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Executive summary and commentary
The Cochrane Consumer Network (CCNet) has been a formal Cochrane entity since 1995 (see Appendix C). An external review of CCNet has been undertaken during 2009. The external consultant (Bec Hanley) was funded through Steering Group Discretionary Funding to review the position (within the Collaboration), role (with Review Groups) and management of CCNet to promote consumer involvement in the Collaboration. A Cochrane Advisory Group and a CCNet project team assisted the evaluation.

Electronic surveys were developed for two target groups:
· Cochrane Review Groups: directed at Managing Editors (through adminors e-mail list). Review Groups were asked to complete the survey whether or not they involved consumers in their work; 47 responded out of a total of 52 at the time of the survey
· Cochrane consumers (through CCNet e-mail list); 66 responded, of 427 people on the list.  

The Managing Editors survey identified that 35 of 47 Groups involve consumers in their work (8 said that their Review Groups did not involve consumers; 4 did not answer this question). The involvement is principally by commenting on pre-published reviews, protocols and plain language summaries.
CCNet was identified as having a clear role in involving consumers in the work of Review Groups. The use of the consumers e-mail list is a practical way of involving consumers (4.1b).

The most common things Review Groups want to gain from involving consumers (4.3) were:

· To improve the readability and/or quality of reviews (38 respondents)

· To improve the usefulness of the plain language summaries (36 respondents)

Just over half of the Review Group respondents said that they felt they were gaining these benefits, but 14 said that they were not sure. Yet many consumers do not get feedback on how their contribution has (or has not) made a difference.    
Inappropriateness of reviews (27 said this was not a barrier compared to 7 who said it was (includes those Review Groups that do not involve consumers) (4.4). This is an area that calls for further exploration.
The Consumers survey identified that the Cochrane.org website is important for bringing consumers into The Cochrane Collaboration, through CCNet. Contact with an existing Cochrane consumer is also an effective way of recruiting consumers and a number of consumers saw this as a part of their role. Other roles that the consumers identified (4.2) were raising awareness of evidence based health care (26 consumers, 9 Review Group respondents) and disseminating information about reviews (17 consumers, 9 Managing Editors).
Most consumers who responded to the survey find the newsletter informative (44 of the 59 who responded to this question) and the website useful (39 respondents).  Many consumer respondents (39 of 58 respondents) said that they had used information provided by CCNet to help them to fulfil their role, and that the CCNet email discussion list helped them to link up with consumers in other countries (41 respondents).   

Respondents to the Review Group survey felt that an umbrella organisation was important (38 respondents), or did not have a view (7 respondents); two did not answer this question (4.6).  Almost all respondents to the Review Group survey said that they felt that the vision and aims of CCNet are appropriate (Appendix A).  Consumers were less certain.
In contrast, most Review Groups did not have a view about the CCNet website.  

Review Groups responded in similar numbers as agreeing (20) or not knowing (18) if they had referred consumers to guidance produced by CCNet.  

In both surveys we asked respondents to list two things that CCNet should be doing as a priority (4.6.3). For the Managing Editors, training and support, and identifying and recruiting consumers, were by far the most common.  
Comments included:

Provide a supportive network and friendly front door for consumers to access the large and complex Cochrane Collaboration.  

Ensure that consumers fulfil a role that benefits both them and the review groups that they are affiliated with. 

Consumers also prioritised training and support, but saw the promotion of effective consumer involvement across the Collaboration as the other key role for CCNet, although other roles were close behind. 
Commentary 
The survey has clearly highlighted how important the Plain Language Summaries are in disseminating information about Cochrane reviews by consumers. Consumers and most Review Groups have a shared desire to work together to improve knowledge and the application of evidence-based health care. Also shared is the recognition of a need for better training and support, and the importance of letting consumers know that the work they do for the Collaboration is valued and makes a difference. 
Purpose

A. To present the findings of the Cochrane Consumers Network (CCNet) external review. 

B. To inform discussion of the purpose and management of consumer participation in The Cochrane Collaboration, in keeping with the Principles of the Collaboration.

C. To decide how to move forward with CCNet and where it sits in The Cochrane Collaboration if its main purpose is to contribute to the review process. This is unlikely to be as a Field.

Note: In its recent funding round, the Australian Government (the main funder of CCNet over the last six years) stopped its funding of non-Review Groups. 

Urgency

2.  High
Access

1. ‘Open access’ 
Procedure

The findings of the CCNet external review have been submitted for consideration at the Centre Directors’ and Managing Editors’ meetings during the Colloquium. A pre-colloquium meeting of consumers is also scheduled to discuss the findings. The Review will be reported on in an oral presentation during the Colloquium. The results of discussions, feedback and the decisions of the Steering Group will be incorporated into process documents for CCNet and changes in its structure. These will be followed in line with Cochrane Senior Executive and the requirements of the MRG as we envisage a change in the management structure (with supported administration) and definition of how consumers as represented by CCNet fit into the overall structure. That is, no longer as a Field.
Points for discussion
Consumers are actively involved in Cochrane Review Groups and are having a positive impact. Consumer participation impacts on a large part of the work of the Collaboration. The role of consumers in health research is being given increasing prominence by some governments, world wide. 

