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>> KATHY HATCH: It's about six minutes after the hour.  We have a pretty good crew on board.  Rene, do you have more folks at your center that are listening in?

>> PARTICIPANT: Yes, there's four of us.

>> KATHY HATCH: Great.  Does anybody else have multiple folks on the phone besides the folks in Atlanta and Rene?

>> Kathy Hatch:  Hi, everyone ‑ I'm Kathy Hatch and I'd like to welcome everyone.

Today's call is sponsored by the IL Net and hosted by APRIL. So, we're happy you could join us and are looking forward to a lively discussion. We have an hour and a half, so we'll start out by introducing our speakers, who will talk about. "Managing Arthritis for Independent Living"

We want to keep this as conversational as possible, and I know questions will come up as we go through this material, so our presenter will start, and we'll open it up for questions and answers following the presentations, but if you have a question during a presentation, feel free to ask...we want to hear from you.

A little housekeeping before we start.

First  ‑  we're providing CART captioning services today, which can be accessed via our website. Just go to www.april‑rural.org  and you'll see today's IL Conversation on the front page. First, you'll see a link to CART. You can also send us questions via the chat line on the site. And then, there are also several documents and resources listed there that might be helpful

Next: This is very important. Please do not put this call on hold. The reason is we had somebody do that one time, they had Muzak at their center, so we listened to that for about five minutes, before we decided to bag the call.  Just put your call on mute.

Now, I'd like to ask everyone to put your phones on mute using *6. Since this is a Bridgeline, it's pretty sensitive to any background noise and will even pick up paper shuffling, so if you would please…   *6  I may mention this several times during the call as new people tend to join throughout. If you'd like to ask a question, *6 takes it back off mute too.

I also want to remind folks that cell phones and speaker phones can really cause a lot of distortion on the line, so if you're using either, please try to get to a land line and re‑call in or make sure to mute your phone when not speaking.

Once we get to the Q/A part, I'll try to moderate the discussion, but if we could all be as courteous as possible and try not to talk over each other that would be great. We'll try to go one question at a time.

Thanks much ‑ So again ‑ *6 for on or off mute, and DO NOT put the call on hold. Thanks again.

OK ‑ Now, I'd like to welcome our presenters today. I'll begin by telling you a little about them.

Amber Wolfe is the AgrAbility project coordinator for the Arthritis Foundation.  Her work on the Arthritis and Agriculture project covers both state and national levels and is focused on rural audiences of all ages and experiences.

Prior to this position, Amber spent 6 years as an agricultural science and business teacher and FFA advisor in the Cloverdale and Franklin, Indiana school corporations. She is also very involved with the Indiana 4‑H Organization as a Horse and Pony leader and team coach for Horse Judging, HorseBowl and Hippology (she may have to explain what that is) and has taken these teams to the national level several times.

Amber has brought her experiences with 4‑H and FFA youth into the AgrAbility area by working with rural youth to prevent the early‑onset of osteoarthritis in their generation. In the past 3 years, Amber has presented workshops on the "Arthritis and Agriculture" platform to professional agriculturalists, rural senior communities, extension staff, FFA groups and others. She has a Bachelor's degree in Agricultural Education from Purdue University.

Karen Funkenbusch is the state rural health and safety specialist and co‑director of the Missouri AgrAbility Project in the Division of Food Systems and Bioengineering Unit at the University of Missouri‑Columbia. She also teaches an upper level Agricultural Safety and Health course in the Department of Agricultural Systems Management program and Great Plains IDEA Project.

Since 1999, Karen has collaborated with the Missouri Arthritis Rehabilitation Research and Training Center, state‑level CDC, Missouri Arthritis and Osteoporosis Program, statewide Regional Arthritis Centers, University of Missouri Extension and Departments of Occupational and Physical Therapy, and the National Center for Farmworker Health (NCFH), to co‑coordinate arthritis research, education, and training for farmers, ranchers and farm workers as well as health care providers, community‑based social service agencies, extension specialists, students and other professionals interested in working with this audience. As co‑investigator of the "Arthritis Prevention and Self‑Management for Migrant and Seasonal Farmworkers" program she collaboratively worked with the NCFH to co‑develop Spanish teaching tools and to co‑coordinate an arthritis program called, "Hablemos sobre Arthritis." Is that close, Karen?

>> KAREN F.: Close enough.

>> KATHY HATCH: So again, they're here today to talk about managing arthritis for independent living.  Amber.

>> AMBER W.: Thank you very much for having Karen and I as your speakers today.  This collaboration came about after a discussion with Billy at our national AgrAbility advisory board meeting this past spring, after getting me on as a speaker at the conference in October, that led me to working with Kathy.  We decided it would be a great way to educate about arthritis.  The platform for the national Arthritis Foundation is arthritis is unacceptable.  We use that terminology because there are so many forms of arthritis that could be preventable.  There are so many forms that don't have to be an every day part of life and we are trying to find ways to research and promote and do basic health education and awareness programs to make sure everyone understands that arthritis is unacceptable and it shouldn't have to be a disability or disease that so many Americans are battling.  

