“It takes time to find your role”: a survey of consumers in the Cochrane Collaboration in 2002

by Dell Horey

TABLE OF CONTENTS

	
	
	Page

	ACKNOWLEDGEMENTS
	
	2

	
	
	

	Recommendations
	
	3

	
	
	

	Introduction
	
	4

	
	
	

	Objective
	
	4

	
	
	

	Method
	
	4

	
	
	

	Results
	
	

	A.
	Response
	5

	B.
	Survey participants
	5

	
	i) Country of residence
	5

	
	ii) Length of involvement in Cochrane Collaboration
	6

	C.
	Consumer involvement in the Cochrane Collaboration
	6

	
	i) Where consumers are involved
	6

	
	ii) Estimate of consumer time invested in the  Cochrane Collaboration
	8

	
	iii) Consumer work in Cochrane Collaboration 
	8

	
	iv) Attendance at colloquia
	10

	
	v) Consumer training
	10

	D.
	Barriers to consumer participation
	10

	E.
	 Pathways to consumer participation
	11

	
	i) Getting involved in Cochrane 
	11

	
	ii) Support for consumers 
	12

	
	iii) Personal gain from involvement in Cochrane 
	12

	
	iv) Personal contribution to the Cochrane Collaboration
	13

	F.
	Consumer comments and needs
	13

	
	i) Role of consumers in the Cochrane Collaboration
	13

	
	ii) Cost is a barrier to consumer participation
	14

	
	iii) Need for plain language and explanation of tasks
	14

	
	iv) Need for information about other consumers
	15

	
	v) Need for coordination and better links with CRGs
	15

	
	vi) Need for improved communication
	16

	Discussion
	
	17

	
	
	

	REFERENCES
	
	19

	
	
	


Acknowledgements

This study would not have been possible without the help of the following people: Penny Waterson and Hilda Bastian who gave feedback on the development of the questionnaire, Penny also provided invaluable technical help with the electronic questionnaire.  Gill Gyte and Janet Wale gave constructive feedback and significant support on the preparation of this report. I am very grateful.

Most important, were the people who took the time to respond to the survey. I hope that their experiences will help to develop improvements in the participation of consumers in the Collaboration. Many thanks to you all.

All errors are my own.

Recommendations

Recommendation 1:  A list of potential roles for consumers in the Collaboration should be readily accessible to consumers and entities. 

Recommendation 2:  The different models for consumer participation used throughout the Collaboration need to be identified and monitored.

Recommendation 3:  Greater attention is needed to explain the structure of the Collaboration and the interaction of the entities and advisory groups to newcomers. A pictorial map of the organisation that explains these interactions may be helpful especially if it were widely distributed for use.

Recommendation 4: Recognition of the role of non-reviewers in the work of the Cochrane Collaboration should be encouraged. Volunteers should be asked to do work of inherent value to the organisation. Funding applications for Cochrane entities should make provision for the work of those who contribute to reviews.

Recommendation 5: The relationship of the Consumer Network and consumers in the Collaboration needs to be reviewed. Particular attention needs to be given to the dissemination of information on the roles and work of consumers in the Collaboration, and gathering consumer feedback about those roles. 

Recommendation 6: Clear pathways are needed for improving links between consumers and Cochrane entities, particularly review groups. The Consumer Network should be more active in making these links.

Recommendation 7: Cochrane entities, including the Consumer Network, need to develop procedures to introduce new consumers to the work of the Collaboration and explain how they can become involved.

“It takes time to find your role”: a survey of consumers in the Cochrane Collaboration in 2002

Introduction

Consumers at the Cochrane Consumer Network Annual General Meeting held at the Lyon Cochrane Collaboration Colloquium in 2001 supported a proposal to survey consumers involved in the Cochrane Collaboration.

It was hoped that it would identify the various roles and relationships that consumers had with the Collaboration, particularly with review groups and how these were viewed from the perspective of the consumers involved. A survey of review groups found considerable variation in the extent to which Cochrane Review Groups have involved consumers and varying degrees of commitment to consumer participation (Kelson 1999). Consumers participating in Cochrane in the United Kingdom had problems in getting involved and a lack of clarity about what was expected of them (Potter 2001).

There are more than 200 consumers actively involved in Cochrane review groups (Ghersi 2002) but there is no register of consumers contributing to the Collaboration or any established method of either identifying consumers involved in the Collaboration or way of contacting them. Many consumers in the Collaboration are not members of the Consumer Network. There are a number of different models of consumer involvement across review groups but these have not been formally described or complied systematically. 

It was hoped that by surveying consumers participating in the Collaboration the pathways for consumer participation and barriers to that participation could be identified.

Objective

To identify the current activities and needs of consumers actively involved in the Cochrane Collaboration.

Method 

Responses to previous surveys of consumers active in Cochrane were used to develop a questionnaire. The survey sought information about each participant’s country, their area of activity in the Cochrane Collaboration, whether they were a member of the Consumer Network and an estimate of the number of hours per month they typically spent on Cochrane work. 

