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Executive summary 

The purpose of this document is to engage entities within The Cochrane Collaboration in partnering to develop communication strategies and improved, coordinated processes for involving consumers as end users of health care in the Mission of The Cochrane Collaboration.
The document does this by addressing work to date and how it can be measured and moved forward.

Background: The role of and issues for CCNet have been clarified through the recent reviews of The Cochrane Collaboration (2008)3 and the Cochrane Consumer Network (CCNet) and Consumers in Cochrane (2009)4. CCNet is now in a position to strengthen its business planning. This document has been developed to better define the required planning and input by all key stakeholders in The Cochrane Collaboration to further end-user involvement. As such it does not provide the solutions.
The reference materials are contained within the accompanying document.

The desired outcomes include greater adherence to the Principles of The Cochrane Collaboration, particularly those related to building on the enthusiasm of individuals, avoiding duplication of effort, fostering collaboration, ensuring relevance of the work of the Collaboration, keeping up to date, and enabling wide participation within the Collaboration.

The practical experience gained by CCNet to date puts it in a position where it can fulfill a supportive and advisory role for stakeholders in the Collaboration who wish to involve end users of health care in their work.
Through a coordinated partnership model we are able to extend our already existing role in demonstrating to others that involving consumers, patients and the public in the development of evidence-based materials can be measured and does have a positive impact.

Desired process outcomes could address the following issues:
Consumers link mainly with Managing Editors of Review Groups: to determine processes for entire Editorial and author teams to be clear about (and committed to) consumer participation. 

CCNet has a geographically based Advisory Group of consumers: to determine the support roles Centres and Branches can play for CCNet and its members, including participation in local contributor meetings.
CCNet has, in the last two months, piloted the collection of materials that could form the basis of two databases: the first monitoring the effectiveness of consumer involvement; and the second measuring the support offered to consumers and identifying ways to build on that support. It is envisaged that these databases are centrally resourced to foster collaboration and enable wide participation. 

Benefits to be gained by The Cochrane Collaboration include increased relevance and usage of The Cochrane Library, its flag ship; and harnessing of the experience and opportunities provided by consumer representatives, advocates and their organisations through their acknowledged commitment to furthering evidence-based practice in health care.
Next Steps: The application of this plan requires partnering between key stakeholders representing the various roles and responsibilities with Cochrane entities. CCNet is the registered Cochrane entity responsible for consumers internationally, across the Collaboration. CCNet proposes the formation of a CCNet-led Working Group that has the clear aims set out in the ‘Purpose of this document’.
An underlying pre-requisite for the implementation of this plan is commitment by The Cochrane Collaboration to centrally coordinated consumer involvement and for the provision of additional funding and resources.
Background information

The role of the Cochrane Consumer Network (CCNet) is to support and coordinate international consumers working across the Collaboration by enabling effective input into the development and dissemination of Cochrane reviews; open communication, training and support and advisory role opportunities. Consumers work across entities of the Collaboration in a voluntary capacity (Figure 1).
For an organisation such as The Cochrane Collaboration, the contributions made through voluntary input are huge3. It is very important that this voluntary effort is shown to be valued – through knowledge about, feedback on, and recognition of that effort. 
Consumers have commitment and passion either through personal experience or from the groups we work with. This in itself can present problems to researchers5.
The Consumer Network has been formally registered within the Collaboration since 1996. CCNet has a Convenor, Administrator, an international Geographical Centres Advisory Group and Chair; membership of CCNet is as individuals (Table 1). Many of the members have strong links or are part of consumer and patient organisations. Overall, the aims of the members are to contribute to the development of evidence and the practice of evidence-based health care4.
The Review of The Cochrane Collaboration1 and CCNet External Review of Consumers in Cochrane2 identified that communication about the different components of the Collaboration is lacking. 
The first goal of the processes defined in this ‘Detailed Plan’ is to increase awareness within The Cochrane Collaboration of the roles and function of CCNet and to have central mechanisms in place for it to more effectively achieve its Vision and Aims:

CCNet Vision: Enhanced accessibility and relevance of Cochrane reviews through consumer and community participation.