To explain a little bit about my position, Kathy mentioned I'm the AgrAbility coordinator for the Arthritis Foundation.  That's a unique position.  I am employed by the Arthritis Foundation but solely working with AgrAbility, I am part of the national AgrAbility project, and the entire AgrAbility program works with assisting farmers, ranchers, their family members, agricultural workers impacted by disability in some way.  It's not limited to arthritis.  We are available to assist with spinal cord injuries and paralysis, back impairments, amputations, traumatic brain injury, post‑traumatic stress disorder for some of our returning veterans, things either caused by accidents or things in life on the farm, respiratory impairments, accident or disease related disability.  The program is all‑encompassing when dealing with disabilities, I happen to be the person hired to work through the Arthritis Foundation on this specific disability and the specific disease.  It's a bit of a stretch for some of you maybe to say how did she get from teaching high school agricultural to this position.  I didn't have any previous experience in the nonprofit or health related fields but I grew up on a farm surrounded by disability, specifically arthritis.  For those of you who aren't familiar with AgrAbility, after the call take a moment to look at the website, it's www.AgrAbility.org.  Take a look at some of the services.  Our goal is to get the farmers and agriculturalists back to being productive in their communities.  There is an AgrAbility program in half of the state's.  That is a rotational process.  You can go on line and find your state and regional program and see if that's something you can collaborate with them on health awareness and finding ways that we can partner with the APRIL organization and with AgrAbility would be a great thing to do following this call.

The reason arthritis was brought in as a national partner with AgrAbility is because of the data that is out there, showing the numbers of people with arthritis.  At this point in time, arthritis is the number one disabling condition in the United States, 50 million Americans are affected by some form of arthritis.  Roughly one‑third of all of the farmers in the U.S. report some form of arthritis as well.  That number is misleading because that is only a number taken from the agricultural census of farmers who report their number one primary occupation as farming.

Many of you working and living in rural America know that most often our farmers are not solely farming as their number one occupation.  We have several farming on the side or in partnerships with their brothers or sisters or families.  Those people affected by arthritis are not reported in these numbers.  That's a pretty staggering statistic to show well over one‑third of our farmers in the US are affected by some form of arthritis.  That's the reasoning for bringing the Arthritis Foundation as a national partner with AgrAbility.  The Arthritis Foundation is a national organization.  We are based out of Atlanta, Georgia and we have 10 regions across the United States, covering every state, continental and non‑continental.  We have roughly 46 individual offices.  That number changes, because it’s regional.  

Here in Indianapolis, where I'm located, I'm in the Heartland Region, which is a group of six states that include Indiana, Illinois, Iowa, Missouri, Kansas and Nebraska. We do events raising research, promotion and health awareness together as a region and the other 9 regions would do the same thing.  However, we follow the same mission, goals and agenda of the national Arthritis Foundation.  Our overall mission is to improve lives through leadership in prevention, control and cure of arthritis and related diseases.  The problem there is it's very difficult to find a cure for arthritis.  Arthritis itself is not a singular disease.  It would be similar to someone saying “we are going to find the cure for cancer that would cure every form of cancer.”  As much as we would love to say that's an option, it's difficult to say that would be a possibility.  There are over 100 forms of arthritis‑related diseases.  We had an intern add up the list at one point. I believe it was 146 diseases related to arthritis.  If you have someone talking to you about arthritis as a disease it's difficult to assume we know exactly what form of arthritis they're battling or how that's effecting their livelihood because they are all so different.   

The Arthritis Foundation has several ways that we combat this.  We train instructors in the life improvement series.  We have programs such as aquatics, exercise, land based exercise and self help programs across the United States that are held in various places, some in rural places, and some in more urban places obviously.  We have several events nationwide that are used to secure funding for research.  We do community presentations and community outreach, health fairs, state fairs, things along those lines to be able to provide free materials.  We are basically an information and referral service.  We have brochures on the multiple forms of arthritis.  We have self help books and DVDs and training and we can refer anyone who is battling a form of arthritis to certain physicians, health networks that might be beneficial to them to be able to manage and control their arthritis pain.  

Even though I'm located in Indianapolis, the national office is in Atlanta, Georgia and we have staff and representatives across the nation.  I would encourage you to visit the arthritis.org website.  It would bring up the local staff in your area.  Several of the AgrAbility programs across the U.S. are already working with arthritis staff across the U.S. and it would not be very difficult at all to bring in APRIL as another collaborator for some of these health events in the rural areas.  I think that might be a great way for us to provide some more information to the rural areas of America.  So we will kind of talk a little bit about the basics of arthritis.  

Some people say, well, I've already had arthritis and I know what it is and I know how to deal with it.  There are very, very many people out there who do have arthritis and they do know how to handle their own.

Because there are so many forms, no one can know all about it.  If you do have arthritis and you have anything you would like to contribute to the conversation or anything you would like to ask, please don't hesitate to do that.

