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I. Specific examples of Value and Impact: These examples of one-on-one interactions with our world class editorial board are provided as concrete examples of value and impact, before discussing more general, less personal aspects of this service.  Any visitor (clinician, patient, family member, etc.) can submit their questions and typically receive a response within 24 to 48 hrs.  The responding ClotCare Editorial Board Member is identified in the response and the visitor can review the board member’s bio sketch at http://clotcare.org/clotcare/eb.aspx. 
Example 1: A relative (the father of a 30 year old attorney) contacted us for information regarding his son who had been hospitalized recently for treatment of blood clots to both lungs (pulmonary emboli or “PE”).  A work up for cancer and other hypercoagulable conditions was negative and the patient was discharged on life-long anticoagulation with warfarin (brand name Coumadin).  ClotCare editorial board members agreed with the father that all the findings just did not “fit” the usual clinical presentation.  ClotCare experts provided information about further tests which were ordered and revealed that the patient’s CT scan had been misread and that the patient had not had a PE and did not need life-long warfarin therapy (and had no reason to suspect cancer or a hypercoagulable condition).  

Example 2: A clinician had been unable to find information to support a questionable procedure that another clinician wanted to perform on a pulmonary patient in the institution’s  intensive care unit (ICU).  Two ClotCare editorial board members – one who heads the ICU at Harvard and the other a renown pulmonologist at Duke – simultaneously assured the ClotCare visitor that they knew of no data to support the use of the procedure and saw no value to it – thereby arming the ClotCare visitor with expert opinion and confirming the lack of information. 

Example 3: A patient in Ireland asked what her risks would be if she stopped warfarin so that she could try to become pregnant.  Further dialogue revealed that she had a hypercoagulable condition that would put her life and the life of a fetus at risk if warfarin were discontinued.  ClotCare was able to provide the patient with a referral to a nearby physician that specialized in assisting patients with her hypercoagulable condition to have children safely.

Example 4: A friend of a patient contacted ClotCare about the lack of a diagnosis in her hospitalized friend who continued to experience multiple blood clots.  After ongoing dialogue which assured the friend that all the right things were being done for the patient, the patient died.  The friend shared the autopsy findings with ClotCare experts who were able to reassure the friend that nothing more could have been done to alter the outcome.  The friend has been invited to write up her story to share with others (and perhaps help the friend through the grief process).

II.
Organizational History and Awards: ClotCare -- founded in 2000 as a volunteer effort -- is a non-profit, charitable [501(c)3] award-winning Web-based interactive service offering patients and health care providers on-demand information and expert insight on the optimal use of antithrombotic and anticoagulant therapy.  The value of this service was recognized in 2006 with the Pinnacle Award from the American Pharmacists Association Foundation and in 2008-09 with a Humanitarian Award (1 of 4 such global awards) from the American College of Chest Physicians Foundation. 
III. User Evaluation Summary:  In an effort to quantify the benefit of ClotCare and identify new content needs, a random survey of Website users was conducted in the first half of 2009. The survey results of 812 responders revealed the following:

·  Approximately 40% of respondents visit the site at least once per month, and 35.9% report visiting “occasionally.”  Of those who visited the site at least once per month:

· 94% agreed or strongly agreed with the statement “ClotCare is among the top 5 sources I turn to for information on blood clots, anticoagulation, or antithrombotic therapy.”
· 95% indicated that they agreed or strongly agreed with the statement “ClotCare has increased my knowledge of issues relating to blood clots.”  
· 98% agreed or strongly agreed that “Information provided by ClotCare is valuable.”  
· 97% agreed or strongly agreed with the statement “I can trust information provided by ClotCare.”  
· 98% agreed or strongly agreed that “ClotCare provides a valuable service.”  
·  Health care professionals represent the largest user group (58%) with patients (31%) and other interested individuals (11%) making up the remainder.

