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Cochrane Consumer Network (CCNet)

Prioritisation of Cochrane reviews for consumers and the public in low and high-income countries as a way of promoting evidence-based health care.

María Belizán, Janet Wale, Sita Vij


SUMMARY REPORT
Cochrane Consumer Network Prioritisation Project

A Cochrane Collaboration Steering Group funded project for prioritisation of existing Cochrane reviews 

Executive Summary

Purposes of the Project 

1. To prioritise existing Cochrane reviews for consumers and the public in low and high-income countries as a way of promoting evidence-based health care and The Cochrane Library - for use by individuals (with their healthcare providers), patient support groups and organisations. 

2. To encourage the implementation and use of Cochrane Reviews by the public; to increase awareness and discussion about systematic reviews (compared with clinical trials) in the public domain.

3. To encourage appropriate communication pathways between the Cochrane Consumer Network (CCNet), other Cochrane groups, and consumer or patient organisations.

Outcomes
(1) We were able to prioritise reviews in 19 of the 50 Cochrane Review Groups with published reviews.

(2) "The Cochrane Collaboration: Informing healthcare decision-making globally": we were unable to prioritise review titles specifically for low and middle income countries because of the broad spread of consumers from those countries, and the lower numbers overall, over the various health conditions.

(3) Input was limited by many of the Cochrane Review Groups.

(4) We have made links with Fields and their work; will also consider tagging the prioritised review topics. We were also successful in gaining the attention of a number of patient support groups (detailed in the Executive Summary).

Project Team

The authors of the funding application were Janet Wale, Liz Whamond and Amy Zelmer. The project was led by Janet Wale in Australia. The appointed project officers were Sita Vij (background in health promotion) working at the German Cochrane Centre for three months (August to October 2007) and Maria Belizan, working in Cape Town South Africa. Maria is a social scientist with expertise in qualitative and quantitative epidemiological research. Clare Jeffrey of the South African Cochrane Centre provided assistance to the project and made herself available to Maria for face-to-face discussions.

Skype and email were otherwise used for communication. 

Online Survey

Purpose: to prioritise existing Cochrane reviews from a consumer perspective 

A survey was developed as a key step in this project. Sita Vij worked at the German Cochrane Centre for this part of the project. She received assistance from the web team and the staff of the Centre who piloted the online survey. All Review Group review titles (from The Cochrane Library 2007, Issue 3) were listed as health topics and divided into broad categories such as prevention, treatment, and rehabilitation.

It was recognised that the survey was not for ‘every consumer’ as it required people to read the titles of Cochrane reviews as they appear in The Cochrane Library.  People were asked to take this into consideration when approaching people to complete the survey. 

The survey was online on the Cochrane Collaboration website (www.cochrane.org) from 31st October 2007 to mid-March 2008. When first activated, it was a news feature on the website.

Follow-up survey in Spanish

The Cochrane Consumer Network (CCNet) Project Team went on to develop a Spanish version as we had the capacity to do so and Spanish is one of the four most commonly spoken languages in the world.  La Biblioteca Cochrane plus (www.update-software.com/Clibplus/Clibplus.asp) provides The Cochrane Library to people who are Spanish speaking and is available through Update Software. Similarly Pregnancy and Childbirth reviews are widely disseminated in Spanish through the WHO Reproductive Library.

The text of the survey was translated into Spanish by one of the project officers and checked by two external advisors. For review title translation we used Cochrane Library Plus, which has the translation of all the Review Group titles except the Methodology Review Group. The latter Group was included in the survey in the original language, English.

The Spanish Survey was on line on the Cochrane website from June 2008 to November 2008.

Dissemination process (English survey)
A Communication Strategy was developed to inform people about the survey and invite them to participate. The success of the survey was due to a collaborative, multifaceted global effort.

A prototype e-mail message was developed. This was sent out on the CCNet e-mail discussion list on a number of occasions. It was also sent to other Cochrane Groups through the appropriate e-mail lists. These Groups were asked to contact their consumers and patient support groups and relevant organisations that they work with. We used whatever contacts we had or could make with patient and consumer support organisations; many responded. Online groups, networks and discussion groups provided good responses, initiated by people who belonged to them. Personal contacts also worked well, at least one was triggered by information about the survey on the News section of the Collaboration website. In summary, the main ways that people found out about the survey were identified as: through the Cochrane Collaboration website; from the Consumer Network e-mail list; contact by the Collaboration to complete the survey; from a patient or consumer organisation; and through personal contacts (snowballing).

Process

The online survey was made up of two parts.

Criteria for giving priority to review titles
The first task was to identify the criteria that people may consider when prioritising the reviews under the different healthcare areas. The 11 criteria used were a direct result of a workshop held at the Dublin Cochrane Colloquium, with valuable input from Sara Morris and Esther Coren of the UK. The criteria were piloted by the Cochrane Consumer Network (CCNet) Geographical Centres Advisory Group, in particular Clare Jeffrey.

Prioritisation of review topics
People completing the survey were asked to prioritise the review titles (from The Cochrane Library 2007, Issue 3) in a chosen health area (corresponding to a Review Group).

About the respondents

The English survey went online on 31st October 2007 and was closed mid-March 2008. A total of 522 valid responses were received. 