The basics of arthritis.  The term “arthritis” is referring to the inflammation of a joint.  That can be any joint in the body.  It can be the elbows, wrists, the ankles, knees, hips, shoulders.  Arthritis however, those related diseases, rheumatic diseases where the body is attacking itself, causing inflammation and pain, most of these are chronic and most of them have no cure.  Some of them are preventable.  But arthritis also expands outward.  Rather than only being joint-related, if the ligaments, tendons are softened in any way we have diseases related to arthritis.  The easiest one is osteoporosis.  Many people are aware of osteoporosis and softening of the bones.  We end up with the predisposition for arthritis or injury in the joint, surrounded by those softened bones.  Osteoporosis is an example of an arthritis-related disease.

Some facts and figures.  Arthritis is equal opportunity.  It affects everyone.  It can affect any age, it can affect males and females.  At this point in the U.S. 50 million have been diagnosed.  Doctor diagnosed is key here.  There are so many people I have met myself throughout my work and travels that have arthritis and it's very clear they have osteoarthritis or are battling rheumatoid arthritis but several people still don't go for that diagnosis as they should.  50 million people might be a low number for the U.S. for all forms of arthritis.  More than half of the individuals who have arthritis are younger than 65 years of age so it is not just an older person's disease; it does not have to be a natural part of aging.  The way your body ages and the things that you do and how you use your body as you age play a huge part in the formation of arthritis.  But it doesn't just have to show up because you have reached a certain birthday.  

Unfortunately, nearly 300,000 children are affected by arthritis.  Juvenile rheumatoid arthritis is a very serious form of the disease and of the disability.  We have 6,000 children in Indiana alone that have juvenile rheumatoid arthritis.  We have three juvenile rheumatologists across the state to treat them.  6,000 with only three specialists to treat their disease!
There are several other adult rheumatologists who are able to treat children but only three specialize in juvenile rheumatology to treat that 6,000.  That's the same nationwide.  A very low percentage to treat that disease.  Women are affected more than men.  It is a cause of work disability.  Most people think arthritis is aches and pains and “I have a little trouble getting out of bed.” But when arthritis reaches a certain point it causes an actual disability to form and when you can't perform your job or your duties, then it's become a disability at work as well.  
Some people tend to pigeon hole arthritis, because it doesn't have that visual disability.  More often you are not going to see the wheelchair or amputation.  With some forms, they will be debilitating enough that you will see mobility aids or wheelchairs used by people with arthritis.  It has an economic impact of $128 billion nationally.  I am sure many have seen the commercials about the “stop pain topical ointments” and the different drugs that are out.  It's a fairly large economic impact across the nation.  In the top 10 causes of disability across the U.S., arthritis comes in right at number one.  Closely following that is back and spine problems across the U.S.  Back and spine problems are related.  The numbers can be combined to pump up that number of disability and disease‑related people with arthritis.  Heart trouble follows it, then lung and respiratory problems, mental and emotional problems and diabetes which is only about a fourth of the number of people with arthritis.  That puts it in perspective about how many people we think are affected at this point and where that's going to go in the future.  

I mentioned the phrase “doctor‑diagnosed” was a key term.  More and more people are becoming aware of the alternate forms of arthritis or associated forms. They are going to physicians to say, “I don't think this is regular osteoarthritis. I think there's something else here, and I'm willing to look into healthcare options.”  We are getting more people comfortable about finding a diagnosis of arthritis.  We still have people on the opposite end of the spectrum saying, “I'm not going to worry about it and I'm going to keep working, keep pushing. I'm going to handle it on my own.”  The combination of those two groups of people is going to rapidly increase the number of diagnosis or number of people with arthritis.  With 50 million in the U.S. living with arthritis, estimation by 2030 that's going to be a 25% increase to 67 million adults in the United States living with arthritis every day.  That's not including the children with juvenile rheumatoid arthritis.  To say there's going to be a jump of 25 percent in 18 years, that shows us how much impact arthritis is having on our economy and on the health of the Americans that are battling this at this point.

Myths and facts about arthritis.  We talked earlier about it is not an older person's disease. It does not have to be a part of the aging process.  Some other myths, physical activity is going to make/cause the arthritis.  If there is injury to the joints during the event or activity or if you over use or abuse those joints then, yes, there is going to be a predisposition for arthritis. But it doesn't mean that physical activity is going to cause or make the arthritis worse.  It means you have to be aware of the limitations of your own body and what can be done.  There are some risk factors that can and cannot be controlled with arthritis.  
Risk factors that cannot be controlled. Age is one of them.  Again it doesn't mean you're going to get arthritis at a certain age.  However, once a person reaches a certain age, their body has reached the point where it can't handle any more degeneration or it’s going to start showing up. As you age it means you're putting your body through more.  You can't control your gender or genetic history as much as you would like to…those types of things. If there is a genetic history of rheumatoid arthritis it's not something that can be controlled.  Specifically with my position in AgrAbility, we see arthritis as the most common form across agriculturalists.  

