue, et al. 
Mental health service user involvement in policy development : social inclusion or 
disempowerment?  
Mental Health Review Journal 2011; 16 (4): 177-184 (December 2011) 
PURPOSE: The paper's purpose is to reopen a debate around the potential impact of narrow 
conceptualisations of inclusion, or participation, of service users in current mental health policy 
development and implementation. DESIGN/METHODOLOGY/APPROACH: The approach here is a 
conceptual analysis of the continuity of "‘New Labour’ thinking" and its connection to Putnam on 
social capital and citizenship, whilst also offering counter critiques drawing on Bourdieu, Rose, and 
Arnstein. FINDINGS: The findings show the potential for disempowerment and argue for alternative 
service user action, either contracting on "their own rules of engagement" or specifically taking up 
an oppositional stance to disempowering forms of involvement. The authors also draw attention to 
the influence of differing English and Scottish policy drivers which appear to offer potentially 
different forms of engagement. ORIGINALITY/VALUE: The paper offers a fresh analysis that 
particularly points to the potential value of service user groups considering alternative forms of 
involvement, rather than those prescribed by "Third Way" or "Big Society" thinking. [Abstract] 
 
El Ansari, Walid and Andersson, Edwards 
Beyond value? : measuring the costs and benefits of public participation. 
Journal of Integrated Care 2011; 19 (6): 45-57  
PURPOSE: The costs and benefits of patient/public involvement in health, social and political settings 
are important determinants of whether people and organisations participate. However, actual costs 
and benefits of public participation are rarely measured other than as proxies or as only “measuring 
the measurable”. This paper aims to examine whether economic analysis poses a threat or an 
opportunity for future public participation. DESIGN/METHODOLOGY/APPROACH: This inquiry is 
based on original research by INVOLVE (literature review of participation costs/benefits; qualitative 
interviews with “think tanks”, participants and managers of participation projects) that examined the 
options for measuring monetary costs and benefits of public participation. FINDINGS: The case 
against measuring includes: mainstream economic theory is unable to explain participation; 
mainstream economic models are unsuitable for appropriately assessing participation costs and 
benefits; participation benefits are beyond economic value; and, economic values of participation 
may be misinterpreted and misused. Conversely, the case for measuring includes: economic 
measurement is necessary because public participation constitutes investments of public resources; 
there is a need to improve the evidence base on which participation decisions are made; the lack of 
economic information about participation causes problems; and neo-classical economics is not the 
only available option for measuring participation costs/benefits. RESEARCH 
LIMITATIONS/IMPLICATIONS: The limitations and implications for granting bodies, 
researchers/health economists, evaluators/administrators, and donor-commissioned evaluations are 
discussed. ORIGINALITY/VALUE: There is a need for innovative indicators that capture the costs and 
benefits of public participation, as well as appropriate resources for the economic analysis of such 
initiatives. [Abstract] 



Martin, Graham and Finn, Rachael 
Patients as team members : opportunities, challenges and paradoxes of including patients 
in multi-professional health-care teams. 
Sociology of Health and Illness 2011; 33 (7): 1050-1065 (November 2011) 
Current health-care policy emphasises the need for more collaborative, team-based approaches to 
providing care, and for a greater voice for service users in the management and delivery of care. 
Increasingly, policy encourages ‘partnerships’ between users and professionals so that users too 
effectively become team members. In examining this phenomenon, this paper draws on insights 
from the organisational-sociological literature on team work, which highlights the challenges of 
bringing together diverse professional groups but which has not to date been applied in contexts 
where users, too, are included in teams. Using data from a qualitative study of five pilot cancer-
genetics projects, in which service users were included in teams responsible for managing and 
developing new services, it highlights the difficulties involved in making teams of such 
heterogeneous members—and the paradoxes that arise when this task is achieved. It reveals how 
the tension between integration and specialisation of team members, highlighted in the literature on 
teams in general, is especially acute for service users, the distinctiveness of whose contribution is 
more fragile, and open to blurring. [Abstract] 
 
