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LIVING WITH CMT

By Mark Harrison

MY LIFE EXPERIENCE IN DEALING WITH AND REDUCING SYMPTOMS OF CMT

1. KEY PHYSICAL ISSUES HISTORY & WORKOUT OUTLINE

2. GENERAL RULES & PHILOSOPHIES

3. RECENT ANNUAL IMPROVEMENTS

4. DAILY STRATEGIES

5. WEEKLY STRATEGIES

KEY PHYSICAL ISSUES & HISTORY OF WORKOUT REGIMEN

THE FEET

It all starts here. My feet are the classic feet of a person having CMT. High arches, foot rolls inward (inversion & plantar flexion), the fibula bone (lower leg bone that runs lateral to the shin bone called the tibia) sticks out further than a normal foot, toes curl upward, and display an overall weakness & instability. The left foot in particular displays a higher arch, is weaker & more instable than the right foot. It appears more naturally curved inward than the right and as a result has always been the primary source in the difficulty to properly balance myself and resulted in many falls as a youth (not to mention the sprained ankles).

My Implemented Lifestyle “Corrective Actions” 

1. Toe exercises

Daily practice of spreading toes apart, raising the big toe and lowering the other 4 toes, lowering the big toe and raising all other toes. This has helped improve overall neuromuscular control in my toes, feet, and improved strength in the tibialis anterior muscle—the muscle responsible for dorsiflexion of the foot (raising the foot upward).

2. Tennis ball activities

3-5 Times per week I roll a tennis ball under my foot to loosen & stretch the fascia under my feet. This has gone a long way in loosening the feet-- which enable me to better achieve balance. Too much pressure on the feet can cause a bruising sensation so I am careful to find the medium pressure required to stretch out the fascia without bruising the feet.

3. Yoga

Added to my weekly routine in 2005, I perform yoga once per week and perform all activities bare foot. Have performed yoga levels 1, 2, & 3 and have seen an improved strength in the lower extremities. The key component of activity that has provided benefit is performing poses that require wide stances and holding those stances for long durations (1-2 minutes). My overall balance has improved bilaterally (both sides) as well. I can now stand on one leg comfortably on the right leg (with shoes on) for long durations while exercising and brief durations on the left leg (opposed to not at before taking up yoga). Additional benefits have been improved hip flexibility (pelvic & hamstring flexibility), and improved lung capacity & lowered resting heart rate. 

Weight disbursement in feet while standing

As a result of incurring deep bruising in the feet from standing12 hours per day-7 days per week at Chargers Training Camp—Example: The 7 week camp in 2002 that ended on August 23 left my left foot deeply bruised and sensitive until late February, 2003, which rendered me unable to stand in line at the store or restaurant for more than 15 minutes during those months. My observation of this occurrence has led me to focus on my weight disbursement while standing. Due to the high arches and reduced amount of surface of the bottom of the foot that absorbs weight bearing combined with the lack of structural padding on the bottom of my feet, I have been making the effort to flatten my feet as much as possible during walking and standing activities in the home & in public. Yoga has furthered this effort. As a result, my feet now have less severe arches and I can stand in line for longer durations without resulting in a bruising sensation in my feet.

4. Lower Extremities Strength Work

Dating back to my youth I have long performed calf raises to help develop the calf muscles. I also practice standing on my toes and walking around on my toes. In my adult years and since taking up the fitness profession and furthering my knowledge in anatomy/phys/exercise phys/kinesiology, I have also worked on dorsiflexion activities utilizing rubber tubing as the mode for the exercise to help develop the tibialis anterior. 

THE GAIT FROM THE HIPS DOWNWARD

As a result from wearing plastic leg braces from age 8 to age 15 when I made the decision to stop wearing them because of the following reasons:

They decreased my calf/lower extremity strength

They changed my walk and run

Prevented me from fully participating in team sports

Caused knee problems. Example: Knee hyperextension and left patella (knee cap) dislocation several times ONLY during the wearing of these braces.

Was tired of the bleeding caused from the skin over the fibula that sticks out being rubbed raw and burning all the time. 

