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You probably didn’t know much about multiple sclerosis until you or your loved one was diagnosed. 
Since then, it may seem like there’s no limit to your questions. Not only about MS itself, but also about 
the best ways to live with it. That’s why Multiple Sclerosis Connect created this guide.

In these pages you’ll find tips and insights from other patients who have faced the same questions. Learn 
what they wish they had known and are now sharing with others. Discover new ways of overcoming 
obstacles, and learn to avoid common mistakes. Benefit from the knowledge and wisdom that can only 
come from living with MS.

You’ll find advice from experts too – proven tips for managing and overcoming common MS concerns.

It all comes from Multiple Sclerosis Connect, our free online community where you can find more 
great information and caring support to help you cope with the challenges of MS. Check us out at 
www.multiplesclerosisconnect.com 

MS is a complicated disease. Living with it may sometimes feel complicated as well. But millions have 
learned to thrive while managing MS, and chances are you can too.

40 Things I Wish I Had Known About MS

Everyone’s MS Is Different
“I found it very helpful/comforting when my doctor told me that MS manifests itself differently in 
everyone. You may not have exactly the same symptoms or plan of treatment that other MS patients 
do. Just keep in mind that you are unique, and “your “ MS is unique to you. Because I didn’t know 
this, I wasted a lot of time beating myself up and questioning if I even had MS at all. Was I a fraud 
because I didn’t take the same medications that everyone else seemed to need?”
-1Rupie

Communication and Support
“Talk things over with your family and friends about your diagnosis and how it will affect your 
relationships with them. Use any support system available to you – it really helps.”
-DarkBipolarArtist

Denial
“Denial will keep you in the early stages of consistent fear and apprehension of your chronic disease. 

With tongue in cheek, a wise man once said, “Learn from 
the mistakes of others. You don’t have time to make them 
all yourself.”
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Although MS is one of many diseases without a cure, this is one with an incredible amount of hope 
attached to having it. Be very careful to not get stuck in denial.”
-Loney

Heat Relief
“If an air conditioner is needed for your home because of MS-related heat intolerance, the cost of 
this equipment may be tax deductible if your doctor has written a prescription for it.”
-Jefff

Build Resilience
“When you bump up against a new MS challenge, go off by yourself and do some brainstorming. 
Define the challenge. Review your strengths, as well as the resources that you have to draw upon 
to solve it. Come up with a potential solution. By going through this process, you will have a clearer 
idea of what you can do, including what’s under your control, what you can’t control, and where you 
need help. This is resilience in action.”
-Dr. Gary

What I Can Control
“I can’t get rid of MS and with 
secondary progressive without 
relapses, I’m pretty much at its mercy. 
So that leaves me the choice of how I 
will behave with my MS. 1) I will not 
whine. 2) I will not obsess. 3) I will not 
submit. That last one is the big one. 
OK, I’m losing function pretty steadily. 
That doesn’t mean I am changing. My 
capacity is changing, yes, but who I am 
can’t be affected by this disease. Even 
secondary progressive MS without 
relapses can’t change my love, my 
laughter or my positive outlook — 
unless I let it, and I won’t.”
-JadeK4142

Avoid Stress at Home
“I am both the one with the chronic condition and the caregiver so it causes extra stress. Sometimes, 
I really need to spend a long time before I speak or actually write in my journal so that I don’t say 
something that I cannot take back. Stress is so high in our house that we try to make daily prayer 
part of our routine to dissipate some of this. We also work to do one thing fun together each day.”
-aclover2010

Gadgets Help Independence
“I was able to dress myself! I didn’t have to wait for my wife to help me put on my pajamas. The 
occupational therapist that has come to our house showed me how to use adaptive equipment to 
help me overcome some of my limitations. Oh, I still can’t touch my toes, but with the devices she 
showed me how to use, I can for the first time in a long time even put on my own socks.”
-oldbuttercup
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Healthy Eating Helps
“Eating well can help to ease certain symptoms associated with the disease, such as fatigue, 
incontinence and constipation.”
-Jefff

Be Ready for Relapses
“Relapses happen. New symptoms appear or old symptoms get worse. Relapses can be discouraging, 
but they usually get better over time. So as you plan for your future, think about the people and 
resources you will need to help you through times when your abilities and energy are more limited. 
For example, if it became difficult to get to your job every day, could you arrange in advance to 
work from home for a while? Could someone else temporarily drive your kids to school? Having 
contingency plans in place can give you greater peace of mind.”
-Mike46

Need Large-Print Books?
“On the iPads and tablets, you will NOT be limited to which 
books you can read just because certain books were not made 
for large print, because the devices have an option to change 
the font and size of the letters. So you would be able to make 
any book large print.”
-FullyAwake

Don’t Be Shy
“I was very shy about using the motorized carts in the shopping 
centers until one day a younger man than I looked up at me 
and asked, “Why aren’t you using one of these?” I’ve been 
hooked ever since, and get my shopping done much quicker. 
Actually I get a kick out of my wife trying to keep up!”
-Lifesaver6141

Prevent Burns
“Numbness of the face, body, or extremities is a common 
symptom of MS, so if you’re not careful you could get burned 
without even realizing it.”
-Jefff

Help Others Understand MS
“I use a cane off and on. People stare at me, especially since I look so young. They even ask me if I 
am hurt and then I get the chance to tell them about my disease. I used to be very self-conscious 
but now I feel that it makes my life better and it is a gateway for reaching out to people and making 
friends.”
-aclover2010

Find Someone Who Can Help
“I think it is important for people facing chronic conditions to have a safe place to talk about their 
emotions, with a friend or family member or clergyperson, or counselor who can listen without 

DID YOU KNOW?