The Collaboration needs to consider how we: 

· make consumer participation work in the best way possible with particular attention to the Collaboration's Principles* and to maximise benefit 

· monitor the effectiveness of consumer involvement (eg checklists or surveys) and the level of activity of consumers

· measure the support offered to consumers and to build on that support

· manage and fund consumers by working collaboratively (eg through the Editor in Chief’s office, Cochrane infrastructure)

* In particular: 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
7.2. Consumers are linking with Managing Editors of Review Groups, but it is not clear if the entire Editorial and author team understand (and are committed to) consumer participation? What is the Collaboration doing to assist and what can it do?

7.3. CCNet set up a Geographical Centres Advisory Group to assist in linking with Cochrane Centres and Branches. Where there was not an active Cochrane consumer, the Centre (or Branch) was asked to provide someone to be on this Group. The Group involves 28 people from 22 different countries are on the Group, not all consumers as some are from Centres or Branches.
Cochrane Centres and their Branches act as a regional focus for the activities of The Cochrane Collaboration. Their primary role is to support contributors within a defined geographical or linguistic area (Cochrane Policy Manual, Section 3.3 Centres).

How can we encourage and build on this regional focus while still promoting and supporting international collaboration?

How would we fund this model?

Costs

The costs of not following the findings of the CCNet Review and not ensuring the incorporation of a continuous quality improvement process for consumer input that is of mutual benefit to the Collaboration and users of health care is a backward step in the evolution of healthcare systems. CCNet will not be able to operate effectively and will no longer be a model of good practice in health technology assessment and health research.

Benefits

The benefits will be that consumer input into the review process will be endorsed in light of the CCNet Review finding that consumers can and do make a difference in the review process and promoting the dissemination of reviews – through an ability to communicate with and relate to users of health care.

Risks

Not doing anything will have the consequence that the input of consumers will continue to meander on without gaining the full potential benefits of involving the users of health care. Those who miss out the most will be people outside of Australia, North America and the UK.
Proposals and recommendations

1. That administrative support (2 days per week) for CCNet is provided. The main tasks are responding to emails, membership administration, maintaining Archie, linking to Review Groups and other Cochrane entities; stimulating the e-mail discussion list, assisting with newsletters and articles for Cochrane News, maintenance of the website, training resources and support for consumers. An additional task is seeking and applying for funding opportunities.
2. That a quality improvement process is developed for consumer input into pre-published Cochrane documents (see Appendix E).

3. That The Cochrane Collaboration develops a Consumer Participation Plan that is endorsed by the Steering Group – see example in Appendix D)..
Resource implications

Funding and placement of administrative support that is available globally (2 days/week).

Decision required

The CCSG is asked to adopt the recommendations made in this paper.
External Review of Cochrane Consumer Network (CCNet)
1. Aims 

To review the position, role and management of the Cochrane Consumer Network by considering
1. Why consumers get involved in Cochrane, and how they are recruited

2. How they are involved in Review Groups – i.e. the tasks they undertake 

3. The level of impact consumers have in the Review Groups they are involved with.

4. The level of commitment to involving and supporting consumers, and acknowledgement of consumers’ contributions to the review process

5. The role of the Consumer Network in supporting consumers within the Collaboration

2. Development of electronic surveys
· Cochrane Review Groups: directed at Managing Editors (through adminors e-mail list)
· Cochrane consumers (through CCNet e-mail list)
The surveys were open from the 3rd June 2009 to 6th July 2009.

Review Groups were asked to complete the survey whether or not they involved consumers in their work. 
3. How many people responded to the surveys?

Review Groups: 47 responses, out of a total of 52 Review Groups at the time of the survey.  It is possible (but very unlikely) that more than one person completed a survey on behalf of a Review Group.  

Consumers: 66 people responded, of 427 people on the CCNet e-mail list.  An estimated 191 people have at some stage acted as a consumer reviewer (discussions between Jane Nadel, CCNet membership Administrator, and Secretariat) but not all of these are on the CCNet email list.  
Most consumers who responded had been involved in the Collaboration for more than one year; 11 consumers had been involved for less than one year.

The respondents had experience with 25 different Cochrane Review Groups, and this experience was mainly recent.
4. Results of the surveys

4.1 Involvement in Review Groups

4.1a. Review Groups that involve consumers
Review Groups: 35 respondents said that consumers were involved in their work, and 8 said that their Review Groups did not involve consumers (4 did not answer this question).  
4.1b. How consumers become involved in Review Groups
Review Groups: for those that involved consumers the most common ways (multiple answers allowed) were:

· Recruited someone they knew (14)

· Contacted consumer organisations (18)

· CCNet sent contact details of an interested consumer (19)

· A consumer made contact direct with the Review Group (23)

· The Review Group put out a call for comments through the CCNet email list (12)  
Consumers: the most common ways that they reported getting involved were through:

· Cochrane website (16 respondents)

· Another consumer (12 respondents)

· A consumer organisation (10 respondents)

· A direct approach from a Review Group (10 respondents)

44 respondents said that they had been involved with at least one Review Group; with 26 saying they had been involved in at least two Review Groups. 

