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CONSUMERS IN COCHRANE




Cochrane Review Group and Field Responses to a Questionnaire on Consumer Participation (April to June 2003)
Conclusions

Consumers

· A range of models of, and roles for, consumer participation are evident within Cochrane collaborative review groups
· principally involving individual consumers (who may also belong to consumer groups)

· administered most frequently by a member of the editorial team, generally the review group coordinator

· There is an overall call for more consumers by review groups, especially from a wider range of countries and with less common medical conditions
· Feedback by consumers on protocols and reviews could be improved and consumers could be more outspoken and critical  in their comments
· Consumer comments are most often collated with other editorial comments for presentation to reviewers
· A number of review groups expressed the desirability of more consumer co-reviewers, and ideally, a consumer coordinator
Cochrane Consumer Network

Almost unanimously, review groups consider that the Network is important to

· Support, inform and train consumers re The Cochrane Collaboration and consumer tasks

· Provide a pool of international consumers and direct consumers to Cochrane entities

· a link to consumer groups would be used by review groups

The Cochrane Fields expressed similar views.

Recommendations
· An active drive for new consumers who are provided with ongoing training and support
· Empowerment of consumers so that they can be more critical of health care evidence and play an active role in talking about Cochrane in their communities
· Continuing development of workshop and on-line training materials
· A ‘summit’ to discuss ways to support and develop the Cochrane Consumer Network and consumer participation
Results from the questionnaire
I. Collaborative Review Groups

Number that responded: Twenty groups
Eleven of these were based in the UK, four in continental Europe, three in Australia and two in Canada.
Who coordinates consumer input in your entity (their position)?

· In fifteen of the review groups, the review group coordinator also coordinated consumer participation – one with the trial search coordinator, one with a knowledge translation specialist plus a consumer coordinator, and another with a consumer advisor
· Of the remaining five review groups: three had consumer coordinators, one the assistant review group coordinator was responsible for consumer input, and in one the coordinating editor fulfilled this role

Number of consumers involved (number of review groups)
· Of those who gave this information, the number varied from zero regular consumers through to some thirty consumers
[0 (2); 1 to 3 (6); a small pool (4); 10 to 20 (3); 30 (1); a panel (2)]

Comments

· One group involved their three consumers as a team, all contributing to a single review

· One group has a consumer panel coordinator with two other consumer coordinators, all in different geographical locations

· One group regularly invited consumer participation through the consumer mailing list (consumers@cochrane.de)

Eleven groups stated that they do not have sufficient consumers involved, one maybe. The call was for consumers from other countries and background, with more unusual conditions; more consumers would mean greater dissemination and promotion of Cochrane review information.
‘Types’ of consumers
· Individual consumers worked with sixteen review groups; consumers were often associated with consumer groups and societies
· Three review groups also specified consumer advocates from consumer groups

· Two review groups each liaised with representatives of a relevant group

Tasks that consumers undertake

· To comment on the group’s reviews was an important task in eighteen groups

Consumers also comment on protocols in fourteen of these groups

· Setting and prioritising topics was stated as a task in four groups and

· Working with consumer synopses in four groups

Tasks included to: develop a glossary (1); handsearch (2); link with self-help groups (4); be on the advisory board (1); be a co-reviewer (3); translate articles (1); attend and present at conferences (2); disseminate Cochrane information (1) and one consumer coordinator was on the editorial team.

Other contributions were to: recruit other consumers (1); assist in the development of an ‘induction pack’ for consumers; participate in a research project, and on a steering group for a randomised controlled trial; be a member on a systematic reviews group (RDSU).

Comments made by individual review groups about consumer participation
· We need help to find consumers (this group devoted one of their newsletters to consumers and have written a booklet);

· Reviewers are asked to locate consumers early (in the review process)
· We would like consumers to be actively involved in dialogue and feedback with reviewers at the protocol development stage;

· Initial contact (with consumers) is by phone, in person or e-mail (2);
· Would like consumers to be involved in the trial research that is used to create reviews.
What checklists do you use for directing consumer comments on protocols and/or reviews?