Additional optional questions sought details on the types of work undertaken for the Collaboration, barriers or difficulties faced, their length of involvement in the Collaboration, whether they had attended any Cochrane training workshops and/or any Colloquiums, how their involvement with the Cochrane Collaboration began, whether they had been given any financial or other support, what they felt they had gained personally from their involvement, and what significant contributions, if any, they had made.

Study participants were also asked whether they could be contacted again to answer more questions about models of consumer participation specifically in review groups and if they had any comments about consumers in the Cochrane Collaboration.

The survey was registered with the Cochrane Collaboration secretariat and permission was given to approach potential study participants through six Cochrane email lists. (adminors@cochrane.de, fields@cochrane.de, mwgs@cochrane.de, centres@cochrane.de, ccsg@cochrane.de and hilda.bastian@cochraneconsumer.com) (not her current address)
To minimise the size of the email distributed (and hence the impact of the survey on the email lists) an opt-in approach was used. The request to the email lists asked consumers to contact the study author for the questionnaire, which was then distributed by email in one of three formats: included in the email itself, in plain text or html format, or as a Word attachment. 

Data were analysed using simple descriptive statistics.

RESULTS

A. Response
Four of the six email lists indicated that they would distribute to their list members the request for consumers to ask for the questionnaire or “opt in” to the survey of Cochrane consumers. The number of consumers on the email lists is not known. Forty four people requested a questionnaire, and 41 completed questionnaires were returned (93% response rate). 39 participants (95%) of those that returned questionnaires also completed the optional questions on the survey form.

B. Survey Participants
i) Country of residence:

Table 1 shows the distribution of residence of survey participants. Almost half of the survey respondents (48%) were from the United Kingdom, and nearly one quarter (24%) came from Australia.  Only five (12%) came from countries where English was not the first language. 

TABLE 1: COUNTRY OF STUDY PARTICIPANTS

	COUNTRY
	n (% )

	Australia
	10 (24)

	New Zealand
	1 (2)

	Canada
	1 (2)

	Israel
	1 (2)

	Italy
	1 (2)

	Mexico
	1 (2)

	South Africa
	1 (2)

	The Netherlands
	2 (5)

	United Kingdom
	20 (48)

	USA
	3 (7)

	Total
	41 (100)


ii) Length of involvement in Cochrane Collaboration
Consumers who responded to the survey have been involved in the Collaboration for varying lengths of time, from a few months to almost a decade. Table 2 shows the length of time survey participants had been involved with the Collaboration. 

The majority of responses to the questionnaire came from people who had been involved in Cochrane for at least two years. A small number (11%) have been involved over six years and one in five had been involved in Cochrane for a year or less.

TABLE 2: LENGTH OF INVOLVEMENT IN COCHRANE COLLABORATION

	Number of years in Cochrane Collaboration
	n (%)

	0-1
	8   (20)

	2-5
	26 (63)

	6-10
	4   (11)

	No answer
	3    (7)

	Total
	41 (100)


C. Consumer involvement in the Cochrane Collaboration
i) Where consumers are involved

Entities in which survey participants are involved are listed in Table 3. The majority of consumers (78%) indicated that they were involved in some way with Cochrane Review Groups. A smaller majority (68%) were members of the Cochrane Consumer Network, almost one third of consumers in the survey were not involved in the consumer network. There was also small involvement with Cochrane Fields and Methods groups or Cochrane Centres. 

TABLE 3: CONSUMER INVOLVEMENT IN COCHRANE ENTITIES

	Cochrane entity
	n (%)

	Cochrane Review Group (CRG)
	32 (78)

	Cochrane Consumer Network
	28 (68)

	Cochrane Fields group
	3  (7)

	Cochrane Centres
	3  (7)

	Cochrane Methods group
	1  (2)


Five (5) consumers were involved in the Consumer Network but were not involved with Cochrane Review groups or other Cochrane entities.

Some consumers appeared confused when asked about the entity with which they were involved as some indicated that they were not involved with review groups yet named them as “other entities” in which they participated. All review groups nominated by consumers were included in this report, not just those identified as review groups by them. Overall consumers indicated that they were contributing to 27 review groups with several consumers (27%) contributing to more than one CRG (11/41).

The review groups identified by the consumers, and their geographic location, are listed in the Table 4 below. 

