RTRA WEBCAST LIVING WITH

MS IN YOUR 30’S


   
JASON:  Hi, everyone out there.  How are you doing?  So, welcome to Real Talk Real Answers Living with MS in your 20’s and 30’s.  This is going to be about being in your 30’s with MS.  My name is Jason DaSilva.  I’m going to be your moderator for today.  So, I was diagnosed with MS in 2005 and I live in New York City.  I’ve been living here for about 10 years.  I work here as a documentary filmmaker, writer, director, producer and I didn’t let MS stop me.  

JASON:  Through the National Multiple Sclerosis Society and MS LifeLines, a free educational resource sponsored by Pfizer Incorporated and EMD Serono, we’ve heard from a number of young people living with MS in their 20’s and 30’s.  And today, we’re going to make it possible for you to get a lot of your questions that you’ve asked on our website Real Talk Real Answers, we’re going to get them answered by some of our guest panelists.  

JASON:  Now, I’d like to invite our host, Dr. Rosalind Kalb to give us a small presentation.  Dr. Kalb I’ll give you a brief bio on her.  She’s a Clinical Psychologist and Vice President of the Professional Resource Center at the National Multiple Sclerosis Society.  Dr. Rosalind Kalb.


DR. KALB:  Thanks, Jason.  I’m really excited to be here, part of this program and be participating with all of you panelists.  Today, I’m going to talk about how to be true to yourself while living with MS in your 30’s, and I’m going to focus on 3 primary points.  How to make a place in your life for MS, without giving it more space than it needs.  Dr. Peter Steinglass has created sort of a golden rule for people who have a chronic illness that says find a place for the illness while keeping the illness in its place.  And that’s sort of what this whole program is going to be about.  How to maintain your self-confidence when you’re living with a disease that can be unpredictable and sometimes act up when you don’t want it to.  And how to build a future and look forward to that future in spite of all the uncertainty that MS can sometimes create for people.



When you think about integrating MS into your life, a helpful way to think about it is as if you and your life are one big jigsaw puzzle that you’ve created over the years you’ve been alive.  Each piece is a different and an important part of you.  MS is one more piece that you need now to figure out how to fit in, but remember all the time that it’s just one piece of what makes you uniquely you.



You also need to develop a support network.  Those people that are important in your life who are going to help you manage MS and live comfortably with it, starting with your healthcare team.  Those healthcare professionals can really partner with you as you manage your MS over time, so it’s important to pick people who you trust and can talk to and who talk to each other.  You also need to be sure to nurture your old relationships even while you’re building new ones.  So, if there are any people in your life who you feel are sort of backing away a little bit or don’t feel quite as comfortable with you as they used to, it’s really up to you to reach out to them and engage them, letting them know what’s going on with you, how they can help or not help when you don’t need it.  Just to help them know what they need to know about you.  And tap the available resources in your communities, there are lots of important resources that can help you along the way and the National MS Society is great at helping you find those in the area where you live.



Another important part of integrating MS in your life is letting your body be your guide.  If you listen to your body, it’ll tell you when maybe you’ve been pushing it a little too hard and maybe you need to build in a little rest now and then, if you’re getting over heated and your symptoms are acting up or you’re just having some symptoms that you need to pay attention to.  So, let your body help you figure out what to do.  



And when you’re living with an illness that can be pretty unpredictable sometimes, you never know what’s going to happen from day to day, being flexible and going with the flow is going to be your best strategy.  The more that you can be flexible and creative and find humor in just about anything, even some of those really difficult things that can happen, the more you’ll find it easier to imagine – to manage this disease.



There are some strategies I’d like to talk to you about for maintaining your confidence.  I think first and foremost, it’s really important to get informed about MS and stay informed.  There’s new information all the time, which is the good news.  Lots of exciting things happening.  So, it’s important to follow what’s going on, but remember to focus on your own MS ‘cause it’s unique and sometimes listening to everybody else’s stories can be a little alarming.  So, learn about the disease, learn about how to manage the symptoms you’re having and don’t forget to learn as much as you can about assistive technology ‘cause there are so many things out there from the simplest gadgets to the most elaborate computer technology that can help you do all the things that are important to you in your life.



