A survey on the CCNet e-mail discussion list – initial results 
CCNet ran a survey about use of the consumer e-mail Discussion List, for people who are on that list. Members of the List were notified of the survey in October 2006; Review Group Coordinators were asked to participate in November/early December. 

Eighty-six people completed the survey, 22 of whom were RGCs/and one a Coordinating Editor.

Of the 63 ‘consumers’, 23 were from North America (Canada and US), 21 from the UK, eight from Australia, five from Continental Europe and two each from Asia and the Middle East. Fifty-three spoke English at home.
Fifty stated they were female and eight were males; most were over 40 years of age (30 over 60 years). They described themselves (multiple answers allowed) as consumers or patients (42), caregivers (8), consumer advocates (30), representatives of consumer or patient groups (19). Twelve were review authors and nine people described themselves as researchers.

Fourteen people heard about the e-mail discussion list from the CCNet web pages (and one from another site), 11 from a Review or other Cochrane Group, 10 from another person, eight through their work, and five from a conference or workshop.

Twenty-two people had been on the discussion list for over two years; 12, one to two years; eight, six to 12 months; and four less than this time.

Discussion list

In answer to the question: Do you find the Digest form of the Discussion List useful?

Twenty-nine responded ‘yes’, nine said ‘no’, 13 were not concerned and one made another response.
CONSUMERS
What do you like about being on the Discussion List?

The articles: 5 consumers

The content and keeping in touch: 29

Learning about what affects or concerns consumers: 7

· and about research: 6

The reviews: 4

That it is international: 5

Stimulates discussion: 3

Being involved: 2

Being given things to do (eg plain language summaries): 1

What do you dislike?

Complex format, accessing the attachments: 13 consumers

Some things are not of interest: 10 consumers

There is little of interest but this is not a major drawback: 1

The content and articles are poor: 1

Negative or personal content: 4

Too much: 2 

I am too busy: 2

Topics are not raised for discussion: 1

I cannot be of help (not the knowledge/not comfortable sharing the information): 2

Having to wait between messages: 1

Messages undelivered: 1

Nothing 10

How helpful do you find the articles on the Discussion List?

Very helpful: 14 consumers

Somewhat helpful: 20

Occasionally helpful: 18

And one other response

Does the Discussion List provide what you are looking for?

Yes: 37 consumers

Sometimes: 2

No: 8

Not sure or another response: 6

Jobs that ‘consumers’ undertake

	Tasks for CCNet/The Cochrane Collaboration
	Resources used

	Multiple answers allowed
	

	Handsearch for trials: 7
	

	Prioritise topics: 5 consumers
	CRG guides: 33

	Plain language summaries: 16
	CCNet website, helpful: 23

	Advisory Group/editorial team: 7
	- CCNet website not useful: 3

	I give Workshops/training/seminar: 16
	Ask someone to help: 8

	Talk to others about evidence-based health care: 29 
	Whatever appropriate/other: 3

	Comment on protocols and reviews: 34
	Book: 1 

	writing articles: 
	Colloquium w/shop: 1 

	Review author: 11
	Virtual course: 1 

	Other: 2 ( including training website) 
	None: 2 

	Offer local support: 1 
	

	None: 5
	

	
	


Commenting on protocols and reviews

	How often have you commented on a protocol or review in the last year?
	Protocols and reviews from same RG?
	How were you asked to make comments on these protocols and reviews?
	How often have you offered to make comments on a protocol or review but not been needed?
	Do you ever make a point of reading the final version of the protocol or review?
	Do you want to be acknowledged on the protocol or review for making consumer comments?

	
	of those commenting
	
	
	Yes: 16
	Yes: 24

	Not at all: 19 consumers
	Yes: 11
	Discussion list: 27
	Never: 19 (confusion?)
	No: 22
	No: 5

	1 to 4 times: 21
	No: 19
	CRG: 32
	Once: 1
	Feedback CLIB: 3
	Not strong view: 16

	5 to 10 times: 10
	Do not know: 3
	author: 1
	Couple times: 17
	Feedback to CRG:4
	

	> 10 times: 3
	
	
	4 to 5 times: 1
	Other: 3
	With proviso: 1

	
	
	
	Often: 6
	Comment: hard to know when published. would be good to be notified
	

	
	
	
	Don't know: 2
	
	


REVIEW GROUP REPRESENTATIVES

Of Review Group Coordinators or representatives, 12 were from the UK, six from Continental Europe, three from Australia, one from North America and one ‘other’. Of those who answered, five heard about the e-mail discussion list through a Review Group, four from another person, two from their work and one from a conference or workshop. Seven people had been on the discussion list for over two years, two six to 12 months and three for a shorter period of time. Nine stated that the discussion list provided what they are looking for and for three this question was not applicable (others did not respond to this question).

Ten Review Group representatives have used the list to identify consumers to comment on a review or protocol (from less than five times to more than 15 times in a year). Half of these fully had their needs met.

Three people found being on the list helpful in terms of seeing and identifying what is of concern or interest to consumers or relevant to the activities of their Review Group.

Two other pertinent comments were

It would be good to see a larger number of active members. We really appreciate this facility for seeking consumer input to reviews and protocols - generally it works very well!

I don't think I was aware there was one, so advertising its existence might be good! :-)

They were asked a question about how the confidentiality of a draft protocol or review should be managed by consumers. Of the 11 who gave a response, seven considered it was alright for consumers to share the draft with others who would keep the information confidential. Three people stated that it was good to seek guidance first (or they would say if a review was strictly confidential. One Review group Coordinator (and one consumer) considered the document strictly confidential.

Three consumers who answered this question considered it to be alright to share with others who would respect confidentiality and one also stated it was good to be able to talk generally (mention) that this work is being done.

- an issue that needs some clarification.

further details of the survey are still being analysed.

We are to use the information from the survey to improve the email discussion list and its use in involving consumers in The Cochrane Collaboration.

Janet Wale 

CCNet Convenor (January 2007)