Of these, 21.3% were male and 73.2% were female (5.5% did not respond to this question). We allowed for three age groups: 13.4% of respondents were aged less than 30 years; 52.5% were 30 to 55 years; and 28.4% were older than 55 years.

Country of residence: North America: 197 (over two thirds from US); South America: 23; UK: 72; Scandinavia: 2; Continental Europe: 36; Eastern Europe: 2; Middle East: 43; Africa: 22; Asia: 28; Australia and New Zealand: 95.

Respondents were identified as: caregiver: 12 (2.3%); consumer (advocate): 138 (26.6%); patient: 103 (19.7%); health professional: 107 (20.5%); researcher: 74 (14.2%); other (including journalist, communicator): 48 (9.2%); or did not provide an answer to this question (7.4%).

The criteria for selecting reviews

For people completing this part of the online survey, the most important of the 11 given criteria were clearly and consistently: Title; Health and wellbeing; Clear benefits; Harms weighed against benefits. The least important were: Prioritised in healthcare system; Newsworthy.

For this analysis, the respondents were identified as: consumers (advocates), patients, healthcare providers, researchers, and a smaller group of others (including caregivers and medical writers). The only clear difference in rating of the most and least important criteria was for Self management. Only around 20% of healthcare providers/professionals and researchers considered this to be important; compared to 40% of consumers.
The other criteria were: Topic can be addressed with randomised controlled trials; Relevant or familiar healthcare setting (higher response for health professionals as compared with patients); Intervention is available to use; Cost of the intervention needs to be weighed against the benefits.
In further detail
The survey assessed the relevance of criteria that consumers take into account when they select a review title. The respondents were asked to rate 11 criteria using a 5-point scale: not important, fairly important, relatively important, important, very important.

Patients had the highest number of ‘no answers’, 26% to 27% in each criterion; compared with 20% to 24% for consumers; 17% to 18% for healthcare providers; and 16% to 18% for researchers. 

The results for the categories of respondents with the most responses (94 to 138) were as follows for the different criteria.

1. Title of the review clearly conveys its meaning: ‘very important/important’ for the majority of respondents in all categories (61% of the patients, 72% of the consumers (advocates), 73% of the health professionals and 74% of researchers). 

2. Topic can be addressed with randomised controlled trials: an overall ‘relatively important’ response (22%). It was ‘very important/important’ for 38% and ‘fairly important/not important’ for 18% of all respondents.

3. Relevant or familiar healthcare setting: ‘very important/important’ accounted for 33% (patients) to 55% (health professionals) of responses; mostly ranked as ‘important’ (30% of the total).

4. Intervention is available to use: ‘very important/important’ responses varied from 51% (health professionals) to 34% (patients) with a spread over the lower ranking (ranked as very important/important for 40% of all the respondents).

5. Review topic has an impact on health and wellbeing: a large ranking as ‘very important’. It was ‘very important/important’ for 61% (patients) to 70% (consumers) and 69% (health professionals). 

6. It is a health area that involves self-management: responses fell into the middle range with from 23% (researchers) to 40% (consumers) ranking it as ‘very important/important’.

7. Health topic is currently newsworthy: an appreciable number of respondents considered this to be ‘not important’. It was ‘very important/important’ for from 15/16% (researchers/consumers) to 22% (patients) of responses. 

8. Prioritised topic for health system: the spread of responses was from 19% (patients) to 32% (health professionals) who considered this to be ‘very important/important’. It was considered ‘fairly important/not important’ by 36% of the respondents.

9. Intervention benefits are significant and relevant: the majority of the respondents considered this as ‘very important/important, responses varied from 55% (patients) to 68% (health professionals) with only a small number of ‘fairly to not important’ responses.

10. Intervention may cause harms – to be weighed against the benefits: ranked as ‘very important/important’ by from 54% (patients) to 65% (consumers) of respondents.

11. Cost of the intervention needs to be weighed against the benefits: ranked as ‘very important/important’ was from 38% (patients) to 58% (researchers).

Expressing these findings for the different backgrounds of the people who responded (major groups)
Consumer (advocate)

Most important criteria: Title; Health and wellbeing; Harms weighed against benefits; Clear benefits; Least important criteria: Newsworthy; Prioritised in healthcare system.

Patient

Most important criteria: Title; Health and wellbeing; Clear benefits; Harms weighed against benefits; Least important criteria: Prioritised in healthcare system; Newsworthy.

Health professional

Most important criteria: Title; Health and wellbeing; Clear benefits; Harms weighed against benefits; Least important criteria: Newsworthy; Self management; Prioritised in healthcare system.

Researcher
Most important criteria: Title; Health and wellbeing; Clear benefits; Harms weighed against benefits; Least important criteria: Newsworthy; Self management; Prioritised in healthcare system.

Through this process we are confident that we have a consumer, patient and carer perspective for our survey. The attached Figure provides an overall summary of the findings on the criteria from both the English and Spanish online surveys (643 responses).

Prioritisation of review topics – within health areas covered by Cochrane Review Groups – relevance to health priority areas
The number of respondents who opened this part of the survey but did not provide any answers was between one and three for any Review Group area of health care; a total of 25 in all. 