Things that can be done to control the onset.  Controlling excess weight.  Everyone has a target or core weight that they're supposed to be at based on their body mass index (BMI), that’s based on age and height.  For every pound above that weight range you're adding an additional four to six times the pressure to weight bearing joints.  Just by being overweight is a certainty for saying you're over working the joints and at some point they are going to start breaking down.  If you're going to be active, protect the joints at all possible costs.  Control the type of sports, activities that are being done.  Arthritis Foundation recommends low impact exercises are the best for people to prevent or who have arthritis.  If you are working with people in the rural areas who want to exercise but think they can't because they have arthritis there are low impact exercises.  Swimming is a fantastic exercise, that's why the aquatics program is so popular.  Walking and biking are low impact.  They don't put a lot of pressure on the knees.  We don't suggest that people who want to be active start playing racquetball or football or lifting weights.  Those are activities that are going to put pressure and more chance of injuring on the joints.  We are not saying we don't want anyone in the world to play racquet ball, but at some point you have to have people look at their body limitations.

Signs and symptoms.  If you're a professional working in the rural area and you're talking with community members and you're talking with independent living centers, you'll hear people talking about “this is what I'm feeling.”  We have heard people say, “the rain is coming I can feel it in my bones.”  There are signs people will start to notice.  One of the best things that will start to alert someone that arthritis might be evidence is they are having difficulty performing daily tasks, difficulty coping with knowing, “can I continue to do this or am I going to have to change things in my life?”  For example, it used to be easy for someone to reach into a cabinet to get a coffee cup and for the past two weeks it's been difficult to raise their arm up because their shoulder is stiff.  Two to three weeks someone notices it's difficult to bend their foot to slide into a boot or shoe because their ankle is stiff.  When they start having that persistent pain or stiffness in a certain joint or having difficulty moving it, or performing daily activities, that's a red flag that there might be some issues going on in a joint.  Some people might experience the nausea or redness that might be more rheumatoid arthritis.

Someone says, “I feel rusty,” or maybe they hear popping in their knees as they get out of a chair. You can probably tell there is osteoarthritis starting in their joints.  Having them be aware of their own overall health situation and say “if I have had this persistent pain, I can't perform my daily tasks, I need to see someone, to find out if I have osteoarthritis or rheumatoid arthritis. The most common forms that we will see of the 50 million people with arthritis, with all the forms of arthritis, 27 million of them are osteoarthritis.  That's the wear and tear degeneration where you have just worn the joint out.  It’s like if you think about an old screen door that's been opened and closed by generations of people going in and out of the house.  Rheumatoid arthritis comes in at 1.3 million but rheumatoid arthritis is an autoimmune disease.  It will affect people a little bit differently than osteoarthritis in that it will usually be symmetrical throughout the body.  And it will be accompanied by a redness, swelling and nausea.  Several of you can sit back and say, “I talked with that woman who held her hands out [and you can see it].”  Sometimes with osteoarthritis you can't see the arthritis, unless you see someone limp or they tell you it's there, you might not be able to see it.  

3 million people are diagnosed with gout.  Several of you might be familiar with this. It’s caused by a buildup of the uric crystals in the body.  Those crystals will combine and join around the feet, especially around the big toe and it crystallizes around the joint.  The joint is not movable, flexible.  It is very painful.  It can be handled by medication.  But it's another disease that most people wouldn't associate with arthritis.  Fibromyalgia has 5 million diagnosed at this point in time.  That number is rapidly rising.  There are still several physicians across the country who don't know how to diagnose fibromyalgia.  It is an overall debilitating disease.  It's a musculoskeletal disease that is worn out and it affects the entire body from the head to the toes. It can affect the internal organs or cause a feeling of depression.  Fibromyalgia has become a hot topic for the Arthritis Foundation and that diagnosis is growing.  We talked about the juvenile arthritis, with about 300,000 across the U.S. 

With the different chronic diseases out there arthritis is not alone.  It never tends to stand alone.  It doesn't seem to be someone calls and says, “I just have osteoarthritis in one elbow and that's it.”  Or, “I have this one form and that's it.”  Arthritis usually pairs itself.  Of the 50 million Americans that have arthritis, 47% have at least one other condition.  35% are obese.  The two can go hand in hand.  Losing weight can help with osteoarthritis pain but other forms are not necessarily alleviated by weight loss.  21% of the Americans in the U.S. without arthritis are qualified as obese.  57% of the Americans with arthritis also have heart disease.  52% also have diabetes.  There is a high correlation.  Arthritis is not something that can be wiped off the slate because there is usually another chronic condition associated with it.  

Before I turn this over to Karen – this will be my segue – includes the types of management available for arthritis and for the different forms.  Until a person really has a proper diagnosis of what type of arthritis they have – do you have lupus, do you have gout, do you have fibromyalgia, osteoarthritis, rheumatoid arthritis, any one of the 146 forms – they don't know how to properly manage that form of arthritis.  For some, it's simply pain management.  Some form are trying to take away the pain, inflammation and arthritis.  Other forms you have to manage nausea, fatigue so it's very difficult.  There are a set of rules that we will call them that the Arthritis Foundation will present.  Interventional strategies and treatments.  The number one thing recommended is to get a proper diagnosis.  Work with a team of healthcare providers.  This can be promoted to any rural area.  

