>> Speaker: Good afternoon, everyone, 

I want to welcome you all to the first webinar in this two‑part series where we will introduce you to the activities of the research and training center on secondary conditions in individuals with spinal cord injury.  

This is a two‑part webinar series in which we will introduce you to the research activities and how they will affect the health and well‑being of individuals with spinal cord injuries.  

Today's webinar will introduce research activities research activities focusing on prevention of obesity and cardiovascular disease.  

Part 2,  which is scheduled for July 28th at 2 p.m. eastern time, will introduce the research activities focusing on maintenance of skin health and pressure ulcers.  

Our presenters are Dr. Suzanne Groah and Manon Schladen.  And today's webinar is being recorded and there will be questions and answers at the very end of the webinar.  

Participants can ask your questions in the public chat screen under the emoticons on the webinar platform.  

For those of you participating by CART, it is similar.  You can enter your question in the chat room and that question will be relayed to the speakers.  

The PowerPoints are located on the ILRU website, the same web page sent to you in the announcement E‑mail.  Look for the link to the webcast calendar in the left‑hand navigation, click on it and click on the link for today's webinar.  That will open the page for today's webinar and you will find a link to the power point presentation.  

If you are on the webinar, the PowerPoint will display automatically.  If you are using the CART screen, you may want to have the PowerPoint in front of you.  

Please help us to bring you training that is useful to us by completing the evaluation form for today's program.  The link to the evaluation is on the webinar home page and will appear in the announcement area of the Talking Communities page.  It's an online form that's very easy and quick to fill out.  It's important for us.  

That's it for the announcements.  I would like to welcome our presenters, Dr. Suzanne Groah and Manon Schladen.  

Dr. Groah

>> S. Groah: Thank you very much.  

Hello, everyone.  My name is Dr. Suzanne Groah.  I'm the project director of the RRTC, Rehabilitation Research and Training Center on Secondary Conditions in the Rehabilitation of Individuals with Spinal Cord Injury at the National Rehab Hospital in Washington, D.C.

This is a summary of the projects that we'll be conducting as part of the RRTC over the next five years, which is funded by NIDRR, the National Institute on Disability and Rehabilitation Research, Grant No. H133B090002.  

Welcome and thank you for joining us today.  

I just want to introduce our staff.  Not only at the National Rehabilitation Hospital, but our collaborators at the University of Miami, Catholic University of America, ILRU and SCIA.  

And you can see some of the pictures here in front of you.  

I'm sorry, here, I'm waiting for the next slide to go.  

Also, so now you should see in front of you a few more of our collaborators, some of our consumer collaborators and also our collaborators at University of Washington.  All right.  So let me start off, I'm going to start off and talk about the first two of three projects of the RRTC.  We'll talk primarily today about cardiovascular disease, cardiometabolic syndrome and our training and education projects associated with those research projects.  Our research focus on the center itself is on cardiometabolic risk and cardiovascular disease.  Cardiovascular disease encompasses both heart disease, atherosclerosis, and stroke risk.  

Cardiometabolic risk or syndrome is a newer term used to summarize all of the risk factors for the cardiovascular risk, and this might include cholesterol, obesity and also including diabetes and newer risk factors that we're studying including inflammation.  It's more all‑encompassing term.  

What we found not only in spinal cord injuries, but in the general population is one of the primary key players in cardiovascular disease risk but more so in cardiometabolic risk is obesity.  That has become a major focus of our research center, as well.  

The other major condition that we're focused on as part of this RRTC is pressure ulcers.  We will not talk about those today, we will talk about the study and training in the study in the web cast in two weeks.

Our training focus for this RRTC is three‑fold.  We are focused very much on providing high quality evidence and information to consumers with a specific focus on the underserved and non‑English speaking.  We are focusing education on health care professionals.  While a lot of this information has typically been distributed to the rehab professionals we will also be focusing on getting the scientific information to non‑rehabilitation health care providers such as physicians, cardiologists, etc.  

Then the last training project will be a state of the science conference held in the third or fourth year of this grant.  

So why are we focused on cardiovascular disease and pressure ulcers?  We know that cardiovascular disease is either the leading cause of death in people surviving long term with spinal cord injury or one of the primary causes of death.  Very highly related to this is overweight and obesity.  And we will be talking about that later.  

Other risk factors for cardiovascular disease include diabetes and prediabetes, high blood pressure, abnormal cholesterol levels and inflammation.  