CCNet Aims: To enable and support consumer participation in The Cochrane Collaboration; and continue to develop the use and usefulness of consumer participation in The Cochrane Collaboration.

A second goal is to engage entities and key stakeholders in a sustainable process for coordinated international consumer engagement within the Collaboration; and ownership of that engagement.
Review authors and consumers/end users of Cochrane reviews are unique in that they form a large part of the voluntary workforce of The Cochrane Collaboration. For CCNet its leadership and management also work in a largely voluntary capacity (Table 1). 

See ‘CCNet External Review of Consumers in Cochrane’ for information on consumers working with Review Groups4. The recommendations from the Review resulted in the development of a draft ‘Framework for Consumer and User of Health Care Involvement in The Cochrane Collaboration (January 2010)’6.

Responses to the CCNet Review raised key issues around the need to identify and clearly express:
· What The Cochrane Collaboration offers for consumers participating in its activities

· How the Collaboration supports consumers and healthcare user activities overall
· The ways in which the leadership of The Cochrane Collaboration can demonstrate value for healthcare user involvement, particularly as part of the voluntary workforce
The involvement of consumers, patients and the public in health research is recognised as being challenging to researchers7,8. This means that raising the profile of consumer and the end-user voice in the researcher/research-based environment of The Cochrane Collaboration is potentially threatening for some. Furthermore, it opens up the issue of control of the role that patients and the public can have; and of management of funding for that consumer involvement. Indeed national research funding bodies are well aware that researchers define funding for consumer and community involvement with little say by those stakeholders as to how the funding is both spent and accounted for5. The declaration of confounding issues by researchers and other stakeholders, including funding for research and projects involving consumers, is a prerequisite for transparency and accountability.
The government level fiscal control of not-for-profit and non-government organisations has led to the professionalism of those organizations. The agenda of many patient and consumer support organisations has in some cases moved away from the individual needs of groups of patients, consumers and communities. 
The Cochrane Collaboration is a not-for-profit organisation registered as a Charity in the UK. Its primary purpose is to produce systematic reviews of best evidence on healthcare interventions to inform health care and to work internationally to promote evidence-based practice. These form The Cochrane Library (www.thecochranelibrary.com).

The fragmented organisational structure of The Cochrane Collaboration3 makes internal communication particularly challenging. The different parts of the Collaboration are often not fully aware of the activities of others. This was demonstrated clearly in the formal Reviews of the Steering Group (2006)9, The Cochrane Collaboration (2008)3, and Cochrane Consumer Network (2009)4. Yet effective communication and the willingness to listen are key to the success of the Mission of the Collaboration to produce systematic reviews that inform evidence-based health care. Funding of Cochrane entities is generally around the production of systematic reviews, such that within the present culture Cochrane Review Groups are in a position of strength. The Collaboration, therefore, has a need to think carefully about how it can strengthen the supporting, contributing and substance-building roles of other entities.
Benefits CCNet activities bring to The Cochrane Collaboration
Consumers contribute to the readability and relevance of Cochrane reviews by commenting on prepublished reviews and their plain language summaries4. ‘Consumers’ bring the user and receiver of health care, consumer, family and carer perspectives10. Early input by consumers into the review process is desirable: assisting with setting review topics and prioritising reviews so that the most relevant review questions are approached in a timely manner. Procedural justice is in this way achieved as the process involves the people to whom reviews ultimately apply.

CCNet provides a formal support system within The Cochrane Collaboration for preparation of plain language summaries of Cochrane reviews (Table 1) as a way of communicating the evidence held within The Cochrane Library. 
It is important that consumers involved within The Cochrane Collaboration are empowered to inform other consumers of the value of systematic reviews and evidence-based health care as part of informed decision making in health care4. The Network uses its website and e-mail discussion list to disseminate information from systematic reviews and to keep its members informed. Newsletters, the website and e-mail discussion list are also used to identify consumers to work with Cochrane review groups and in other capacities within the Collaboration. Facebook has been added to the armory to start to address some of the language barriers that are inevitable within an international organization.
CCNet regularly evaluates the input of consumers and their relationships within The Cochrane Collaboration8.
Identified priority areas for CCNet, from the CCNet External Review4:

· Provide support, guidance and central resources on participation (for consumers/healthcare users and for staff and other involved stakeholders).