·  Of 710 respondents who completed the entire survey, approximately 88% indicated that information received caused them to change behavior or take new action.  For example:

· 259 (of approximately 298 or 87%) patient respondents indicated that they took at least one of the following specific actions: (1) told someone about the risk of blood clots, (2) talked to their doctors, (3) initiated steps to reduce their risk of blood clots, (4) sought medical evaluation or treatment, (5) changed their diets, (6) made a better effort to follow their doctors’ treatment instructions, (7) participated in activities to raise awareness of blood clots, and (8) changed lifestyle factors such as smoking.  
· 367 (of approximately 412 or 89%) health care professionals indicated that they took at least one of the following specific actions: (1) took some action in educating or treating their patients, (2) participated in DVT awareness activities, (3) took action to make their patients more aware of blood clotting risks, (4) used daily low-dose vitamin K to help stabilize the INR, (5) adopted a better method for interrupting anticoagulation therapy for surgical procedures, (6) adopted a better method for interrupting anticoagulation therapy for dental procedures, (7) told their patients about ClotCare, (8) decided to initiate, continue, or discontinue anticoagulant or antithrombotic therapy in a specific patient, (9) increased their use of clot prophylaxis, and (10) increased the use of graduated compression stockings in their patients to reduce post-thrombotic syndrome.
·  ClotCare is recognized as an international resource, with 12.6% of users living outside the U.S. in more than 20 other countries.

IV. Summary of Progress, Services Provided, Use Statistics, & Need for Funding
Use of the ClotCare continues to double every two years and exceeded 400,000 hits in October, 2009 alone.  The listserv exceeds 4,000 subscribers and the editorial board of 18 internationally recognized experts responds to more than 100 questions per month. 

·  Services Provided by ClotCare:  ClotCare’s world-class editorial board continually searches current literature for study results and findings to summarize and highlight on the website and through ClotCare information alerts to its listserve subscribers. These same ClotCare professionals respond to more than 100 questions per month regarding the prevention and appropriate treatment of unwanted blood clots that can lead to heart attacks, strokes and other potentially catastrophic events. As the premier resource of its kind, users depend on ClotCare for reliable links to more in-depth information, a searchable database for specific medicines, and treatments, and patient management issues, continuing education opportunities, treatment guidelines, and the web’s only Herbal Registry that details interactions between herbals or dietary and supplements and anticoagulant treatment.  

The continued growth and expansion of services and educational activities, together with an escalating demand for consistent, high quality information has led ClotCare to focus on ten key components of the Website:
1. Expert summaries and analysis of new medical literature with links to articles discussed.
2. Patient education materials.
3. “Ask an expert” service for patients and healthcare professionals with prompt responses.
4. Email updates highlighting new data in the medical literature and postings on ClotCare.
5. Information regarding continuing education opportunities for healthcare providers.
6. Promotion of and participation in Deep Vein Thrombosis Awareness Month activities each March.
7. Copies of printed materials and presentations from relevant meetings throughout the nation.
8. A list of anticoagulation training programs for healthcare providers.
9. A list of useful, accurate websites for patients and healthcare providers.
10. An international registry of interactions between anticoagulants and dietary supplements.
Additionally, the ClotCare principals are often asked to make presentations, participate in research and provide content to major medical journals.

· ClotCare Website Use Statistics:  The activities and reach of ClotCare have grown by more than 45% per year since 2004. Current use statistics follow.

· Hits since January 1, 2004: More than  10.8 Million

· Hits in 2008: More than 3 Million
· Active email list subscribers: > 4,000
· Email inquiries addressed: ~ 15-25 per week
· A recent Google Grant has significantly increased traffic on the website, which now receives more than 500,000 hits per month.

· Funding Needs:  In order to continue to expand services while also managing a 45% per year growth in demand for those services, ClotCare must increase its funding support annually.

For Questions:– or if you would like to help support ClotCare - please contact the Webmaster and Lay Editor, Marie Walker, at webmaster@clotcare.com or the Senior Editor, Henry I. Bussey, Pharm.D., at bussey@clotcare.com. Ms. Walker and Dr. Bussey also may be reached at 210-495-4335.