TABLE 4: SURVEY RESPONDENTS ACTIVITY IN CRGs

	AUSTRALASIA
	
	

	Acute Respiratory Infections Group 
	2
	

	Breast Cancer Group 
	7
	

	Consumers and Communication Group 
	9
	

	Renal Group 
	2
	

	Menstrual Disorders and Subfertility Group 
	1
	

	Musculoskeletal Injuries Group 
	1
	

	Survey respondents contributing to CRGs in Australia
	
	20

	Survey respondents contributing to CRGs in New Zealand
	
	 2

	Survey respondents contributing to CRGs in Australasia
	
	22

	EUROPE
	
	

	DENMARK
	
	

	Anaesthesia Group 
	2
	

	Colorectal Cancer Group 
	2
	

	Hepato-Biliary Group 
	-
	

	Survey respondents contributing to CRGs in Denmark
	
	4

	ITALY
	
	

	Drugs and Alcohol Group 
	
	

	Multiple Sclerosis Group 
	2
	

	Survey respondents contributing to CRGs in Italy
	
	2

	GERMANY
	
	

	Haematological Malignancies Group
	2
	

	Metabolic and Endocrine Disorders Group
	1
	

	Survey respondents contributing to CRGs in Germany
	
	3

	THE NETHERLANDS 
	
	

	Fertility Regulation Group 
	
	

	Survey respondents contributing to CRGs in The Netherlands
	
	0

	SPAIN
	
	

	Lung Cancer Group 
	1
	

	Survey respondents contributing to CRGs in Spain
	
	1

	PORTUGAL
	
	

	Movement Disorders Group 
	
	

	Survey respondents contributing to CRGs in Portugal
	
	0

	SWITZERLAND 
	
	

	Sexually Transmitted Diseases Group 
	
	

	Survey respondents contributing to CRGs in Switzerland
	
	0

	Survey respondents contributing to CRGs in Europe
	
	10

	NORTH AMERICA
	
	

	CANADA
	
	

	Back Group 
	
	

	Effective Practice and Organisation of Care 
	1
	

	Hypertension Group 
	
	

	Inflammatory Bowel Disease Group 
	
	

	Musculoskeletal Group 
	2
	

	Neonatal Group 
	
	

	Survey respondents contributing to CRGs in Canada
	
	3

	USA
	
	

	HIV/AIDS Group 
	
	

	Prostatic Diseases and Urologic Cancers Group 
	1
	

	Survey respondents contributing to CRGs in USA
	
	1

	Survey respondents contributing to CRGs in North America
	
	3

	UNITED KINGDOM
	
	

	Cystic Fibrosis & Genetic Disorders Group
	
	

	Dementia & Cognitive Impairment Group 
	
	

	Depression Anxiety and Neurosis Group 
	1
	

	Airways Group 
	5
	

	Developmental, Psychosocial and Learning Problems 
	
	

	Ear, Nose and Throat Disorders Group 
	1
	

	Epilepsy Group 
	
	

	Eyes and Vision Group 
	
	

	Gynaecological Cancers Group 
	2
	

	Heart Group 
	2
	

	Incontinence Group 
	3
	

	Infectious Diseases Group 
	1
	

	Injuries Group 
	
	

	Neuromuscular Disease Group 
	
	

	Oral Health Group 
	2
	

	Pain, Palliative and Supportive Care Group 
	2
	

	Peripheral Vascular Diseases Group 
	
	

	Pregnancy and Childbirth Group 
	10
	

	Schizophrenia Group 
	
	

	Skin Group 
	6
	

	Stroke Group 
	
	

	Tobacco Addiction Group 
	
	

	Upper Gastrointestinal & Pancreatic Diseases Group
	
	

	Wounds Group 
	1
	

	Survey respondents contributing to CRGs in UK
	
	36

	TOTAL
	72
	

	CRGs not identified
	1
	

	NOT CONTRIBUTING TO CRG
	8
	


Consumers in the Collaboration are working in a range of Cochrane Review Groups and are working internationally. Eight people (20%) indicated that they did not contribute to a review group, five of these are involved with the Consumer Network only, and the other three with either fields or Cochrane Centres. Eight people contribute to review groups based in non-English speaking countries, at the same time only five people residing in non-English speaking countries responded to the survey.

 ii) Estimate of consumer time invested in Cochrane Collaboration
An attempt was made to estimate the time devoted by consumers to work of the Collaboration each month. Table 5 shows the estimated monthly hours of study participants.  A third assessed that they spent less than 2 hours a month on work for the Collaboration, with the majority of these consumers (79%) involved in the Collaboration for two years or less. More than half of those in the survey (51%) estimated that they worked 5 hours or less each month on Cochrane related activities.

TABLE 5: ESTIMATED HOURS WORKED PER MONTH

	Estimated hours per month on Cochrane work
	n (%)

	0-<2
	14 (34)

	2-5
	7 (17)

	6-10
	9 (22)

	11-15
	0

	16-20
	6 (6)

	21-25
	1 (2)

	31-40
	1 (2)

	41-50
	1 (2)

	51+
	2 (5)


iii) Consumer work in Cochrane Collaboration 
Consumers were asked about the type of work (both paid and unpaid) that they undertook for the Collaboration. Table 6 shows the range of tasks undertaken by consumers within the Collaboration.

Consumers make a number of direct contributions to the production of Cochrane reviews. The majority (80%) of survey participants have commented on Cochrane protocols and reviews.  Consumers had also identified topics or priorities for review (20%), hand-searched journals or other publications for a Cochrane Review Group, Cochrane Field Group or Cochrane Centre (17%), written consumer synopses (17%) and translated documents (12%).

