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RESPONSE TO THE “DRAFT REPORT ON CURRENT PRACTICE WITH REGARD TO PROVISION OF INFORMATION TO PATIENTS ON MEDICINAL PRODUCTS” (European Commission: Enterprise and Industry Directorate-General)

1. Introduction

1.1. The Health Libraries Group (HLG) welcomes the opportunity to respond to this draft report on behalf of the Chartered Institute of Library and Information Professionals (CILIP). CILIP is the leading professional body for librarians, information specialists and knowledge managers in the UK, with up to 23,000 members working in all sectors, including the health service, business and industry, further and higher education, schools, central government, the voluntary sector, national and public libraries. –    http://www.cilip.org.uk/
1.2. The Health Libraries Group of CILIP unites all those working or interested in library and information services for medical, health, nursing and other allied health professions, for people with disabilities and health problems, for those who are housebound or in residential care, and for carers and patients in hospital.  It is one of the largest Special Interest Groups within CILIP, numbering over 2000 members. - http://www.cilip.org.uk/specialinterestgroups/bysubject/health/
1.3. HLG wants to move forward in 2 priority areas: 

· Influencing, shaping and creating health information policy 

· Modernising professional development activities for members

2. The role of libraries in providing information to patients

2.1. The draft report released by the Commission is welcomed by the Health Library Group in the UK.  We agree that patients increasingly seek information about their illnesses and treatment options from an ever growing diverse range of sources, including the Internet.  

2.2. The UK Information Authority confirms that the challenge is for health providers to help patients. More active use of information sources on the web has lead to healthcare being seen as a product where patients can “buy” information. In 2000 more than a third of patients in the UK attending hospital outpatient departments have already researched their illness over the Internet this figure is likely to have increased dramatically since then.  

2.3. There are 4,610 public libraries in the UK
 and many health libraries in the National Health Service (NHS), charities, patient associations, professional bodies and organisations that are staffed by librarians with specialist knowledge of health.  These libraries are working together to support patients to access information.

Librarians are facilitators, publishers, integrators and educators.

2.4. Patients are able to gain access to the type of support that they value in librarians; skilled, neutral, professional and dedicated to help people access information. GPs and other health professionals are able to signpost patients to a professional service. Specialist Health Librarians offer the following skills and expertise in helping patients find health information:

· Evaluating website usage and behaviour of those visiting medical websites

· Setting up stakeholder user groups reviewing medical information with a view to improve consumer searches and results for health information

· Working in partnership with organisations and authorities in preparing and summarising clinical information

· Questioning the quality of health information online and initiating the discussion of producing quality standards and criteria for evaluating health information

· Realising the need to understand when patients use non-physician sources of health information and how.

· Working with other libraries to produce quality information, enhanced by information technology

· Providing training to healthcare staff and the wider public, and the management of patient information resources

· The information problem detection role of librarians; skilful questioning of the user in understanding their own needs

· The current digital library designs provide limited support for the needs of the user
.

2.5. Public libraries and some other non-specialist library services offer opportunities for people to sign up for IT training, access accredited online health information, borrow health material and identify relevant local and national voluntary groups. 

3. The patient’s access to information

3.1. Although patients use the Internet to find information about their health, they should be encouraged to use libraries to improve their health literacy skills and information literacy skills.  The library can help patients save time and effort and in ensuring quality of the information that is found. People have different skill sets in understanding and trusting information on the web, and the librarian is the professional who can teach these skills. The librarian can teach information seeking behaviour, such as searching on the web, finding reliable information and critically appraise results of searches.  

4. Specific comments directly relating to the report

4.1. The report does not mention libraries, librarians, information professional or the information service as being important in providing patient information.

4.2. The report talks about a dialogue between health professionals and patients and the way in which the patient seeks information about medicines. There is a clear lack of information about the support that both public libraries and healthcare libraries are able to offer the patient in seeking information about medicines.

4.3. We note with interest that the Information to Patients Working Group does not consist of representation from the information sector.

4.4. The EudraPharm database provides information on approved medicines, but does not provide information about disease areas or drugs in development, such as clinical trials. Increasingly people are looking for this type of information, an area which is difficult at the moment due to the many types of databases in existence. Item 2.2.5 incorrectly states that the EudraPharm database provides information on clinical trials. 

4.5. Section 3.1 lists a number of sources and mechanisms of providing information on medicines. We note that libraries are not listed on p8 or 9.

4.6. Section 3.2. It would have been useful to acknowledge that librarians possess the expertise in ensuring that patients access reliable and good quality information on the Internet.

4.7. The same section acknowledges that accessing information on the Internet can be expensive or difficult. The public libraries in the UK are committed to providing free access to the Internet for all (through the People’s Network), regardless of age, literacy, language or impairment.

4.8. Health libraries are actively involved in projects of providing health information to all via the web; NeLH (National Electronic Library for Health), NHS Choices, etc.

4.9. Section 4.2. We would argue that source should be included in the focus of finding information. Many sources are unknown and it’s important to take this into consideration when evaluation resources on the Internet.

4.10. The draft report does not consist of a heading for ‘the role of the health librarian’ such as the one for health professionals and the pharmaceutical industry. The health library sector is working on a number of patient information projects that should be covered in this report.

4.11. Section 4.3. There is no mention of the role of the health librarian in training the health care professionals in information literacy; literature searching and critical appraisal. It also fails to mention the importance of the NHS library in providing information to patients.

4.12. Conclusions 5. First paragraph talks about the role of public and private organisations in partnerships with other organisations, failing to mention public and other libraries.   

4.13. Furthermore, the last paragraph in section 5 states that the EU Directive 2001/20/EC for Clinical Trials has provisions to ensure patient access to information on clinical trials. This is incorrect. In the EU Directive, Article 11 Sections 2-3 refers to the EudraCT database, which is not accessible by the public. This is a confidential database maintained by the Competent Authorities in Member States.  Patient access to clinical trial data is a very complex area, which has somewhat been adopted by the WHO (World Health Organisation) in the implementation of a new clinical trial database: http://www.who.int/ictrp/search/en/index.html  Apart from the WHO, more than 300 other clinical trial databases are in existence and used by sponsors to register trials.

5. Conclusion

5.1. If you have any queries relating to this response please refer them to:

Guy Daines

Head of Policy & Advocacy

CILIP

Tel: 020 7255 0632

Email: guy.daines@cilip.org.uk

Health Libraries Group for CILIP

June 2007 
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