Our other focus of this RRTC are pressure ulcers.  While cardiovascular disease is the leading cause of death in people surviving long term with spinal cord injury, the most common medical problem facing most with spinal cord injury is pressure ulcers or skin breakdown.  

We actually have data now from the spinal cord injury systems that the increase of pressure ulcers may be on the increase and turning and repositioning recommendations.  For example, to perform weight shifts every 15 minutes, every 30 minutes or every hour are not supported at all by any scientific evidence.  

More recently, the centers for Medicare and Medicaid services have considered or called pressure ulcers that occur in the hospital a never event.  Hence, they should never happen.  

So let me start and summarize the first of two projects examining cardiovascular disease and cardiometabolic risk in people with spinal cord injury.  

This is a collaborative project.  Our co‑investigator at the University of Miami is Dr. Mark Nash.  I'm going to summarize the study, and we have also started the study so I will be able to present a little bit of early data on the first couple of people who have participated.

Just to provide a little more background.  I know the slide is a little busy with the picture but it explains the complexity of problem.  Cardiometabolic syndrome is characterized by combinations of risk factors.  They include overweight and obesity, abnormal cholesterol levels, age, race, gender, family history, inflammation, hypertension or high blood pressure, smoking and then the syndrome of diabetes or insulin resistance.  

Any time you have two or more risk factors it's called a risk cluster.  Mark Nash and his colleague looked one of the first studies looking at risk clustering.  They looked at a fairly small population of people with spinal cord injury, all men, paraplegics, fairly young with age roughly in the 30 and they found about a third of those young, healthy men had two or more risk factors for cardiovascular disease or the cardiometabolic risk factors, characterized as a cluster.  In terms of the current guidelines, that one‑third of people would be candidates for treatment based on the risk factors.

So, we actually have fairly good evidence in people with spinal cord injury, we have good evidence what happens to cholesterol levels, diabetes, prediabetes and smoking and exercise but what we don't know is we don't know what kind of risk clusters occur in people with spinal cord injury because different groups of individuals tend to have different clusters of risk factors.  African‑Americans tend to have more high blood pressure, Hispanics tend to have more diabetes.  

What we don't know is whether these risk factors actually translate to more disease for people with spinal cord injury.  Some people think that people with spinal cord injury have what's called accelerated aging or they experience certain chronic diseases at earlier stages in their life and cardiovascular disease would be one of these.  This is a guess, though, we don't have data supporting this.  

Part of the purpose of this study is to generate some of that data.

So, our objectives in this first study are four‑fold.  The first objective is to understand to what extent obesity and overweight, high blood pressure, diabetes and prediabetes, abnormal cholesterol levels and inflammation lead to cardiovascular disease in people with spinal cord injury.  

The second goal is to understand if there are certain risk factors that have greater importance in people with spinal cord injury.  If there are these are risk factors we can target with preventive practices.  

And then our last two goals are to develop two on line tools.  One will be called the RISK, an online risk assessment tool.  These are being developed for people in the general population.  So the goal would be if an individual with spinal cord injury gets some key blood levels checks, enters their height and weight, cholesterol levels, blood sugar level into this online tool, then an overall risk of heart disease could be calculated for them.  This will be at the end of the study, though.  

Similarly, develop a BMI table for people with spinal cord injury.  BMI is body mass index.  They use tables of height and weight to estimate someone's amount of fat in their body.  By knowing the amount of fat we can guess the long term risk of cardiovascular disease is.  We have learned the tables available do not work very well for people with spinal cord injury.

This shows what we will be doing in this project R1.  It's a five‑year project.  It's a cross‑sectional design which means it will be a snapshot in time.  We will ask people to come into the hospital for one to two days a week.  The N=125 means we would like to have 125 people participate in the study all between the ages of 18 and 65.  The first box down, some of the measures will be cardiometabolic risk factors.  

These are a number of blood tests, blood levels, sugar levels, inflammatory levels and percent body fat will be derived by a type of X‑ray in which we can see the percent of body fat in someone's body as opposed to having to estimate using the BMI table.  

In the second larger box we will look at surrogate end points of atherosclerosis.  I said we don't know how many people with spinal cord injury have disease so we will do CT scans of their heart.  That's the coronary calcium score and CT.  I will show you pictures in a few minutes.  We will be able to tell if and how much heart disease people.  

The third test will be an ultrasound of the neck looking at the blood vessels in the neck.  That will give us estimate of the cardiovascular disease displayed by atherosclerosis in the neck which puts people at risk for stroke.  

So those will be the tests.  Again, at the end of the study we will develop the two online tools.