· One group uses that from the Consumer Network, five use Sandy Oliver’s checklist - interestingly, three of these are in the process of adapting the checklist to their needs, i.e. to fit in with the editorial process and sections of a review
· Nine review groups had developed their own (often adapted from an existing checklist)

· Three review groups use the same checklist as they do for the rest of the editorial team

And guidelines:

Both the Consumer Network and Sandy Oliver/Caroline Selai’s were used (one and two groups respectively)

Are you satisfied with your checklists and the feedback you receive?



· Eleven stated yes/mostly
· Five said maybe

· Two stated they were not

Comments made by individual review groups about checklists
· It would be good to canvas consumers for feedback about this (3 groups)

· The language could be simplified

· It could be better designed FOR consumers (2) - consumers do not feel comfortable being ‘boxed in’ 

· Make the checklist easier for non-English speaking consumers

· We get rare in-depth comments or they are too detailed

· Feedback could be improved (2) – regarding amount of feedback, and timing; if consumers felt able to be more outspoken

· We want consumers to be critical but not to try to evaluate where they do not understand eg the statistics

· Would like to amalgamate feedback with editorial team - could always improve the process

How review groups present consumer comments to editors
· A total of thirteen review groups collated consumer responses together with other editorial team feedback

· Five review groups compiled consumer comments for the reviewers

· Is subject to time restraints

What do you consider to be the most important aspect of consumer participation for you?

These were identified as:
· making reviews clearer, more user-friendly and accessible; avoiding sensitive language for consumers (8);

· highlighting the important, relevant questions for consumers (7) and prioritising topics (2); 

· a ‘hands on’ approach to what is happening in the community (1);
· looking at outcomes (4);

· commenting on protocols and reviews (3);
· a Cochrane Collaboration requirement (1).

General wishes and concerns expressed by individual review groups were:

· to offer support, training and mentoring (8)
· including consumers with infrequently occurring problems or little used interventions; 

· with more funding much could be done to involve and support more consumers (e.g., outreach, training, online resources);

· a link with patient groups (2); 

· international consumers (1) and to work with those who cannot communicate in English (1), translate consumer summaries (1);

· organisational

· organise themselves (1) and be involved in training/mentoring (1)
· panels – best with coordinator, and not too large (2)
· a dedicated consumer coordinator (1);

· extremely helpful if the consumer coordinators could meet face to face more often;

· more consumers as co-reviewers (5), and involved in updating reviews (1);

· to coordinate more input into priority research areas (1) and prioritising research topics (1); 

· ‘advertise’ Cochrane to lay people, prepare summaries (1);

· that consumers were able to participate in Cochrane activities (1);

· for consumers to be actively involved in commenting on reviews in The Library, i.e. comments and criticisms;
· We need to ensure that consumers are happy and feel valued.

What collaborative review groups consider the role of the Cochrane Consumer Network to be: (number of comments)
· support/mentor, coordinate, inform and train consumers (19);

· provide guidelines and training materials(7);

· provide a pool of international consumers and direct them to entities (16);
· prepare synopses (7);

· inform consumers about The Cochrane Collaboration, its activities and issues (8)

· ensure the interests of consumers within The Collaboration (3) 

· provide information regarding consumer priorities (1);

· make Cochrane more widely known and disseminate reviews/circulate What’s New Digest to consumers and consumer organisations (4);

· give feedback about how consumers are involved and offer suggestions regarding consumer participation (2)

· contact with consumer association s/organisations (3);

· seek sources of funding to get more consumers stipends for the colloquia (1).