· Most consumers did not have links with their reference Cochrane centre (where they did have links, the UK and the USA were mentioned most).  

· 20 respondents said they had never attended a national or international Cochrane conference, and 33 had attended between one to three such events.  

4.2. The role of consumers within Review Groups
Review Groups and Consumers stated the roles as:
· Commenting on reviews (30 Review Group respondents, 44 consumers)

· Commenting on protocols (25 Review Groups, 34 consumers) 

· Commenting on plain English summaries (24 Review Groups, 19 consumers)

Other roles identified frequently by consumers but less frequently by Review Groups were:

· Raising awareness of evidence based health care (26 consumers, 9 Review Group respondents)

· Recruiting other consumers (18 consumers, 10 Managing Editors)

· Disseminating information about reviews (17 consumers, 9 Managing Editors)
· Writing plain language summaries (12 consumers), and 
· Co-authoring reviews (10 consumers)  

Review Groups: Two consumer roles that seemed to attract interest by Review Groups (through selecting the ‘maybe’ response option) were: 
· Raising awareness about the importance of evidence based health care (12)

· Recruiting other consumers (10). 
Understanding and appreciation of the consumer role in Review Groups

Review Groups: Almost all respondents to the question (32 of 33) said that they were aware of the skills consumers have that could help the Review Group.   

· 22 respondents felt that consumers always understand what their role is, 12 said that consumers sometimes understood what their role is
(This is broadly reflected by the answers from the consumer respondents.) 
Respondents were given a ‘never’ option and further comments highlighted were: 
· There is never enough money to enable consumers to carry out their role (13)
· Their Review Group never runs training for consumers (20)
16 Review Groups felt that that they offered support to consumers sometimes, whilst 10 said they always did.  
Consumers: Approximately two thirds of consumers ticked a box to say that they felt supported, received some training and their involvement made a difference in at least one Review Group that they worked with (a total of 25 Review Groups represented).  Consumers’ comments on this issue included:

Review Groups appear to appreciate comments but I don't know to what extent the authors take the comments into account and whether they even think consumer input is meaningful. One Review Group did provide a summary including all peer review comments and the authors' reactions to the comments (which was very interesting!) 

Many consumers are not employed; we need financial access to the annual meeting because it is there where you realize that you are part of a larger movement, learn new things, and meet other consumers (and scientists). This is an important part of our training.  
Many consumers do not get feedback on how their contribution has (or has not) made a difference. Consumers are not always acknowledged in the acknowledgments section of a review (13 Review Groups said they sometimes do this and 3 said they never do this).  One consumer commented:

Some of the things, like which groups use my name as a consumer reviewer, I simply don't recall. I only sometimes see the reviews after I do my part, which also means it is sometimes hard to know what effect my comments have, but that is OK. …  But, I'm very busy, and by the time a review is finalized, I've moved on and prefer to think about the next review that appears of interest and whether I have any contribution to make from a consumer/patient point of view.
4.3. The benefits Review Groups want to gain by involving consumers

Review Groups: respondents (34) said that consumers bring different skills, knowledge or experience (32 respondents) and make a positive difference to their Review Group at least some of the time (34 respondents).  
Consumers: this compares to only half of the consumer respondents who felt that their involvement makes a positive difference to their review Group.  
The most common things Managing Editors said they wanted from consumers were:

· To improve the readability and/or quality of reviews (38 respondents)

· To improve the usefulness of the plain language summaries (36 respondents)

Just over half of the managing Editors said that they felt they were gaining these benefits, but 14 said that they were not sure about this.  
4.4. Barriers to involvement
The main barrier identified by Review Groups was funding.  We were interested that the following were NOT seen as barriers by the majority of respondents:
· Time (19 respondents said they disagreed that this was a barrier compared to 13 who said this was a barrier) 

· An understanding of how to find consumers (21 said this was not a barrier, 7 who said it was) or how best to involve them (18 did not see this as a barrier, 13 did)   
· Inappropriateness of reviews (27 said this was not a barrier compared to 7 who said it was)
 

What would help more review groups to involve consumers
We asked respondents who said that their Review Group did not currently involve consumers to tell us what would help them to do so.  The most common responses related to a lack of staff time and the need for more advice and guidance.  
One Group stated that their reviews were inappropriate to consumers (a CCNet prioritised topic Group).
4.5. What consumers want to achieve through their involvement 

Consumers: listed a variety of reasons as the aims for their involvement.  Over half of the consumer respondents were not sure whether they were achieving their aims 
The most common aims related to:  

· Make information about evidence-based health care more accessible

· Learn and keep up to date, either with research about a specific condition or with evidence based health care

· Contribute to the development of evidence-based health care

Almost all consumers said that they told other people about Cochrane reviews (49 of the 53 respondents to this question), and that they use the plain language summary to do this.  