The next couple slides show you pictures of some of the X‑ray tests that we'll be performing.  The Carotid IMT is the ultrasound of the neck.  The small blue lines outline the specific part of the blood vessel in the neck that gets thickened with atherosclerosis.  This is important because any atherosclerosis in the carotid blood vessels we know will often lead to future heart disease and is often associated with high cholesterol levels.  It's a really good way actually trying to determine someone's risk of cardiovascular disease and future stroke.

This next slide is another slide of the carotid‑IMT.  This is the picture we get when we do the test.  Another of the benefits is we know that atherosclerosis in the carotid is associated with low HDL cholesterol, which is the good cholesterol, associated with diabetes and prediabetes.  

There has been one study with people with spinal cord injury.  People with spinal cord injury had more atherosclerosis in their neck than people without spinal cord injury.  Equally important, the risk of atherosclerosis as such the risk of cardiovascular disease was under estimated by looking at cholesterol levels.  It shows the importance of getting these kinds of tests, looking at people with disease and spinal cord injury.

So the next test is looking at another one of the scans, this is a CT scan, coronary art re calcium score.  Basically, any calcium in the heart arteries or coronaries is atherosclerosis by definition.  Coronary artery calcium scores, otherwise known as CAC scores directly coral rate with atherosclerosis and heart disease.  If there is any calcium in the heart, that is atherosclerosis and heart disease.  We quantitate it or add it up.  It's a score from zero upwards.  The higher score, means the more atherosclerosis someone has.  So coronary artery calcium scores are fairly quick to do.  It's a CT test.  The radiation exposure is quite low.  About 10 percent of atherosclerosis is missed by this test because it doesn't have calcium in it.

So the last test we're going to do which would be in conjunction with the coronary CT is also angiography.  That involves injecting a little bit of dye.  The benefit is that women in certain ethnic groups tend to have atherosclerosis that does not have calcium and we wouldn't miss the atherosclerosis in these people.  And again, that's about 10 percent of the population.  

If you look at the  at the picture, you can see the little dent.  This is showing a CT angiography showing non‑calcified plaque and then you can see on the right where it's lit up.  Again, this would have been missed with the CAC scoring.

So again, to summarize the CAC scoring and CT angiography, the non‑calcified plaques we find are most likely to lead to heart disease.  Using both tests we will be able to identify the calcified and non‑calcified plaque.  The tests have been refined so there is very little radiation exposure.  

I'm sorry for any delays.  When I'm stopping I think my voice is a little off from the slide so I'm trying to keep the slides in sync with what I'm talking about.  

Now we have actually begun enrolling for the study.  I just wanted to share with you the first couple of subjects that have participated in the study.  Leading up to this, this will also include some of the background data from our last RRTC.  

We had a similar study we have been conducting for the last six years, similar but really more focused on blood sugar levels and cholesterol levels.  We were not able to get any of the carotid testing or DXA testing.  The justification and data we're now beginning to look at and also disseminate.  What we found from the last six years of looking at people is that in people with spinal cord injury, certain risk factors for cardiovascular disease occur with great frequency. 

 If you look at the bar graph, BMI or body mass index, what we found looking at the first 121 people, almost three‑quarters of people with spinal cord injury are overweight or obese by BMI.  And as I said before, BMI typically underestimates true overweight or obesity so this number is probably actually higher.  About 62 or 63 percent of people with spinal cord injury have abnormal LDL cholesterol, the bad cholesterol.  More than 50 percent have abnormal HDL cholesterol which is the good cholesterol.  A third of people have elevated systolic blood pressure which basically translates to hypertension.  Another third of people have abnormal total cholesterol.  

So as you can see from this data, a large proportion of the people with spinal cord injury have significant risk factors for cardiovascular disease.

We calculated the number of people who had risk clusters or two or more of these cardiometabolic risk factors.  What we found is only about a third of people did not have risk clustering.  Risk clustering is known to correlate with cardiovascular disease.  People with zero or one risk factors did not have clustering.  As you can see, the number of people with two or more risk factors or any type of risk cluster was about two‑thirds of the population.  This is compared with the study by Mark Nash at Miami, where he looked at healthy, young paraplegic men and men in their 30s, about one third of them had the risk clusters.  A large portion of the population.

I think this is the last slide on the background before I show you the data.  The last thing we did which has been in the last couple weeks is because such a large proportion of people with spinal cord injury are overweight or obese, because of just changes in their body after the spinal cord injury.  