One other thing, working out in the rural areas – and Karen can associate with this – I work with farmers and I grew up on a farm and getting a proper diagnosis from a veterinarian does not count!  If you are working in rural areas and someone says, “I don't want to go to my doctor, I'll talk to my vet” or to my cousin's sister's best friend who is a nurse.  Talking to anyone is good, but try to get them to see a rheumatologist, or they're never going to have a chance at managing the pain.  
Exercise is extremely important.  Not only for the weight control for watching your weight and your diet for osteoarthritis.  The exercise can keep people going, gives them a chance to combat other diseases.  It helps with other chronic conditions and overall being healthy, getting proper exercise, watching your weight and diet are important for all forms of arthritis.  
Knowing and understanding joint protection and proper body mechanics.  This tends to lean more toward the osteoarthritis and the wear and tear forms, but for anyone, understanding how the body works is important.  We're taught from the time we're little to lift with our legs, not with our back.  There's a reason behind that.  You want to make sure you understand what joint is strongest in the body.  If you have to complete a task of lifting some things, your legs and joints are stronger than the small vertebrae throughout your back.  Help people to understand how their body works. Ask questions like, “what is the lever and pulley system we learned about,”  Help them associate, “if I need to get this accomplished and what method is going to cause the least amount of pain,” making sure they use the largest joint possible.  Keeping things close to the body rather than far out where they have to dangle things off a small finger, finding a way to protect themselves and use their body properly.

Using the appropriate assistive technology if any is available.  That is kind of a buzz word that’s become fairly large in the arthritis industry.  Some people say it has to be something fancy, I have to buy something to do this and complete this job.  That's not the case.  Assistive technology is anything that helps someone accomplish a task.  The cute little rubber mats that you get to help you open a jar – that’s assistive technology.  The reaching tools you see at CV S, Walgreens, whatever might be in your area, you use the long‑handled tool instead of getting on a stool or over stretching your shoulders – that’s assistive technology.  It doesn't have to be something fancy.  It doesn't have to be some new contraption.  Mobility aids, some people do need a scooter or cart.  Finding assistive technologies appropriate for the type of arthritis they are battling and what they are trying to accomplish.  “What do I need to accomplish around my workplace or home,” and “what type of tools are available.”  That's when they look into “what should I be doing?”  
Managing stress and pacing yourself.  There's a direct relationship.  Finding a way to keep the stress levels low by maybe modifying your work load.  Rearranging a schedule to take more frequent breaks throughout the work day.  Those type of things can simplify work which can then keep arthritis flare‑ups at bay and try to help and modify and manage some of that pain.  

The last one is going to be my transition over to Karen.  Karen has presented the topic several times at other workshops and conferences I've been at.  When Kathy and I talked about this presentation, I wanted Karen to do the next section because she has a wealth of knowledge to share with you.  It's generally a drink or tool or things that aren't necessarily something the Arthritis Foundation would say is proven.  The Arthritis Foundation would say things that are proven are supplements like fish oils, glucosamine, acupuncture, ice packs, heating pads. These have been approved by the FDA and by the Arthritis Foundation as methods that have been proven to work.

However, on the opposite side of that list is a world of things that have not been proven – alternative remedies.  It doesn't mean they don't work, it means they have been used in some way, shape or form but we just don't know if they would work for everyone or not.  And for those unproven remedies or alternative therapies, I'm going turn it over and let Karen come into the conversation.

>> KAREN F.: Okay.  Can folks hear me?  I hope I don't provide too much feedback.  If I do, I'll stop and turn it over to Amber and let Amber talk.  Is this going to be okay?

>> KATHY HATCH: We're getting a good bit of feedback.  I'm not sure how that is sounding to everyone else there.

>> AMBER W.: This is Amber, I'm getting a slight bit of feedback but not enough that I can't understand her.

>> KATHY HATCH: Let's go ahead.  If anybody has a real problem with this, let us know and we'll switch back to Amber.

>> KAREN F.: This is Karen.  I wanted to start off briefly saying I too work with AgrAbility.  Thank you for having me as a part of the group today.

>> KATHY HATCH: You bet.

>> KAREN F.: I started working in an Independent Living Center as a resource development specialist and that is how I got my association working with AgrAbility.  Then I went over to the university side.  So, I really come in with a background of knowing and understanding what it's like to work in a CIL, as well as working directly with clients or consumers, as well as working with our agriculture population, who specifically are looking and wanting to get assistance and guidance from AgrAbility.  
So what I'm going to talk about today are some of the things that Amber mentioned.  You know, why are folks looking at complementary medicines or alternative medicine?  Everyone is wanting and looking and trying to do things differently.  Persons with arthritis are looking at ways that they can relieve that pain.  They're looking at stress, anxiety, depression, all of those things that are brought on by the disease process of arthritis, as Amber just said, and sometimes they feel that their medicines are not doing what they should be doing for their body so they really want to try something different because “grandma told them this worked” so this is really what I've done to help my arthritis.  Or they talked to their veterinarian or they talked to their friend or they talked to someone else who had said, “I've tried this product and this is what helped get rid of my arthritis.”  That may or may not be true.  