Elberse, Janneke, et al. 
Patient-expert partnerships in research : how to stimulate inclusion of patient 
perspectives. 
Health Expectations 2011; 14 (3): 225-239 (September 2011) 
OBJECTIVE: To gain more insight into exclusion mechanisms and inclusion strategies in patient-
expert partnerships. BACKGROUND: Patient participation in health research, on the level of 
'partnerships with experts' is a growing phenomenon. However, little research is conducted whether 
exclusion mechanisms take place and to what extent patients' perspectives are included in the final 
outcomes of these partnerships. CASE STUDY: A dialogue meeting attended by experts, patients and 
patient representatives to develop a joint research agenda. Different inclusion strategies were 
applied during the dialogue meeting to avoid possible exclusion. METHOD: Data were collected by 
the means of audio and video recordings, observations, document analysis and evaluative 
interviews. The data are clustered using a framework that divides exclusion mechanisms in three 
categories: circumstances, behaviour and verbal communication. The data are analysed focusing on 
the experiences of participants, observation of occurrence of exclusion and difference between input 
and outcome of the dialogue meeting. RESULTS: The circumstances of the dialogue and the 
behaviour of the participants were experienced as mainly inclusive. Some exclusion was observed 
particularly with respect to verbal communication. The input of the patients was less visible in the 
outcome of the dialogue meeting compared to the input of the experts. CONCLUSION: This case 
study reveals that exclusion of patients' perspective occurred during a dialogue meeting with 
experts, despite the fact that inclusion strategies were used and patients experienced the dialogue 
meeting as inclusive. To realize a more effective patient-expert partnership, more attention should 
be paid to the application of some additional inclusion strategies. [Abstract] 
 
Chapman, Linda, et al. 
Involving patients in assessment of students. 
Nursing Times 2011; 107 (34): 17-19 (30 August 2011) 
The Nursing and Midwifery Council promotes the idea that patients should contribute to the 
assessment of pre-registration student nurses. In response, staff, mentors and pre-registration 
student nurses from the University of West of England Bristol and the Royal United Hospital Bath 
worked together to develop, pilot and introduce a way of achieving this with a patient testimony 
tool. The tool, which is a feedback sheet, was developed through consultation with patients and 
carers, then piloted and is now used in an acute hospital. This article discusses how the tool was 
developed. It outlines how it was implemented and the challenges this involved, and looks at plans 
for development. [Abstract] 
 
Russell, Jill, et al. 
Public and patient involvement in individual healthcare rationing. 
BMJ 2011; 342 (7812): 1399-1401 (25 June 2011) 
'No decisions about us without us' runs the patients' mantra. Jill Russell and colleagues examine 
whether lay people should sit on panels that consider individual funding requests. [Introduction] 
 



Ward, Jane K., et al. 
Patient involvement in patient safety : protocol for developing an intervention using 
patient reports of organisational safety and patient incident reporting. 
BMC Health Services Research 2011; 11 (130 ) (27 May 2011) 
BACKGROUND: Patients have the potential to provide a rich source of information on both 
organisational aspects of safety and patient safety incidents. This project aims to develop two 
patient safety interventions to promote organisational learning about safety - a patient measure of 
organisational safety (PMOS), and a patient incident reporting tool (PIRT) - to help the NHS prevent 
patient safety incidents by learning more about when and why they occur. METHODS: To develop 
the PMOS 1) literature will be reviewed to identify similar measures and key contributory factors to 
error; 2) four patient focus groups will ascertain practicality and feasibility; 3) 25 patient interviews 
will elicit approximately 60 items across 10 domains; 4) ten patient and clinician interviews will test 
acceptability and understanding. Qualitative data will be analysed using thematic content analysis. 
To develop the PIRT 1) individual and then combined patient and clinician focus groups will provide 
guidance for the development of three potential reporting tools; 2) nine wards across three hospital 
directorates will pilot each of the tools for three months. The best performing tool will be identified 
from the frequency, volume and quality of reports. The validity of both measures will be tested. 300 
patients will be asked to complete the PMOS and PIRT during their stay in hospital. A sub-sample (N 
= 50) will complete the PMOS again one week later. Health professionals in participating wards will 
also be asked to complete the AHRQ safety culture questionnaire. Case notes for all patients will be 
reviewed. The psychometric properties of the PMOS will be assessed and a final valid and reliable 
version developed. Concurrent validity for the PIRT will be assessed by comparing reported incidents 
with those identified from case note review and the existing staff reporting scheme. In a subsequent 
study these tools will be used to provide information to wards/units about their priorities for patient 
safety. A patient panel will provide steering to the research. DISCUSSION: The PMOS and PIRT aim 
to provide a reliable means of eliciting patient views about patient safety. Both interventions are 
likely to have relevance and practical utility for all NHS hospital trusts. [Abstract] 
http://www.biomedcentral.com/1472-6963/11/130  
 