Was noticing that my hips were bowing out more—even though I was too young and undereducated to understand the physical mechanisms involved—I knew my hips were out of line and did not like the deep ache I would often get for days at a time that hurt so bad I was unable to sleep.

My Implemented Lifestyle “Corrective Actions”

1. Walking lunges & Body Weight Squats

Walking lunges are one of the single best activities I have ever taken up. They were the first activity I started doing late as a teenager that immediately impacted my overall balance. They have generated greater strength in the glutes, hamstrings, quadriceps (thighs), and even slightly in the tibialis anterior and calves. I prescribe and train this activity with every single client NMD (Neuromuscular Disease) or not. A great mulitjoint activity that promotes balance and forces the individual to handle the body weight. I perform my walking lunges by taking a step that is long enough to allow a perfect 90-degree angle at the hip, knee, and ankle. The weight is transferred through the foot gently as I step forward as to not avoid any unnecessary impact/trauma in the knee joint. I stay upright during the entire activity and have a general rule with myself and all clients of NEVER adding an external weight to the activity to avoid pressure on the knee joint.  To increase intensity of this exercise for the purpose of increasing muscular strength—I increase the distance and therefore duration of the activity—not the weight or poundage of resistance. Body weight Squats (meaning there is no free weight being added to the exercise) have increased quadriceps strength and hamstring and glute muscle flexibility. These 2 activities have helped me to “untrain” the negative effects that the braces caused in forcing the head of my femur bone (upper leg bone) further away from the acetabulum (the part of the pelvis that provides structure to that ball n socket joint). Over the years I have noticed that doing these activities have helped improve my overall gait from the hip down—which had been worsened from the braces. 

2. Hamstring Flexibility

My entire life I have had very tight hamstring muscles. Still do—but much less  thanks to the following stretching routine:

The V Stretch, Half V to the right & left, straight leg toe touch stretch, lying partner leg stretch (or done with straps) straight and with bent knee, and lying hip flexion and hamstring extension (stretch). Tight and rigid muscles are highly likely to tear during activity (especially team sports that involve dynamic movements—like baseball, soccer, & basketball). Keeping them loose and reducing the overall “rigidity” (if you will) will greatly enhance your overall function and allow you to walk more freely and experience less tension in the lower back.

Avoiding hyperextension of the Knee Joint

Since the leg braces had bowed my legs backwards (causing hyperextension of the knees), I have been working since the age of 15 when I stopped wearing them to avoid hyperextending my knee because to do so now causes an immediate and direct pain (sharp pain). It also causes the gait to get out of alignment leading to hip problems (over-compensation by the hips is that mechanism). I practice this while standing and walking and especially when exercising—I make strong efforts to not hyperextend my knees past 180 degrees. I still occasionally hyperextend the knee when standing but immediately correct it. It has taken years of effort to undo what the braces did to me.

3. Avoiding Overloading the hips with weight bearing when standing

At time in the past when I have had foot and knee problems (resulting from the above mentioned hyperextensions and foot bearing issues) I have overloaded the hip joint to bear an unusually high amount of the weight bearing while standing. This happened during the leg brace period of my life and resulted from the hyperextension of the knees. My hips used to ache deep into the joint for a period of several days and were most disturbing. Once I threw away the braces, I began to stand up straight and with the help of all of the above-mentioned efforts—no longer bear too much weight in the hips. Occasionally they will ache, but only for 10 minutes to an hour or two. Nothing like the longer and more painful bouts as a youth.

THE UPPER TORSO

THE BACK

Unfortunately, my mother and I both have hyperkyphotic curvatures of the upper back. This means we have accentuated rounded spines from the shoulder area to the mid back. I remember being called the hunchback of Notre Dame in the middle school years (that is when it became noticeable—7th & 8th grade). I have worked VERY hard to straighten my back and have been far more successful and have far less of a curvature than my mother currently has.