The consumers@cochrane.de mailing list
· Nine review groups knew about the mailing list
· Ten groups did not – eight of these said that the e-mailing list may be of use to them - whilst two groups wanted more information on the list and its role

The purpose of a Cochrane Consumer Network web site

The web site was stated to be useful for providing information to consumers, such as: (number of comments)
· information on and for consumers in The Cochrane Collaboration (10), including funding possibilities (1);

· to provide guidelines and training materials, including how to consult reviews (8);

· clear information on The Cochrane Collaboration and its methodologies (6);

· information about the Cochrane Consumer Network (2) – confusion with the two web sites (1).
Useful for information about reviews:

· synopses (2);

· to check summaries (1);

· dissemination of reviews (1);

· to provide information about health issues (1).

Ways the web site could be used were identified as to:
· support consumers (in Cochrane) and allow open discussion (3);

· make contacts (1);

· allow consumers to browse protocols and reviews that require consumer comment (1);

· put out a call for translators (1);

· create links to patient groups and consumer organisations (2);
· seek sources of funding (1);
· a forum for making the Cochrane Consumer Network management transparent (1).

If the Cochrane Consumer Network had ready access to health support organisations/consumer organisations, would you consider this to be a useful service?
Generally review groups stated that they would use this link.





Comments made by individual review groups about access to support groups were:

· this would bridge the gap between practice and research - although organisations can be political;
· useful to find consumers from other parts of the world and to disseminate information to service users (2);

· there are concerns about language barriers;

· access to health support groups needs to be explained.

What other groups of people would be useful to consult in your group? (number of groups)
These were identified as:
· nurses (2);

· allied health staff – these and the above for very technical reviews;

· epidemiologists, health service researchers could help consumers, e.g. at colloquia;

· facilitators to include doctors and scientists as well as consumers - a researcher and consumer work together to provide training;
· translators of consumer summaries.

Who should provide training for consumers?

· Three stated that this was the responsibility of the Consumer Network or using online Consumer Network training resources
· Two groups stated they would help the Consumer Network
· Three groups stated review groups – with availability of funds

· One group stated it should be the Consumer Network, review groups and Cochrane Centres

· Consumers in conjunction with Centres (3)
Training should take place:

· using workshop modules and ‘long distance’ materials (6);

· at colloquia and regional meetings (6);
· by running training days (1);

· with editorial group meetings for consumers (2);
· at healthcare organisations by giving presentations (1). 

Comments
· Teachers need to have experience, understanding and passion

· Practically speaking, training and recruitment would be most efficient if the Consumer Network worked in partnership with Cochrane Centres to offer face-to-face events to consumers 

Types of training
· Critical appraisal skills 

· Commenting on Cochrane protocols and reviews – giving constructive feedback

· Writing synopses

· Writing reviews

· Research process, quality evidence and how to use evidence

· The values of qualitative research 

· Measurement of quality scores used by researchers to assess quality of life and expression of results/statistics 

· Information technology

II. Seventeen review groups responded to an email request for information, seven of whom had already completed the questionnaire

Eight responding review groups have connections with the Cochrane Consumer Network and eleven are generally interested in what the Cochrane Consumer Network is doing.

Comments
· “Our group has had as a priority sorting out a consumer involvement role.  Many of our reviews do not lend themselves to consumer input as the interventions and outcomes do not directly impact on consumers – others do impact consumers.  We are working to sort through these issues and come to a set way of including consumers where appropriate.”
· “I have always been concerned that consumers who agree to participate may not like their details to be passed on to other parties within The Collaboration eg Cochrane Consumer Network/Cochrane Centres and to get unexpected requests for elections, responses to surveys etc as they may feel that have agreed to help in one aspect eg by helping with peer review for a CRG. The way that I have handled it in the past is to give new consumers the details of the Cochrane Consumer Network, explain its role and suggest they may wish to make contact/join but not to pass on details without their permission - to leave it to them to decide if they wish to make contact. I don't know how other groups deal with this?