Attree, P., et al. 
The experience of community engagement for individuals : a rapid review of evidence 
Health and Social Care in the Community 2011; 19 (3): 250-60 (May 2011) 
Community engagement is central to strategies to promote health and well-being and reduce health 
inequalities in many countries, particularly interventions which focus on improving health in 
disadvantaged populations. Despite the widespread use of community engagement approaches, 
however, there have been relatively few attempts to review the evidence on the impact that 
participation has on the lives of individuals involved. Drawing on a wider review of evidence carried 
out on behalf of the National Institute for Health and Clinical Excellence (N.I.C.E.), this article 
reports on a rapid review of evidence of the effectiveness of initiatives which seek to engage 
communities in action to address the wider social determinants of health, to explore individuals' 
subjective experiences of engagement. The rapid review process was guided by N.I.C.E.'s public 
health methods manual, adapted to suit the diversity of the evidence. A total of 22 studies were 
identified containing empirical data on subjective experiences of community engagement for 
individuals. The findings of the rapid review suggest that the majority of 'engaged' individuals 
perceived benefits for their physical and psychological health, self-confidence, self-esteem, sense of 
personal empowerment and social relationships. Set against these positive outcomes, however, the 
evidence suggests that there are unintended negative consequences of community engagement for 
some individuals, which may pose a risk to well-being. These consequences included exhaustion and 
stress, as involvement drained participants' energy levels as well as time and financial resources. 
The physical demands of engagement were reported as particularly onerous by individuals with 
disabilities. Consultation fatigue and disappointment were negative consequences for some 
participants who had experienced successive waves of engagement initiatives. For some individuals, 
engagement may involve a process of negotiation between gains and losses. This complexity needs 
to be more widely recognised among those who seek to engage communities. [Abstract] 
 
Plugging into Joe Public. 
Health Service Journal 2011; 121 (6255): 24 (5 May 2011) 
Getting the public involved in decisions about their own healthcare, and general policy, has long 
been seen as a good thing. But how do you implement policies to get patients on board and, if you 
do achieve this goal, will the public want a hand in taking tough decisions? [Introduction] 
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Haines, Sue and Warren, Tracey 
Staff and patient involvement in benchmarking to improve care. 
Nursing Management (UK) 2011; 18 (2): 22-25 (May 2011) 
This article outlines work undertaken to re-launch Essence of Care benchmarking at Nottingham 
University Hospitals NHS Trust (NUH), a 1,665-bed teaching hospital based on two sites. The eight 
high impact actions for nurses and midwives (NHS Institute 2009) have been aligned with Essence 
of Care to develop comprehensive tools for quality improvement at local level. This has resulted in 
increased patient feedback and enhanced staff ownership and involvement in quality-improvement 
processes and raising standards of care. As a national pilot site for the Productive Ward programme 
(NHS Institute 2007), NUH has developed links between the two initiatives, reviewing ward 
processes, increasing direct patient feedback and providing a wealth of data relating to quality of 
care and patient-safety issues. [Abstract] 
 
Tritter, Jonathan Q.  
Public and patient participation in health care and health policy in the United Kingdom 
Health Expectations 2011; 14 (2): 220-223 (June 2011) 
Since 1948, the United Kingdom (UK) has operated a National Health Service funded primarily 
through public taxation where health services are available based on need and free at the point of 
delivery with limited out-of-pocket copayment. Other European predominantly public taxation 
funded systems operate, for example, in Sweden, Denmark, Finland and Italy. Domestic policy 
decisions have been devolved from London and England to Wales, Scotland and Northern Ireland 
since 1999, although for the latter full devolution did not really occur until 2007. One consequence 
of devolution has been the growing divergence in policy and practice across the four countries within 
the United Kingdom. This digest summarizes the evolution of key policies across the United Kingdom 
and then identifies some of the distinctions between the four different administrations. 
[Introduction] 
 
Carlisle, Daloni 
Trust me - I'm a patient. 
Health Service Journal 2011; 121 (6257): 26-27 (19 May 2011) 
Patients can provide services with some illuminating views about safe practices, which may help to 
bring about real improvements. Daloni Carlisle reports. [Introduction] 
 
Rathert, Cheryl, et al. 
Acute care patients discuss the patient role in patient safety. 
Health Care Management Review 2011; 36 (2): 134-144 (April-June 2011) 
BACKGROUND: Patient safety has been a highly researched topic in health care since the year 2000. 
One strategy for improving patient safety has been to encourage patients to take an active role in 
their safety during their health care experiences. However, little research has shed light on how 
patients view their roles. PURPOSE: This study attempted to address this deficit by inductively 
exploring the results of a qualitative study in which patients reported their ideas about what they 
believe their roles should be. METHODOLOGY: Patients with an overnight stay in the previous 90 
days at one of three hospitals were surveyed using a mailing methodology. Of 1,040 respondents, 
491 provided an open-ended response regarding what they believe the patient role should be. 
FINDINGS: Qualitative analysis found several prominent themes. The largest proportion of 
responses (23 per cent) suggested that patients should follow instructions given by care providers. 
Other prominent themes were that patients should ask questions and become informed about their 
conditions and treatments, and many implied that they should expect competent care. Our results 
suggest that patients believe they should be able to trust that they are being provided competent 
care, as opposed to assuming a leadership role in their safety. PRACTICE IMPLICATIONS: Our 
results suggest that engaging patients in safety efforts may be complex, requiring a variety of 
strategies. Managers must provide environments conducive to staff and patient interactions to 
support patients in this effort. Different types of patients may require different engagement 
strategies. [Abstract] 
 