So when we're talking about complementary and alternative medicines, not just for arthritis but for all types of chronic diseases, it can range from A to Z.  We're talking A for acupuncture, Z for zinc sulphate and a whole bunch of things in between.  Some are questionable things such as copper bracelets or magnets in our shoes.  How about using one of my favorite products that I've heard about? You take marijuana, you grind it up, you put it with alcohol, you make it into a SALVE and you rub it on to your joints. That's a pretty standard thing for people in ag communities.  You have to look at some of the cultural things when trying to figure out the pros and cons of what type of alternative medicine they might be looking at.  There's a group of individuals who believe that they should be bitten by a snake and that that snake venom will help cure their arthritis.  So what I'm going to really talk about now is that some of those therapies between A and Z really do work.  And I do want to stress that the Arthritis Foundation has reported that two‑thirds of folks they have worked with that have a confirmed diagnosis of arthritis are using some type of complementary or alternative medicine.  But the things that they are using, as Amber said earlier, are some of those things that have been proven to be affective.

So what are some things that we should think about?  When you're sitting around and working with your support groups or talking to your clients or you're talking to individuals who are coming in to your independent living center, you know, they may say, “I have arthritis.”  And they may say, “hey, I'm trying some new things.”  This is where we have an opportunity to say to folks, “how are you managing your arthritis?  And how are you taking charge?  Really how informed are you about the things that you're trying to do as you're trying to be a better self manager.”
And then there're some simple basic questions that we can help guide folks to think about when they're looking at the alternative medicine and alternative approaches that they really want to get involved with.  For example, they might want to know how safe are these products are?  Who has used them before?  How have they used them?  And you know, as silly as this may sound, you know, what scientific studies have really been done on the product that you're using?  Which is what I would say to folks when they're talking about their using a product like the marijuana ointment.  We can gently ask them about that product. We can ask them where it came from. We can ask them questions about, you know, how are you using it, when are you using, why are you using it?  And it gets back to that again, is this something safe?  If it is safe, you know, why not use it?  I mean, as long as it isn't going to cause unnecessary harm to your arthritis or to your body, folks who do use alternative or different medical approaches need to look at the effectiveness of that safety and whether it is going to compromise any of the other chronic diseases they might have.  Doesn't matter what you are doing or how you are doing it.  But you really should make sure that you are having a very good discussion with your doctor or your healthcare provider to let them know that you are trying some other, over‑the‑counter, alternative medical approaches and ways to relieve that pain and stiffness.  

If someone is going to look at some of those different approaches, such as acupuncture, they would want to choose that practitioner – the person who is going to administer the acupuncture – the same way they would choose a healthcare provider.  You want to look at their credentials.  You want to look at their records to see if they're safe.  You want to look at their clinic.  You want to look at their needles.  You really want to see if they are reputable.  If you are looking at a diet supplement like an herbal product, will it cause any other type of side effect when used with any other medicine you are using for any of your other chronic diseases.  Those are things you need to talk about with your doctor.

Some other things that you might want to consider is to really make sure that whatever you're doing, again, that it's working in concert with the practitioner, the healthcare provider so that they know really what's going on and you really don't want to just try a whole lot of things at once.  You just really want to try things and ease into the practice.  
Okay, so you know what complementary medicine is, so what are folks doing?  There's no real clear‑cut message across the board because what may be falling into one category may fall into another category.  There are several distinct categories. 
 Here is one of the first.  One of the first categories would be called a whole medical system.  That's a system that isn't just for one single practice or remedy.  Such as massage.  When you are looking at a massage, that's really centered around a whole philosophy. It's talking about the power of nature.  It's talking about the energy in the body.  Those are what fall under the category of that whole medical system.  That comes from an ancient healing process.  You're talking about coming from traditional Chinese methods of medicine.  It's a system that's gone on for years.  It's a conventional eastern medical practice.  We may or may not use that in our country but it has been proven in other countries to be effective.  They're just not looking at some of the healing practices but they're also looking at the medicines, they're looking at the food and they're looking at all the other practices that go into this whole remedy for the whole body.  The Chinese do it, they do it in India and we're now beginning to do it a lot in our own country.  
I think folks have heard the term homeopathic.  They are for self‑healing practices and again these fall under the whole medical system.  We're also looking at the neuropathics.  We are look at eastern practices – could be a massage, could be an acupuncture.  Could be an herbal remedy.  Again, it could be exercises.  And it could be lifestyle counseling.  Those are the things that fall under whole medical practices.  Another thing that falls under the whole medical system: diet.  Just because we eat certain foods as Amber said, that doesn't mean you're going to get arthritis.  That doesn't mean it can make your arthritis worse.  There are some foods that can make your arthritis a little more sensitive.  There are some foods that can trigger something in your arthritis that can make you have a systemic reaction.  But really, that overall diet really is not what we're talking about.  We're talking about looking at ways that your diet, you're looking at nutrition.  You're looking at taking one thing out and putting another thing in.  You have to be really careful because like Amber said, if you have other chronic diseases like diabetes, heart disease, these can make a difference if you're changing your foods around.