V. ClotCare Progress at a Glance

	ClotCare Activity
	2000 - 

2004
	2005
	2006
	2007
	2008
	2009

	Occ. Questions, No funding
	X
	
	
	
	
	

	Editorial Bd.
	+2
	+ 3
	RN added
	X
	X
	X

	Links to other sites
	X
	X
	X
	X
	X
	X

	Avg hits/month

	>70,000
	> 100,000
	125,000
	175,000


	250,000


	>300,000

	Listserve
	1200
	1,800
	2,300
	3,000
	3,500
	>4,000

	Questions/week
	5 - 15
	(>1,000 since 2004)
	10 - 20
	15 – 25
	15-25
	15-25

	Coalition to Prevent DVT
	X
	X
	X
	X
	X
	X

	HONcode Certified
	
	Achieved
	X
	X
	X
	X

	NATT Collaboration
	
	
	Pat. Seminar
	X
	X
	X

	NATF Collaboration
	
	
	
	X
	X
	2 Board members, 2 invited manuscripts

	Videos
	
	
	In development
	X
	X
	X

	International registry for supplement –anticoagulant interactions*
	
	
	Ready for data entry by end of ‘06
	Data entry available
	Data entry available
	Data entry available

	Research – Facilitated multicenter survey of herbal use.  Collab. effort between U.Tx. and U. Wash.
	
	
	Data presented at the Am Coll of Clinical Pharmacy Mntg., St. Louis, Mo., Oct., 2006
	Additional studies
	Additional studies
	Presented self-testing study at ISTH meeting, Boston, MA.

	Special Recognition
	
	
	(1) Pinnacle Award APhA Foundation

(2) 1 of 3 highlighted sites in the Am Coll Phys. Newsletter
	
	1 of 4 global Humanitarian Awards, American College of Chest Physicians Foundation
	


*Identified as a critical need by a 5-year toxicologic study in the United in Kingdom in 1997 and by an NIH Symposium in 2005.
VI. Sampling of Unsolicited Feedback
The following are a few of the many unsolicited comments ClotCare has received in 2009.  Please note that corrections have not been made for errors in spelling, grammar, or punctuation.

“I actually spent hours on your site yesterday…. I appreciate your adding me to the e-mail list and the confirmation e-mail came into my box within minutes of this one…”

“Thank you very much for responding so quickly to my question….you did raise some questions for the hematologist.”

“I can't thank you enough for all the helpful information you have provided me with.  It's such an extraordinary feeling to know that there are really people out there such as yourself who really care about civilians who suffer with this unfortunate problems. I wish this organization the very best in all their future blood clot researches.”

“Thank you! Your email has been helpful. I appreciate the information you have provided.”

“Thank you! I wasn't really sure what I was supposed to know....so I feel a real need to understand what is going on. You are a godsend. thank you.”

“Thank you very much.  I received the DVT pins.  I will be handing some of the pins to the JPS DVT Committee, too.  I greatly appreciate it.  I will spread the word about Clotcare.com and how it gives benefit to mankind.”

“Marie, again thank you…. this one has been very helpful.”

“Thank you.  I had a successful lecture and the participants were informed about DVT.  My Nursing Director even told me to have another lecture on DVT for preop and recovery room nurses alone.  Your website will definitely be very helpful and will be an excellent source of information….I, myself is a regular surfer on your website.  It is very informative.”

“Thank you very much for this website and the useful information it contains. My 33 year old daughter was recently diagnosed with DVT and your website provided much information and resources on the topic.”

“Thank you very much for your prompt reply and answers. we really appreciate it. My husband seems to be doing better every day…”
 “Thank you for the important information>>this is very beneficial to me and is important for me to pass on to others as well….Your undivided attention that has been passed on to me is much appreciated.”

“We are so grateful for your assistance.”