· Provide training on communication with and involvement of consumers.

· Encourage feedback and monitoring of consumer involvement.

· Advocate for closer consumer/CCNet collaboration within The Cochrane Collaboration as compared with the present consultation and communication of information (Figure 211).

Measureable outcomes for the ‘Detailed business plan’  

Internally 

· Clarification of the role of volunteers within the Collaboration and how knowledge about, feedback to, and recognition of consumer involvement is communicated

· Overall acknowledgement of a level of end-user involvement that fits most comfortably within The Cochrane Collaboration

· Development of a quality improvement process between consumers, as represented by CCNet, and Cochrane entities*
· An identified, accountable mechanism for enabling consumers in the dissemination of information from Cochrane reviews**
*Such a quality improvement process would work most effectively if all consumers involved within the Collaboration being registered with CCNet.

**Possible mechanisms identified in the CCNet Review4 were: a ‘Page for healthcare users’ to accompany each Cochrane review; greater healthcare user involvement in the preparation of plain language summaries; distribution of information on newly registered titles in a way that healthcare users can express their interest in assisting with development of a review; being part of the wider dissemination strategies by the Review Groups and the Collaboration.

External to The Cochrane Collaboration

· Further formal development of working relationships with the: 

· Health Technology Assessment International (HTAi) Patient and Citizen Special Interest Group, 

· Guidelines International Network (G-I-N) Patient and Public Involvement Working Group, and 

· World Health Organization (through Patients for Patient Safety program).

· Continuing development of the CCNet website to present ‘a face’ of The Cochrane Collaboration for consumers and consumer organisations and the promotion of consumer and public involvement in the processes of evidence-based health care
Identifying measurable outcomes
Desired process outcomes could address the following issues.
Consumers link mainly with Managing Editors of Review Groups: to determine processes for entire Editorial and author teams to be clear about (and committed to) consumer participation. 

CCNet has a geographically based Advisory Group of consumers: to determine the support roles Centres and Branches can play for CCNet and its members, including participation in local contributors meetings.

Next steps for measurable outcomes
· Set up a CCNet-led database to monitor the effectiveness of consumer involvement (eg checklists); and ‘who’ the consumers are* 
· Set up a CCNet-led database to measure the support offered to consumers and Cochrane entities and to build on that support* 
· Demonstrate Collaboration support of consumer involvement by developing these databases centrally through funded positions
· Apply the Principles of The Cochrane Collaboration*

*CCNet has, in the last two months, piloted the collection of materials that could form the basis of these databases. Reports on these are contained in the CCNet Monitoring and Registration Report for 2010. It is envisaged that databases be centrally resourced. 

**Building on the enthusiasm of individuals, avoiding duplication of effort, fostering collaboration, ensuring relevance of the work of the Collaboration, keeping up to date, and enabling wide participation within the Collaboration.
How the outcomes outlined in this document support the objectives of CCNet as a whole

The process outcomes outlined in this Plan have the potential to do the following.
Within The Cochrane Collaboration

· Strengthen CCNet as a central international resource providing and supporting effective consumer participation in the preparation and dissemination of Cochrane reviews 

· Bridge the communication gaps between Cochrane entities, individual consumers and health consumer and patient support organisations through a partnership approach

· Develop the role of consumers in positively contributing to the function of Cochrane Reviews Groups, Fields, Methods Groups, Cochrane Centres and The Cochrane Collaboration as a whole

· Further the promotion of patient-centred health care and shared decision making in health care through the provision of relevant, applicable information and a knowledge base for evidence-based practice