After the spinal cord injury the body naturally loses muscle and some of that changes to fat, even though people with spinal cord even may appear thin, are overweight or obese.  The graph on the left is using regular BMI tables, standard BMI tables.  We classified people as under weight or normal or over weight or obese.  

The purple or bluish column is people who don't have a risk cluster.  On the previous slide they were people with either zero or one risk factor.  

The reddish bar is people who have a risk cluster.  You can see using the standard BMI tables half the people under weight are still considered metabolically unhealthy because they have risk factors.  Then it goes up, the people at risk for cardiovascular disease increases.  

Those obese, about greater than 90 percent of them would be considered metabolically abnormal.  If you look at the graph on the right there is a suggestion, because we know the standard BMI tables are not accurate for people with spinal cord injury, using standard tables, a desirable BMI would be that between 19 and 25.  

For people with spinal cord injury there is a suggestion that a desirable BMI which we classify here as normal would be between 19 and 22.  So we reclassified people based on that scale.  

What we found is even using the lower cutoffs for body mass index, all categories, the majority of people based on risk factors were still metabolically unhealthy.  That tells us the last goal of developing a table for people with spinal cord injury is very much needed.  Either the standard BMI tables or even the lower cut points as they currently stand really may not predict cardiovascular disease risk and may not be useful for people with spinal cord injury. 

I'm still waiting here for the slides.  I'm sorry.  We have quite a few more slides to go but I want to make sure that the slides are in sync with what I'm talking about.

So we have had two subjects so far enroll in the study.  Subject one is a single 39‑year‑old African‑American woman.  She has a C6/C7 sensory incomplete spinal cord injury.  She still has some touch maintained below her neck but doesn't have any movement below neck or legs.  She uses a power wheelchair for mobility.

Her health history is important for the fact that she is not a smoker.  Her father did have some prediabetes.  She is 5'10", weighs 171 pounds.  Her blood pressure was low.  Certainly wasn't in the hypertensive range.  For all subjects who come through the study, some people may have heard about the Framingham study, you can use cholesterol levels and a variety of other data from the patient to calculate a future risk of heart disease.  Although the one caveat is we don't know how accurate the score is for people with spinal cord injury.  That's what we have right now so that's what we'll use.

When we calculated the Framingham risk score, the 10 year risk was less than one percent which is as low as it can be.  Then we wanted to look at her risk of overweight and obesity.  When we calculated her body mass index based on height and weight, using standard BMI tables, her BMI was normal at 24.6.  If we use the adjustment I used in previous slides she would have been classified as overweight using the spinal cord injury adjustment but not obese.  We used the DXA scan to look at how much fan she had.  Basically, for men, greater than 25 percent body fat and for women it's greater than 33 percent, 

Her total body fat was 50.4 percent, which is obese by those standards, and actually that's the true measurement of over weight of obesity and much was around her stomach which we are now understanding is the more dangerous location for body fat.

subject number 2.  She is a 48 year old Caucasian woman, married.  She has a C2 sensory level and C6 motor spinal cord injury.  He was in a car accident in 1999 and she uses a power wheelchair for her mobility.  She is also a non‑smoker.  She tends to have muscle spasms, occasionally has had some skin break and hypo thyroidism.  Family history significant for heart disease, high blood pressure, high cholesterol, cancer.  5' 7", weighs 121 pounds.  She has fairly low heart rate and low blood pressure.  Similar to the first subject, when we calculated the Framingham risk score, the 10 year risk of heart disease was as low as it can be at one percent '.  BMI, using standard tables was 19, low normal but by the general population guideline and normal using the lower cut points for spinal cord injury.  

When we did a DXA scan and measured actual fat we found that she had 37.3 percent fat, easily again classified as obese.  More of this was around the stomach which is the more dangerous location for fat from a cardiovascular standpoint.

The next slide we are going to show how some of the lab tests resulted.  What you will see is cholesterol levels and then blood sugar levels.  The first column you'll see subject one, Subject 2 and then a column that says average TETRA.  These are average values from the research in previous work for comparison.  In the last column you'll see recommended values.  

So the first subject had actually a very low total cholesterol.  The second subject had a borderline total cholesterol, maybe a little bit high.  Likewise, with the LDL cholesterol, the bad cholesterol.  The second subject had LDL cholesterol of 136 which is in the not good range but not bad either yet.  Both had slightly low HDL cholesterol.  That is the good cholesterol.  You want this one to be high.  New recommendations from the American Heart Association actually state that this cholesterol should be 50 or higher in women.  So both of these are a little bit on the low side.

Then the total cholesterol to HDL ratio for both women is good.  As is the triglyceride level.