“Thank you so much. This is a great service. I learned a ton about my treatment from your site.”

“Please convey my appreciation to Dr. Bussey.  He made it so clear I think I will remember…”

“I am having my entire clinical rounding team sign up! This is great! I've forward your on-line link to our A/C service!”

“Thank you and your staff for your diligent research and expertise pertaining to our case.”

“Thanks again for the information.  I will continue to follow up with his doctors and monitor the situation(s).  Again, please extend my sincere thanks to Dr. Bussey.”

“Thank you for your response. This clears some things up for me and has
given me a better understanding of what I need to watch for in the
future….”

“Thank you for your information.  I spoke with my Hematologist this week regarding this issue and he was very interested.  I will keep you informed.  And thank you and ClotCare for helping to bring this matter to the forefront.”

“Thank you very much for your very thorough response to my question.  It answered the question completely and in great detail…. I very much appreciate your Clotcare site and I find it very, very useful.  Keep up this fine work.”

“Thank you for your response to my query. Please also pass on my thanks to Dr Bussey for taking the time to also respond in a most informative way.”

“Thank you so much for your very informative replies…. I am so glad to have found your site.  I have learned more there than I ever have from my own visits in the last year locally to my doc.  Keep up the good work, we need you.”

“Just wanted to thank you for all the updates and info.  It helps a lot.”

“Many thanks to Henry – the information is very useful, and exactly what I wanted.  I will discuss the Vitamin K with my Dr. and the clinician at the anticoagulant clinic.”

“Thanks so much for looking in to this for me.... I will pass the info on to
my friend.”

“Finding you & this website was a God send.  Blessings to you all & THANK YOU from the bottom of my heart for your responding & caring!!”

“Thank you very much for your kind assistance and the advice I received from Dr Bussey. Your service is a wonderful and much appreciated resource.  Please convey my sincerest thanks and appreciation to Dr. Bussey. The reply has been very helpful.”

“Thank you for your response. You are really a person who cares, and for that I thank you. (By the way you have a great Web site.)”

VI. List of ClotCare Editorial Board Experts
ClotCare’s world-class panel of experts plays a crucial role in ensuring that ClotCare provides the best and most accurate information and expert insight on optimal use of antithrombotic and anticoagulant therapy.  See http://www.clotcare.com/clotcare/eb.aspx for more info.

Henry I. Bussey, Pharm.D., FCCP, FAHA (Senior Editor) – San Antonio, TX 

Marie B. Walker (Director of Information Technology & Lay Editor) – San Antonio, TX

Mary Amato, Pharm.D., MPH – Boston, MA 

Jack E. Ansell, M.D. – Boston, MA 

William E. Dager, Pharm.D., FCSHP – Sacramento, CA 

Susan C. Fagan, Pharm.D., BCPS, FCCP – Augusta, GA 

Samuel Z. Goldhaber, M.D. – Boston, MA 

James B. Groce III, Pharm.D., CACP – Greensboro, NC 

Stuart T. Haines, Pharm.D., FASHP, FCCP, BCPS – Baltimore, MD 

David W. Hawkins, Pharm.D. – Atlanta, GA 

Elaine M. Hylek, MD, MPH – Boston, MA 

Roger M. Lyons, MD, FACP – San Antonio, TX 

Ruth Morrison, R.N., B.S.N., C.V.N. – Boston, MA 

Edith A. Nutescu, Pharm.D. – Chicago, IL 

Sarah A. Spinler, Pharm.D., FCCP – Philadelphia, PA 

Alex C. Spyropoulos, MD, FACP, FCCP – Albuquerque, NM 

Victor F. Tapson, M.D. – Durham, NC 

Alexander G.G. Turpie, MD, FRCP, FACP, FACC, FRCPC – Hamilton, Ontario, Canada 

Robert T. Weibert, Pharm.D. – San Diego, CA 

Ann K Wittkowsky, PharmD, CACP, FASHP, FCCP – Seattle, WA
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