The health areas that received the greatest number of responses were: breast cancer (38), consumers and communication (37), gynaecological cancers (28), depression and anxiety (27), pregnancy and childbirth (25) and musculoskeletal (20). The next bracket were: heart (15), colorectal (15), effective practice of care (14), bone joint and muscle trauma (13), back (12), HIV/AIDS (11), acute respiratory infection (10), methodology (10), metabolic and endocrine disorders (10), tobacco addiction (10), and skin (10). 

The affiliations of the people who completed the survey, where stated, may have contributed to the higher responses for these health areas (see table below). It cannot, however, provide an explanation and we could not identify any overall logic to the number of responses (popularity) in the different health areas. Every effort was made to notify a broad range of consumer and patient support organisations about the online survey, through e-mail and snowballing. People also responded to current health issues for their families (personal communication).
The affiliations of the people who completed the survey, where stated, did not appear to explain the higher responses for these health areas. We could not identify any overall logic to the number of responses (popularity) in the different health areas. Every effort was made to notify a broad range of consumer and patient support organisations about the online survey.

Responses were sufficient to effectively prioritise the titles in 19 health areas. The prioritised titles were rated as ‘very important’ by at least 70% of respondents. An important observation from the consumer prioritised reviews is their emphasis on lifestyle and non-medication. The areas with the clearest exceptions to this broad observation are where acute care is required, particularly the use of antibiotics for acute respiratory tract infections; HIV-associated infections; treatment of atrial fibrillation and acute or severe cardiac conditions; advanced cancer or metastatic disease, cancer or severe pain and palliative care; and where surgery is required. This relates well to the identified criteria where impact on health and wellbeing with clear benefits over harms are the most important.

It in interesting that the Wiley list of the 50 most accessed systematic reviews for 2007 (accessed December 2008) includes 24 of our consumer prioritised titles. That is, almost half of the reviews have been prioritised in our survey, 35 (71%) were from the Review Groups prioritised in our online survey. Yet the Library contains over 3500 reviews. This raises an important question as to who (or for who) the main users of The Cochrane Library are, and why they are using it.

In Australia, the significant health issues (as defined by the National Health and Medical Research Council) are: asthma (and chronic obstructive pulmonary disease); cardiovascular disease (including lipid disorders); diabetes, injury; mental health (depression); overweight and obesity (www.nhmrc.gov.au/your_health/facts/). Pregnancy and childbirth and cancers are of continuing significance. The only ones of these major s not included in our consumer prioritised health areas are asthma; and stroke (as part of cardiovascular disease).
The National Health Priority Areas in Australia (www.aihw.gov.au/nhpa/index.cfm) focus on diseases and conditions that:

· contribute significantly to the burden of illness and injury (almost 80% in 2005) 

· have potential for health gains and reduction in the burden of disease. 

The current seven health areas are: arthritis and musculoskeletal conditions, asthma, cancer control, cardiovascular health, diabetes mellitus, injury prevention and control, and mental health (depression).  

These have several common risk factors for the onset and long-term impact: physical inactivity, excess body weight, tobacco smoking, and poor diet and nutrition.
	Table: Common risk factors for the NHPA diseases and conditions

	NHPA disease
or condition
	Risk factor

	
	Tobacco smoking
	Physical inactivity
	Poor diet & nutrition
	Excess body weight
	High blood pressure
	High blood cholesterol

	Type 2 Diabetes
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	Asthma
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	Coronary heart disease
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	Stroke
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	Lung cancer
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	Colorectal cancer
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	Osteoarthritis
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	Osteoporosis
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From: www.aihw.gov.au/nhpa/riskfactors/index.cfm (accessed 9 January 2009)

This website discusses how health and wellbeing are important (one of our identified criteria):

People who use tobacco have an increased risk of developing coronary heart disease, stroke, heart failure, peripheral vascular disease, lung cancer, cervical cancer and osteoporosis. 
Physical inactivity is a strong risk factor for these diseases and conditions. It can also contribute to other risk factors such as increases in blood pressure, blood cholesterol levels and overweight and obesity. 
Poor diets often result from over-consumption of food in general, or diets high in energy-rich components such as fat. A poor diet may also be low in dietary fibres or complex carbohydrates, and deficient in certain vitamins and minerals.

Poor diet and nutrition also contributes to a variety of other health risk factors such as high blood pressure, excess weight and high blood cholesterol.

Excess body weight has been linked with increased risk of illness and death from heart and vascular diseases, such as coronary heart disease, stroke, heart failure and peripheral vascular disease. Excess body weight is associated with the risk factors high blood pressure, impaired glucose tolerance and high blood cholesterol. It has a causal relationship with increased risk of Type 2 diabetes, gestational diabetes and some cancers such as colorectal cancer, prostate cancer and post-menopausal breast cancer.
Increased risk to two major forms of cardiovascular disease, coronary heart disease and stroke, as well as other serious complications are directly associated with high blood pressure. 

High blood cholesterol leads to the build up of cholesterol, on the walls of the arteries of the heart and other parts of the body, in a process called atherosclerosis, resulting in the arteries becoming clogged and having decreased or inhibited blood flow. It is a major risk factor for coronary heart disease, the single greatest cause of death and disability in Australia. It is also associated with an increased risk of ischaemic stroke, heart failure and peripheral vascular disease. 

