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Background

Many Cochrane Review Groups see consumer involvement as useful in the production of Protocols and Reviews. Several models of consumer involvement currently exist. Within the Pregnancy and Childbirth Review Group (PCG), consumer participation has developed in the form of a Consumer Panel (see Diagram). Initiated in early 1999 to address the practical requirements of the review process, this Panel is now undergoing a process of evaluation.
Aim 

The aim of the first stage of a two-part evaluation, was to elicit perceptions and opinions of the process and attributes of consumer feedback in Protocols and Reviews. 

Method

Members of the PCG including editors, reviewers, consumers and consumer coordinators were interviewed over the telephone or face-to-face, using semi-structured questionnaires.  Only a small number of each participant group was interviewed. Interviewees tended to be those willing to be interviewed on the work of the Consumer Panel. The core questions for interview were developed from mapping interviews with other individuals inside and outside the Collaboration. Distinct questions were also asked of each interviewee group, which lasted between 20 and 90 minutes, and then transcribed. Some of the resulting key themes and issues are displayed here.

Q1. What does the Consumer Panel bring to the review process? 

The consensus from all groups involved was that consumers brought added value in the form of a different perspective. This encouraged:

· Methodological clarity 

· Use of plain English 

· Identification of different & more meaningful outcomes

· More comprehensive enquires 

What does the Consumer Panel bring to the review process? 

“Consumers bring a unique view on the particular health topic the review is trying to grapple with, and often although some of us like to believe we have some of the issues in hand … some of the approaches the consumers guide us into thinking through are really probably new…from a health profession point of view”
            
       Editor
“…meaningful outcomes” 






   Reviewer
“I think the most important thing that I bring to the Review in my particular case, is an outside point of view… that is not interested in the obstetric model, and [an] extensive background in the topics I review”





Consumer
“What’s interesting, of course, is that most of the clinicians or reviewers who write the reviews …all sign up to that [idea]  ‘this mode of intervention is needed.’ And I think what the consumers do is raise the issue ‘but is it needed?” 
      Consumer Co-ordinator
Q2. Does consumer input make a difference to the final Review?

· Although consumer comments were considered on their individual merits, the consensus among Editors was that consumer input did make a difference in specific ways 

· How Reviewers responded  to this question was dependant on the subject of the Protocol or Review under study. This ranged from ‘yes absolutely’ to no‘ the overall message or results of the protocol did not change’. 

· All Consumers interviewed responded with uncertainty to this question. They cited the lack of feedback relating to the quality of their input and its position in the final Review as the reason.

· Generally, Consumer Co-ordinators felt consumer input did make a difference. Though there was uncertainty as consumer contributions within the final product

Does consumer input make a difference to the final Review?

“ Well a lot of changes are made to Reviews that, in my experience, [are] in line with suggestions from the Consumer Panel. Not all suggestions are accepted, but there are a lot of changes made” 






    Editor
“We have started planning [the review] in a different way” “ I don’t have any sense of how … substantial or what difference it [consumer input] makes, because… you’d have to see things before and after” 




       
Reviewer
“It doesn’t change [the] message of the review , nor the results but [it] can [give] value on such issues as patient’s views…which may be neglected by the researcher”










Reviewer
“ No I don’t and that’s a source of great frustration for me…and [I’ve been] thinking about withdrawing…… in most cases I don’t get to see what the final version is like…”                        









Consumer

“I think so, I certainly don’t feel that its been a waste of time, but I couldn’t point out to you something that I’ve said that has led to an active change. This isn’t a problem to me, but it does mean that I’m not as aware as I might be, of how I’ve been useful.”









              Consumer
“Yes…it often clarifies things…they’ll read something more carefully because its not in familiar language. And so if it doesn’t make sense, then they’ll say ‘…I don’t understand this’ or ‘this seems a bit odd’…It forces the reviewer to read what they have actually written…”                                                                Consumer Co-ordinator

I’m not sure if they [the Consumer Panel] make a difference to the Review, for two reasons. One is that we don’t see what the professional referees contribute and we haven’t compared the draft documents we receive, and what happens to them after we give out input.”

  






 Consumer Co-ordinator
Q3.   What is your opinion of the quality of Consumer Panel input?

How the respondents particularly, the reviewers and editorial staff, judged the quality of consumer input varied but it tended to involve personal judgement on the following, its: 

· Objectivity 

· Relevance

· Conciseness 

· Coherence 
· Constructive tone in highlighting omissions to the Reviewer
What is your opinion of the quality of Consumer Panel input?
“I think I can speak for all [the] editors on this because its come up at every single one of our Editorial meetings, that the input in general is fantastic. It’s the highest quality we get. Its certainly the most detailed and thoughtful”; ….the length of the input, even for experienced reviewers, can be overwhelming.. And in a couple of cases the tone, there’ s a great deal of anger that comes through. The Reviewer is not intentionally trying to offend anybody and its often anger because of the individual’s bad pregnancy and birth experience…It can be quite distressing to reviewers ….you can’t solve all the problems with how women are cared for in pregnancy and birth through this one review”








   Editor
“Yes, the Pregnancy and Childbirth Group its very high, the quality, its very conscientiously done and the comments are very extensive…and compared with other [referees] they tend to be more detailed and perhaps more carefully considered reviews than the average [referee]” 





    Editor
[The feedback ] “ it was very long when it came. I think it was about 18 pages…. It took me a while to get over the heart-sink. I mean it was enormously valuable….”



            






 Reviewer
“Its pretty high quality, its is coherent and relevant “ I think the criticism is generally constructive and by and large very useful… there’s a lot of things you end up explaining that are a bit time consuming and you think shouldn’t need explaining…”









 Reviewer
“I think its very good quality, but I would just also to tell you I find that sometimes it’s a little bit too long… as a result of the length the point of the input is lost in the text;”  

      







 Reviewer
“I think it is pretty variable because… you get people with a political agenda and they have a particular thing to push…I think you are going to get that [also] from doctors …nurses and midwives [as well as] from consumers...they’ve [all] got a particular view about how the world works”




  Consumer Co-ordinators

Key points

· Consumer input does add value

· Opinion on the quality of consumer input is generally positive though there are areas for improvement

· Those with an overview of the Review process tended to consider that consumer input made a difference to the final Review.

· Feedback mechanisms for consumers are a key area for development within the Review process
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