Some consumers had been active as co-reviewers (12%) with a smaller number undertaking the role of a lead reviewer or participating in a Fields or Methods group.

Consumers also support Cochrane reviews by working as consumer editors of review groups or as consumer coordinators, that is overseeing the participation of other consumers in a review group.

Consumers active in the Cochrane Collaboration encourage other consumers to take part. Nearly half (49%) have written about the Cochrane Collaboration for other consumers, and over a third (37%) have recruited others to the Collaboration and developed or contributed to glossaries (34%) to help them in their Cochrane work. Consumers in Cochrane also support other consumers by helping to train them (24%).

Consumers are active in the dissemination of the findings of Cochrane reviews, as well as giving feedback on published reviews they contribute to Cochrane Consumer Hot Topics by joining the feedback group (24%) and comment on Cochrane “Hot Topics” (37%). Consumers are also active in developing a project to disseminate the Reproductive Health Library.

Promoting the Cochrane Collaboration itself is an important role taken on by consumers. They have done this by linking the Cochrane Collaboration to outside organisations (34%), giving presentations about the Cochrane Collaboration (29%) and recruiting health professionals or health researchers as reviewers (10%).

Consumers are also active in the process of running of the Collaboration. They contribute to Cochrane newsletters (32%), raise funds or help to do so (15%) and participate in Cochrane Working Groups and Committees as well as assume tasks such as evaluating abstracts for Colloquiums and reviewing web-sites.




TABLE 6: CONSUMER WORK IN COCHRANE

	Task
	n (%)

	Commented on Cochrane protocols and reviews
	33 (80)

	Written about Cochrane Collaboration for other consumers
	20 (49)

	Recruited other consumers
	15 (37)

	Commented on a Cochrane “Hot Topic”
	15 (37)

	Developed/contributed to a glossary
	14 (34)

	Linked Cochrane Collaboration with outside organizations
	14 (34)

	Contributed to a Cochrane newsletter
	13 (32)

	Made presentations about the Cochrane Collaboration
	12 (29)

	Helped to train other consumers
	10 (24)

	Given feedback on published reviews.
	10 (24)

	Joined the Cochrane Consumer Hot Topic feedback group
	10 (24)

	Identified topics or priorities for review.
	8 (20)

	Hand-searched journals or other publications for a Cochrane Review Group, Cochrane Field Group or Cochrane Centre
	7 (17)

	Written synopses
	7 (17)

	Raised funds
	6 (15)

	Co-reviewer (co-author of a Cochrane protocol or review)
	5 (12)

	Recruited health professionals or health researchers as reviewers
	4 (10)

	Translated documents.
	4 (10)

	Lead reviewer (contact author of a Cochrane protocol or review)
	3 (7)

	Consumer coordinator (paid or otherwise).
	3 (7)

	Participated in a methods group
	1 (2)

	Worked as an editor of review group (paid or otherwise)
	1 (2)


Nearly half of survey respondents (46%) indicated that they would like to do more work for the Collaboration. The range of activities they identified that they would like to pursue but hadn’t yet done so include: 

· using Cochrane reviews to develop evidence-based modules for use by health professionals and educators

· developing on-line critical appraisal skills education feature

· evaluating the impact of consumer involvement in Cochrane reviews

· encouraging consumer input into health policies and strategies

· preparing Cochrane materials that are more suitable for consumers

· helping to disseminate the Cochrane Library more widely particularly in developing countries

· writing Cochrane consumer review synopses

· participating in the Cochrane Consumer Hot Topic feedback group

· sharing ideas and experiences relating to fundraising

· developing local consumer support networks under the umbrella of  the Cochrane Collaboration

iv)  Attendance at Colloquia 
Just over half of respondents had attended a Cochrane Colloquium (54%) with attendees at the 2001 meeting in Lyon over-represented in the study sample (71%). The next largest group were consumers who attended the 2000 meeting in Cape Town (48%).  Other meetings attended included Rome (7), Oxford (1), Oslo (1), Baltimore (4), Amsterdam (5) and Adelaide (2). Attendance at Colloquia appears to have a positive impact on continuing consumer participation.

v) Consumer training 

The majority of consumers responding to the survey (62%) had attended a consumer training course, with 28% attending training sessions run by different entities. Table 7 lists the sources of consumer training in the Collaboration. Four consumers (10%) had attended training run by a Cochrane Centre, a review group, and/or the Consumer Network. Among those consumers who had attended a training workshop, this was more likely to have taken place at a Cochrane contributor’s meeting (54%) or at a Colloquium (46%).

TABLE 7: TRAINING FOR CONSUMERS

	Training centre
	n (%)

	Cochrane Centre
	10 (26)

	Cochrane Review Group
	10 (26)

	Cochrane Consumer Network
	15 (38)

	training workshop at Cochrane Colloquium
	18 (46)

	training workshop at Cochrane contributor’s meeting
	21 (54)


Information about the content of training was not addressed in the survey.