Further work with the prioritised titles

Purpose: reviews identified will be assessed as to how they can be applied by consumers (using specific questions); the content of the review conclusions and plain language summary; how up to date the reviews are; any gaps in 'knowledge'. This assessment will be made available to authors and review groups with an offer of input from CCNet when the review is updated.

Responses were sufficient to effectively prioritise the titles in 19 health areas. The prioritised titles were rated as ‘very important’ by at least 70% of respondents. 

The lists of prioritised topics and plain language summaries of the reviews were sent out to consumers in specific health areas and the Cochrane Review Groups to comment on and give further input based on a prepared set of questions. A very successful face-to-face workshop immediately before the Cochrane Colloquium in Freiburg was used to further discuss the grouping of the review topics and other issues.

Guidance for feedback included whether: any general themes could be identified in the prioritised titles, and if so how we could strengthen those themes; the plain language summaries had a key message, were informative, relevant and useful to consumers, patient support groups; the reviews were up to date.

We also asked people to identify any particular reviews to highlight in newsletters or on websites; consumer involvement in the preparation of the reviews; which external associations we could distribute this information to; and any relevant websites.

The pre-colloquium workshop: was a full–day workshop with a total of 12 people attending. The project officers Maria Belizan and Sita Vij prepared for and facilitated the day and everyone worked very hard. The effort that went into the PowerPoint presentation, materials made available and planning meant that the day was invaluable and certainly shaped the outcomes of the project.
This project has also highlighted the importance of and need for clear messages from Cochrane reviews; and the overlap of content of different Review Groups.

Development of a database and web area for prioritised titles

http://cochrane.org/ccnet/prioritisedgroups.html (password - consumers)

The overall intent was that: “This work is to help identify what can assist consumers to make informed healthcare decisions, promote (access to) Cochrane reviews and CCNet. What we do not want is for people to be disappointed once they go to the actual review”. 

(a) As a result of the second stage of the project, the web area lists reviews under health areas and the themes identified by consumers. A short statement about the review, obtained from the Plain language summary or abstract of the review (and with input from consumers), is also provided. This database has, therefore, been made possible through contributions by many health consumers, patients and carers. It contains the Cochrane reviews that consumers prioritise as being particularly relevant to them.

The web area was used firstly for consumers and Review Groups who had given feedback on the prioritised titles to comment on the content. Any corrections and suggestions were then incorporated. The next step was to send the link to the CCNet Geographical Centres Advisory Group and the 19 Review Groups for further comment. The consumer e-mail list was then informed of the link.

(b) A second database has been developed based on healthcare questions that the review topics address.

Both databases can be accessed at the ‘What’s happening’ pages of the CCNet website (www.cochrane.org/consumers/happenings.htm) together with the CCNet collection of videos that inform people about The Cochrane Collaboration and evidence-based health care; how consumers are disseminating the evidence from Cochrane reviews; and the role that consumer advocates play at the US Cochrane Center.

Informing people about the prioritised titles

We have had a discussion with Deborah Pentesco-Gilbert of Wiley Blackwell about how the web area can be utilised to increase consumer interest in The Cochrane Library. 
The CCNet Newsletter (December 2008) included an article on a  prioritised Cochrane review: Outcomes of patients who participate in randomized controlled trials compared to similar patients receiving similar interventions but who do not participate [Vist GE, Bryant D, Somerville L, Birminghem T, Oxman AD. Cochrane Database of Systematic Reviews 2008, Issue 3]. One of the surprises to the Project Officers of the CCNet Prioritisation project was that Methodology Review Group titles were of particular importance to consumers. We were much less surprised when we actually looked at the topics. 

This work helped to inform a CCNet submission to an Australian discussion paper, “Towards a National Primary Health Care Strategy” (February 2009).
The links on our website were announced in CCInfo (March 2009) and through the consumer e-mail discussion list.

We have submitted an article for the next Cochrane News.

A news item for www.cochrane.org has been submitted – as a way of informing people about the results of the online survey.
An oral presentation ‘What types of Cochrane reviews interest consumers? The results of an international survey’ has been accepted for the 7th Annual Canadian Cochrane Symposium, 11-12 March 2009 (to be presented by Anne Lyddiatt and Liz Whamond). 
Criteria for selecting reviews (from English and Spanish online surveys, 643 responses)
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…the cost of the intervention needs to be weighed against the benefits that could be gained 

…the intervention may cause harm, and must be assessed in terms of the benefits involved 

… the benefits of the intervention are significant and relevant 

… the health topic is prioritised by the health system 

…the health topic is currently newsworthy 

… it is a health area that involves self-management 

… the review topic relates to and has an impact on health and well-being 

…the intervention is available to you 

… the healthcare setting is relevant or familiar to you 

… the topic can be addressed with randomised controlled trials

...the title of the review clearly conveys its meaning.             

