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First the bad news: I have multiple sclerosis. What that means is that I get exhausted at the drop of a hat, I walk like I am two sheets to the wind all the time (yeah, drunk, wasted, shit-faced, baked, you name it, it’s all there) my entire body feels like an active tuning fork, my legs and arms feel like they’re on fire and my taste buds don’t taste what they used to. That’s ok when it comes to rot-gut foods like coconut or sauerkraut, but it kind of sucks when it comes to a really good filet like you get at a place called Buckley’s in Memphis. Yes, I can taste stuff, but I can’t experience the “taste” of stuff like the chef intended. 

Now the good news: I have multiple sclerosis. Meaning I get exhausted at the drop of a hat, I walk like I am two sheets to the wind all the time (yeah, drunk, wasted, shit-faced, baked, you name it, it’s all there) my entire body feels like an active tuning fork, my legs and arms feel like they’re on fire and my taste buds don’t taste what they used to. Yes, I can taste stuff, but I can’t experience the “taste” of stuff like the chef intended. 

I don’t think the two previous paragraphs are contradictory. In fact, they are just the opposite and entirely fitting. Let me explain: my philosophy in trying to put two competing issues in their proper perspective is to add a little “extreme” thinking. Kind of like extreme sport, but not as juvenile, ok? 

For an example consider this: “First the bad news: I have multiple sclerosis. Now, the good news: I am NOT DEAD.” See how that works? Isn’t that a more refreshing way to look at it? It kind of makes you glad you have MS as opposed to the other alternative. Bingo, that’s it. I hit the nail on the head (oh, that’s another thing I cannot do with precision anymore. Not that I did a lot of hammering, but now I wish I could). 

Let’s take that last “Good News” statement and repeat it in the “positive” form. Say it with gusto…come on now, you can do it: I AM ALIVE!

Now, isn’t that better? 

A friend of mine once told me he was inspired by my attitude in dealing with a chronic disease. He told me that a lot of people would ask “Why Me?” Geez God, look at the track record: I am a pretty good person, I don’t lie to old women or cheat little snot-nosed children out of their Halloween candy and I try to keep my assuredly twisted sense of humor to myself in mixed company. Well, ok, sometimes I enjoy seeing contorted faces with completely puzzled and sometimes shocked expressions when the weight of my hilarity finally hits them across the face like a lumberjack swinging a chainsaw. That’s not entirely true either. 

I’m sorry. I enjoy that ALL the time. 

I know a bunch of people who would be much better suited to be afflicted with MS than myself. For example, take a long, hard look at the guy behind the counter at the (in)convenience store that continues to chat with his buddy about the best remedy for zits even though I am ready to shell out nearly $1.50 for a cool, refreshing can of Coke to quench my parched condition (doesn’t he see me there?), or the grocery store employees wondering around doing nothing when the lone checker is facing a line that snakes past the Shake-N-Bake and is creeping up on the milk section. Or how about the woman in the car that waits until the very last minute to pull out right in front of me from a parking lot and then lollygags around at about 20mph. Duh. 

Don’t they know they deserve it more than me? What kind of injustice is this? Who decides this stuff anyhow? 

What my friend, Taylor, said stuck with me because it was completely profound in its simplicity. He told me that I was taking the attitude of “Why Not Me?” 

Good question, and I think I came up with a few answers: I think I have an awesome sense of humor (and, of course, those who disagree don’t have one), and I think I have a pretty good knack of conveying my thoughts and feelings to those who are willing to listen. Besides, I like to laugh. It’s like the title of a certain feature of that much-jeered journal of the geriatric set, Reader’s Digest, called Laughter is the Best Medicine. 

I feel best when I am laughing. My wife says I don’t laugh correctly. I don’t make a lot of guttural, deep down belly guffaw noises (I kind of just sit and vibrate) and I have these crocodile tears flowing down my face when I do “get a chuck.” But, hey, the tears have to go somewhere, right? That’s what I keep telling her. And another thing that puzzles me is how someone could make mistakes while laughing except, of course, laughing at the wrong time or at the wrong place. The fact that she says I don’t laugh correctly makes me laugh. Can’t help it…it’s just funny. 

I think a lot of what goes wrong in people’s lives these days (of course there are gangs, guns and GHB) is the unwillingness to laugh at themselves. Handicapped people are no different. We just want you to laugh with us and not at us. I am the same as you. I just tend to stumble around a little bit more. 

I am not being trite when I say that humanity needs more laughter. I wasn’t the class clown in school. I, like everyone else, grew very tired, very quickly of the class cut up. He (and it’s always a “he”) wasted my time and frayed most people’s nerves. I don’t seek to fray people’s nerves, just see them laugh a little bit at the things that life throws our way. 