What consumers hope to achieve: What do you want to achieve through your involvement with The Cochrane Collaboration?

	Theme
	Number

	Knowledge: to know more (including a personal interest in being informed)
	13

	Information: good, reliable information to share with others, distribute and communicate outside Collaboration
	22

	Awareness: of the Collaboration and its purpose, need for EBM, for shared decision making, of consumer involvement in research/systematic reviews
	14

	Help process: of Cochrane, systematic reviews, plain language summaries, EBM, consumer priorities, healthcare practice, research and reviews
	38

	Other
	2


Comments in the open questions included:

Furthering my education in and experience with the Cochrane Collaboration provides an opportunity to share information with people in my community and beyond.

Help consumers become more involved in research and help research answer the questions that are of most importance to consumers  

Better information on EBM for consumers worldwide  

The best quality patient and public involvement in research; itself monitored and evaluated; awareness of what is happening in the wider Collaboration; reinforcement and promotion of the rightness and value of P&P involvement in the whole research process.
4.6. Views about CCNet

Review Groups: respondents felt that an umbrella organisation was important (38 respondents), or did not have a view (7 respondents); two did not answer this question.  

4.6.1. The vision and aims of CCNet

The Cochrane Consumer Network (CCNet) vision is: Enhanced accessibility and relevance of Cochrane reviews through consumer and community participation. 
The aims of the CCNet are: • To enable and support consumer participation in The Cochrane Collaboration. • To continue to develop the use and usefulness of consumer participation in Cochrane groups, in particular Review Groups.
Review Groups: almost all respondents said that they felt that the vision and aims of CCNet are appropriate.  
Consumers: were less certain, with 14 respondents saying that the vision was only ‘maybe’ the right one.  
4.6.2. Views about the work of CCNet

Consumers: most consumers who responded to the survey find the newsletter informative (44 of the 59 who responded to this question) and the website useful (39 respondents).  Many consumer respondents (39 of 58 respondents) said that they had used information provided by CCNet to help them to fulfil their role, and that the CCNet email discussion list helped them to link up with consumers in other countries (41 respondents).   

Review Groups: most respondents did not have a view about the CCNet website.  

Managing Editors responded in similar numbers as agreeing (20) or not knowing (18) if they had referred consumers to guidance produced by CCNet.  

Perhaps most interesting, a large number of Review Groups said that they did not feel up-to-date with what CCNet is doing (9 respondents, 20 did not know; as opposed to 9 saying they did feel up-to-date). This perhaps reflects on the way that the Collaboration works, where many entities may not be aware of what other entities are doing.  

4.6.3. Which activities should CCNet undertake as a priority?

In both surveys we asked respondents to list two things that CCNet should be doing as a priority.  
Review Groups: for the Managing Editors, training and support, and identifying and recruiting consumers, were by far the most common.  
Comments included:

Provide a supportive network and friendly front door for consumers to access the large and complex Cochrane Collaboration.  

Ensure that consumers fulfil a role that benefits both them and the review groups that they are affiliated with. 

Consumers: also prioritised training and support, but saw the promotion of effective consumer involvement across the Collaboration as the other key role for CCNet, although other roles were close behind.  
In response to the question: If CCNet only did two things, what should these be?

	REVIEW GROUPS
	CONSUMERS

	Theme
	Number of responses
	Theme
	Number of responses

	Link consumers with Cochrane Groups
	18
	Contact, support for consumers
	24

	Training and support
	17
	Accessible information
	18

	Educate others, disseminate
	5
	Link consumers with Cochrane
	15

	Support for consumers
	4
	Have a voice, discussion
	14

	Diffusion of information about CCNet within Cochrane
	3
	Training
	12

	Prioritise reviews
	3
	 Advocacy
	10

	Guidelines
	2
	Prioritise reviews
	4

	Make Cochrane accessible
	1
	
	

	Other
	4
	Other comments
	4


Other comments by consumers included:

Increase the understanding of Review Groups about the importance of consumer input and the consumer perspective  

Stimulate consumers to be critical and active and to learn how to contribute usefully  

Most consumer-commenting on protocols is carried out remotely (by email).  Physical contact with Review Group personnel only occurs at Colloquia or other general meetings,  This can make consumer commenting a ‘lonely’ business and the CCNet mailing list helps to bring consumer together.  

Another said:

I think the CCNet needs infrastructure funding but I know this is very difficult to obtain. I also think that it would help to try to develop a structure where consumers are linked together either by country and language (branches of CCNet) or by CRGs where they share a common health issue. These somehow then feed into the main CCNet team…  I feel we need some structure that supports and shares experiences at the grass roots, and provides a two way communication between the grass roots and the CCNet team.  