Poor nutrition.  Just having arthritis can make your diet worse.  You may be unable ‑‑ you may not be able to shop and prepare food, the good nutritional food that you need.  Pain and fatigue can become diminished as you lose your appetite and it can become difficult to eat and chew.  That can lead to poor nutrition.  
Acupuncture and acupressure.  That is an eastern practice, a Chinese practice.  It's been used for years to relieve pain.  Studies suggest that it may or may not change the course of the illness.  It may or may not help manage the pain. It may or may not help with the stress of living with a chronic condition. If you are going to look at acupuncture or acupressure, make sure that the healthcare practitioner is licensed and certified.  
Massages are a great way to ease pain and stiffness that comes in association with arthritis.  A lot of providers do encourage you to get a massage.  But again, according to research, it really doesn't say that, you know, the data is mixed.  It really doesn't say that it's going to do what it's going to do.  It doesn't say it's really going to relieve the pain.  Getting a massage can help improve your sleep but again, same thing.  If you're going to get a massage, make sure that therapist is experienced.  Make sure that therapist is comfortable working with folks who have arthritis.

There are some elements of massage that are more appropriate for an individual with arthritis as opposed to getting a certain type of massage.  Again, you want to make sure that person is licensed and certified.  The next type of alternative medicine that lots of folks are getting involved with, that's called the mind/body medicine and that's that communication between the body and the mind.  Lots of research out there.  Lots of stuff going on.  Lots of interesting things happening within this area.  When I worked at the CIL this is the area where a lot of folks that I talked to said this is what they were doing.  The mind and body medicine.  Because why?  It was free.  Why?  They felt it was safe.  Why?  Because they felt that it really was a good thing for them and it kept them in harmony with ways to keep them safe and healthy.  What are some things that are mind and body? 
 Meditation.  We all know what meditation is.  That self-talk – a very common practice.  But again, it may or may not be effective.  Another very common mind body medicine, prayer.  Lots and lots of research out there.  Lots of it great information going on in this area.  But it's not been proven.  Not been proven to be effective but it's safe.  Just like meditation, If it is effective, for you and it helps you with your pain, it helps you with your stress, it helps you with your depression, why would we encourage someone not to pray?  Why would we encourage someone not to meditate.  The other thing under mind body medicine, relaxation.  Relaxation techniques.  Another area where again, very safe and for some folks it has worked.

Another common practice that I saw when I worked in the CIL, folks come into our Centers all the time for different types of activities.  A mind/body medicine that talks about how you can keep your body in harmony with your mind, to get rid of stress, depression, other things we're talking about with any chronic disease would be art therapy.  That's an approach that falls under mind‑body.

There’re biological-based practices that deal with diet and supplement treatments that can be found in nature.  All we have to do is look around us -- they're everywhere.  The herbs, the spices, the ginko, we can get these diets and supplements in all types of things, all types of herbs.  I'm a strong proponent of the biological based approaches.  I do have arthritis.  I do have osteoarthritis.  And I do practice the biological approaches for me.  For me, I believe that they are effective.  That's for me.  You know, we're talking now about the teas, the oils, the syrups, the different types of powders.  We're talking about tablets.  We're talking about capsules.  We're talking about all these herb, supplements that when you talk about economics, this industry is making billions of dollars off folks like me.  Off folks like us who have arthritis.  Not just arthritis but other chronic diseases.  Because why?  Folks feel that the herb and the supplements, they're very natural.  They believe that they do have a natural remedy and treatment plan for them.  They believe that it does work for them.  
Again, if you're going to get into Herb and supplements, you really need to talk to your doctor.  You really need to be cautious.  Why?  Not all the herbs and supplements are created equal.  They vary from product to product.  They have lots of flaws.  Depends on where you're getting them from.  There’re lots of hidden ingredients.  A lot of our folks like to go on the internet and buy them from out of our country.  Again, not safe.  We really need to know what is in the product.  There are a lot of hidden ingredients and some of these by-products can have a significant altering effect on the medication that you're taking.

One of the other interesting medical approaches that folks are using falls under the area of energy.  It can be safe, it’s pretty cheap.  Lots of folks are using this.  This industry is booming.  Lots of money has been put into this area.  It's those copper bracelets and the magnets in the shoes.  You know, scientific evidence has said they don't work.  There's lack of evidence that says they are useful.  But again, and when you're talking to folks, we're talking again are these safe.  Maybe.  Again, does it work for you?  If it works for you, then why not?  But again, the caution is, if you're going to be using these types of medical approaches, you really should talk to your doctor.

Here are some tips that I wanted folks to think about before they start heading out to that store.  
1)
Be realistic about the claim.  I wish I had a PowerPoint in front of you because I have lots of claims that you'll see.  Pick up any magazine.  Doesn't matter what magazine.  Pick up a magazine and it will immediately say to you, this product will cure.  This product will prevent.  This product will make you feel better.  If you take this product within 24 hours, two weeks, whatever, your arthritis will be gone.  That's an unrealistic claim.  You should be cautious of that claim right away. Also, those kind of claims are illegal.  If a product or supplement is saying it will cure, it will prevent, that is an illegal for that supplement to make that claim.  So that's something that you should immediately be cautious about.