The next slide we see a similar setup but this time we are looking at blood sugar levels, insulin levels and then the two rows at the bottom I have talked a little bit about inflammation.  These are our two inflammatory markers.  What we see for both subjects is normal fasting blood sugar.  This is the typical test you would get at the doctor, go first thing in the morning and donate your breakfast.  The two hour is we give someone a sugary drink and test how their system reacts later.  Both women had normal levels.  Fasting insulin was normal as was the two‑hour insulin.  

Next column is hemoglobin A1C.  This was normal in both women.  The last two rows, again, HSCRP and IL‑6 are inflammatory mediators.  We understand atherosclerosis is an inflammatory condition.  What we see is even though most of the cholesterol levels are normal, there is no diabetes, no prediabetes, we see high inflammatory levels in both women probably related to the body fat that we talked about before.

In summary, when we start to think about risk clusters what we see in these subjects even though they are somewhat different there's a similar picture.  Despite having either normal or overweight BMI, using either of the BMI tables when we actually looked at the body fat, both of these women are obese using that standard.  Their lipids are somewhat normal, subject 1 is normal, subject 2 a had a little bit high cholesterol.  The big notable factor is the inflammatory markers, risk factors for heart disease.  They had two factors or more and clustering.  The next slide is to show you some pictures from their coronary CTs, heart CTs and the carotid IMTs.  The first picture, the brown is whole picture of the heart and the lines are you blood vessels.

We don't see any calcium on either of the coronary CTs, which is a good finding.  Again, I'm delaying so the slides catch up.  I think some of these slides because they are pictures, take a little bit longer to load.

These next slides show the carotid IMTs.  If you remember, the picture I used before with the thin blue lines, a thickened line at the bottom is indicative of atherosclerosis.  What you're looking at is two big blood vessels and they are both normal.  The next slide, there's a little plaque where you can see a little thickened area at the bottom of the carotid artery.

I'm going to wait a little bit until the slides catch up.  

The last two slides with pictures shows the last test we did.  The coronary angiography.  This is the CT designed to try to pick up the non‑calcified plaques.  We will get very nice pictures of the heart and blood vessels through a variety of angles.  There is a computer program that adds up how much atherosclerosis it is.  It's a very precise technique.  

The next slide I think we have our last picture.  Again, what we saw in both of these women, fortunately is no signs of heart disease, no signs of cardiovascular disease from either the CT scans of the hearts or the ultrasound of their neck.

I'm going to go on to project 2.  That actually relates to project 1.  It's effect of an Omega‑3 supplement intervention program on cardiometabolic health in people with spinal cord injury.  This is a collaborative project between national rehab hospital and the University of Miami.

Basically, just to provide a little background, there are multiple known benefits of Omega‑3 fatty acids.  They reduce death due to heart disease.  Improve cholesterol levels, they reduce the irregular heart beats, reduce inflammation and can reduce body fat.  We felt that the benefits of Omega‑3 actually matched fairly well with some of the cardiometabolic risk factors that we tend to see in people with spinal cord injury.  These are easy to take, they're easy to find.  You don't need a prescription.  You can usually get them in a health food store or many of the larger supermarkets at this time.  They are not expensive and don't require a change in diet or exercise or anything else.  

We felt this might be a good route to try to reduce cardiometabolic risk and reduce clustering and hopefully people with cardiovascular disease in people with spinal cord injury.  We have a schematic.  We basically screen people from the first research project that we just described and if people have risk clusters, then they're offered participation in this second study.  So again, if we look at the first two subjects from the first study, both of those subjects, if they chose to, could enroll in the second study looking at Omega‑3 fatty acids.  

This is a randomized controlled sample half of the people will get the Omega‑3 supplements, half will get the placebo that's basically a sugar pill.  We will look at the same blood testing that we did in the first study.  We will also look at the DXA for the fat mass.  We don't do another CT of the heart, but will do the remainder of the testing as we did before after three months to see if we can reverse some of those risk factors.

So the objective of this study is to determine whether Omega‑3 fatty acid supplementation can improve cholesterol levels, inflammation and body fat levels in people with spinal cord injury who have two or more cardiometabolic risk factors otherwise known as the risk clustering.  I have a brief slide on methods.  And I have explained this.  Again, it's a random double blind controlled trial.  Half of the people will get the supplement, half won't.  No one will know who is getting the half supplement, even myself or any of the project staff.