4.7. Follow-up interview findings
To inform the recommendations, these will be made available for the Steering Group meeting.
5. Funding for the external review of CCNet

Consultant: Discretionary Funding (Application September 2008) £3000

Communications: CCNet (Australia)

CCNet Project Team: voluntary

Project Advisory Group: voluntary

6. Publication

A draft paper has been prepared for publication in special supplement of Journal of Ambulatory Care Management: the Journal of Ambulatory Care Management is a peer-reviewed journal that provides information on developments and issues in ambulatory care management  http://www.ambulatorycaremanagement.com/pt/re/jacm/home.htm.
“The involvement of citizens and patients in the health care system”. This Supplement aims is to present what has been accomplished together with the practical and methodological challenges for the future.

7. Appendices 
The Cochrane Consumer Network (CCNet) 
A. Vision and Aims
Vision: Enhanced accessibility and relevance of Cochrane reviews through consumer and community participation. 

Aims: • To enable and support consumer participation in The Cochrane Collaboration. • To continue to develop the use and usefulness of consumer participation in Cochrane groups, in particular Review Groups.

B. Key roles and how supported (up to end of 2009):

Convenor: Not salaried, costs and project work supported by Australian Department of Health and Ageing Funding for Cochrane Activities in Australia (Rounds 2 and 4).

Membership Secretary/Administrator: Not salaried, some cost recovery through Cochrane Complementary and Alternative medicine Field as part of a National Institutes of Health (NIH) project to develop consumer overview summaries of Cochrane Reviews.

Geographical Centres Advisory Group, CCNet Chair: Governance and decision-making processes of CCNet

Management of e-mail discussion list: moderation through the Cochrane Secretariat.
Management of website (www.cochrane.org/consumers): through Australian project work in close collaboration with the web team at the German Cochrane Centre.

Consumer program at Colloquia: coordinated and with a strong lead from the Convenor

re Cochrane Review Recommendations (4b,c,d)
1. Succession planning for entity leaders (4b)

We recommend that the Collaboration should develop and implement a formal succession planning mechanism for entity leadership.
The Convenor of the Consumer Network (ideally) has the following attributes:

(i) Excellent ‘people’ skills – good on e-mail and stimulating others

(ii) Excellent organizational skills with multi-tasking ability – in a timely fashion

(iii) An overview (big picture) perspective as well as attention to detail

(iv) Self sufficient and motivated – to work as part of an internet-based group

(v) Links with other health consumers, consumer and patient organizations, and with the healthcare profession (particularly those people, committees and organisations supporting evidence-based health care)

(vi) Ability to work internationally and without prejudice.

A person(s) who emerges with a number of these attributes will be nurtured and trained ‘on the job’.

2. Performance appraisal for entity leaders (4c)

We recommend that the Collaboration should develop and implement performance appraisal mechanisms for entity leaders. 

The Cochrane Consumer Network has done this indirectly through:

Applications for membership to CCNet

Requests for consumer through the e-mail discussion list

Evaluation surveys

Continuing input by Geographical Centres Advisory Group and CCNet members

Performance at annual Colloquia

Annual reports to Department of Health and Ageing in Australia

Commitment by CCNet members that has led to interest in CCNet by other international ‘evidence-based’ healthcare organizations

3. Accountability mechanisms for entities (4d)

We recommend that the Collaboration should enhance accountability mechanisms of entities to ensure core functions are met and Collaboration policies are implemented

CCNet is achieving this through regular evaluations. The recent external review provides us with the information to optimize opportunities for consumer involvement in the Collaboration and to develop draft evaluation checklists as part of a continuous quality improvement process.
C. The Cochrane Consumer Network
The Cochrane Consumer Network is an international community-based organisation of volunteers that operates through the internet. 
The core functions of the Cochrane Consumer Network are to support consumers (as individuals or members of organisations) in the Collaboration; and to continue to develop the use and usefulness of consumer participation in Cochrane groups, in particular Review Groups. In undertaking these functions, it promotes the principles that the Collaboration follows in terms of 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 Cochrane Groups that consumers work most closely with are generally Cochrane Review Groups.

The vision of the Cochrane Consumer Network (CCNet) is enhanced accessibility and relevance of Cochrane reviews through consumer and community participation. Evidence-based medicine is a combination of current best research evidence, the expertise of the healthcare provider, and patient values and preferences within a social and geographical environment. 

· Evidence-based health care is about making decisions on health care for and with individuals, families and communities.