But, sometimes when symptoms get in the way, it can be tempting to start to focus on all those things that you can’t do quite the same way you did before or that you had to give up.  But, it’s really good for your self-confidence not to forget the things that you can do, even if you have to do them differently or using slightly different tools than you had to use before.  Because focusing on the things you do can really feel good for your self-confidence.  
If you’re having a really bad day, you find that you’re really just sort of thinking about yourself and can’t get out of yourself and your MS, that’s the perfect day to look for somebody else who needs some help.  It doesn’t matter who it is, reach out, offer your assistance, it can be volunteer work, helping a neighbor, calling a friend, cheering them up.  But, when you get your mind off yourself and focus on somebody else, you’ll find your confidence really growing.



And it’s important to be your own best advocate.  You know your needs better than anybody else does.  It’s also important to know your legal rights, particularly in the workplace and to keep an eye on your own priorities.  The goals and priorities you set for yourself are the most important things out there.  So, you can advocate for yourself whether it’s at home with your family, at work with colleagues or your employer and with your healthcare team, speak up for yourself.



Because MS is so unpredictable and so unique from one person to another, sometimes I think people get really worried about what the future’s going to bring.  I think that the best way to face forward and remember that the future is yours, is to let yourself grieve over whatever losses or changes MS causes in your life.  Grieving is natural and normal and when you go through that grieving process, it then frees you up to start to problem solve about how you’re going deal with challenges in your future.  And keep an eye on those goals and priorities.  They’re going to guide you.  We all need things to look forward to that we’re trying to accomplish.  So, how do you do that?  Well, if you focus on the things that matter to you and then pay attention to your energy bank, most people with MS struggle with fatigue.  And, so, you make sure that you’re doing the things that are most important and not wasting energy on things that aren’t.  And you create that energy savings account, so that you’re using those energy points that you’ve got really wisely.



Lots of people get worried about the what-ifs.  What if I can’t do my job in the future or what if I have trouble walking or I have trouble with my vision?  I think it’s easy to get stuck on those what ifs, but what I would encourage you to do is if you’ve got some things that are really worrying you, start to plan around those.  Plan some safety nets for yourself, meet with financial advisors, meet with attorneys who know about the laws and talk to your healthcare team.  Because when you put plans in place about those things that worry you, you can stop worrying about them, they may never come to pass and you just move on, but creating those safety nets really helps you feel more comfortable and more confident.



Remember, the more well you are as a whole person, the better you’re going to be able to meet any challenges that MS brings.  So, focus on your whole health, not just MS.  And if you start to feel as though MS is just taking over, affecting everything that’s important to you in your life, that’s when it’s time to start look for your MS free zone and it’s that part of you that MS doesn’t touch.  It might be a sense of humor, it might be your religious faith, it might be a love of music or spending time with friends.  It’s that part of you that energizers you and keeps you ready to deal with the challenges that come along.



So, what are my 3 top takeaways for today?  Try not to give MS more space in your life than it really needs.  It’s just one part of you.  Your confidence is going to come from meeting these challenges one by one with creativity, flexibility and a sense of humor.  Laughter is always more comfortable and more energizing than crying.  Plan for the what ifs that can make unpredictability easier to handle.  And remember to take care of the whole you because MS is just one piece.  Thanks and back to Jason.


JASON:  Thank you, the talk was wonderful.  I mean the big takeaway that I took from that is it’s important to really take the time out to look at where your MS free zone is and just find some happiness in that.  So, we’re going to turn things over.  So, you, the viewers, had potential questions that you sent to us via RealTalkRealAnswers.com and now, we have invited some great guests here from across the U.S.  And what we’re going to do is answer some questions that you’ve given to us.  So, without further ado, I just want to go around and have a brief introduction - from of our guests.