D. Barriers to consumer participation
Consumers identified a number of barriers to their participation in the Cochrane Collaboration (see Table 8). Nearly half (49%) indicated that they thought that there was lack of clarity about the tasks that consumers can take on in the Collaboration. One respondent suggested that some health professionals didn’t understand what consumers could offer.

A third of respondents (33%) said that they didn’t have enough time to be involved as much as they would like in the work of the Collaboration. Consumer participation in the Collaboration is an additional role for many consumers.

Twelve people (31%) said that they were confused about the structure of Cochrane. This was demonstrated in responses where respondents when asked whether they were contributing to a Cochrane Review Group said they were not, but then went on to name a review group as an area of their participation. Lack of local support was an issue for some consumers (28%), as was lack of access to the Cochrane Library or relevant journals (23%) and other personal resources such as a fax or computer (13%).

Some consumers need help to understand Cochrane and/or research jargon (23%) and statistics (23%). About one in seven (15%) felt that there was a need for useful support materials for consumers.

Language and cultural insensitivities were identified by some consumers (13%) as barriers either for themselves or others who may want to work in the Collaboration.

Difficulties in attending training sessions was an issue for just over a fifth of survey participants (21%), with one commenting that the training that was offered was too far from home to be useful.

TABLE 8: BARRIERS TO CONSUMER PARTICIPATION IN COCHRANE COLLABORATION

	Identified barriers
	n (%)

	I find that there is a lack of clarity about the tasks that consumers can take on.
	19 (49)

	I haven’t enough time to be involved as much as I would like.
	13 (33)

	I am confused about the structure of the Cochrane Collaboration.
	12 (31)

	There is insufficient local support for consumers.
	11 (28)

	I have difficulties understanding Cochrane and/or research jargon.
	9 (23)

	I have problems understanding the statistics/numbers.
	9 (23)

	I am unable to access journal articles or Cochrane library when I suspect bias in a review or protocol.
	9 (23)

	I feel that consumers lack credibility within some Review Groups.
	9 (23)

	Sometimes I feel out of my depth.
	8 (21)

	I have problems attending the training workshops I would like.
	8 (21)

	I haven’t been able to attend regional or international meetings of Cochrane that I wanted.
	8 (21)

	There is a lack of helpful support materials written for lay people such as me.
	6 (15)

	I face difficulties because I don’t have a computer or fax machine.
	5 (13)

	I have difficulties with language or know others that do.
	5 (13)

	Cultural insensitivities are a problem for me.
	5 (13)

	I find that there are financial barriers to participation.
	5 (13)

	I feel that consumers may lack credibility within the Cochrane Collaboration generally.
	3 (8) 

	I haven’t been able to make contact with my Cochrane group
	3 (8)

	There are not enough consumers for the workload in my health area.
	2 (5)

	The time it takes to find a role within the Collaboration.
	2 (5)


E. Pathways to consumer participation

The experience of consumer participation in the Cochrane Collaboration reveals strategies that have worked in getting consumers involved and types of support consumers have received. It also reveals what consumers feel that they have gained from their involvement, and what they believe they have contributed to the Collaboration. 

i) Getting involved in Cochrane 

When asked how they came to be involved in the Cochrane Collaboration the majority of consumers (62%) nominated a single reason (though some nominated up to five different reasons). More than one third of consumers surveyed (36%) said that their involvement began with their membership of a consumer health group, with four consumers (11% of all respondents) nominating this as the single reason they became involved. Just under a third (31%) had read an article about the Cochrane Collaboration that had prompted them to get involved. More than one in five survey respondents identified a sole reason that led to their involvement in the Collaboration. For these the catalyst was either a journal article about Cochrane or an advertisement in a journal seeking consumer input into Cochrane activities.

Overall, the most common way that consumers became involved in the Collaboration was by personal invitation (39%), either from another consumer (13%), or from someone else involved in the Collaboration (26%). Other starting points were: membership of a health consumer group (36%); an article about the Cochrane Collaboration (31% ); Internet search for information about particular health issues; attendance at a health conference, and information sent by the Consumer Network or acquired through their workplace.

Active consumer participants were likely to have been identified as potential participants by those already involved in the Collaboration.