Shenton, Felicity 
Sounding out the younger user. 
Health Service Journal 2011; 121 (6251): 26-27 (7 April 2011) 
Investing in Children [an organisation based in the North East of England] involves young children in 
shaping the delivery of their treatment and care, says Felicity Shenton. [Introduction] 
 



Bruce, Gemma, et al. 
Connected care re-visited : Hartlepool and beyond. 
Journal of Integrated Care 2011; 19 (2): 13-21 (April 2011) 
Connected Care, Turning Point's model for involving the community in the design and delivery of 
integrated health and well-being services, aims to involve the community in the commissioning 
process in a way which fundamentally shifts the balance of power in favour of local people. The 
model has been tested in a number of areas across the country, and previous articles in the Journal 
of Integrated Care have charted the progress of the original pilot in Hartlepool. Cost-benefits of the 
approach are now becoming clearer. Implementation of a new community-led social enterprise in 
Hartlepool began in 2007, and today its Connected Care service provides community outreach, 
information, access to a range of health and social care services, advocacy, co-ordination and low-
level support to the people of Owton. Key lessons, from Hartlepool and elsewhere, have centred on 
the value of making the case for service redesign from the ‘bottom up’ and building the capacity of 
the community to play a role in service delivery, while also promoting strong leadership within 
commissioning organisations to build ‘top-down’ support for the implementation of outcomes defined 
through intensive community engagement. The new Government's ‘localism’ agenda creates new 
opportunities for community-led integration, and the Connected Care pilots provide a number of 
learning points about how this agenda might be successfully progressed. [Abstract] 
 
Birks, Yvonne, et al. 
Promoting patient involvement in safety initiatives. 
Nursing Management (UK) 2011; 18 (1): 16-20 (April 2011) 
Between 300,000 and 1.4 million adverse events occur each year in the NHS, and about half of 
those that occur in inpatient settings are preventable (Department of Health Expert Group on 
Learning from Adverse Events in the NHS 2000). Strategies to reduce these events have focused 
mainly on changing systems of care and professional behaviour, but there is growing interest in 
involving patients in safety initiatives. This stresses the development and use of interventions to 
promote and support patients’ and their representatives’ roles in securing their own safety in health 
care. This article reports the results of a series of linked studies that examined how patients might 
effectively promote their own safety, and to explore how this might vary by context, place or 
demography. [Abstract] 
 
Barham, Allan and Hughes, Louise 
Using the skills of public volunteers to steer services. 
Nursing Times 2011; 107 (13): 21-23 (5 April 2011) 
This article explains how to achieve accreditation for a practice development unit, focusing on the 
demand for public-patient representation on its steering group. It maps the unit’s development and 
how public-patient input has evolved, with decisions being made jointly by health professionals and 
public representatives about the selection, management and progression of current and future 
practice development. [Abstract] 
 
Attree, Pamela, et al. 
Exploring the influence of service user involvement on health and social care services for 
cancer. 
Health Expectations 2011; 14 (1): 48–58 (March 2011) 
BACKGROUND: Service user involvement in health and social care is a key policy driver in the UK. In 
cancer care it is central to developing services which are effective, responsive and accessible to 
patients. Cancer network partnership groups are set up to enable joint working between service 
users and health care professionals and to drive service improvements. AIMS AND OBJECTIVES: The 
aim of this study was to explore the influence of the cancer network partnership groups’ service user 
involvement activities on cancer care. DESIGN: This was a qualitative study involving documentary 
analysis and in-depth case studies of a sample of partnership groups. SETTING AND PARTICIPANTS: 
Five partnership groups were purposively selected as case studies from Macmillan regions across the 
UK; documents were collated from a further five groups. Forty people, including core group 
members and key stakeholders in cancer services, were interviewed. RESULTS AND CONCLUSIONS: 
The evidence from this study suggests that cancer network partnership groups are at their most 
influential at ‘grass roots’ level – contributing to patient information resources, enhancing access to 
services, and improving care environments. While such improvements are undoubtedly important to 
patients, the groups’ aim is to influence strategic changes, for example in cancer care 
commissioning or macro-level policy decision-making. The evolution of open, participatory 
relationships between service users and professionals, and recognition of the value of experiential 
knowledge are seen as key factors in influencing cancer care. The provision of dedicated resources 
to strengthen service user involvement activities is also vital. [Abstract] 