KELLIE:  Hi, my name is Kelly Crist.  I’m 32 years old.  I’m an MS LifeLines Ambassador, and I was diagnosed with Relapsing Remitting MS in May of 2000.


MANOJ:  Hello, my name is Manoj.  I’m from White Plains, New York, and I have two – two wonderful kids, and I was diagnosed with Multiple Sclerosis back in ’98.  


TRAVIS:  Hello, I’m Travis Grise.  I’m 36 years old.  I’m from Coon Rapids, Minnesota, and I’ve had MS for 16 years.


MICHELLE:  Hi, I’m Michelle.  I’m an MS LifeLines Ambassador, and I was diagnosed with Relapsing Remitting MS in March 2001.


JASON:  Great, let’s start the question and answer.  So, this is a question for everyone.  How do you talk about MS to somebody new?


TRAVIS:  I’m in a situation where I’m obviously in a wheelchair and it’s one of the things that comes up in a conversation right away.  Why are you in a chair?  Well, because I have MS.  Well, what’s that?  How do you deal with it?  And yada, yada, yada, it just goes on and on.


KELLIE:  It’s not one of those things I typically bring right out, but it tends to come up in conversation with me.  And when I started dating my boyfriend, who is now my husband, at the time his mother knew I had MS, so I kind of had to confess up front because I knew if I didn’t, she was going to tell him.  And I would rather him hear it from me and find out information because you know, you get second hand information, you’ve heard all of the mysteries about MS and you just don’t want that passed on.  So, I try to be kind of up front, but it’s situational with other new people.


MANOJ:  When I meet somebody new, I will not just give them the information saying that I have MS or this is the way I need to be treated.  No, it’s strictly a case by case.  If I am doing something because my MS is hindering that – completing that job or whatever task I have to do, then I you know maybe I will - that person will know about it.  That’s the only reason why I would tell that person, otherwise I would not.



MICHELLE:  Yeah, it’s totally situational for me too.  It might flow into the conversation, someone might know someone with MS, so it kind of brings it up.  I do a lot of MS events as an Ambassador and people are always you know I’m sure you get that, but you look so good type things.  But, then I think that’s a great way to say, well yeah, you know but I’m one of you – I have it too.  So, it depends.


DR. KALB:  I think it’s important to say a word about social networking these days because it’s such a big phenomenon in our culture right now.  And, so, particularly, if you’re feeling like you don’t want to share a lot of information about yourself, remember when you’re on some of those social networking sites that you may feel like you’re having a private conversation about your life and what’s going on, but in fact it’s absolutely public and once it’s out there you can’t take it back.  And even a perspective employer for example, might be looking for information and find it about you.  So, make those disclosure decisions carefully, particularly when you’re in such public venues.

JASON:  How does a partner of somebody living with MS show support and understanding?


TRAVIS:  For me – I’m married now, and I’ve been married for 12 years.  My wife has involved me in all the decision-making in the house and kind of devoted to me to what I can do.  In the years we’ve learned what I can do and what I can’t do and just making sure that I keep doing what I can do.


DR. KALB:  So, what’s so nice about that is to hear how you’ve kept your partnership – a working partnership that’s balanced so that you each feel like you’re contributing something important to the household.  So, that’s really great to hear.


TRAVIS:  Thank you.


JASON:  Taking a step up, but how do you talk to your children about having MS?


MANOJ:  Well, talking to kids is very tough.  It’s something that they had to see from my side.  They have to see what had to happen and I do explain to them – to them what happened and I will try to get them involved with everything I do.  I don’t hold them away.  And one of the things that I do with the treatment, my daughter and my son, they both wanted to see what I was doing.  But, it’s a little scary for kids.  And my daughter was a little more receptive of things that I was doing and she actually came up to me and helped me with what I was doing.  And, yes, I would not hold anything back from them.  I would – those moments could never be replaced because those moments are the ones that we both will remember forever.  And that was something special with my daughter and I and she helped me to go through that even though she’s a little kid, little baby, she was able to help me.  So, I would not keep anything away from them.