Again, the risk factors are as we described before, having any kind of abnormal cholesterol, triglyceride inflammation or body fat.  Again, next slide.  We will do similar testing as in the first study and the only additional testing is we'll actually do what's called post prandial assessments.  We will give everyone a high fat meal, which at this point is looking like a big McDonald's meal.  We check blood at five time points and see how their body is able to handle the fat.  

We have some preliminary indications in people with spinal cord injury they are not able to handle the fat as well, their blood fat levels get very high.  That's the only additional testing.  Again, people will be enrolled in the study for three months.  

At this point, I'm going to, that sums up the first two studies.  There might be questions but I'm going to transition this over to Manon who will be able to discuss some of your training in relation to these projects.  If we can hold the questions until the end, we will answer them at that time.

>> M. Lauderdale: Thanks, Suzanne.  Can you hear me okay?  This is Manon.  I can't hear myself.  Can everybody hear me?

>> Speaker: We can hear you

>> M. Lauderdale: I wanted to make sure.  Thanks, everybody.  I am going to talk about our training projects.  First of all, I think I need a little note here, training is a use that ‑‑ a word that we use to mean a lot of different activities.  It's a very convenient way of referring to what we do.  What that means, you can see at the bottom, activities that promote understanding and application of the knowledge that we're going to produce.  So, we have over arching in support and objectives in relation to the research presented.  Translate findings of research to practice for consumers and health care providers.  We want consumers and health care providers to not just be aware of what we're doing but we want them to apply it in their practice and their lives.  To make this happen, we have supporting objectives.  

The first one involves conducting systematic reviews.  There's been a lot of work that's done and there's a glut of information available in the internet age.  Scholars have a hard time keeping up with it.  Systematic reviews have become very important in the past decade or two just so that we can make a conscious effort of staying on top of the information that's out there.

The second thing we're going to do is we're going to look at formats and delivery mechanisms that make it, make the information usable for you.  Make it kind of information that you can employ in your daily life.  That goes for consumers and health care providers.  Finally, we are working to build capacity to support the health and well‑being of persons with SCI.  That means our activities are oriented toward helping consumers learn more and build capacity to support their own health, better care and expand into areas of knowledge.  Somebody move the slide for me.

Okay.  Graphics take a little longer to load.  You have seen these graphics before.  What I want to emphasize, this illustrates the relationship between research and training that we are trying to create.  There's the pink.  The tools that Dr. Groah talked about coming out of project R1, the cardiometabolic assessment tool, risk that will be offered on line, that as well as the adjusted BMI tools for people with SCI, we envision these will be offered in such a way that they're useful to both clinicians and consumers as they try to manage their health.  Next one

This is more about systematic reviews.  I think I have pretty much explained it.  It's the study of existing research and area of focus.  Today we are focused on cardiovascular risks.  And the goal is to produce a document.  So there will be a hard output from this, something that you can read or we can kind of digest in a way that makes it easier to read.  The focus of our systematic review in process right now with our collaborators at the University of Washington is basically we are looking to answer the question, what its cardiovascular risk profile of people with SCI.  What are other people doing that we should know about so we can do a better job.

Next slide.

So we have consumer oriented objectives.  And professionally, clinically‑oriented objectives.  That's what differentiates our training projects one from the other.  They both deal with the same topics.  One is geared to making our information usable by clinicians, the other by consumers.  The little sub‑bullet is, the goal is application, not passive understanding.  There is not going to be a test.  We would like you to be able to apply it.  

Then, we really want, as Dr. Groah said, to be particularly sensitive to the needs and learning circumstances of people who may have difficulty with literacy and may not be native speakers of English.  One of the really interesting things that the folks out there doing web usability have discovered is that when developers make a specific effort to reach out to people with lower literacy, people with higher literacy, who can read the stuff out there, appreciate it as well.  So it's win‑win.

Next slide.  Okay, for our clinicians what we wanted to make sure of is that they were aware.  We wanted to increase awareness and knowledge of the key secondary conditions, of cardiometabolic syndrome and obesity so in their practice they can use that knowledge to promote primary prevention, in other words to be aware of aspects of cardiovascular disease in people with SCI that lets them work with the SCI patients so they never get the disease.  

Secondary, screening to detect the disease before it becomes symptomatic .