TABLE 9: REASON FOR GETTING INVOLVED IN COCHRANE COLLABORATION

	How consumer got involved 
	All responses

n (%)
	Single  main reason   (%)

	I was a member of a consumer health group
	14 (36)
	4 (11)

	I read an article about the Cochrane Collaboration
	12 (31)
	6 (16)

	I received a personal invitation from someone other than a consumer involved in the Collaboration 
	10 (26)
	5 (13)

	I received a personal invitation from another consumer involved in the Collaboration 
	5 (13)
	1 (2)

	From an Internet search on a health issue of interest to me
	3 (8)
	1 (2)

	From another search on a health issue of interest to me
	3 (8)
	0

	Previously worked in health-related environment
	3 (8)
	0

	Sent information from the Cochrane Consumer Network
	3 (8)
	0

	Learnt about CC at a conference
	3 (8)
	1 (2)

	Responded to an advertisement in a health journal
	2 (5)
	2 (5)

	Previous work
	2 (5)
	0

	Own initiative
	2 (5)
	2 (5)

	No response
	
	1 (2)


ii) Support for consumers 
Nearly half of the consumers who completed the optional questions (49%) indicated that they had received financial support to attend a Cochrane Colloquium. A further 44% had received money to reimburse expenses at some time. Consumers had also received payment for their time, other forms of financial support and equipment, such as a fax or computer or email access.

TABLE 10 : FORMS OF CONSUMER SUPPORT

	Support received by consumer
	n (%)

	Financial support to attend a Cochrane Colloquium
	19 (49)

	Money to reimburse expenses
	17 (44)

	Pay for time, or an honorarium (fee)
	5 (13)

	Financial support in other ways
	4 (10)

	Equipment (fax machine, computer and/or modem)
	3 (8)

	An email address
	3 (8)


iii) Personal gain from involvement in Cochrane 

The range of reasons consumers are motivated to be involved in Cochrane are listed in Table 11. When asked what they had gotten personally from their participation in the Cochrane Collaboration and almost all respondents (92%) said that they are motivated by their belief that they are contributing to an important cause. The majority feel that they are gaining new knowledge about a particular health issue (74%) and about health issues in general (64%), or about research itself (56%). Intellectual needs are addressed for many consumers and there are social benefits with over half indicating that they had made new friends with their involvement (59%).

TABLE 11: CONSUMER MOTIVATION FOR INVOLVEMENT

	Personal gain from involvement
	n (%)

	I am contributing to an important cause.
	36 (92)

	I have learnt more about the health issue of particular interest to me.
	29 (74)

	My involvement in the Cochrane Collaboration has increased my knowledge about health issues in general.
	25 (64)

	I get intellectual stimulation.
	25 (64)

	I have made new friends from my involvement in the Collaboration. 
	23 (59)

	I enjoy the email contact within the Collaboration
	22 (56)

	I have learnt new skills from my involvement in the Cochrane Collaboration. 
	22 (56)

	I have learnt more about research.
	22 (56)

	I like it that the organization involves different perspectives.
	6 (15)

	I like the international nature of the organization.
	4 (10)

	I like being involved in research.
	3 (8)


iv) Personal contribution to the Cochrane Collaboration
Study participants were asked what they saw as the most significant contribution they had made to the Collaboration. Six broad areas were identified in the comments: dissemination of the work of Cochrane; raising the profile of the Cochrane Collaboration and its work in the broader community; bringing other people and other research to the attention of those within the Collaboration; improving the quality of reviews by making comments; contributing to editorial processes and hand-searching journals; encouraging and supporting broad consumer participation; and promoting and contributing to better processes within the Cochrane Collaboration.
F. Comments about consumers in the Cochrane Collaboration
Consumers were asked to comment about consumers in the Cochrane Collaboration. These comments identified some important needs. 

i) Role of consumers in the Cochrane Collaboration
Participants had clear views about further developing the role of consumers in the Cochrane Collaboration.

I believe the consumer view needs more shaping of policy as well as reviews.
I have a personal belief that it is an area where consumers need to have more influence and more of a say in all expenditure aspects.

I believe that it is of paramount importance that recipients of health care (Consumers) are involved in decision making and would like to see more Consumer input in the choice of topics for research/review.
It's early days, but more consumer input at the strategic level would help.
They should have a larger space and involvement in the collaboration.
Cochrane is noticeably silent on indigenous matters which is disappointing considering they are important within a research context.

Consumers who are involved in Cochrane are generally positive about the experience and identified a number of benefits they had realised.

Cochrane involvement has provided me with a better understanding of "evidence" as it relates to quality, bias and health policy.
It empowers and encourages me, so I can be a better advocate for breast cancer patients.
Dedicated individuals from around the world who care passionately about their entities and beyond.
I find the people so friendly - almost the only health care forum where I, as a consumer, feel treated as an equal.
However consumers also identified a number of barriers to participation giving some clear directions for improvement.

ii) Cost is a barrier to consumer participation

Cost was raised as an obstacle to participation among consumers. They identified financial expenses, including foregone wages, and the negative affect on health for those with chronic conditions.