JASON:  Has the reality of MS changed your idea about having children?


TRAVIS:  Absolutely, not.  I think that’s a decision that you have to make without MS.  No matter what happens, you’ll always be mommy or you’ll always be daddy to your kids.  


MANOJ:  Kids need to be informed, but they will learn many things.  They will actually grow with these things and many things that they are exposed to and are my kids really better because of that?  I don’t know.  Maybe that’s something that they saw and actually they’ll look from that, have no problems with it.


JASON:  So, a little bit about career.  Here’s a question from somebody: I’m uncomfortable letting my co-workers know that I have MS.  I do not want to lose confidence in my decision-making ability, nor do I want to jeopardize upward mobility in my company.  How do you recommend I handle this?


MICHELLE:  You know for me personally, most of my colleagues do not know.  I figured if I ever needed to let them know, something seriously is going on and I needed to let them know, I would.  Thankfully, I’m doing great and they haven’t needed to know yet.  So, I guess I’ll kind of cross that bridge when it comes.


KELLIE:  I’m in a different situation.  My colleagues all know.  I switched jobs about a year and a half ago.  And my previous employer all of them knew because they went through all of the testing for MS with me.  And then this current employer that I have, I met my boss on a plane and in conversation I had a pen that said something about MS on it, so it came up in the conversation.  So, it was nothing that I was by any means trying to hide, but it just came out in conversation.  So, he was aware when he hired me that I had this condition.


DR. KALB:  Everybody’s employment situation is different, and I think one of the things that’s important for people to keep in mind is that not all employers will respond in exactly the same way.  So, it’s really important to think through your disclosure decisions carefully and make sure that you’re informed about what your legal rights are in the workplace and the National MS Society’s website has a lot of information about that as well as a very useful tool for helping people make decisions about disclosure in the workplace.


JASON:  And then one thing that I was thinking is do you consult with the HR Department in your company, as well with something like this?


DR. KALB:  I think that in some companies that’s exactly the right thing to do.  It’s just important for people to remember that not everybody in spite of the laws that are out there to protect people are going to be as sensitive or as fair, so thinking through the decision carefully and maybe talking to somebody at the National MS Society or an attorney is also a good way to get answers to questions like that.


JASON:  So, this is a bit of a self-reflection question from somebody.  I recently retired from my job due to MS, how do I redefine myself?  Who do I become now?


TRAVIS:  I think this is a great opportunity – well, for myself was a great opportunity to get involved with the MS Society and all the different programs that they have available, support staff, support team and to do things like the walks, the runs.  They’re so much fun and it’s a great way to just start your whole networking process.  You meet people, you talk to them, find out what they have done, what’s happened to them and you feed off of each other.


KELLIE:  I agree with that.  I’m not retired from my job obviously, but I think MS needs to be given its spot, like the doctor talked about.  It is not me.  It is a small portion of what my life is.  So, I just think you need to go into how you live your life knowing that.


MANOJ:  I had to retire from my job, and when I retired from the job, one of the things that I had to do was educate myself, to be better in this society, to get on with something else, I was going – not going to just stop at one thing just because I did this something else came up.  I did move on to a different job, that’s what I’m doing now.  Yeah, I had to retire from the other job, it didn’t stop me from doing that or doing something different, like you’re saying you need to know the laws.  Many things that need to be – HR is not always that helpful, they’re not.  They can be helpful depending on the laws, how you respond with them, how you work with it, otherwise, it can work against you.


JASON:  So, life can seem like a little bit of a roller coaster sometimes right?  So, here’s a question, how do I manage a career, household tasks and still be an energetic parent to my kids?