· Evidence-based health care requires access to timely, relevant, accurate health information; and
· Seeking and understanding health information at an individual level.
Inherent in our definition is patient participation in shared decision making processes; involvement in effective and safe health care; patient-centred health care; health promotion and self-management strategies by being an informed and effective health consumer; and health literacy with all its implications.
From its beginnings as a few health consumers and advocates working in close proximity with Cochrane Centres, and with Consumer Network representation on the Cochrane Steering Group and formal registration as a Cochrane entity, the Cochrane Consumer Network (CCNet) has evolved into an international community-based organisation of volunteers operating through the internet. As such, its webpage which is now integrated into the main Cochrane Collaboration website (www.cochrane.org/consumers) is the face of CCNet and describes what CCNet and its members do. It is also a way of inviting people to join the Consumer Network and become involved with The Cochrane Collaboration. Newsletters are also produced and regular articles placed in the Cochrane News. (www.cochrane.org/newsletters).

This has been made possible through the infrastructure of The Cochrane Collaboration and its Secretariat, based in Oxford, UK; and Cochrane Centre support. Most of the Consumer Network’s funding has derived from Australia, including Department of Health and Ageing funding for Cochrane activities in Australia (Rounds 2 and 4). Since its inception, the Convenor of the Cochrane Consumer Network has been an Australian. Australia has had state and national consumer organisations since the 1980s that provide broad consumer and community representation on state and national health service and policy committees (www.chf.org.au). The Convenor operates with a Membership Secretary/Administrator and a Geographical Centres Advisory Group who ‘meet’ over the internet (CCNet Module) (www.mrw.interscience.wiley.com/cochrane/clabout/articles/CE000076/frame.html). CCNet works on a ‘community building’ model – based on participation rather than representation. That is, people earn their right to exercise their influence because they are active and participate, not because other people have voted them into office. We need discussion, ideas and a team of people to contribute and offer different ways of thinking.

Since the early 2000s, CCNet has developed its e-mail discussion list as the everyday means of communication. The traffic was such that the e-mails are received in a Digest format with a number of digests each week. This is used to communicate among members highlighting news, interesting articles and information; as a means of support between members; and for Review Group Managing Editors to communicate with consumer members. Consumers working with Cochrane Groups are encouraged to join the e-mail list to help them have a sense of belonging. The most recent CCNet Monitoring and Registration Report (2008) stated that CCNet has well over 500 members from more than 55 countries, including a number of developing countries. Eight of its members are WHO Patient Champions in the Patients for Patient Safety Program, working to improve the safety and quality of health care globally (www.who.int/patientsafety/patients_for_patient/en/).
The Cochrane Collaboration enables consumers to attend its annual international meeting known as the Cochrane Colloquium. This is based on a stipend system and funds a small number of consumers to attend (paper by Jini). The Colloquium provides a forum for training, discussions, planning and project meetings for consumers; and enables consumers to meet the Review Groups and Centres, experience the collaborative spirit of The Cochrane Collaboration and to have some understanding of the organisation and its ethos. Some Centres that have annual Contributors’ Meetings also enable consumers to attend (including through the use stipends) and provide an opportunity for training, discussion and meeting with people including the Review Groups with which they work.

Guidelines and resources for consumer participation in The Cochrane Collaboration are available through the CCNet website (www.cochrane.org/consumers/resources.htm). Some Review Groups that involve consumers also have guidelines for commenting on Cochrane reviews and protocols and a checklist to be completed by consumers to guide them in their comments and to aid feedback of their comments to the review authors, together with those of other peer reviewers and editors. 

Plain language summaries (previously, Synopses) of Cochrane reviews were first developed and promoted by the Consumer Network. This was to help with the dissemination of information from Cochrane Reviews, to increase awareness of The Cochrane Library and evidence-based health care, and to increase usage of Cochrane plain language summaries and The Cochrane Library by consumers, patients, carers and family and by consumer and patient support organisations. CCNet members still offer assistance to Review Groups in the development of the summaries, although they are ultimately the responsibility of the review authors and the editorial team.

The Cochrane Consumer Network has surveyed its members on a number of occasions using the e-mail list for this purpose. The first survey was in 2002 and led to changes to better engage interested consumers and to link them with Cochrane Review Groups and other relevant Cochrane entities. It led to the present membership form, available on the CCNet website (www.cochrane.org/consumers/resources.htm#membership).

Since the use of the e-mail list to link Review Groups and consumers, both consumers and Review Groups have been surveyed. Review Groups were asked about the role of CCNet and what they want from CCNet (2004) and consumers and Review Groups were asked to assess improvements in communication and linking with Review Groups and to build on the use of the e-mail list (2006). A formal, external review of the relationships between Review Groups and consumers, in relation to commenting on Cochrane Reviews and Protocols is underway and is informed by e-surveys of both Review Groups and CCNet (2009) and a follow-up telephone survey. This is led by an external consultant (funded by Cochrane Steering Group Discretionary Funding), with a multi-stakeholder Advisory Group and a small CCNet project team to support the external consultant in use of teleconferencing facilities and the internet.

D. Example of a consumer and community participation plan

XXXX HEALTH Community Participation Plan (2007-9)

Consumer, carer and community views will be integrated into the health service’s planning and policy development.