Wistow, Gerald 
Empowering local communities to commission for health and wellbeing : the connected 
care initiative in England. 
Journal of Management and Marketing in Healthcare 2011; 4 (1): 63-71 (February 2011) 
The connected care pilot in Hartlepool has been commended in government documents for its 
potential to 'put people in control' and, thereby, enable them 'to shape improvements in provision 
and contribute to greater fairness in service use'. This article focuses on the development by that 
pilot of a 'model' for community commissioning which residents were centrally involved in designing 
and operationalizing. It aims to describe how far and in what ways community members helped to 
shape those processes so that the pilot 's implications for promoting community commissioning can 
be identified and consolidated. [Abstract] 
 
Kenmore, Phil 
Connecting people. 
Health Service Journal 2011; 121 (6238): 16-17 (6 January 2011) 
What are the advantages, opportunities and risks of the localism the government wants for services 
and how will 'citizen leaders' manage their roles. Phil Kenmore looks at the implications. 
[Introduction] 
 
Gauvin, Francois Pierre, et al. 
Moving cautiously : public involvement and the health technology assessment community. 
International Journal of Technology Assessment in Health Care 2011; 27 (1): 43-9 (January 2011) 
OBJECTIVES: This study explores the factors that enhance or reduce the prospects for public 
involvement in the activities of health technology assessment (HTA) agencies. METHODS: The 
analytical framework for this study is based on the work of John W. Kingdon, which provides a 
comprehensive synthesis of the factors influencing governments and public organizations' agenda. 
The study draws insights from forty-two semistructured telephone interviews with informants 
involved in international HTA networks and/or in HTA agencies in Canada, Denmark, and the United 
Kingdom. RESULTS: This exploratory study suggests that the HTA community is moving toward 
greater public involvement. However, the HTA community remains cautious and ambivalent about 
the technical feasibility of public involvement, its acceptability to policy makers and practitioners, 
and its impacts on HTA agencies' resources and procedures. CONCLUSIONS: The study stresses the 
importance of conducting rigorous and compelling evaluations to inform HTA agencies' decision to 
adopt, or reject, public involvement practices. [Abstract] 
 
Furness, Penny J., et al. 
An evaluation of practice-based interprofessional education initiatives involving service 
users. 
Journal of Interprofessional Care 2011; 25 (1): 46-52 (January 2011) 
There is little evidence in the literature regarding the impact of service-user focused 
interprofessional education in the practice setting. This article reports evaluative case studies of two 
practice-based interprofessional initiatives, in which service users played a central role. These 
initiatives formed part of the Trent Universities Interprofessional Learning in Practice (TUILIP) 
project (http://tuilip.hwb.shu.ac.uk), a collaboration between Sheffield Hallam University and the 
University of Nottingham. Practice settings were an acute mental health service and a community 
organisation offering care and services to adults with learning disabilities. Interprofessional 
initiatives were developed by facilitators, and an evaluation conducted at each site. Facilitators, 
managers, practitioners, students and service users took part in interviews and focus groups to 
discuss their perceptions of the initiative in their practice setting. The evaluation reveals participants' 
perceptions of the projects' aims, process and outcomes. It also demonstrates the factors which 
facilitated success or proved challenging. The evaluation reveals the perceived impact upon 
individuals, clinical practice and the organisations involved. [Abstract] 
 
Branfield, Fran 
Social Care Institute for Excellence 
Allowing user-led groups to flourish. 
Community Care 2010; (1830): 28-29 (5 August 2010) 
A user-led organisation (ULO) is run and controlled by people who use health and social care 
services, including people with physical or learning disabilities, mental health service users, older 
people and their families and carers. [Introduction] 
http://www.communitycare.co.uk/Articles/05/08/2010/115018/allowing-user-led-groups-to-
flourish.htm  
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Shepherd, Stuart 
Ideal decisions for well defined areas. 
Health Service Journal 2010; 120 (6214): 20-21 (8 July 2010) 
NHS Isle of Wight has adopted a 'socio-technical' approach to prioritising value for money 
investment decisions. The process directly involves health professionals, patients and community 
stakeholders and supports world class commissioning. [Introduction] 
 