My Implemented “Lifestyle” Corrective Measures

Back extensions, back extensions, and more back extensions…..and when tired of that, more back extensions. I started in the 8th grade with a physical therapist to perform body weight back extensions. I have become rather skilled at performing them and have in my own way added Range of Motion and twists with external weights and have minimized the curvature as a result. Additionally, in 2003 I created a new back stretch utilizing free weights (dumbbells) to stretch my lower back which had begun to be so tight that I felt electric sensation in the lower back muscles on both sides of the spine when lifting my leg (hip flexion) going up and down the stairs. I decided it was time to fix and analyzed the movement that caused this sensation and created a movement/stretch to correct the situation. This is that movement:

Get a pair of dumbbells at a medium weight (for me this is 25 – 35 pounds per hand)

Stand with feet shoulder width apart and toes pointed slightly outward

Slightly bend the knees

Holding the dumbbells at your side with arms straight and ½ supine (meaning the thumb is up and wrist even with forearm and not flexed or extended)

Lower the shoulders (this is why you have the weight—they help you do this)

Raise the chest—which helps lower the shoulders even more

Then we get to the meat of it: rotate your pelvis downward and forward in a linear motion

If looking at yourself in a mirror—you will notice that the curve in your lower back is gone and the lower back is now straight. This is the key movement that stretches those lower back muscles. 

I did this 5-7 times per week for a minimum of 1 minute & maximum of 2 minutes—once per day. It took several months, but eventually my lower back loosened up and I have continued to this day to do that stretch as a preventative measure 3-5 times per week at same duration. Ever since releasing the tension in my lower back muscles, that stretch now stretches and contracts the muscles in my mid back region—between the shoulder blades--which has helped further reduce my kyphotic curvature. I also found this activity to be useful in reducing the tension of the trapezius muscles in my clients and use it as a preventative measure to avoid tension headaches (which are caused by knots that form in the trapezius muscles and restrict blood flow up the back of the neck causing the tension headache).

THE HANDS

I have always lacked hand strength. From early on in my youth, there has been a noticeable lack of muscle tissue in the palm of my hand by comparison to those my age. As a youth I had difficulties in opening bottles, packages, etc. and dropping things. I also have always had a hard time holding onto a bar to do pull ups. In the past several years—I have noticed that my hands have begun to tighten. Not by much, but the fact that they are tightening at all by the age of 33 alarms me.

My Implemented “Lifestyle” Corrective Measures

1. Exercising on a piece of rubber/gelatin, etc.

Direct hand strength achieved from squeezing and working on a piece of rubber. 

Hand strength is important when you have an NMD. Simple devices like rubber balls or bars to squeeze and taking the time to squeeze these devices (1-2 minutes per day) will go a long ways to improved hand strength—and you will experience a greater ability to open bottle lids and drop things much less around the house.

2. Shifting from metal weights to soft weights.

I have begun to shift to neoprene and soft weighted balls in order to reduce the trauma to my hands while performing exercise. I also get my wife to massage my hands and fingers from time to time, which helps tremendously. I am seeking ways to develop exercise equipment that will be gentle on the hands—unlike all of today’s commercial equipment. 

OVERALL REACTION TIME

Unfortunately, I have been unable to improve my reaction time. Nor have I been able to improve (at least noticeably) total control and recognition of where my appendages are in space. Example: I have bumped my hands, elbows, arms, and legs into tables, doorways, and other objects because I was not aware that my hand, arm, or leg was that close to the object. I have endured many minor bumps and bruises due to this. 

Playing team sports with a sub-par reaction time means that you must choose the sport and position wisely. Example: With an NMD, you will be much safer playing the outfield in baseball opposed to infield positions because if a batter crushes a line drive at you, you will experience what I have many times—you’ll see the ball the whole way but may not be able to get the hand up in time to catch the ball and defend yourself. You will have plenty of time to compensate for the slow reaction time in the outfield. And although you will be the slowest outfielder—there’s always right field and there’s nothing wrong with playing right field. Remember, with an NMD you are always at a greater risk of injury while playing team sports.