External to The Cochrane Collaboration

· Increase awareness the benefits of working in partnership with consumers and with an understanding of the issues that are important for the end users of health care in the development of materials to inform evidence-based health care

· Strengthen links with other groups working with consumers, patients and the public

· Broaden links with a wider group of consumers, consumer and patient support organisations and users of health care

Outcome targets

The outcomes of this CCNet ‘Detailed business plan’ are targeted at the fulfillment of evidence-based practice1 and the provision of evidence that is within the reach of practical application.
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Other links and information

Structure of The CC www.cochrane.org/resources/leaflet2of5structure.htm
Cochrane Policy Manual www.cochrane.org/admin/manual.htm
CCNet reference materials: www.cochrane.org/consumers/resources.htm
(5) Involving people in research: A National symposium on consumer and community participation in health and medical research: Perth, March 2008. In involving civil society as a part of social inclusion/governance and a source of ‘quality assurance’:

Enablers: Operational capacity (funding and infrastructure/governance); Both consumer and researcher training – to work together effectively; Mutual respect; A standard of/for consumer participation is set at senior leadership level; Concentrate on the common ground (what put in is what get out); Set underpinning principles; Acknowledge and support consumers, as partners; Start being involved at the front end of research; Involve in priority setting (including re funding projects); Evaluate or review (externally) at organisational and not individual level.

Barriers: Lots of people are voluntary, not just consumers; Researchers have concerns about the ‘emotions and underlying fears’ of consumers; Consumers treated as a resource and do not ‘get anything’ out of participating; Burnout – as many are patients.

Figures

1. Schematic structure of The Cochrane Collaboration
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2. Levels of patient and public involvement11
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1. Operational plan of the existing Cochrane Consumer Network (CCNet)

	OPERATIONAL PLAN: Cochrane Consumer Network (CCNet)

	 
	Title/Description
	Who is responsible
	Region(s) covered
	Details

	These positions are for CCNet and are separate to roles at a local level, as a Steering Group (SG) member or other

	Convenor
	 
	Janet Wale
	International
	Full time, largely unpaid (if paid: AUD 75,000 plus)

	 
	Management
	 
	 
	Day to day; strategic

	 
	Spokesperson
	 
	 
	 

	 
	CCNet-Contact
	 
	 
	External to Collaboration:

	 
	Relations
	 
	 
	Internal: links to other Cochrane entities, member of Fields Executive: External: member of HTAi Patients and Citizens Working Group; G-I-N Public

	 
	Publicity
	 
	 
	Newsletters, regular articles in Cochrane News; Website content, papers and publications

	 
	Funding
	 
	 
	Cochrane Steering Group: Discretionary, Prioritisation

	 
	Monitoring and Registration/Cochrane requirements
	 
	 
	MRG; Papers for SG; Funding applications and reports; Module

	 
	Colloquia 
	 
	 
	re consumers attending, meetings, evaluation/follow up; workshops, presentations meetings

	Administrator
	 
	Jane Nadel
	International
	Two to three days per week voluntary (if paid AUD 60,000 pro rata)

	 
	Archie
	 
	 
	Entering and maintaining information; making information available as required

	 
	Membership management
	 
	 
	Day to day management, enquiries, follow up; reports

	 
	Liaison Officer 
	 
	 
	with Secretariat, Review Groups, other entities etc

	General management
	E-mail list management
	Maryann Napoli
	International
	Content management

	 
	Stipends (Colloquium Policy Advisory Group)
	Barbara Warren; Liz Whamond
	 
	 

	 
	Stipend committees
	Maryann Napoli
	 
	 

	 
	CRG Plain language summaries service
	Janet Wale
	 
	 

	 
	 
	Maryann Napoli
	 
	 

	 
	 
	Silvana Simi
	 
	 

	 
	Website
	Sally Lakeman
	 
	Web manager

	 
	 
	Janet Wale
	 
	Content manager; development Web 2.0 training

	 
	Facebook
	Claudia Cattivera
	 
	Management

	Project officers
	Principal project officer/researcher
	Janet Wale
	 
	Australian Department of Health and Ageing, Regular evaluations of CCNet, SG/CAM summaries, Prioritisation Project, CCNet External Review

