Involving patients in the creation of a patient information website – the BMJPG experience
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Introduction

BestTreatments is an evidence based patient information website. We currently cover more then 60 topics.The website is available to all in the United Kingdom through the NHS. It is also available in the United States to United Healthcare Group subscribers and the Consumers Union subscribers. 

BestTreatments evolved from the BMJ Publishing Group publication Clinical Evidence. Clinical Evidence is a compendium of the best available evidence for healthcare interventions and is aimed at clinicians. The first issue came out in 1999. Soon after that the United Health Foundation arranged distribution for 500 000 clinicians in the US. At the same time they suggested a partnership with the BMJ Publishing Group to translate Clinical Evidence for patients. In the resulting partnership, the BMJ Publishing Group kept complete editorial independence thus ensuring accurate and objective gathering and reporting of evidence.

BestTreatments is therefore a direct translation of Clinical Evidence with some additional information. We felt it was very important to explain to people what we meant by evidence and how important it is for patients to be able to make the connection between what is based on evidence and what isn’t and to appreciate that sometimes there is no evidence. 
There are a number of ways in which we are different from other patient websites, but the main one is that we allow users to link between patient and doctor information. This is so that patients can see what their doctor sees and doctors can use the patient information to help inform their patients in consultations.

This paper will address the ways in which patients were involved in the creation of BestTreatments and how patients continue to be involved in our website.

Methods

Patient involvement falls into three broad categories – these are Shaping the Direction of BestTreatments, Informing Content and Evaluating the Website.

Shaping the direction of BestTreatments
Patients have been involved every step of the way from the very beginning. The original ideas and basic concepts for BestTreatments were tested in focus groups of patients with a range of chronic conditions. These included heart disease, asthma, diabetes, cancer and back pain. They were asked the following questions:
· The questions they have when they are diagnosed with a chronic condition

· The things that make them trust information

· The breadth and depth of content they wanted

· Their understanding of research evidence

· What they wanted to know about studies (how much detail)

· How they use health information

· How they might use BestTreatments
· Whether they were interested in seeing the information their doctor reads

This feedback along with other market research was used to build a pilot site. 
We also discovered that patients want to know the difference between what should be happening in their body and what is happening instead when they are suffering from a particular condition.

We therefore include a section for each topic explaining what normally happens in the body and what happens when disease is present. We also provide information explaining the mechanism of action of each drug and rationale behind surgery or physical treatment so that patients can understand what will happen in their body when they take their medication, why they should take it and how it is helping them to get better. This is important because patient compliance can be an issue sometimes.

Patients are involved in planning new topics and updating existing ones which helps us to produce content that answers the conditions that matter to patients. We have six Patient Condition Panels. Each one includes individuals and patient groups or patient representatives. The Parents Group for instance includes parents of children with ADHD and asthma and the Musculoskeletal Group includes patients with osteoarthritis, rheumatoid arthritis, back pain, slipped discs and MS. For Women’s Health the women involved have or have had gynaecological problems such as heavy periods, endometriosis and fibroids.

We are currently recruiting more people to these panels and hope to start three new panels later in the year.

These are the questions we ask the panels to address:

· What questions to search the evidence for

· What treatments to include

· Outcomes that are important to patients

· Best language to use

· Myths and Misconceptions to address

· Other questions and issues panel members want to cover

It is very important, for example, that outcomes relevant to patients are included. A patient is unlikely to be interested in outcomes about enzymes in their blood but they would be interested in how likely their disease is to recur.
We asked the panels about the best language to use and also reviewed the literature on readability so that we could best reach ordinary people suffering from chronic illness.  The reading age of our site is consequently between the ages nine and twelve.

We looked at common myths and misconceptions. An example is in our Back Pain topic. Traditionally it was thought that bed rest was an appropriate treatment but evidence proved that not only does it not help but it could be harmful and back pain sufferers should remain as active as possible. (1)
Informing Content
There are a number of ways in which input from patients influences the actual content of the site.
This is a comparison of how we describe how we rate the evidence in Clinical Evidence and BesTreatments:

· Clinical Evidence

· Beneficial

· Likely to be beneficial

· Trade off between benefits and harms

· Unknown Effectiveness

· Unlikely to be beneficial

· Likely to be ineffective or harmful
· Best Treatments

· Treatments that work

· Treatments that are likely to work

· Treatments that work but whose harms might outweigh the benefits

· Treatments that need further study

· Treatments that are unlikely to work

· Treatments that are likely to be ineffective or harmful

The Clinical Evidence rating is very short and direct.
Our work with patients prior to the creation of BestTreatments showed us that these ratings as you see them here were less meaningful to patients. We haven’t had to change them a great deal but have made them clearer. The Unknown Effectiveness rating is most often misunderstood because people think it means that a treatment doesn’t work. However it means that we don’t know if a treatment works because either there have been no studies at all or the existing studies are of poor quality. In BestTreatments we therefore call these Treatments That Need Further Study.

When Information Specialists are doing the background searches for the condition, we always look for published studies of patients and carers experiences. We do this both to enrich the content and to help the writer fully understand what the patient issues and concerns are for the topic.

These studies tend to be observational studies, surveys or qualitative research.  They look at the areas of how it feels to suffer from the condition, experience of treatment, the impact of illness on quality of life and outcomes that are important to patients.
The US version of BestTreatments also has a section where we have collected personal experiences of people who have or have had the condition. We ask them:

· How they were diagnosed

· What their treatments are like

· What it is like to live with the condition

· What they would tell other people

This is a page where users of the site also have the opportunity to tell people their own experiences.
Everyone’s experience is different and we have found that people like to hear about what has happened to someone else with the same condition. Sometimes issues come up that do not necessarily come up in studies.
Evaluating the website
It is important to continually evaluate BestTreatments and to do this we also need the help of patients. The two main ways we do this are through review of content and through feedback.

We collect feedback from our users via the website. On each page we have a scale of 1 to 5 asking how helpful the page was with 1 being not very helpful and 5 being very helpful. This helps us the gage the success of a page and decide if it need extensive restructuring or just minor changes.

We also have an area where users can post comments. It is slightly different depending on whether you are looking at the US or UK version of the site. This again helps us decide about changes we may need to make to a topic or page. Sometimes people also make suggestions for topics they would like us to cover in the future which is useful for planning new topics.

We also need the help of patients to review topics. The patient advisors involved in topic planning also review all draft content. At least one patient group from our database also reviews the content. We designed a semi-structured questionnaire to capture feedback. These are examples of the questions we ask:

· How easy is the information to read?

· Was there anything you didn’t understand?

· Did it answer all your questions? What else would you like to know?

· Is there enough/too much detail?

· How might you use this information?

Patient views are then reflected in the content.
Conclusion
BestTreatments was created with the aims of helping patients understand their illnesses, explain the complexities of treatments and provide evidence in an accessible format. Patient involvement is not only essential to make it work but has also enriched the content and facilitated evaluation.
References
(1) Hagen KB, Hilde G, Jamtyedt G et al. Bed rest for acute low back pain and sciatica (Cochrane Review). In The Cochrane Library, Issue 3, 2004.

