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INTRODUCTION
Based on the premise that ëbest practice protocol saves livesí, lymphoma patients everywhere theoretically should be treated with best practice therapies founded upon the most up to date, evidence-based, clinically proven research advancements.

However, due to constraints such as patient access to treatment, financial factors and continually evolving disease complexities, there is no one ëabsoluteí standard of care either defined or available worldwide on a consistent basis.

As a result, the term ëstandard of careí is used rather loosely around the world, where the ëstandardsí used in one country are not necessarily the same as those used in others, or even in different jurisdictions of the same country and so typically are based on the ëbest available care,í rather than on the most current evidence-based or ëbest practiceí standard of care.

While it could be perceived as being inappropriate to advise member organisations and therefore patients about therapies that may not be available to them in their own countries, it is LCís position that patients have the right to an understanding of and access to the latest evidence-based therapeutic and diagnostic protocol information. 

However, LC will remain diligent to the understanding, and supported by their education practice, that not all therapies may be best for every patient. 

Information flow to member organisations is also considered to be necessary, particularly in light of the findings of the 2012 Global Patient Survey(1) which concluded that understanding about lymphomas was low within the healthcare community as evidenced by the high rate of misdiagnosis, inappropriate treatment, and the length of time taken for an accurate diagnosis. It was also suggested by LeIP committee members that as many as 1 in 4 diagnoses in lymphoma and leukemia in the USA can be changed at leading cancer clinics because of a lack of information at the pathology level.

LC also believes that any constraints imposed by the provision of an ëavailableí standard of care as opposed to the ëbestí standard of care should not serve as a barrier to stopping the flow of information that could possibly provide segue into the creation of advocacy platforms for the availability of the latest standard of care, resulting in equal treatment of patients everywhere, despite their geographic location.

Additionally, given the increasing complexity of lymphoma diagnosis and treatment, and the breakdown of more and more subtypes, a trend toward individualized patient treatment is evolving, necessitating joint treatment decision making between both patient and the healthcare professional for example for Follicular lymphoma.
If both healthcare professionals and patients require the proper knowledge base so they can come to an agreement on the most appropriate treatment possible, easy access to such consistent, accurate and current treatment information is therefore required.  This will allow for a better informed patient journey.

With these considerations in mind, Phase I of LeIP sought to provide all Coalition member countries with a ëstandard of careí protocol resource by country with the purpose of educating member organisations.  

It was determined this could be best achieved through the creation of a chart capturing this information focusing on treatment strategy, not including supportive care therapies, and housed on the LC website(2).

As a result of the varying interpretations of the term ëstandard of careí, the country protocol resources identified and listed in the chart were divided into four main categories including:

· Standard of Care:  resources deemed to be ‘best practice’ or providing the latest evidence-based protocols,  including full treatment algorithms diagnosis and dosage information.   
· Guidelines:  resources not providing full treatment algorithm or dosage information, yet providing detailed information about care.
· Informational:  resources providing general treatment information and may break out by subtype.
· Incomplete:  information is general in nature i.e. no reference to lymphoma specifically.

The intent of this phase of LeIP was also to provide an overview of what is currently available that might fit the definition of standard of care rather than ëprescribingí a definition, until some level of global agreement amongst healthcare professionals and researchers to define terminology about what can be truly regarded as  standard of care can be adopted.

FINDINGS
During our research, comprised of searches of approximately 1,000 websites referred by Coalition partners and key opinion leaders, as well as discussions with our subtype and editorial committees,  only four specific resources were determined to fulfill the criteria for a ëbest practiceí standard of care and were provided by:

· The National Comprehensive Cancer Network (NCCN) in the U.S.A, which provides several guidelines from evidence-based products and user guides;
· The National Cancer Institute (NCI) of the National Institutes of Health website contains cancer information in the U.S.A. for health professionals and patients; 
· The BC Cancer Agency, comprised of cancer management guidelines based on scientific evidence for approved treatments and diagnostic protocols, with drug definitions recognized as being best for both patients & professionals; and
· The German Hodgkin Study Group, listing comprehensive standards for the treatment of Hodgkin lymphoma and estimated to be used by 70% of doctors for Hodgkin lymphoma, and by 40-50% for other lymphomas. Specific links are provided in the Standard of Care by Country Chart.(2)