Facey, Karen, et al. 
Patients' perspectives in health technology assessment : a route to robust evidence and 
fair deliberation. 
International Journal of Technology Assessment in Health Care 2010; 26 (3): 334-340 (July 2010) 
There is increasing emphasis on providing patient-focused health care and ensuring patient 
involvement in the design of health services. As health technology assessment (HTA) is meant to be 
a multidisciplinary, wide-ranging policy analysis that informs decision making, it would be expected 
that patients’ views should be incorporated into the assessment. However, HTA is still driven by 
collection of quantitative evidence to determine the clinical and cost effectiveness of a health 
technology. Patients’ perspectives about their illness and the technology are rarely included, perhaps 
because they are seen as anecdotal, biased views. There are two distinct but complementary ways 
in which HTAs can be strengthened by: (i) gathering robust evidence about the patients’ 
perspectives, and (ii) ensuring effective engagement of patients in the HTA process from scoping, 
through evidence gathering, assessment of value, development of recommendations and 
dissemination of findings. Robust evidence eliciting patients’ perspectives can be obtained through 
social science research that is well conducted, critically appraised and carefully reported, either 
through meta-synthesis of existing studies or new primary research. Engagement with patients can 
occur at several levels and we propose that HTA should seek to support effective patient 
participation to create a fair deliberative process. This should allow two-way flow of information, so 
that the views of patients are obtained in a supportive way and fed into decision-making processes 
in a transparent manner. [Abstract] 
 
The Health Foundation 
The do better dynamic. 
Health Service Journal 2010; 120 (6212): 3-5 (24 June 2010 Suppl.) 
A roundtable of health leaders [including Jocelyn Cornwell from The King's Fund] agreed 
improvements in quality will be most far reaching where driven co-creatively by both service users 
and service providers. [Introduction] 
http://www.health.org.uk/publications/briefings_leaflets/the_patient_will_see.html  
 
The Health Foundation 
So we all know where we are. 
Health Service Journal 2010; 120 (6212): 8-9 (24 June 2010 Suppl.) 
Participation in service design and access to health records will improve people's relationship with 
the NHS. [Introduction] 
http://www.health.org.uk/publications/briefings_leaflets/the_patient_will_see.html  
 
The Health Foundation 
Popular ideas. 
Health Service Journal 2010; 120 (6212): 10-11 (24 June 2010 Suppl.) 
It can be hard to find favour within PCTs for the concept of sharing some of their power with local 
communities, but it is vital to ensuring healthcare access for all. [Introduction] 
http://www.health.org.uk/publications/briefings_leaflets/the_patient_will_see.html  
 
NHS West Kent 
From counting beans to patients. 
Health Service Journal 2010; 120 (6211): 20-21 (17 June 2010) 
NHS West Kent has taken a fresh approach to funding requests that places greater emphasis on 
involving patients. [Introduction] 
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Boyce, Melanie, et al. 
Innovatory features and challenges facing mental health user-led organisations. 
Mental Health Review Journal 2010; 15 (2): 34-42 (June 2010) 
Despite the recent growing interest in user-led organisations (ULOs), they remain an under-
researched area of volunteer sector activity, with the majority of the literature emanating from 
North America. This article attempts to redress this imbalance by reporting on the innovatory 
features and challenges facing mental health ULOs in England, particularly in light of recent 
government policy prioritising generic pandisability ULOs. In-depth qualitative interviews were 
undertaken with a purposive sample of 48 service users and staff from four geographically dispersed 
mental health ULOs in England. Innovatory features identified by staff running and service users 
attending mental health ULOs were: being user-led; their non-hierarchical organisational structures; 
and community-inclusive activities. The challenges identified were: maintaining a user-led ethos; 
managing the tension between being user-led or user-managed; and relationships with funders. 
Recent policies that recognise and promote the development of ULOs are encouraging, although the 
emphasis on generic, pan-disability ULOs may impede the innovatory ethos and development of 
mental health ULOs. [Abstract] 
 