2)
If you're going to look at any of these alternative approaches, doesn't matter what it is, magnets, herbs, supplements, some of the other diet products, massages – talk to your doctor.  Find out if they’re safe.  Find out, are they reliable.  Do not stop taking your medication.  Do not stop taking it because you think oh my gosh I'm taking this product over here, I'm drinking green tea and now I feel good.  As Amber said, you really need to make sure you know and understand how to medically treat your arthritis.  Just because you're drinking green tea doesn't mean you stop taking your medication.  
3)
You also need to know if you're going to try any of these products, what are the potential side effects.  
4)
You need to know how much and how often you should take this stuff and you need to shop around and make sure that the brand that you're going to take is safe and reliable.

Okay.  Again, some work but unfortunately many don't.
What really doesn't work.  What really in our country and what really are not safe practices to date.  
Bee venom.  Believe it or not bee venom. This is what we were told, is something that folks are taking to cure or treat their arthritis.  Potentially fatal.  Especially if you are allergic to bee venom or bee sting.  If you are highly allergic you could die using bee venom.  
Glucosamine.  If you are going to try that product, you need to check with your doctor if you look at that.  Again, it's also important to look at the herb and the supplement because of the unknown potential dangerous interactions.  Check with your doctor.  Don't just head out to the supermarket because you saw in the magazine that this worked.  Check with your doctor. Check with the pharmacist. See what really is effective.  What does work.  I'm going to go quickly because I know we're running out of time.  
What really works.  
The Arthritis Foundation offerings. The Arthritis Foundation offers a ton of faithfully developed, evidence-based, scientific research approach chronic disease self-management programs for folks with arthritis. There are both Spanish and English programs.  There's an arthritis toolkit.  Again, English and Spanish.  The Arthritis Foundation has designed exercise programs specifically for folks with arthritis. They go all year round. They offer them for 6 to 8 week sessions.  Some participate for one hour a week, some may participate two to three hours a week.  We do know that there are reported benefits on individuals.

As Amber already said, the Walk with the Youth program, it's a wonderful program.  It's a great program.  Again, it's a program that was designed by the Arthritis Foundation.  It's designed specifically for individuals with arthritis or other medically diagnosed chronic diseases.  There are benefits.  We should do a regular art exercise program anyway.  Walking is a good program.  You can walk as an individual, you can walk in groups.  You can walk for 10 minutes or 40 minutes.  Again, based on research, it's proven to be effective.  It's proven to work.

Other CDC and Arthritis Foundation groups offer programs.  They offer the Active Living Every Day program.  There's an Aquatics program.  There's an Enhanced Fitness program, there's a Fit and Strong program. There's an Arthritis Foundation Tai Chi program.  You can check out the Arthritis Foundation website.  You can check out the national clinic diabetes, stroke, heart disease websites.  They have lots of information about what can be efficient and effective.  There are resources offered by the CDC Arthritis Project.  The Arthritis Foundation.  Med‑plus.  The national Complementary and Alternative Medical Centers.  That website has information that is specifically scientifically based.  And they provide information and tip sheets and guide sheets for us to give out to individuals.  Specifically they're looking at and wanting to an alternative medical approach.  So what works?  We do know exercise works.  What works?  We know having a health plan works.  We do know that as Amber said, managing your arthritis, taking your medication as appropriate, working with management teams, getting appropriate exercise, relieving the stress, looking at your diet, better yet, working with groups like your independent living centers.  Taking an opportunity to get together with a group and looking at alternative ways that you can relieve some of the stress and/or the depression that you can have with a chronic disease.  That's where I'm going to stop.

>> KATHY HATCH: All right, thanks.  We're about 20 minutes after the hour.  And I just wanted to see if there were any questions.  This has been really informative.  Remember, star 6 to come off mute. 

>> KATHY HATCH: Did you have a question?  Hello?

>> PARTICIPANT: I don't have a question, I have a comment, Patricia Alvarez, I'm in Oregon.  We have a wonderful program in the state, funded by the state, Living Well with Chronic Conditions.  We offer it here at our center.  We had such wonderful feedback from the participants.  I think that's where the future is, offering preventive programs through the state.

>> KAREN F.: This is Karen.  I would agree with you.  From what I've seen here in Missouri, that is exactly what we're doing.  We're offering a lot of the outreach programs directly in the CILs where folks feel comfortable going.  It's a very safe environment for them and these types of programs are very good.

>> KATHY HATCH: Any other questions?  Or comments anybody would like to make?  No?  Well, I would like to then thank everybody for being here today.  This has been very, very informative.  I would like to invite you to visit the APRIL website where you will find the documents discussed today and an archive copy plus a transcript of the presentations. Just go to www.april-rural.org.  Thank you Amber and Karen for your presentations.  If you want to find the information presented, go to www.april‑rural.org and look for IL Conversations. If you have questions about today's discussion, you can reach me at kathatch@charter.net. 

I just want to say this IL Conversation is presented by the IL‑NET, which is operated by the Independent Living Research Utilization program at TIRR Memorial Hermann in partnership with the NCIL and the APRIL. Support for the presentation was provided by the U.S. Department of Education, Rehabilitation Services Administration. No official endorsement of the Department of Education should be inferred.
Again, thanks everybody so much and like I said, thanks Karen and Amber, for all the great information.  Goodbye, everybody!

>> AMBER W.: Thank you.  