As the Standard of Care by Country Chart(2) and Table 1 below reveal, information was categorized as follows:



Table 1: - Member Countries by Standard of Care Categories
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As Table 1 shows:
· Only 8% of LC member countries have a ‘best practice’ standard of care, none have guidelines, 15% have informational resources only and as many as 77% have incomplete information; and
· 100% of the member countries in Europe, 86% in Asia Pacific and 80% in the European Union have incomplete resources.
Findings of the LC 2012 Clinical Trials member organisation survey(3) are further evidence of the confusion that exists as it determined that only 50% of the 19 responding patient organisations were aware that standard of care was formally recorded for lymphoma subtypes in their country, and that only 44% knew how to specifically access that information. 

We also learned from the LC 2012 Global Patient survey(4) and LC 2012 Clinical Trials member organisation survey (5) that newly diagnosed patients are most closely connected to their treatment center and to their healthcare professionals, while patient organisations have historically had considerably less involvement, negating what could be a potentially valuable resource for information and support. 

CONCLUSIONS
There is no globally consistent, evidence-based ëbest practiceí standard of care for any of the subtypes of lymphoma.

As a result, the term ëstandard of careí is interpreted differently around the world, typically referring to the ëbest availableí care rather than to what is the clinically
proven ëbest practiceí standard of care.
Published standard of care resources on a global basis are insufficient, fragmented or difficult to access, and resource proficiencies vary widely between member countries.

Only 4 separate sources of information fulfilling the requirements for a ëbest practiceí standard of care were identified during this phase of LeIP, including two in the U.S. and one in each of Canada and Germany.  

More effort will be required in future phases of LeIP to attain some level of global agreement among healthcare professionals and researchers to define terminology about what can be truly regarded as being  ëstandard of careí.

This may prove to be challenging to achieve due to complications arising from individualized responses to new drugs and therapies, and barriers to treatment in various countries around the globe. 

That being said, the benefits of creating a credible source of published consistent, accurate and current information about standard of care protocols on a global level could potentially:

· Provide member organisations, healthcare professionals and hence  patients with empowering information about the latest clinically proven therapies by which they could advocate for change in their own countries;
· Reduce confusion and provide better clarity about correct diagnosis , treatment options and information about  ‘best practice’ standard of care therapies as well as understanding what is the ‘best available’ care in their own country; and
· Allow for more informed discussion during joint treatment decision making between patients and healthcare professionals, thereby enhancing individualized patient treatment strategies.

In providing this information, attention will also be paid to those countries without even the most minimal care.

RECOMMENDATIONS
It is recommended that in Phase II of LeIP, LC will continue to strive to meet its objective of providing patients everywhere with accessible information about ëbest practiceí standard of care by creating a global resource. 

This could potentially be accomplished by:

1. Determining a means of adopting and achieving agreement for a global definition for ‘best practice’ standard of care, this requiring communication amongst the healthcare community about what could be harmonized, sensitive and reasonable;
2. Working with the healthcare community through education of member organisations about the signs and symptoms of lymphoma, lymphoma subtypes and the barriers to treatment in countries that struggle with basic issues of access to healthcare professionals, therapies and pathology services;
3. Providing the latest evidence-based information on the LC website, updated, maintained and communicated regularly to members;
4. Ensuring a connection is both fostered and developed with the newly diagnosed patient if LC and its member organisations are to be a source of information and support; and by
5. Determining a means of enabling patient organisations to more clearly understand their therapy options, for example, by providing information in lay terms, and/or an algorithm of choice in their own native language, so that patients are able to have an informed discussion with their healthcare professional.
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