GENERAL RULES & PHILOSOPHIES

GENERAL RULES TO ADHERE TO ALWAYS

1. Always listen to your body. It has a lot to tell you—so listen.

2. Never short yourself on rest. If you have the free time and you are tired—take a nap! Your body will thank you.

3. Pay attention to aches and pains. When and where they occur—this information will usually also provide you with the solution (again—if you will just pay attention). Example: Tight Trapezius muscles (knots at or below the base of your neck on the back side. This tells you that you have been raising and therefore tightening those muscles during long hours at the computer/desk, sleeping on one side or the other for too many hours, or raising the shoulders during meetings at work or while on a long drive. If you feel the worst when you wake up—it is something you are doing while sleeping. Simply changing the side you sleep on will correct it. If you feel the tension the worst after long bouts at the desk or driving on a trip—the posture needs to be corrected and is as simple as remembering to lower your shoulders and raise your chest while at your desk and driving. This is very simple if you stop to analyze the situation. Your body is speaking to you—listen!

4. Do not consume substances that tear the body down and refrain from participating in activities that cause you obvious physical pain. Keeping the body sober and free of unnecessary soft tissue damage will go a long way to improved health and well being throughout your life. Example: If you run long distances (2-3 miles or more at minimum) on a regular basis you are breaking down soft connective and protective tissues in your knees. The impact of running outside (which is more severe—the heavier you weigh) will result in chronic knee injuries (patellar tendonitis, reduced cartilage, wearing down of the articulating surfaces of the femur, tibia, & fibula, joint inflammation, and other microscopic tearing of various tissues—possible). These long term injuries result in future arthritis in the knee and possible knee reconstruction due to eventual complete loss of all “cushioning” soft tissues in the knee. Solution: If you are runner and experiencing these chronic conditions—stop running outside and replace that with no impact bouts of exercise on the elliptical and Stairmaster machines. They will get your heart up just as effectively and provide you with the same cardiac benefits as running without the trauma to your knees. Work smarter—not harder!

5. Consume as many fresh (raw) fruits and veggies as possible. I hate it—but it is worth it. Set a daily or weekly goal and stick to it. You will not accomplish it any other way. Then get in the daily/weekly habit.

6. Handle stress as well as possible. This is a tough one. Stress is determined by how we perceive an action, event, email, or phone call and the level of importance to us--personally. Being mindful that life is ultimately short and coming to the understanding and accepting that not everything is in our control helps tremendously. Trusting in God and his plan for your life can also make all the difference. Do you really have faith 24/7 or just on Sunday at church? If you have faith on a regular basis—then you will not get carried away in yelling  (and even cursing) at someone who just cut you off in traffic but rather can manage to see that you are fortunate to have avoided an accident, possible injury, increased car insurance, and a possible rental car for undetermined time. Which sounds better? The question I ask is this, Am I a glass is half full or half empty personality?

7. Stretch every day. Flexibility, Range of motion, flexibility, flexibility, flexibility! God gave me a body—use it! 

8. Exercise in some fashion every day. Aerobic, anaerobic, walking the dog, sit ups & push ups, whatever floats your boat—enjoy it!

9. Attempt to do something either every day or every week (depending on your schedule) that you enjoy. Example: Have a “me” day or weekend. If you love to curl up under a blanket in front of the fireplace and read a good novel, take a long bath, get a massage, get your hair of nails done, or simply play a computer card game then do it! Don’t be a person who says—I love that! I can’t remember the last time I……. Treat yourself, if you don’t, who will??

Try to enjoy life. We are here for a certain time period. Enjoy        yourself! Do people who know me refer to me as passionate and energetic or down and depressed? What will my friends say when I am gone??

RECENT ANNUAL IMPROVEMENTS

2003: Began juicing, created and developed the DB Back stretch, began hand healthy exercises/strategies

I realized in 2003 that I had all but one component of health/wellness/fitness covered. I did not eat a good and healthy diet. I hate to eat raw veggies and do not consume enough fresh fruit—though I do like fruit. I bought a Jack Lelane juicer and have been juicing ever since. A minimum of 2 times per week at a cost of $8-$20 per container of juice that takes 1 hour to complete. I have been consuming raw fruits and veggies on a regular basis since then. I realized that I just cannot chew those items but can easily drink them. It has helped my skin health, cholesterol, energy level, etc. Made a huge difference in my life. The back stretch has already been discussed. I eliminated a tight and painful lower back as a result. 