Very Important/ Important Relatively Important Fairly Important /Not Important No answer entered


Review titles (2007) in order of most accessed (1st to 50th)     Range: Australia, Canada, UK, US

	Interventions for preventing falls in elderly people (Bone, Joint, Muscle Trauma)
	1,1,1,2

	Interventions for preventing obesity in children (Heart)
	3,4,2,1

	Beta-blockers for hypertension (Hypertension)
	

	Low glycaemic index or low glycaemic load diets for overweight and obesity (Metabolic Disorders)
	5,17,49,8

	Nicotine receptor partial agonists for smoking cessation (Tobacco Addiction)
	

	Support surfaces for pressure ulcer prevention (Wounds)
	

	Interventions to improve hand hygiene compliance in patient care (EPOC)
	15,67,3,24

	Vitamin C for preventing and treating the common cold (ARI)
	

	Rosiglitazone for type 2 diabetes mellitus (Metabolic Disorders)
	

	Exercise therapy for treatment of non-specific low back pain (Back)
	12,8,27,51

	Interventions for enhancing medication adherence (Cons & Communication)
	

	Physiotherapy treatment approaches for the recovery of postural control and lower limb function following stroke (Stroke)
	

	Physiotherapy interventions for shoulder pain (MSk)
	8,11,16,38

	Exercise for overweight or obesity (Metabolic)
	10,20,41,18

	Screening for breast cancer with mammography (Breast Cancer)
	42,27,90,11

	Nicotine replacement therapy for smoking cessation (Tobacco)
	63,16,5,15

	Early skin-to-skin contact for mothers and their healthy newborn infants (P&CB)
	21,22,26,29

	Continuous support for women during childbirth (P&CB)
	23,33,8,42

	Glucosamine therapy for treating osteoarthritis (MSk)
	6,12,87,36

	Pulmonary rehabilitation for chronic obstructive pulmonary disease (Airways)
	

	Exercise for type 2 diabetes mellitus (Metabolic)
	17,46,112,40

	Complementary and alternative therapies for pain management in labour (P&CB)
	27,50,35,17

	Population-based interventions for the prevention of fall-related injuries in older people (BJM Trauma)
	

	Antibiotic treatment for Clostridium difficile-associated diarrhea in adults (Inflam Bowel Disease)
	

	Exercise-based rehabilitation for coronary heart disease (Heart)
	

	Acupuncture and dry-needling for low back pain (Back) we have neck
	

	Support for breastfeeding mothers (P&CB)
	18,15,28,81

	Stretching to prevent or reduce muscle soreness after exercise (BJM Trauma)
	

	Cholinesterase inhibitors for Alzheimer's disease (Dementia)
	

	Antibiotics for acute otitis media in children (ARI)
	167,7,38,43

	Interventions for treating obesity in children (Heart) we have preventing
	

	Occupational therapy for patients with problems in activities of daily living after stroke (Stroke)
	

	Exercise therapy for patellofemoral pain syndrome (BJM Trauma)
	65,86,17,95

	Cranberries for preventing urinary tract infections (Renal)
	

	Corticosteroids for acute bacterial meningitis (ARI)
	

	Colloids versus crystalloids for fluid resuscitation in critically ill patients (Injuries)
	

	Preoperative fasting for adults to prevent perioperative complications (Wounds)
	

	Antidepressants for smoking cessation (Tobacco)
	257,39,158,10

	Cochrane Pregnancy and Childbirth Group
	

	Antenatal corticosteroids for accelerating fetal lung maturation for women at risk of preterm birth (P&CB)
	

	Early Intervention for psychosis (Schizophrenia)
	

	Substitution of doctors by nurses in primary care (EPOC)
	86,41,57,20

	Organised inpatient (stroke unit) care for stroke (Stroke)
	

	Discharge planning from hospital to home (EPOC)
	

	Epidural versus non-epidural or no analgesia in labour (P&CB)
	80,26,131,44

	Exercise therapy for multiple sclerosis (Multiple Sclerosis)
	

	Interventions for preventing oral mucositis for patients with cancer receiving treatment (Oral)
	236,98,97,50

	Family-centred care for children in hospital (Consumers & Communication)
	83,50,52,85

	Psychological treatment of post-traumatic stress disorder (Depression & Anxiety)
	230,43,71,19

	Interventions for promoting the initiation of breastfeeding ((P&CB)
	43,14,68,59


In purple: A prioritised title (in one of the 19 groups)

Group in red: one of the 19 groups but not a prioritised title

24/49 total (one is P&CB Module)

24/35 from the 19 prioritised groups (68.6%)

(296 consumer prioritised reviews plus 7 reviews since withdrawn)

http://www3.interscience.wiley.com/homepages/106568753/MostAccessedReviews2007.pdf (accessed 9 January 2009): The Cochrane Library comprises 3625 complete reviews and 1921 protocols.
CCNet Prioritised Review Titles (www.cochrane.org/consumers/happenings.htm)

Priority health areas (based on burden of disease - particularly in high income countries)

Cancer

Breast Cancer

· What can I learn about screening for breast cancer from Cochrane reviews?

· What, from the reviews, would help me understand more about treatments for breast cancer?

In Early Breast Cancer: 
In Metastatic and Advanced Breast Cancer: 
What can I find out about dealing with side effects of treatments?

Colorectal Cancer

· What does the Cochrane review tell me about increased dietary fibre to prevent colorectal cancer?

· What would help me understand more about life after removal of a length of bowel?

Ovarian Cancer

· What reviews can help me understand more about treatments?

Other cancer issues

· How can communication between healthcare providers and their patients be improved?