And tertiary, reducing disability and restoring function due to disease before it has actually occurred.  So, right now, we are engaged in activities.  Obviously there is a little bit of a disconnect in terms of time.  How can you translate knowledge that you're still in the process of building.  Well, one of the things that we're doing with consumers is we're trying to get a really good idea of how people go about using information.  Some of the questions that we're asking in this first year is how do people find information about SCI.  What contexts motivate people to look for information?  What do they care about?  And then we want to know how they like to get that information?  What formats do they like it?  Do they like it online, in paper, do they like it embedded in stories?  Do they like it in multimedia or rather just read it?  And how do they want to get it?  Do they want to be able to search online for themselves?  Would they rather get it through a provider?  Would they feel better about going to a website?  An then once people engage the information, how do they appraise the quality of it?  We have some ideas of what quality factors should be but you want to make sure that we are communicating to consumers out there what it is about information that makes it high quality information and what makes it less high quality.

So some of the mechanisms that we're exploring to connect consumers with SCI information are social media.  So we have ‑‑ I'm going to show them to you I hope in a couple minutes.  We have put up several examples of informational offerings that we have put together on YouTube.  We are on Facebook.  We have a Twitter account.  We have the SCI website.  It has been very well received so far, it's in English and Spanish.  We took care to make sure everything there was in clear, plain language so people could understand it.  We have an interactive component.  Brenda who is on this call has develop all sorts of interesting functions.  You can take polls.  There are polls offered periodically on the site.  The friends at ILRU run the help desk.  Whenever you have a question, go ahead and submit it through the site and ILRU does the magic and you get an answer back and get referred to somebody who can help you.

Next one.

Okay.  Now here I want to show you these things.  If I just click on this, Marge, am I going to destroy the whole presentation?  I would like to take a look at sci‑health.org.  And then I would like to show folks some of our how‑to videos.  Can somebody click on those?  Here we are

This is what the website looks like.  Can I use this?  Yes, I can.  I hope people can see the arrow here.  So we have key word search.  If you go to the site and are interested, type in key word.  If we have information on it, it will come up for you.  You can subscribe to the site and you get information about anything that's new that happens

One of the things you would have gotten information about is this webinar.

We have some articles.  We have a new article on pressure ulcers, but I'm not going to talk about that since that's the topic of our next webinar.  And we have our YouTube chat.  Can I do this?  Maybe not.  Okay.

This is a video that we have on YouTube.  We have developed a whole series of how‑to videos.  As we move through the summer, what we plan to do is to gather feedback on them in a systematic way.  Many of you might know that on YouTube you have the ability to vote whether you like something, to make comments, to subscribe, to communicate with us.  It is a great way of offering information because if someone is there and they're interested in SCI they get offered our resources.  Nothing we did.  It's really very efficient, but we can't interact with people very well.  

We are going to keep our videos on YouTube, but also going to increasingly pull people back to our website where we will have blogs and more extensive polls and surveys.  So we can ask people what they like about them, what they don't like about them so we can as time goes on develop better ways of presenting people information so when our information is ready from research projects then we have a format into which to put it

Can somebody try to run the video so folks can see what it is?  Or tell me it's not going to work?  Okay.

It won't work on this platform?  I'm not sure.  Why don't we go back to the slides and move on, then.  Sorry.  You can go to our website and find all of our how‑to videos.  Pretty cool.  

So the second part of our training activities involve clinicians.  We want to know the same thing about them.  What approach serves people with SCI, applying medical best practice, in terms of interpersonal communication, the way we want to go.  And the second thing we're interested in is if someone hasn't interfaced with our information, how do we provide just‑in‑time information about SCI best practice at the point of care when the person is with SCI is at the doctor.  How do we facilitate that information and knowledge exchange?

So a really interesting, I think, training application is called standardized patients.  These are real people in a controlled and standardized way, they are specifically trained how to do this so clinicians can learn how to recognize and interact with the person in a way that facilitates communications.  One of the innovations we have been experimenting with in our SCI program, it's very hard to pretend you have an SCI.  So we have recruited some folks who work with us.  

We have one lady in particular who has been doing a lot of work.  She has an SCI, with the national simulation center here and we have developed a pilot on SCI SP's.  The standardized patient is simulating but has a real spinal cord injury.  They will react as a person with the spinal cord injury that they have.

The third type of interaction that we are exploring ‑‑ actually four but we haven't gotten there yet ‑‑ are virtual patients.  They are like standardized patients but are automated and on the web.  We will get trained this fall from colleagues in Stockholm on how to use their product that's a framework.  We put our own SCI clinical training applications in and experiment with those learning methods for clinicians.  What we have found so far is that like any standardized patient where you have to bring lots of people together to make training happen, it's very resource intensive, it is a really good way to learn interpersonal skills, however.

it's a good maybe not an excellent way to learn clinical skills.  It's easy to see if a doctor in training, a resident is doing the motor exam correctly.  It's almost impossible to see if the sensory exam has been done correctly.  A limitation is it can't similar clinical emergencies.  We are working with our residency program and will be working with mannequin simulators.  That's what's on the horizon.  Next slide.