2004: Taking Fish Oil & limiting portion size

I took a further look at my diet and decided to make additional changes. I have always had a VERY high cholesterol (like my father). Upon checking my CHO, I discovered that my LDLs and VLDLs were very high and my HDL (good cholesterol) was very low—and it needs to be high. Because I hate seafood and will not consume fish—I started buying fish oil. I checked the CHO again to find it was under 200, HDL was up and the LDLs & VLDLs were down. A dramatic drop in bad cholesterol and all I had changed was adding fish oil. The juicing had not been enough to get the overall cholesterol down below 200—the fish oil did and it has been the only thing I can identify that raised my HDL. I also began to limit portion size. No more eating an entire medium pizza. Limit the amount per sitting and eat more often during the day. The body will have less opportunity to store calories as fat.

2005: Fiber & Yoga 

I began taking Metamucil (3 giant heaping table spoons put into an average bottle of water and shaken) to add fiber to my diet. It has worked beautifully. I also experienced that increased fiber resulted in less hunger. Yoga—has already been mentioned. This is something to keep as part of my routine for the rest of my life.

2006: No Fried Foods

Continuing along the lines of diet, this year’s improvement is to cut out French fries in particular (I cannot have them at all—all year) and battered/fried foods in general—again, not at all for the entire calendar year. I have consumed enough fries in my lifetime to feed a small country. I felt it was time to continue to improve my diet and cut out all fried foods. So far—I feel great! I am eating fewer hamburgers as a result. 

MY DAILY REGIMEN (TO REDUCE CMT SYMPTOMS)

Stretch head to toe. I do this in the shower and with clients (not in the shower(). 

Work Out. The “How” is more important than the “what” is here. Achieve your full passive range of motion in all movements, move slow enough to avoid momentum, vary the genres and applications/executions of activities, change the angles, do lots of body weight exercises (after all—it’s my body, the more I can control and handle it during various movements, the easier life movements are!) Have fun & try new things!

Get good sleep. Sleep as hard/deep, and for as many hours as you can get. The battery needs to be charged. How well does your cell phone function on a low battery? Your body and brain are the same. Give them their rest & “recharge” them!

Continue to consume fiber & fish oil. I take 3 oversized tablespoons of Metamucil (applied to a bottle of water at room temp and shaken)—once each day. This fiber regulates you, reduces hunger, and certainly will aid in colon health (long term). Fish Oil has reduced my cholesterol tremendously. I average 3 capsules a day. 

Sterilize! Keep Hand sanitizers everywhere possible. Due to weakened immune system, always have purell available (in my house, car, and even pocket and utilize throughout the day before eating, after performing tasks that expose your hands to possible germs, and after human contact). This has dramatically reduced the number of colds/viruses I have received over the past several years. Staying virus/cold free is a huge factor in overall mental and physical health & well-being.

Never eat too much at one sitting. Portion control. The less I eat, the less hungry I am. A good way to stay—the stomach will shrink and consuming the same amount of sandwich, burger, or pizza will not be possible once the stomach has shrunk. Shrink the stomach and keep it that way.

Avoid eating 2-3 hours before going to bed. Eating during the day allows you the opportunity to burn your calories. Eating high calorie foods late at night are more likely to be stored as adipose tissue (body fat—that soft yellowish tissue you see on TV during surgery). Eat the same amount of calories—just shift the time of day. Make lunch the biggest meal (calorie wise) and have lighter dinners and cut out the late night snacks. You’ll be hungrier in the morning-which will promote eating breakfast, and you will be less hungry at night. Consume your calories wisely—get them earlier in the day and then burn them off!

MY WEEKLY REGIMEN

Keep the house clean. Disinfect on a regular basis, change air filters as scheduled, clean vents, vacuum, etc. 

Juice fresh vegetables and fruits in the juicer TWICE per week. Provides a 24-hour supply each time.

Because I workout with clients—I only workout on my own 1-2 times per week. I get most of my conditioning in hands on work with clients. Yoga—once per week.

Return to Low Impact Fitness Training 