· What can I find out about dealing with side effects of treatments for cancer?

· What Cochrane reviews would help me understand more about treatments for cancer pain?

· What reviews would help me understand more about oral health and cancer?

· What is the evidence on some of the treatments that can be used for skin cancers?

Pain, Palliative and Supportive Care 

· What non-medication therapies help relieve pain?

· Reviews about Models of Care

· What treatments can ease symptoms for people who are terminally ill?

Heart Disease

· What can I do to effectively reduce my chances of developing cardiovascular disease (heart pain, heart attack, stroke) from Cochrane reviews? 

· What can I learn about the effective use of stents reduce my chances of developing cardiovascular disease?

For Heart Pain (angina): 
For more severe heart pain and heart attack
· What can I learn from Cochrane reviews about the effectiveness of medications? 

For Atrial Fibrillation: 
For Cardiomyopathy (weak heart muscles)

Overweight and Diabetes

· How effective are diet and exercise for people who are overweight or obese?

· Models of care 

HIV/AIDS 

· What, from Cochrane reviews, can be done to prevent HIV/AIDS?

Population based measures:
For men: 
Work related: 
For pregnant women: 
· What is the high level evidence on anti-virals for HIV/AIDS?

· What associated treatments can help people with HIV/AIDS?

Adherence to treatment:
· What would help me understand more about treatments for associated (opportunistic) infections?

Mental Health

· What non-medication therapies are used for anxiety and depression?

· What do Cochrane reviews say about treatments of mental health issues?

Eating disorders: 
Self harm:
· What high level evidence exists for antidepressants?

· Care Models

Primary Care: 
Work related:

Injuries and Musculoskeletal 

Back and neck pain

· What is the evidence from Cochrane reviews on programs used to help people?

Work-based programs: 
· What non-medication treatments are useful?

For Low-back Pain: 
For Neck Pain:
· What medications are used, and the evidence for them?

· What can be expected with lower back (lumbar) disc surgery?

Injury: 
· What can be done for older people to prevent falls and bone fractures?

Osteoporosis
· What can be done to help people recover after breaking a hip?

· - with Physical Disability
· What treatments are available for pain at the front of the knee - and the evidence on their effectiveness? 

· What treatments are available for heel pain
What treatments are available for work-related pain in the arm, neck or shoulder?
What can be done about tendon and ligament injuries?

Affecting the hand and shoulder: 
Affecting the ankle 
Affecting the knee
· What can be done about injuries to the cartilage in the knee?
Other treatments in this area?
Fracture
Amputation
Joint replacement
Fibromyalgia and arthritis
· What high level evidence is available on treatments for fibromyalgia?

· What non-surgical treatments are available for (non-trauma) shoulder pain? 

· What non-medication treatments could help my osteoarthritis?

· What non-medication therapies could improve my life with rheumatoid arthritis that have been reviewed by Cochrane?

· What do Cochrane reviews say about using corticosteroids?

· What can be done to reduce the side effects of taking methotrexate?

· What high level evidence is available on treatments for psoriatic arthritis?

Pregnancy and Childbirth

· What can be done to help women during pregnancy?

· What can be done to support women during childbirth?

· From Cochrane reviews, what is good for me to know about caesarean births?

· What reviews are available to help new parents with issues that may arise immediately after giving birth?

Risk factors for health problems 

Tobacco Addiction 

· What can be done in the community to prevent people smoking?

· How can people be helped to stop smoking?

Providing assistance:
· How can I stop smoking if I need to go to hospital?

· Models of care

General practice or primary care:

Communication and organisation of health services

What would help me understand more about models of care
· In what ways can communication between consumers or patients and health professionals be improved?

For Communication and Decision Making
Communication systems
For Hospital Care and Discharge
Policy
Effective Practice and Organization of Care

· What high level evidence is there on how healthcare is delivered and models of care? 

· What types of ongoing training and feedback are given to health professionals?

Acute conditions: Respiratory Infections 

· From Cochrane reviews, when are antibiotics useful for infections in the upper part of the body? 

· What other treatments might help, and for other infections?

· How effective are flu shots?

Other Health Areas: Oral Health 

· Are the different types of fluoride application effective in preventing tooth decay?

· Are fissure sealants effective in preventing tooth decay?

· What can I learn about general dental care from Cochrane reviews?

· What can I learn about wisdom teeth?

· What Cochrane reviews would help me understand more about replacing missing teeth with dental implants?

· What would help me understand more about oral health and cancer?

Skin problems

· What treatments are used for fungal infections on the foot?

· What are some of the treatments that can be used for skin conditions?

· for skin infections?

· What are some of the treatments that can be used for skin cancers?

Methodological Reviews

· What Cochrane reviews would help me understand more about participating in clinical trials? 

· What would help me understand more about peer review and reporting of clinical studies and grant applications?

  

The following table summarises positive responses to the question:

Do you belong to a patient support or consumer health organization?

