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Purpose
This paper provides a progress report on the Cochrane Consumer Network.

Urgency
Moderate.

Background
In 2005:

-
new guidelines for preparing plain language summaries of reviews were approved. 

-
CCNet received funding from the Steering Group to prepare plain language summaries for existing Cochrane reviews in The Cochrane Library without one.

-
Janet Wale is project manager and has prepared this report.


Report on activities

1. Plain language summary development: for existing reviews in The Cochrane Library without a summary

a) First steps

-
An Excel database of reviews without summaries was prepared by a consumer (who was paid for this work).

-
The database has been refined and updated (March 2006 onwards).

-
A document listing reviews requiring summaries is now in the CCNet documents section of Archie. 

These lists do not take into account: 

· reviews that are being updated (information held by the Review Groups);

· summaries that clearly do not follow Handbook guidelines.

b) Linking with Review Groups

Review Groups were identified: 

-
by Review Groups themselves approaching CCNet.

-
CCNet emailing the Review Group Co-ordinators to offer our assistance, mainly based on the numbers of reviews without summaries.
-
Sending a draft summary for one of the Group’s reviews and requesting (or the Review Group forwarding) a list of relevant reviews. 

c) Writing summaries

A small team of consumers is working on preparing draft summaries, by Review Group. At the time of writing this report, over 116 draft summaries have been completed and work is in progress on further summaries. This involves the following Review Groups:
Depression, Anxiety and Neurosis Group

Developmental, Psychosocial and Learning Problems Group

Drugs and Alcohol Group

Injuries Group

Metabolic and Endocrine Disorders Group

Neonatal Group

Pain, Palliative and Supportive Care Group

Peripheral Vascular Diseases Group

Prostatic Diseases and Urological Cancers Group

Schizophrenia Group

Stroke Group

Others (ENT Group, Skin Group)

Authors of reviews being asked:

Menstrual Disorders and Subfertility Group

Some Review Groups preferred to write the summaries themselves or as reviews were being updated:

Movement Disorders Group

Musculoskeletal Group

Pregnancy and Childbirth Group

Some Review Groups did not reply to an email offering to draft plain language summaries:

Colorectal Cancer Group

Infectious Diseases Group

Upper Gastrointestinal and Pancreatic Diseases Group

For most other Review Groups, all their reviews now have a plain language summary.


d) What we note from work so far

-
This project is providing an excellent opportunity for Review Groups and the Cochrane Consumer Network to communicate and work together.

-
Guidelines for the preparation of plain language summaries have been prepared. This resource is posted on the CCNet web pages.

-
Some reviews for which we prepared summaries almost twelve months ago are still in The Cochrane Library without summaries.


e) Finances

The writers of the plain language summaries have been provided with sufficient funds to cover their costs. At present, all remaining funds are held as a financial security for CCNet to cover insurance overheads. Consequently, there are no funds available to compensate the Project Manager for the significant amount of time spent managing this project. 
f) Proposals for discussion

-
To develop a mechanism (through the IMS) for reporting reviews that are without plain language summaries.

- 
To send this list to the relevant Review Groups and the Cochrane Consumer Network with each issue of The Cochrane Library.

-
To prepare guidelines for Review Group Co-ordinators on how to add plain language summaries to existing reviews.

g) Resource implications

These proposals require some action by the IMS team and the preparation of brief guidelines.

h) Decision required

To determine the time and resources commitment to develop such an alerting system, 

and the timeframe, should this proposal be approved.

2. Plain language summary development: Project with Frank Domino (ongoing)

University of Massachusetts Medical School, US: teaching unit for medical students on evidence-based practice. Part of this unit is to prepare a plain language summary of a Cochrane review, as a way of translating data synthesis into key messages that can be extracted from a review. We have given Frank Domino access to our database so that students can select a review for which to write a summary. We have not put any restrictions on the review titles that students may select (i.e. we have not indicated whether or not the Review Group wants us to prepare a summary). We offered to assist with assessment of summaries and are awaiting Frank’s final report.

3. Plain language summaries: offering a service to Review Groups 

The Cochrane Consumer Network (CCNet) provides a service to Review Groups to help with drafting plain language summaries, on request (as outlined in the Cochrane Handbook).

An example plain language summary was developed for the Cochrane Handbook (Janet Wale and Donna Gillies).

A number of Review Groups are taking up this service. The Peripheral Vascular Diseases Group is one example; summaries are prepared with a turn-around time of no more than two weeks – less at the time of module submission.

4. Plain language summaries: Complementary Medicine Field (CAM) and CCNet project

CCNet prepares consumer summaries as part of this project. Different consumer writers are often used from those working on Item 1. There is some overlap between the projects. An advisory group of CCNet members has been formed for this purpose, managed by Jane Nadel and Janet Wale.


a) The CAM/CCNet summaries follow the Handbook guidelines for plain language summaries in content
These summaries differ in that they:

· are not restricted to 400 words;

· use headings to break up the text;

· are specifically for consumers (for use in consultation with a healthcare provider);

· look at supplements, complementary, non-conventional and lifestyle interventions.

b) Areas covered (over 80 plain language summaries):
Autism

Cancer - prevention and relief of side-effects of treatment

High cholesterol

Ill health

Menstrual pain

Osteoporosis

Peripheral vascular disease

Prostate enlargement

Stroke - ischaemic

Tinnitus

Wound healing - pressure sores

Labour

Supplements in pregnancy

 - to reduce complications of pregnancy

Diabetes

Further overviews are in progress.

c) Appearance of overviews on the CCNet web pages

This work is assisted by Nancy Owens and the web team, and there are a number of areas to be clarified:

-
Use of ‘Cochrane Inside’ logo.

-
Linking to the summaries on www.cochrane.org/reviews and to The Cochrane Library (which many consumers do not have access to, in full).
-
Linking to HealthInsite (www.healthinsite.gov.au), as previously requested.

d) Identified points for discussion

-
CCNet’s involvement in preparing plain language summaries continues to be a learning process. Through feedback from some Review Groups and authors we strive to address concerns, mainly surrounding uncertainty of findings and exclusion of some interventions. The changes made have been extended to all our work and applied to all overviews.

-
CCNet is keen to minimize duplication of effort.

-
CCNet can see that with the already dramatic improvements in the quality of plain language summaries (in terms of information provided which is relevant to implementation), the summaries with published reviews could be suitable for inclusion in overviews of summaries for a particular disease or area of health care.

-
The advantage is that the summary has been considered by the editorial team, authors and peer reviewers, including consumers.

-
This would require The Cochrane Collaboration and Wiley to focus on particular issues of publication copyright.


5.  CCNet becoming a Field
The Monitoring and Registration Group has approved that CCNet become a Cochrane Field, to bring it into line with the overall structure of the Collaboration. This decision is yet to be approved by the Steering Group. CCNet will presently continue to have two consumer representatives on the Cochrane Collaboration Steering Group. As a Field, CCNet is fully integrated into the Collaboration and the production and dissemination of Cochrane reviews.

Future plans

To continue working on plain language summaries with the aim that all reviews in The Cochrane Library have a summary and that this summary follows the new guidelines.

We do this in the following ways:

-
preparing summaries for existing reviews without a summary;

-
offering a service to prepare draft summaries for Review Groups.

-
preparing summary overviews in areas of health care of relevance to large numbers of consumers.

-
utilising summaries to highlight Cochrane reviews and their relevance to consumers.

Further information

may be obtained from Janet Wale (e-mail: ccnet-contact@cochrane.de).
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