 Anderson, E. S., et al. 
Learning from lives together :medical and social work students' experiences of learning 
from people with disabilities in the community. 
Health and Social Care in the Community 2010; 18 (3): 229-240 (May 2010) 
The study aims to evaluate an interprofessional community-based learning event, focussing on 
disability. The learning opportunity was based on the Leicester Model of Interprofessional Education, 
organised around the experiences and perceptions of service users and their carers. Programme 
participants were drawn from medicine and social work education in Leicester, UK, bringing together 
diverse traditions in the care of people with disabilities. Small student groups (3-4 students) worked 
from one of the eight community rehabilitation hospitals through a programme of contact with 
people with disabilities in hospital, at home or in other community settings. The evaluation, in March 
2005, used a mixed methods approach, incorporating questionnaire surveys, focus group interviews 
with students and feedback from service users. Responses were collated and analysed using 
quantitative and qualitative measures. Fifty social work and 100 medical students completed the 
first combined delivery of the module. The findings indicated that the merging of social work and 
medical perspectives appear to create some tensions, although overall the student experience was 
found to be beneficial. Service users (16 responses) valued the process. They were not concerned at 
the prospect of meeting a number of students at home or elsewhere and were pleased to think of 
themselves as educators. Problems and obstacles still anticipated include changing the mindset of 
clinicians and practising social workers to enable them to support students from each other's 
disciplines in practice learning. The generally positive outcomes highlight that disability focussed 
joint learning offers a meaningful platform for interprofessional education in a practice environment. 
[Abstract] 
 
Glasby, Jon, et al. 
'Creating NHS Local' : the relationship between English local government and the National 
Health Service. 
Social Policy and Administration 2010; 44 (3): 244 - 264 (7 May 2010) 
Following recent reforms of both local government and the National Health Service, there is 
significant emphasis in both services on improving inter-agency collaboration, user involvement and 
strategic commissioning. In response, this article reviews historical debates about the relationship 
between local government and health care, before arguing that these two 'partners' need each other 
now more than ever. If local government is to be a 'place-shaper', then it needs significant influence 
over local health services, while the NHS needs to learn from the best of local government if it is to 
gain sufficient local legitimacy to take the difficult decisions it needs to take. Against this 
background, the article reviews different options for future joint working, exploring various options 
for enacting a new relationship between local government and the NHS. [Abstract] 
 



Lane, Pauline and Tribe, Rachel 
Following NICE 2008 : a practical guide for health professionals on community 
engagement with local black and minority ethnic (BME) community groups. 
Diversity in Health and Care 2010; 7 (2): 105-14  
Community participation and engagement are now meant to be at the heart of health and social 
care services. In 2008, the National Institute for Health and Clinical Excellence (NICE) developed 
guidelines entitled Community Engagement to Improve Health (National Institute for Health and 
Clinical Excellence, 2008). However, although these guidelines do recognise that many black and 
minority ethnic (BME) communities often have specific needs, they do not offer detailed advice on 
how to consult with these diverse communities. Therefore, while health organisations and providers 
are increasingly recognising the value of community engagement, health practitioners often lack 
experience of this process and may not know how to start or progress it. This practical guide to 
community consultations with BME groups builds on the NICE 2008 guidelines on how to conduct 
community engagement. The recommendations have evolved as part of an iterative and critical 
learning process through the authors' experiences of consulting with a range of BME community 
groups over many years. Although this guide is certainly not definitive, it is hoped that it will 
encourage the development of positive practice to ensure that the voices of BME community 
members and other under-represented communities are heard and integrated into the development, 
planning and delivery of health services, to help to create more inclusive and person-centred 
services. [Abstract] 
Community Engagement to Improve Health: 
http://www.nice.org.uk/nicemedia/pdf/PH009Guidance.pdf  
 
van de Bovenkamp, Hester M. and Trappenburg, Margo J. 
Patient participation in collective healthcare decision making :the Dutch model. 
Health Expectations 2010; 13 (1): 73-85 (March 2010) 
OBJECTIVE: To study whether the Dutch participation model is a good model of participation. 
BACKGROUND: Patient participation is on the agenda, both on the individual and the collective level. 
In this study, we focus on the latter by looking at the Dutch model in which patient organizations 
are involved in many formal decision-making processes. This model can be described as neo-
corporatist. DESIGN: We did 52 interviews with actors in the healthcare field, 35 of which were 
interviews with representatives of patient organizations and 17 with actors that involved patient 
organizations in their decision making. REULTS: Dutch patient organizations have many 
opportunities to participate in formal healthcare decision making and, as a result, have become 
institutionalized. Although there were several examples identified in which patient organizations 
were able to influence decision making, patient organizations remain in a dependent position, which 
they try to overcome through professionalization. DISCUSSION: Although this model of participation 
gives patient organizations many opportunities to participate, it also causes important tensions. 
Many organizations cannot cope with all the participation possibilities attributed to them. This 
participation abundance can therefore cause redistribution effects. Furthermore, their dependent 
position leads to the danger of being put to instrumental use. Moreover, professionalization causes 
tensions concerning empowerment possibilities and representativeness. CONCLUSION: Although the 
Dutch model tries to make patient organizations an equal party in healthcare decision making, this 
goal is not reached in practice. It is therefore important to study more closely which subjects 
patients can and should contribute to, and in what way. 1 table 61 refs. [Abstract] 
 