The aim of the XXXX Health Community Participation Plan is to increase opportunities for consumers, carers and the community to become active partners in decision making at all levels of XXXX Health.

- developed by the Community Advisory Committee and endorsed by the Board in October 2006. 

Six key priority areas across the health service:

1. Organisational Capacity: To strengthen XXXX Health’s capacity to work in partnership with the community and engage consumers effectively

2. Service planning and development: To engage the community in service planning and development

3. Communication with consumers and the community: To provide information to consumers and the community that encourages active participation in health care.

4. Safety and Service Improvement

5. Engaging hard to reach groups (to improve service development)

6. Committee Effectiveness: To provide opportunities to improve the performance of the Community Advisory Committee (CAC), including promoting its role within XXXXX Health. 

Provide appropriate skill development and support for staff to effectively engage consumers and the community

The CAC agreed that its medium to longer-term goal is for consumer, carer and community participation to be acknowledged as an essential part of XXXX Health’s operating, and, as such, formally integrated into strategic and operational plans and performance indicators. Given the complexity of this task, the role of the CAC has been to advise the XXXX Health board on the overall strategy of consumer, carer and community participation and monitoring progress on implementation.

E. DRAFT Evaluation checklists
To form part of a continuous quality improvement process.
DRAFT ONLY

Quality checklist



For consumers reviewing




Pre-published Cochrane reviews

TO BE COMPLETED BY CONSUMERS

This checklist is to be used by the Cochrane Consumer Network (CCNet) in conjunction with Cochrane Review Groups as a continuing quality improvement process for consumers contributing to the process of producing systematic reviews and in helping to inform how their contribution is making a difference.

The need for this process was highlighted in a CCNet-initiated external review of consumer involvement with Review Groups (during 2009).

In that Evaluation, you said you wanted to contribute to the development of evidence-based health care (which you are doing by being part of this process) AND

· Make information about evidence-based health care more accessible

· Learn and keep up to date, either with research about a specific condition or with evidence-based health care 

· Tell other people about Cochrane reviews - using the plain language summary.  

Many consumers do not get feedback on how their contribution has (or has not) made a difference and whether they were achieving their aims for being involved.
This Checklist is directed at working toward those needs being met.

Cochrane Consumer Network

Managing Editors Board
If you have any suggestions for this Checklist please email them to ccnet-contact@cochrane.de
	QUALITY CHECKLIST
	 
	 
	 
	 

	
	
	
	
	
	 

	
	Please tick document type
	Review
	Protocol
	Plain language summary
	 

	
	
	
	
	
	 

	CONSUMERS
	 
	 
	 
	 

	
	
	Response
	Yes
	Unsure
	No

	
	
	
	
	
	 

	
	How did you come to be commenting on this document
	
	
	
	 

	
	
	
	
	
	 

	
	Do you have consumer experience with the issues raised by the review topic
	
	
	
	 

	
	
	
	
	
	 

	
	Do you understand the review process
	
	
	
	 

	
	
	
	
	
	 

	
	Have you commented on a review before
	
	
	
	 

	
	
	
	
	
	 

	
	Would you comment again
	
	
	
	 

	
	
	
	
	
	 

	
	Were you able to raise the issues of relevance for users of health care
	
	
	
	 

	
	and express them 
	
	
	
	 

	
	on the checklist provided
	
	
	
	 

	
	
	
	
	
	 

	
	Were you able to suggest changes to the plain language summary
	
	
	
	 

	
	
	
	
	
	 

	
	Is there anything that would help you
	
	
	
	 

	
	support from other consumers
	
	
	
	 

	
	feedback
	
	
	
	 

	
	training
	
	
	
	 

	
	
	
	
	
	 

	
	What feedback did you get back from the review group
	
	
	
	 

	
	
	
	
	
	 

	
	Do you consider this review will help in informing decision making in health care
	
	
	
	 

	
	
	
	
	
	 

	
	Were you able to make suggestions on how this could be improved
	
	
	
	 

	
	
	
	
	
	 

	
	Do you consider that your feedback was useful
	
	
	
	 

	
	
	
	
	
	 

	
	That it was something the review authors could take up
	
	
	
	 

	
	Would it have to be in the future
	
	
	
	 

	
	
	
	
	
	 

	
	Could you suggest that others around you consider this review for decision making
	
	
	
	 

	
	
	Response
	Yes
	Unsure
	No

	
	
	
	
	
	 

	
	Does this review affirm your confidence in systematic reviews for informed decision making in health care
	
	
	
	 

	
	
	
	
	
	 

	
	Any other comments
	
	
	
	 

	
	
	
	
	
	 


Thank You!
	cochrane consumer network 

Resources @ http://www.cochrane.org/consumers/resources.htm

	Cochrane Consumer Learning

Click here to go to the new Cochrane Consumer Learning website. 

Resources Notebook/terms and references

This Notebook is in a question and answer format and asks the question why consumers in research and providing a consumer perspective on systematic reviews? It is an easy to read document and is accompanied by the terms and references used.