Although I realise the Collaboration relies on voluntary contributions and I am happy to do all the hours I do for nothing, cost is a major barrier for me to get to any event overseas eg Cochrane Centre events and colloquium. Although there are opportunities to apply for stipends and travel (but not accommodation), I would have to take time off my full time job (as a consumer I am not entitled to conference leave and can't claim on tax etc as some health professionals can as it isn't related to my work as such). I am the sole income earner for my family so I no longer even bother applying for stipends as it only addresses part of the costs. I suspect this is an issue for others as well. This may mean that those consumers who get to attend the events are those who are better off and can afford to go. This has the potential to skew input and representation. Basically you need to attend the events to become known to get a key role and be involved with decision-making. If cost is a barrier, those more privileged have the advantage. But I guess that's life!
I attended one workshop on Cochrane at an international conference where I was speaker. I have never attended Cochrane Colloquium. I would very much like to but again would feel indebted and so have too much work put on me. Also would need a day of rest after travelling before getting down to workshops! 

iii) Need for plain language and explanation of tasks

Consumers identified a need for accessible information for those who are considering taking part in Cochrane, and for consumers wishing to access reviews generally. 

Feel you would get more people involved if you could write in simple language - explain task eg expected time for completion, whether a one-off or would regular commitment be expected - level of commitment - People in our cancer group might then dare... they are frightened of not being able to do things - and also of over commitment. They are frightened to investigate and need everything laid down simply for them - broken up into bite size pieces. I find that there is a lack of clarity of how time consuming tasks might be - lack of distinction between paid work and part-time voluntary work – it is difficult to know what might be feasible.
Ensure that tasks given are those of interest.
I would like to be given clearer instructions on how to access reviews when I wish to refer to them.

iv) Need for information about other consumers

Consumers identified a need to know more about other consumers involved in Cochrane in their local area or region. Care need to be taken in regards to privacy but information about the profile of other consumers may help consumers.

I don't know enough about them (consumers in the Cochrane Collaboration). I'd like to know more so that I could perhaps identify others that may complement the experience and background of people that are already involved. I don't know what the normal process is for identifying or informing consumers of the opportunity to be involved with Cochrane. I don't know enough about the process for supporting consumers to participate.
(My) Cochrane Centre does not know names of other consumers, there must be more?
v) Need for coordination and better links with CRGs

There were strong comments made about the coordination of consumers within the Collaboration, and the need for improvements in this area particularly in regard to linking consumers to relevant review groups.

I think there is a real need for the Cochrane Consumer Network or some other body to provide a better link point between consumers and the Review Groups. I actually have no interest in the Hot Topics area - it seems to me as much as anything to be a marketing exercise. There are many commercial products which do this and which the Network would be better contracting with if it wants to do this, or simply liaise better with other organizations - I think we have a different remit with in the Collaboration, and within the Cochrane Consumer Network.
I think because the structure and ethos of the Collaboration is to have decisions made at the lowest possible level (and I applaud this and would not wish to lose it at all), consumer input has not flourished as we had hoped.  I feel the role of the Cochrane Consumer Network should have been prioritised to link consumers with CRGs better and provide them with materials and support (some materials are there more) and also to help CRGs find consumers, we would have got on much better and faster.  Synopses and Hot Topics are very useful things, but what we need is a network, not a group of people in Australia feeding us with information. 
I think there is potential for a lot more active ones (consumers). I think we could do a lot more in the area of dissemination for general public awareness. But we need guidance and it needs coordinating.

More support for new members is needed and also we need to look at how to recruit more people.
Would be helpful if it is coordinated more.
It takes time to find your role within the CC.

It took me 2 years to get started.

There was a lack of clarity about my job and a perceived frustration amongst consumers. More could be done to generate a positive relationship with the CCN and the collaboration.

Confidentially, I have not found the Consumer Network to be particularly helpful. Have gotten more of a competitive than collaborative feel from them regarding work that we are doing in the review group. I wonder about effectiveness of the Consumer Network in bringing on less informed and involved people. I do not find their website particularly easy to use.
I am really not sure how best to make use of what Cochrane claims to offer? Am unsure how I fit in - am not a researcher per se, though I have done research; am not a medic, although I am president of an organisation in close association with medics; in short I am an interface between many levels - consumers and professionals, and am popularly regarded as in effect a professional. We are a not-for-profit non-government organisation without formal funding liaising with patients and health professionals in both educational and support functions.

vi)  Need for improved communication

Improving communication is an area that needs to be addressed in the view of several consumers who responded to the survey. A particular issue is the lag in time between initiating contact with the Collaboration and receiving a response. 

In the words of the French, as far as I know I am unclassified, nobody has stuck me in a box/ group/ section/ whatever or if "they" have the have failed miserably to tell this lesser mortal. I let The Cochrane Group know of my interest in lending a hand in January, was promised action within two weeks and am still waiting. Whilst I realise you are carrying out a survey have you a little box which asks degree of disgruntlement, because I am not sure whether I can maintain an interest until some one lets the cat out of the bag and lets me know the how's, why's and were fore's of the Consumer Group. I consider that a four month gap in communicating, and a distinct lack of any work tends to make me wonder if I can be of any help. I suffer from a severe form of <> disease, am fairly intelligent, having fooled examiners into granting me an M.Sc., and have fourteen or fifteen years of experience in writing Standards (for international and national organizations).

Since I only joined recently, I do not yet have much experience. However, I think it would be good to welcome new participants and introduce them to the work and structure of the Collaboration. This has not been done!