Caseley, Clive 
Lend an ear to your service users. 
Health Service Journal 2010; 120 (6198): 24-25 (18 March 2010) 
With any major service change, consultation, engagement and communication are critical, says Clive 
Caseley. [Introduction] 
 
Carlisle, Daloni 
Welcoming disability can build better boards. 
Health Service Journal 2010; 120 (6198): 26-27 (18 March 2010) 
Increasing the reputation of the disabled community on trust boards is being hindered by a lack of 
understanding and guidance, writes Daloni Carlisle. [Introduction] 
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Nicholson-Banks, Kathy 
Involving local people to improve services. 
British Journal of Healthcare Management 2010; 16 (1): 10-17 (January 2010) 
Not only is patient and public engagement a legislative requirement for NHS organisations (NHS Act 
2006; Local Government and Public Involvement in Health Act 2007), as well as an essential 
competency in achieving world class commissioning standards (Department of Health, 2007), but it 
is also a strong and widely held belief that involving patients and carers in decisions about health 
care is fundamental to the improvement of health and social care services. In order to ensure that 
patient's needs and preferences are met and continue to do so, NHS organisations must ensure that 
they are involved in all aspects of redesigning care. This article presents a model being launched by 
NHS Bournemouth and Poole, who are keen to ensure that local people have the chance to become 
engaged at a variety of different levels, and in ways and at times that suit them. The model aims to 
create more opportunities for people, which will then encourage people to take a shared 
responsibility in their own health, the health of others, and in the provision of improved, more 
efficient and effective, value-for-money health services. 1 fig. 1 table 13 refs. [Abstract] 
 
Kernick, David and Mitchell, Annie  
Working with lay people in health service research : a model of co-evolution based on 
complexity theory. 
Journal of Interprofessional Care 2010; 24 (1): 31-40 (January 2010) 
Involving lay researchers is an important part of Government policy in the United Kingdom within 
the context of the National Health Service. Here we draw upon insights from complexity theory to 
suggest a model that we call consensual qualitative research where lay researchers and 
professionals are co-producers of knowledge. The focus of attention is on understanding and 
facilitating the patterns that emerge from non-linear interaction at a local level. We describe some 
core principles that can facilitate the development of such a model and conclude that the resources 
in terms of time and effort that such an approach requires, should not be underestimated. [Abstract] 
 
 
 
WEB RESOURCES 
 
Care Quality Commission - Sharing your experience 
http://www.cqc.org.uk/public/sharing-your-experience 
 
Centre for Public Scrutiny - Health and Social Care Reform Programme 
http://cfps.org.uk/scrutiny-and-the-health-reforms  
 
Invest in Engagement 
Picker Institute Europe 
http://www.investinengagement.info/  
 
Involve 
http://www.invo.org.uk/  
promoting public involvement in NHS, public health and social care research 
 
LINks exchange 
http://www.lx.nhs.uk/ 
 
National Voices 
http://www.nationalvoices.org.uk  
 
NHS Choices - Local Involvement Networks (LINks) 
http://www.nhs.uk/NHSEngland/links/Pages/links-make-it-happen.aspx  
 
NHS Networks 
http://www.networks.nhs.uk/ 
 
Picker Institute Europe 
http://www.pickereurope.org/  
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Reading lists are available at: 
http://www.kingsfund.org.uk/resources/information_and_library_service/readinglists ; 
email library@kingsfund.org.uk ; telephone 020 7307 2568 
 
 
Age discrimination  

Black & minority ethnic older people 

Clinical governance  

Clinical leadership 

Electronic patient records in the NHS 

Encouraging healthy behaviour 

End of life care 

Enhancing the healing environment  

Ethnic health - an introduction to ethnic health 
issues 

Ethnic health issues for primary care  

Financial pressure in the NHS 

Future of social care funding 

Health inequalities 

Improving care for long term conditions 

Inpatient mental health services 

Integrated care and partnership working 

Intermediate care  

International health care comparisons 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Leadership in the NHS 

London - an introduction to London health 
issues  

Maternity services 

Mental health – black & minority ethnic 
communities 

Mental health services for young people 

NHS reforms 

NHS workforce 

Older people and mental health 

Payment by results 

Point of care : improving patients’ experience  

Practice based commissioning 

Public health in England 

Public involvement in health services 

Refugee health care  

Technology in health & social care : telehealth, 
telecare and telemedicine 

Workforce diversity in health & social care 
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