Download: Resources Notebook [PDF]    Cochrane Glossary [PDF]

Guide to plain language summaries of Cochrane reviews

We have a short guide to help you when asked to comment on or prepare a summary - so that you have a better understanding of the process and requirements. 

Download: Summary writing [DOC] 

About The Cochrane Collaboration: www.cochrane.org/docs/descrip.htm
US Cochrane Center: http://apps1.jhsph.edu/cochrane/

· Online Course for Consumer Advocates - World Wide Web 

· Videos for and about consumers (also at www.cochrane.org/consumers/happenings.htm)




DRAFT ONLY
Quality checklist



For consumers reviewing




Pre-published Cochrane reviews

TO BE COMPLETED BY REVIEW GROUP

This checklist is to be used by the Cochrane Consumer Network (CCNet) in conjunction with Cochrane Review Groups as a continuous quality improvement process for consumers contributing to the process of producing systematic reviews to inform evidence-based health care.

The need for this process was highlighted in a CCNet-initiated external review of consumer involvement with Review Groups (during 2009).

In that Evaluation, you clearly stated that you want consumer input to improve the:

· readability and/or quality of reviews and usefulness of the plain language summaries

AND that this is not always achieved. Many consumers do not get feedback on how their contribution has (or has not) made a difference.   

You also said that you are generally unable to provide training to consumers so that they understand their role and carry it out for the benefit of the Review Group and consumers. The support you are able to offer is also limited

This Checklist aims to work toward those needs being met.

Managing Editors’ Board

Cochrane Consumer Network

If you have any suggestions for this Checklist please email them to ccnet-contact@cochrane.de

	QUALITY CHECKLIST
	 
	 
	 
	 

	
	
	
	
	
	 

	

	Please tick document type
	Review
	Protocol
	Plain language summary
	 

	
	
	
	
	
	 

	REVIEW GROUPS
	 
	 
	 
	 

	
	
	Response
	Yes
	Unsure
	No

	

	
	
	
	
	 

	
	How did the consumer come to be commenting on this document
	
	
	
	 

	
	
	
	
	
	 

	
	What was experience of the consumer in the health area
	
	
	
	 

	
	
	
	
	
	 

	
	Did they show understanding of the review topic
	
	
	
	 

	
	
	
	
	
	 

	
	Did they show understanding of the review process
	
	
	
	 

	
	
	
	
	
	 

	
	Have they commented for you before
	
	
	
	 

	
	
	
	
	
	 

	
	Would you ask them to comment again
	
	
	
	 

	
	
	
	
	
	 

	
	Were their comments useful on
	
	
	
	 

	
	 language
	
	
	
	 

	
	
	
	
	
	 

	
	 readability
	
	
	
	 

	
	
	
	
	
	 

	
	content of background
	
	
	
	 

	
	
	
	
	
	 

	
	explanations of intervention
	
	
	
	 

	
	
	
	
	
	 

	
	outcomes
	
	
	
	 

	
	
	
	
	
	 

	
	findings
	
	
	
	 

	
	
	
	
	
	 

	
	plain language summary
	
	
	
	 

	
	
	
	
	
	 

	
	other
	
	
	
	 

	
	
	
	
	
	 

	
	Can you take the suggestions forward 
	
	
	
	 

	
	to the editors
	
	
	
	 

	
	to the authors
	
	
	
	 

	
	
	Response
	Yes
	Unsure
	No

	
	Suggestions, comments expressed were
	
	
	
	 

	
	clear
	
	
	
	 

	
	respectful
	
	
	
	 

	
	show understanding of process
	
	
	
	 

	
	
	
	
	
	 

	
	Does this consumer need further
	
	
	
	 

	
	guidance and support
	
	
	
	 

	
	training
	
	
	
	 

	
	
	
	
	
	 

	
	What feedback did you give to the consumer
	
	
	
	

	
	
	
	
	
	

	
	Any other comments
	
	
	
	

	
	
	
	
	
	


Thank You!

	cochrane consumer network 

Resources @ http://www.cochrane.org/consumers/resources.htm

	Cochrane Consumer Learning

Click here to go to the new Cochrane Consumer Learning website. 

Resources Notebook/terms and references

This Notebook is in a question and answer format and asks the question why consumers in research and providing a consumer perspective on systematic reviews? It is an easy to read document and is accompanied by the terms and references used.

Download: Resources Notebook [PDF]    Cochrane Glossary [PDF]

Guide to plain language summaries of Cochrane reviews

We have a short guide to help you when asked to comment on or prepare a summary - so that you have a better understanding of the process and requirements. 

Download: Summary writing [DOC] 

About The Cochrane Collaboration: www.cochrane.org/docs/descrip.htm
US Cochrane Center: http://apps1.jhsph.edu/cochrane/

· Online Course for Consumer Advocates - World Wide Web 

· Videos for and about consumers (also at www.cochrane.org/consumers/happenings.htm)
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