I haven't been able to attend the Cochrane Colloquium and would like to. I am supposed to be on an international advisory discussion group but was never successfully admitted to it. I wrote several times but still can't access it.

DISCUSSION

There are a number of limitations to this survey. There is no systematic way to contact consumers participating in the Cochrane Collaboration nor was funding available for this project. These factors combined to reinforce selection bias in the study sample.

The survey relied on an opt-in process, and was conducted by email. Notice of the survey was posted on Cochrane email discussion lists and participants were required to request a survey to be emailed to them. This removed the possibility of anonymity in responses, which may have stopped some people from participating or caused people to be more cautious in their comments. 

Not all email lists distributed the notice of the survey, restricting the numbers of people potentially aware of it. However over 90% of questionnaires sent out were returned. 

The survey was conducted in English only. The necessity to limit the study to people with access to email with sufficient English language reinforces a significant barrier to participation in the Collaboration faced by consumers generally. It also possible explains the high proportion of Australians who took part in the survey as email participation in the Cochrane Collaboration is likely to be high among this group, compared to consumers in the United Kingdom who have greater opportunities to participate in a range of review groups locally.

Despite these limitations this is the largest international sample of consumers active in Cochrane that have been surveyed. It identified a wide range of tasks undertaken by consumers and suggests strongly that consumers are making a significant contribution to the work of the Collaboration, although that contribution may not extend to all review groups.

The survey identified a range of barriers to consumer participation. In particular there appears to be a need to clarify the role of consumers in the Cochrane Collaboration. This may be a result of different expectations about consumer participation, and the different models that are used to facilitate that participation. 

Recommendation 1:  A list of potential roles for consumers in the Collaboration should be readily accessible to consumers and entities. 

Recommendation 2:  The different models for consumer participation used throughout the Collaboration need to be identified and monitored.

Many consumers appear confused about the structure of the Collaboration, and do not appear to understand what is meant by common Cochrane terms, such as review group. The need for simple language remains evident, particularly for beginners, including explanation of tasks. The suggestion that some tasks be in “bite –size pieces” may be useful in helping some people to get started, though of course such tasks may not always exist. 

Recommendation 3:  Greater attention is needed to explain the structure of the Collaboration and the interaction of the entities and advisory groups to newcomers. A pictorial map of the organisation that explains these interactions may be helpful especially if it were widely distributed for use.

Whilst publication on the Cochrane Library offers significant recognition of the work of reviewers, acknowledgment of the contribution of consumers is less predictable and there may be difficulty in finding a balance between paid and volunteer work. Concern was raised that consumers are given less interesting tasks suggesting that care needs to be taken so that volunteers don’t feel misused. 

Recommendation 4: Recognition of the role of non-reviewers in the work of the Cochrane Collaboration should be encouraged. Volunteers should be asked to do work that is of inherent value to the organisation. Consumers have two positions on the Steering Group applications for Cochrane entities should make provision for the work of those who contribute to reviews.

Consumers indicated that they want greater participation in the running of the Collaboration though it is not clear how well consumers understand the extent of current, and are also represented on three advisory groups. However these positions are allocated to members of the Consumer Network and a relatively high proportion of consumers involved in the Collaboration appear to have no involvement with the Consumer Network. Information about how consumers are involved in this aspect of the organisation is not readily available. Improved reporting of information about the work of these of groups and advice on how to feed suggestions and queries into these policy areas through the current representatives would be a useful starting point for addressing consumer needs in this area.

Recommendation 5: The relationship of the Consumer Network and consumers in the Collaboration needs to be reviewed. Particular attention needs to be given to the dissemination of information on the roles and work of consumers in the Collaboration, and gathering consumer feedback about those roles. 

The need for improvement is also indicated in communication, both between consumers and with other participants in the Collaboration. In particular, attention appears to be needed to given to developing pathways for consumer involvement in review groups. Consumers complained about the time it took to find their place in the Cochrane Collaboration largely because of difficulties encountered in making effective contact with review groups. Simple procedures are likely to make a difference to the early experience of consumers in the Collaboration. Developing procedures so that newcomers are welcomed consistently and provided with contact details with review groups of interest to them should be implemented by the Consumer Network and all review groups. Review groups need to develop induction material that explains how the group is organised and descriptions of the types of roles that consumers have in the review group. 

Recommendation 6: Clear pathways are needed for better linking of consumers and Cochrane entities, particularly review groups. The Consumer Network should be more active in making these links.

Recommendation 7: Cochrane entities, including the Consumer Network, need to develop procedures to introduce new consumers to the work of the Collaboration and explain how they can become involved.

CONCLUSION

Consumers reveal a great deal of enthusiasm for Collaboration and show a great willingness to participate in its work. Some relatively simple procedures to address current shortcomings could improve consumer experience within the Collaboration. Longer term issues such as adequate funding may take longer, but should be considered for inclusion in any future funding applications for Cochrane entities.
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