MICHELLE:  I think one of the most important things of that question is sometimes knowing you’re not always going to be the most energetic parent – you know parent to your child or children.  I think it’s great if you have a support community around you where you can say, I can’t do it today, I’m struggling today and I need your help.  You know tomorrow I’ll hopefully be better, but today I need your help.  I believe in taking naps.  You know a little nap to pick you up and keep you going, eating right, exercising.  I think being an active gym goer has helped me out.  It’s all about finding what works for you.  But, having a good support community around you is key.


DR. KALB:  And remembering that there’s some wonderful parenting things you can do that are quiet and close like reading a book or just sitting and playing a game on the floor.  It doesn’t have to take a lot of energy and kids actually understand about being tired.  So, if you have a special list of things you like to do together on those days that are kind of tired days, kids can look forward to those too.


MANOJ:  Absolutely Doctor.  I actually – somebody told me about this where you know success in life is not always the money that you make, it’s those memories that you make with those kids.  And the more you have, the more successful you are in life, exactly what the doctor said.  Thank you.


JASON:  So, kind of similar to the last question, but how do you manage your everyday lifestyle with MS symptoms?


KELLIE:  I live every day to its fullest because tomorrow might be a bad day.  So, if I want to go for a walk or walk my dogs or go to a movie, I go ‘cause you never know, tomorrow might be a bad day.  You might need a really long nap.


MICHELLE:  My husband and I have always since I was diagnosed really just focused on keeping on living.  You know if you have a bad day, thankfully I’ve always gotten better, you know and just keep moving forward.  That’s kind of our philosophy.


TRAVIS:  I couldn’t agree more.  We just – me and my wife we go, go, go.  I always tell people I’m probably one of the busiest guys with MS that you’ll meet ‘cause we’re always on the go.  We don’t stop.


JASON:  The one thing that everyone says, but you look so good, so how do you address invisible symptoms of MS?


KELLIE:  It depends on the situation for me.  My really good friends, they’ve gotten to the point that they understand when I say I’m tired, it’s not like I’m tired like a regular person who’s tired.  When I say I’m tired, it’s like I’m going to sleep and I’ll see you guys tomorrow.  So, they really understand that, but I think when you’re with people that don’t know you as well you have to help educate them because they just don’t realize you know you look so good, what’s your problem?  


MANOJ:  Absolutely.  I do agree with that.  You have to explain to the other person how you’re feeling sometimes.  I have no problem explaining something to my fiancée.  When I do something where I’m not doing it 100%, I’m only doing 70% of it, she would pitch in that 30% because she knows me.  That’s the only way that could be worked out, the other person knowing it sometimes.


MICHELLE:  My husband is great about letting me take a nap or go rest or go to bed early because sometimes that fatigue is like a truck ran you over fatigue.  It’s not just, oh, you know I’m tired you know but I could stay up another 4 yours.  It’s like you could lie down on the floor tired.


TRAVIS:  I agree and just you know being in the chair doesn’t mean that I feel good because I’m just sitting in there in the chair.  There’s times where I need that power nap or whatever it is too.


DR. KALB:  And I think it’s a good idea in the workplace, particularly if you haven’t disclosed your MS, that you have some tricks up your sleeve for making sure you build in a little rest time if you need it or you’ve got some explanations ready for people if you’re having a bad day and they can’t see the symptoms, but you know that they’re affecting you.  So, to think ahead and plan for situations like that, so that you can explain a little bit what’s going on.


JASON:  This is a tough question for me.  How do I handle memory and cognition issues? 


KELLIE:  I try to train my brain or use memory skills, things like that because I used to have a fantastic vocabulary and not so much anymore, but I try to do something to work my mind at least once a day.  It’s kind of like exercising your body, but it’s exercising your mind.  Sudoku games, word puzzles, even word searches are challenging some days.  


MANOJ:  Memory became a real issue with many things I did because sometimes I don’t remember all the list – everything that I have to do.  And one of the things that I do now is actually take a list that was like one of the things that I have to do now.  If I take the list, then there’s no reason to not remember what I’m doing.