No 

Yes (please specify) ___________

Affiliations of people who completed online survey 
	US
	Canada
	Australia
	UK
	Other

	Colon Cancer Alliance
	Canadian Arthritis Patient Alliance
	Health Consumers Alliance SA
	British Chiropractic Association
	WHO World Alliance for Patient Safety

	National Vaccine Information Center
	Canadian Mental Health Association
	Consumers Health Forum
	National Eczema
	Consumer Org advocating for Health Rights

	Ovarian Cancer National Alliance
	National Network for Mental Health
	Health Consumers Council WA
	Ovacome, Gynaecological Support Grp
	Cancer User Group/network user group



	SHARE
	Patient Partners in Arthritis
	Health Issues Centre
	Ileostomy Association
	Deutsche Epilepsievereinigung

	National Breast Cancer Coalition
	CAC and TAS Community Group, Can Arthritis Network/Arthritis  Soc
	Arthritis Foundation WA
	Maternity Services Liaison Committee, York
	Deutscher Diabetiker Bund

	Cancer Information Support Network
	Ankylosing Spondylitis Assoc of BC
	Breast Cancer Action Group (NSW)
	Thyroid UK
	Deutsche Crohn Colitis Vereinigung

	Maternity Coalition
	Canadian Spondylitis Assoc
	Cancer Voices NSW
	MacMillan Cancer Support
	Altroconsumo Associazione di consumatori

	Young Survival Coalition
	Arthritis Research Centre of Canada
	Women with Disabilities
	National Assoc of Colitis and Crohn’s Disease
	Ryggforeningen I Norge

	Assoc for Prenatal & Perinatal Psychology and Health
	Canadian Arthritis Network/Arthritis West Island Self Help
	Crohns & UC Support Group
	Herpes Viruses Assoc  
	CRPS Dutch patient group

	National Ovarian Cancer Coalition
	Alliance of Canadian Arthritis Prog
	NSW Health GMCT Gastroenterology
	Shingles Support Society
	Altroconsumo-Euroconsumers

	Cancercare
	OPHA
	Care Connect
	DIPEx
	ALICE: Italian Assoc against Stroke

	The Wellness Community
	Arthritis Society
	Lung Impaired Support Assoc WA
	Health Action Group
	Chinese Cochrane Center

	Women’s Health Institute
	Health Action Network
	Cancer Council of SA
	National Childbirth Trust
	Iberoamerican CC (Central America)

	Nat Alliance on Mental Health(NAMI)
	Canadian Women’s Health Network
	Breast Cancer Network Australia
	Alzheimer’s Society
	Parte Libre A.C.

	Center for Medical Consumers
	Prevent Cancer Now!
	NBCC
	QRD Alzheimer’s Society
	Coletivo Feminista de Sexualidade e SaAde (Brazil)

	FAP Group
	Gilda’s Club (Canada)
	CISN
	James Lind Alliance
	

	Sjogren’s Syndrome Foundation
	
	Homebirth Network SA
	Homebirth Assoc (Ireland)
	Vision Eritrea

	The Myositis Association
	
	BECC Northern Health
	The Breastfeeding Network
	Patient Health Alliance of NGOs in Sth Africa

	American Diabetes Association
	
	Cardiomyopathy Assoc of Australia
	Vitiligo Society
	Ministry of Health & Family Welfare, Bangladesh

	Coalition for Improving Maternity Services
	
	Southern Health Consumer Advisory Committee
	Incontact
	Cameroon Baptist Convention Health Board

	The Annie Appleseed Project
	
	Arthritis Victoria
	Insulin Dependent Diabetes Trust
	

	FBCCRF
	
	Genetic Support Council WA
	Endometriosis UK
	Israeli Cancer Association; Br Ca Coalition

	Susan B Komen Fdn (br cancer)
	
	Mental Illness Fellowship
	RCGP Patient Partnership Group
	

	Ovarian Cancer Network
	
	Northern Health CAC
	3 Counties Cancer Network
	Ain Shams Univ Hospital

	Consumers Union
	
	Bundoora CAC
	Picker Institute Europe
	Shaheed Beheshti Uni Dental School (Iran)

	Gilda’s Club (US)
	
	Cancer Council WA
	Barts Hearts
	

	Health Care for All Nth Carolina
	
	Health Rights & Community Action
	
	

	American Heart Association Advocacy Group
	
	DHS Primary Health Consumer Carer and Comm Adv Group
	
	National Support Group for the parents of premature babies

	Y-Me National Breast Cancer Org
	
	Type 1 Diabetes Network
	
	

	GIFT Program
	
	Chrohn’s and Colitis Assoc
	
	

	Cancer Advocates Coalition
	
	Royal Adelaide Hospital Consumer Group
	
	

	Caring Together OVca Support Group
	
	
	
	

	Arthritis Foundation
	
	Starship Children’s Health (NZ)
	
	

	Linda Creed Breast Cancer Fdn 
	
	Family Info Service (NZ)
	
	

	Duke Univ Med Center GI/Pancreatic Cancer Patient Support Group
	
	
	
	

	CINJ
	
	
	
	

	Wellness Community Support groups for Gynecological Cancer
	
	
	
	

	Childbirth Connection
	
	
	
	

	NOCC/Baylor Uni Med Ctr Ovarian Cancer Support Group
	
	
	
	

	
	
	
	
	Internet

ACOR

3fatchicks.com

ICI.net

NSCLC Listserve

Ovarian Cancer listserve




Colour code

Cancer Group

Pregnancy and childbirth

Musculoskeletal

Heart, diabetes (not stroke)