	 
	 
	Jane Nadel
	 
	CAM summaries, Prioritisation Project, CCNet External Review

	 
	Qualitative researcher
	Maria Belizan
	 
	Prioritisation Project, CCNet External Review; Spanish/Portuguese projects eg prioritisation, website

	 
	 
	Sita Vij
	 
	Prioritisation project; other

	 
	CAM Plain language summaries
	Libby Lissiman
	 
	Complementary and Alterrnative Medicine overviews

	 
	 
	Jane Nadel
	 
	 

	 
	 
	Anne Peticolas
	 
	 

	 
	 
	others as required
	 
	 

	Governance
	CCNet Geographical Centres Advisory Group
	 

	Centre area:
	UK 
	U Hla Htay
	UK 
	National Dementia; UK Cochrane Centre, IAPO

	 
	 
	Shirley Mankwell
	 
	Consumer rep on CCNet Review Adv Group

	 Chair
	Canadian 
	Liz Whamond
	Canada
	Canadian Cancer Action Network

	 
	 
	Anne Lyddiatt
	 
	National Musculoskeletal; liaison with Canadian CC; Consumer rep to CMSG edit board

	 
	US 
	Barbara Warren
	US (CUE)
	Consumers United for Evidence; educational/promotional videos

	 
	 
	Maryann Napoli
	 
	Consumer reports on Cochrane reviews; liaison with authors

	 
	Iberoamerican 
	Claudia Cattivera
	South America (Argentina)
	Patientes Online Argentina; WHO Patients for Patient Safety

	 
	 
	Raphael de Souza
	Brazil
	 

	 
	 
	Kathie Godfrey
	Spain
	 

	 
	Italian 
	Silvana Simi
	Italy
	WHO Patients for Patient Safety; MS

	 
	German 
	Britta Lang
	Germany
	Science and society; media coverage

	 
	Dutch 
	Jacqueline Limpens
	Netherlands
	Health blog

	 
	Nordic
	Helja Balmer
	Finland
	 

	 
	 
	Vassily Vlassov
	Russia
	 

	 
	Bahrain Branch 
	Mona Nasser
	Iran/Germany
	 

	 
	 
	Sarah Yaron
	Israel
	National Breast Cancer; WHO Patients for Patient Safety

	 
	South African 
	Godwin Aja
	Nigeria
	Working with communities

	 
	 
	Clare Jeffrey
	South Africa
	Co-author CCNet papers

	 
	South-East Asian 
	Shobha Iyer
	India
	Media

	 
	Thai Branch
	Chanpen Choprapawon
	Thailand, South East Asia
	 

	 
	Australasian 
	Janet Wale
	Australia
	National HTA, diagnostics

	 
	 
	Steph Newell
	 
	National Safety & Quality, WHO Patients for Patient Safety

	 
	 
	Judi Strid
	New Zealand
	Consumer rep on CCNet Review Adv Group

	 
	Chinese 
	Mingming Zhang
	China
	WHO Patients for Patient Safety

	 
	SG representatives
	Liz Whamond
	 
	Elected representatives: Conferring with and reporting back to CCNet Advisory Group and its Officers

	 
	 
	Mingming Zhang
	 
	

	Healthcare user members
	 
	 
	 
	members of specific entities as consumers/patients

	 
	 
	 
	 
	comment on and contribute to prepublished Cochrane protocols, reviews and summaries

	 
	 
	 
	 
	are consumer editors, members of advisory groups within Cochrane

	 
	 
	 
	 
	disseminate information from reviews

	 
	 
	 
	 
	participate in discussions in and outside of Cochrane

	 
	 
	 
	 
	promote evidence-based health care
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Evidence-based practice (EBP) is1:


“the integration of best research evidence


with clinical experience and


patient values and circumstances”   





Each component is essential2. Yet the evidence to support evidence-based health care remains unconvincing to the public and the media, policy makers and decision makers.
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