MICHELLE:  I’m a big fan of sticky notes.


MANOJ:  There you go.


KELLIE:  Lists are great, you get to check them off.  I feel so accomplished.  I did this and if I do something else, I add it to the list.  Oh, I did that too.

JASON:  This question might seem kind of funny ‘cause now we’re about to get into winter, but how do you beat the heat during hot weather when you - and say you want to continue participating in outdoor activities?


MANOJ:  I do limit the time that I spend outside in the sun.  I know what my limitations are and if my body tells me not to be out there, I will not.  I will not go out there, if I can, I certainly will.


MICHELLE:  But, see that’s good.  You say you know your limitations.  That’s good, you’re being in tune to your body.


MANOJ:  And the same thing with working out in the gym.



MICHELLE:  Yeah.


MANOJ:  I mean – it was something - my finance’s idea where I go there and I was like okay, but spending about 15 minutes on that treadmill for a while, it was like getting a toll on me, then I will have to take some rest time to go back on it again.  I do that.  So, now you know I build up to like almost an hour and a half without any problem.  So, it actually did - got better by doing that.


KELLIE:  I am originally from Florida, spent my whole life there until recently.  So, the heat in Florida is hard-core heat, so I’m very aware of how long I spend out in the heat and things like that when I’m outside.  I use the cooling devices that are available.  The MS Society has lots of information available on them.  There’s a lot of different ways that you can keep our body temperature lower, so you – you don’t have give up running 6 miles, but maybe you can’t run it in 45 minutes, maybe it takes you a little longer.  You just have to be aware of your body.  


MICHELLE:  I’m one of those lucky people who – the heat doesn’t really affect me at least as of now.  But, yeah, consult your doctor, consult the MS Society for tips.


 TRAVIS:  We all believe in air conditioning.


JASON:  So, here’s a question from someone, deep down I feel like everyone is looking at me differently now that I have MS.  How do I maintain a positive attitude?


TRAVIS:  When I was first diagnosed or first went to the wheelchair, I may have felt that way a little bit.  But, the way that I think that I got around it was by continuing to go places, do things, see people.  Then it became easier and easier, and now I’m at a point in my life where I have MS and I want everybody to know.


DR. KALB:  But, you’re also giving people the opportunity to know all of you and not just your MS.  And you put yourself out there and do things and meet people, they’re – yes, they’re seeing the MS, but they’re also seeing Travis.  So, that’s great.


TRAVIS:  Thank you.


KELLIE:  That’s kind of how I try to deal with that, keeping a positive attitude.  Some days it’s more difficult than others, but you know I can get up in the morning and you know there’s a lot worse that could of happened the day before.  So, I try to keep that in perspective, and I use your sticky note trick with happy little notes of what I can do and how I can do it and just keep a positive attitude.  Colors, lots of different colors.  Yeah, colored sticky notes.  Find what makes you happy and do it.  Life is very short.


MICHELLE:  And you got to just keep going.  Today might not be the best, but tomorrow hopefully is going to be better.  And you know maybe it’s a couple tomorrow’s from now, but just keep going, keep moving forward.


MANOJ:  It’s like almost there’s nothing that can really stop me from doing something that I really want to do.  But, if there is something that I physically cannot do or you know it doesn’t sound good to me, then I will not do it.  But, that’s where this psychological factor does come in a lot.  If you are not up to it in your mind and in your heart not to do something, you will not be able to do it.  And if I am, I can even with all the MS and everything that I have.  That may be drawing me back.  If I want to do something I can, I will be able to do it.  It does happen.

JASON:  So, that’s the wrap of our question and answer period.  So, I just firstly want to thank Dr. Kalb for her great presentation.  I want to thank all our wonderful panelists, and I want to thank all you viewers for tuning in to watch this show.  Most importantly, I want to thank the National Multiple Sclerosis Society and MS LifeLines for making this possible.  So, thank you very much and I’ll see you next time. 
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