Now, I have spoken of the need to find ways to get information to patients ‑‑ I mean, to clinicians.  We had the advisory board meeting in March.  We explored the communication system that exists and encounters between the health care world and people with SCI.  I don't want to go into too much detail about this information graphic but what came out of it was that no matter what else, the person with SCI is always at the center of the interaction.  That's key.  

The question we started asking is what can we do to help the person with SCI with efficient caring of information.  We started to explore the use of personally controlled health records.  

What's a PCHR?  It's an electronic medical record managed by the consumer.  That distinguishes it from a medical record that you might have at the hospital.  It's also distinguished by being very flexible.  It can incorporate patient specific information, your medical history, blood pressure, cholesterol for the past year but it has specific knowledge about you which can be very valuable in conditions like SCI that are not the ‑‑ people with SCI as we said seem to have different risk factors and it's not likely that a general provider will really know that.  

Now, they can be part of a provider's electronic medical record or independent.  Providers' records, pharmacies, home BP monitors, Walgreen's right now is very much invested in personal health records.  If you have prescription data at Walgreen's you can import it into your record and it's available as you move from provider to provider.  Consumers can edit or annotate the record to make sure the system is complete and accurate.

People with chronic conditions like SCI who end up seeing multiple providers may benefit the most.  The data can be imported to a smart card, copied to a thumb drive that you can put on your key chain or printed and carried around with you to be shared.  It can be accessed by health care providers if you arrive at the ER unconscious.  Unlike electronic medical records, the format is standard and readable in browsers.  There are barriers of course.  Privacy is a huge issue.  There's a big need to insure that people's privacy is maintained as they start moving information around.  

Credibility is huge, too.  When it is actually appropriate for a provider to accept information or assessment from another.  It's not really a simple question.  How would the provider know that the knowledge that's in your record is reliable.  And to what degree is it good practice to have consumers control their information.  What if you make an error, then who is responsible for that error.  And it's possible in some instances that consumers can be harmed by certain information.  

Then accessibility is still an issue, despite we're all in webinars and technology is everywhere.  What technology is required for consumers and providers to access and to change electronic records?

That's it.  And the last slide I put up was everybody involved in training projects.  Dr. Libin is director of consumer‑focused projects.  Dr. Pineda is clinician‑focused projects.  And I think that's the end.

>> Speaker: Okay, we're ready to go ahead and open it up for questions now.  Inger, do you have any questions?

>> Speaker: Yes.

>> S. Groah: This is Dr. Groah, I want to thank everybody, ILRU for helping out and organizing and for all of our participants.  

The first question is how does someone participate in the survey?  

We are thinking if you fill out the evaluation for the webcast and then include your address, we will be able to send you the survey using that information.  I think that would be the easiest approach.  

If you don't want to do that, the other thing you can do is click on any of the names here and you can E‑mail us, as well.

Does anyone else have any questions?  If you do, go ahead and E‑mail them.

Okay.  So another question is, will you be looking at the effects of aspirin and inflammation?  

We will be looking at inflammation but ‑‑ and only in the context of looking at baseline level and the first study and also in the response of inflammatory markers to the treatment and the second study, Omega‑3 fatty acids, but not specifically to aspirin.

Another question.  I work for a spinal cord injury nonprofit in Arizona.  Will you be using us to get your subjects?  When we recruit for a research project, we have to get each site to get approval from their review board, they're institutional review board.  Sometimes we can link up websites.  If we do anything that requires getting institutional approval, sometimes that's difficult for multiple sites.  So again, we do like to put up advertisements on the website.  And we also post flyers, also national spinal accord association will have websites up.

Why wasn't the Shepherd center or Craig included as a partner?  These are funded studies through the National Institute of Disability and Rehabilitation Research, and when these were proposed our primary scientific collaborator was the University of Miami.  From a scientific standpoint, that is our main collaborator.

As of now, I think that's our last question but feel free to send us any others, if you like.

>> Speaker: Okay.  Thank you.  Suzanne, Dr. Groah, and Manon, for that wonderful presentation.  

I would like to thank our audience for being with us today.  

The link, I want to remind you the link to the evaluation is posted in the announcement section on the website.  And is available on the webinar page of the ILRU website.  Click on the link and complete the evaluation and that's it.  Everybody have a wonderful afternoon.  