Mental health (including dementia)

Skin

Please note: some Canadian respondents are affiliated with organisations listed under the US, particularly for cancer support organisations.
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Very Important/ Important	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning.             	63.5	75	72.5	53	26.5	48	76.5	56	58.5	60	79	Relatively Important	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning.             	14.5	7	8	10.5	19	19	5	15	17	15	4	Fairly Important /Not Important	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning.             	7.5	3.5	4.5	21.5	39.5	18.5	3.5	13.5	10	10	2.5	No answer entered	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning.             	14.5	14.5	15	15	15	14.5	15	15.5	14.5	15	14.5	
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		Survey results: English Survey												Survey results: Spanish Survey												Total of responses: English survey + Spanish survey = 643

				Very Important/ Important		Relatively Important		Fairly Important /Not Important		No answer entered						Very Important/ Important		Relatively Important		Fairly Important /Not Important		No answer entered						Very Important/ Important		Relatively Important		Fairly Important /Not Important		No answer entered

		…the cost of the intervention needs to be weighed against the benefits that could be gained 		47		18		13		22		100		…the cost of the intervention needs to be weighed against the benefits that could be gained 		80		11		2		7		100		…the cost of the intervention needs to be weighed against the benefits that could be gained 		64		15		8		15		100

		…the intervention may cause harm, and must be assessed in terms of the benefits involved 		60		12		6		22		100		…the intervention may cause harm, and must be assessed in terms of the benefits involved 		90		2		1		7		100		…the intervention may cause harm, and must be assessed in terms of the benefits involved 		75		7		4		15		100

		… the benefits of the intervention are significant and relevant 		59		10		8		23		100		… the benefits of the intervention are significant and relevant 		86		6		1		7		100		… the benefits of the intervention are significant and relevant 		73		8		5		15		100

		… the health topic is prioritised by the health system 		24		17		36		23		100		… the health topic is prioritised by the health system 		82		4		7		7		100		… the health topic is prioritised by the health system 		53		11		22		15		100

		…the health topic is currently newsworthy 		17		18		42		23		100		…the health topic is currently newsworthy 		36		20		37		7		100		…the health topic is currently newsworthy 		27		19		40		15		100

		… it is a health area that involves self-management 		29		21		28		22		100		… it is a health area that involves self-management 		67		17		9		7		100		… it is a health area that involves self-management 		48		19		19		15		100

		… the review topic relates to and has an impact on health and well-being 		66		7		4		23		100		… the review topic relates to and has an impact on health and well-being 		87		3		3		7		100		… the review topic relates to and has an impact on health and well-being 		77		5		4		15		100

		…the intervention is available to you 		40		16		20		24		100		…the intervention is available to you 		72		14		7		7		100		…the intervention is available to you 		56		15		14		16		100

		… the healthcare setting is relevant or familiar to you 		43		18		17		22		100		… the healthcare setting is relevant or familiar to you 		74		16		3		7		100		… the healthcare setting is relevant or familiar to you 		59		17		10		15		100

		 … the topic can be addressed with randomised controlled trials		38		22		18		22		100		 … the topic can be addressed with randomised controlled trials		82		8		2		8		100		 … the topic can be addressed with randomised controlled trials		60		15		10		15		100

		...the title of the review clearly conveys its meaning		69		4		5		22		100		...the title of the review clearly conveys its meaning.             		89		4		0		7		100		...the title of the review clearly conveys its meaning.             		79		4		3		15		100
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Very Important/ Important	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning	47	60	59	24	17	29	66	40	43	38	69	Relatively Important	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning	18	12	10	17	18	21	7	16	18	22	4	Fairly Important /Not Important	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning	13	6	8	36	42	28	4	20	17	18	5	No answer entered	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning	22	22	23	23	23	22	23	24	22	22	22	

Very Important/ Important	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning.             	80	90	86	82	36	67	87	72	74	82	89	Relatively Important	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning.             	11	2	6	4	20	17	3	14	16	8	4	Fairly Important /Not Important	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning.             	2	1	1	7	37	9	3	7	3	2	0	No answer entered	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning.             	7	7	7	7	7	7	7	7	7	8	7	

Very Important/ Important	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning.             	63.5	75	72.5	53	26.5	48	76.5	56	58.5	60	79	Relatively Important	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning.             	14.5	7	8	10.5	19	19	5	15	17	15	4	Fairly Important /Not Important	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning.             	7.5	3.5	4.5	21.5	39.5	18.5	3.5	13.5	10	10	2.5	No answer entered	…the cost of the intervention needs to be weighed against the benefits that could be gained 	…the intervention may cause harm, and must be assessed in terms of the benefits involved 	… the benefits of the intervention are significant and relevant 	… the health topic is prioritised by the health system 	…the health topic is currently newsworthy 	… it is a health area that involves self-management 	… the review topic relates to and has an impact on health and well-being 	…the intervention is available to you 	… the healthcare setting is relevant or familiar to you 	 … the topic can be addressed with randomised controlled trials	...the title of the review clearly conveys its meaning.             	14.5	14.5	15	15	15	14.5	15	15.5	14.5	15	14.5	
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