I have knocked around a few thoughts about what I wanted to convey in this manuscript, which, if you’re reading it, means it got made into a book. Actually, I have quite a few thoughts, but no real message to pass along, just to give you more insight into what it’s like to have a chronic disease. At least to have this particular chronic disease. That is tough to do, but at least myself, and others with ms, can at least give you a little insight into day-to-day challenges. 

Those day-to-day challenges can also be listed as day-to-day “changes.” It kind of reminds me of that old Sesame Street sing-along tutorial that goes “One of these things is not like the other.” In the case of someone with ms, it’s: “one of these days is not like the other.” Change is always constant. Mainly the changes come in the form of degrees of severity, such as walking can be a little worse (or a little better) and the numbness or “pins and needles” feeling can be a little worse (or a little better) depending on the day.  

While I like to credit the author of this little gem I found while surfing around on the Internet, it’s creator remains unknown, but I thought it was a great representation into what it’s like;

THE MS EMPATHY KIT

Now Family, friends, and Care Givers can have a better understanding of what we live with on a daily basis.

The MS EMPATHY KIT contains everything needed to simulate the effects of living with MS.

Each kit comes with the following:
1 pair 10lb wrist weights 
1 2" wide belt
1 pair 15lb thigh weights 
1 tension unit
1 pair 20lb ankle weights 
1 pair foggy glasses
20 steel wool pads 
1 pair extra thick gloves 
1 pair ear plugs
1lb sand 
1 box of gnats (when in season)
1 pair extra thick shirt sleeves 
1 Sit-n-Spin toy
1 pair extra thick pant legs 
1 bag small pebbles
1 syringe of saline solution 
1 bottle of Jack Daniel's
1 remote controlled .5 liter water bag complete with drip tube.

DIRECTIONS

DEPENDING ON THE CONDITION USE ANY OR ALL ITEMS IN THIS KIT.
FOLLOWING ARE "APPLICATION SUGGESTIONS"

FOR FAMILY MEMBER, FRIEND OR CAREGIVER TO EXPERIENCE MS.

#1 PAINFUL HEAVY LEGS:


SIMPLY APPLY TIGHTLY TO PARTNER
20 LB ANKLE WEIGHTS
15 LB THIGH WEIGHTS

#2 PAINFUL FEET:

PUT EQUAL OR UNEQUAL AMOUNTS OF SMALL PEBBLES IN EACH SHOE.

#3 LOSS OF FEELING IN HANDS AND/OR ARMS:


PUT ON EXTRA THICK GLOVES AND SHIRT SLEEVES.

#4 LOSS OF FEELING IN FEET AND/OR LEGS:


PUT ON EXTRA THICK PANT LEGS, AND SAND IN BOTTOM OF SHOES.

#5 UNCONTROLLABLE ITCHING:


GLUE OR SEW SMALL STEEL WOOL PADS TO THE INSIDE OF PARTNERS SHIRT, PANTS AND UNDERGARMENTS.

#6 TINGLING:


APPLY "TENS" UNIT ELECTRODES TO PARTNERS SKIN AND TURN ON TO DESIRED INTENSITY. (Recharge daily)

#7 TIGHT BAND:

PUT 2" WIDE BELT AROUND PARTNER AND DRAW SNUG.

#8 TAKE A SHOT:


ALLOW PARTNER TO SELF-INJECT SALINE SOLUTION.

#9 TROUBLE LIFTING ARMS:


SIMPLY APPLY 10 LB WRIST WEIGHTS TO PARTNER.

#10 SPASTICITY:


HOOK BUNGEE CORDS TO REAR BELT LOOPS AND REAR PANT LEG CUFFS, FOR ARMS HOOK BUNGEE CORDS TO SHIRT COLLAR AND CUFFS ON SHIRT SLEEVES.

#11 POOR VISION:


HAVE PARTNER USE FOGGY GLASSES.

#12 POOR HEARING/BUZZING IN EARS:


HAVE PARTNER PUT A GNAT AND EAR PLUG IN EACH EAR.

#13 BALANCE AND WALKING PROBLEMS:


WHILE PARTNER DRINKS JACK DANIEL'S, HAVE HIM/HER RIDE SIT-n-SPIN FOR 30 MINUTES, NOW HAVE THEM TRY WALKING THROUGH A CROWDED MALL

#14 URGENTLY NEED TO PEE!


HAVE PARTNER PUT .5 LITER REMOTE CONTROL WATER BAG AND DRIP TUBE IN THEIR PANTS, POINT OUT 2 REST ROOMS IN THE CROWDED MALL, TELL THEM THEY HAVE 30 SECONDS BEFORE YOU ACTIVATE THE WATER BAG (by remote control) TO GET TO A RESTROOM

To make this effective, partner IS UNABLE to remove any item for at least 24hrs. After this, they may wonder how you manage to keep your sanity…

Keeping your sanity is one aspect that is crucial, and probably one of the hardest things to do. 

The end (for now)
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