· Recruiting our own consumers, drafting our own consumer checklists and by writing synopses within the group according to the Reviewers Handbook guidelines and getting a consumer to check them - but we have in this way not been able to evaluate or gauge if our consumer participation is as effective as it could be and what else we could be doing if resources allowed.”
III. Fields
Number responded: SIX

One of these was based in the UK, two in continental Europe, one in Australia, one in Canada and one in USA.
Consumer participation – how consumers contribute
· Consumer representatives on Advisory Boards (required)
· A couple of consumers on database 
· Consumer input into guidelines for reviewers

· One consumer representative improves the consumer accessibility of some reviews

· Handsearching

· For contact with special interest groups

What we do for consumers (number of fields)
· Contributing parent/child articles to newsletters regarding accessing health information and what can be trusted
· Provide a web site to encourage feedback from consumers and others on reviews - with references to Comments & Criticisms and CCNet

· Work with consumers from local consumer groups to instruct on review procedure by speaking at local conferences and workshops

· Act as a go-between for consumers - to seek, encourage and guide consumers to review groups (2)

How consumer participation could be improved
· Get feedback/direction from consumers and CCNet on how to work with consumers

· Liaise with consumers on how to use information on the field’s web site – we would like an active responsive group of willing consumers
What do you consider to be the most important aspect of consumer participation for you?

· Guiding direction and priorities
· Providing help with guidelines

· Improving language

· The two consumers on Advisory Board

· Handsearching
· Contact with special interest groups

· Networking, promotion, highlighting work and helping recruitment of consumers

· Involvement in the production of reviews
· Training of other consumers regarding reviews and Comments & Criticisms

Do you have sufficient consumers?
· Four stated no 
· One ‘wondered what can be’, and 
· One field stated yes

Comments and wishes
· We would like to involve more consumers, especially children and youth, with volunteers to help in this
· We would like more consumers on database

· We would like stronger links, and wider, with consumer groups - systems to be more regular and targeted

· We would like consumers to comment on web site to improve content; have an active group that also helps train other consumers, and provides speakers; establish comments and criticisms for 'own' reviews; establish a database of consumer feedback

What fields consider the role of the Cochrane Consumer Network to be (number of responses)
· Assist consumer input into reviews by recruiting consumers; liaise between Cochrane and consumers, globally (6) 

· Help identify and define consumer roles, promote the importance of consumer involvement in the review process and controlled trials (3)

· Provide resources, training, support and redress for consumers (2)
· Develop a list of known consumer organisations (1)
· Disseminate reviews to groups and promote Cochrane (2);
· Provide guidance, advice on where to find consumers; provide periodic constructive criticism of web site with suggestions; assistance with consumer training, recruitment (2)
The consumers@cochrane.de mailing list

· Three fields knew of the mailing list, one uses it ‘with results’

· Two of the remaining three who had not known about it stated that maybe they would use the list, and the fourth stated that yes they would
The purpose of a Cochrane Consumer Network web site is to: (number of comments)
· give a flavour of Cochrane (1);

· provide information about consumer roles (2);

· recruit consumers (1);

· disseminate information (1);

· promote reviews with clear information (1);

· present Hot Topics (1).

If the Cochrane Consumer Network had ready access to health support organisations, would you consider this to be a useful service?

Five fields stated that this would be useful and one said maybe





An individual field responding to a question on special considerations expressed the following:

· “promote the importance of consumer involvement in the review process, argue the necessity of consumer sensibilities at conferences and workshops, support consumers helping to promote and fund randomised controlled trials of little interest to the pharmaceutical industry – and to decide on endpoints and evaluate results”
What other people would be useful for your field? (number of fields)

These were identified as:

· children and youth;

· welfare groups;
· physiotherapists, speech and occupational therapists;
· a statistician.
Who should provide training for consumers?

· CCNet (1)
· One field would help

· The Cochrane Centre (1)
· All Cochrane entities (1)
Types of training
· in research methodology (1) and basic epidemiology (1)
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