Multiple sclerosis gets 
its name from the 
areas of scar tissue 
(sclerosis) that result 
from damage to the 
insulating material 
around nerves. That 
damage breaks down 
communication 
between the brain 
and body, causing  
MS symptoms.
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judging them or trying to fix them. Just to listen. This helps by providing a place to let those feelings 
out, keep them from being locked up.”
-Dr. Gary

Coping when MS Isn’t the Only Health Problem
“At first I thought it just wasn’t fair, and wasn’t I too old for an MS diagnosis? Seriously? But then I 
realized I was lucky to have had the first 51 years free of chronic diseases. I did have to quit curling 
up with a bowl of ice cream every night when I was diagnosed with type 2 diabetes 3 months later. 
Double whammy. Now both conditions are just part of my life. My goals are simply to stay as healthy 
as possible to enjoy my family life for as long as possible, and to keep a positive outlook. There are 
much worse things out there than the severity of what I’m living with.”
-CaliKo

Hot Weather Help
“Cool down before hot-weather activities with a cold shower. Getting chilly before heading outside 
seems to buy a lot of time before you feel the heat. You will have to experiment with how cool of a 
shower you can endure and how much it helps you, but you might be surprised at the increase in 
your tolerance for the heat.”
-Jefff

Beware of Medicine Conflicts
“Meds from multiple doctors can lead to medical complications. Make sure at each doctor’s visit to 
list all current meds, ask questions at the pharmacy about new meds and possible side effects, and 
about mixing them together, and research each new med.”
-oldbuttercup

Never Give Up
“I have been told over the years by doctors that I will most likely not live out the year, or the summer, 
and several other doctors stated that I was going to die, so doctors don’t know everything. I just 
have not given up I guess, and I don’t like others telling me what to do.”
-sadi23

Know Your Limits
“Recognize and respect your own limitations. This has been one of the hardest lessons for me to 
accept, but boy do I pay for it when I don’t listen to my body/heed it’s warnings. When I work within 
my new boundaries, things go a lot better for me.”
-sspeter

Getting Around Your Home with MS
“I focus on what I can change, and I change it! That includes my household. I used to not mind 
clutter and disarray too much. Now they are anathema. There is no clutter. There is nothing on the 
floor my crutches might skid on or my foot might kick.”
-JadeK4142

Adjusting to How Your Life Has Changed
“It can some time to adjust to a new medical condition. In a way, it is like a grieving process, because 
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it is a loss — the way you thought you would be living your life has now changed. It takes whatever 
time it takes to accept that life is going to be different, and to start moving forward.”
-Dr. Gary

Give Yourself Some Slack
“My friends by and large also have MS. So 
we’ve learned that even though we insist 
upon not being whiners, not obsessing and 
not getting dramatic about our problems, 
we can have bad days and we can have down 
times. Just as we can push ourselves and 
then understand that the next day is a quiet 
day, we can all understand that as “up” as all 
of us have agreed to be, sometimes we’re 
just not up to it.”
-JadeK4142

MS and Your Job
“How much should you say about MS at work? If you feel confident that the disclosure will not 
be used against you, informing your boss and coworkers might be the right choice. Consider your 
decision carefully. My colleagues have comforted me on numerous occasions because I disclosed 
my condition to them. I’ve even found coworkers who have MS too. What a relief it was to discuss 
my challenges with them, and how good it was to know I could be a support to them as they went 
through their own challenges. It took away the stress of having to appear healthy all the time when 
I was feeling down or challenged with my own symptoms.”
-Jefff

Accept That You’re Not Always in Control
“When I was diagnosed with MS, I eventually realized I can’t do it all or do it alone. I can’t control 
this behavior; I can’t control my MS. So, now I am trying to learn to accept the things I can’t change; 
to take each day as it comes and appreciate each moment.”
-sadi23

It Takes Someone Special to Cope with MS
“I consider people with MS are chosen. Why I don’t know. I guess it is because we can handle 
adversity and we are strong. Yes it hurts but I try to never let it bother me in front of people. Keep 
your chin up!”
-Sueluvssports

Nurture Your Spirit
“Go into yourself. Meditation, contemplation, prayer. Take some time each day to nurture your 
spirit. You may do this through meditation, sitting in a quiet place and simply counting your breaths. 
Or going off by yourself and contemplating the events of the day. Communicating with your Higher 
Power through prayer, expressing appreciation and seeking guidance is another option. Listen to 
that “still, small voice” inside of you.”
-Dr. Gary
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Laugh Every Day!
“Laughter helps us to stay balanced during tough times. If you find just one reason every day to 
laugh and feel joy, you will find that your moods are better, your sleep is improved, you are less 
stressed and your pain levels are decreased. And laughter is natural and free, so go ahead — laugh 
long and loud, and reap the emotional and physical health benefits.”
-Lana

Heat Sensitive? Watch Out for Appliances
“I have the habit of interfering with the jobs that my appliances are trying to do. I stop dryers mid-
cycle. I don’t trust my oven timer and have to poke at food to ‘make sure it is cooking’ about 20 
times. I open the dishwasher in the middle of the cycle to insert a glass. The heat factor can take 
you by surprise and make you dizzy or tired. If you are extremely sensitive to the heat or your house 
is already warm, a blast of hot air can be just enough heat to trigger symptoms. If you can stand it, 
it’s probably better to let the machines do their jobs without your help. It goes without saying that 
legitimate uses of hot appliances, like standing over a stove stirring a pot for hours or grilling, also 
carry this warning.”
-Jefff

Adapt Your Home for MS
“The comforts of your home might become uncomfortable or even dangerous if MS worsens. Size 
up your living space to consider how easy it would be to live in with reduced strength and mobility. 
Some things are simple to change, like removing throw rugs that could be a tripping hazard if walking 
is difficult, or adding grab bars to help you get in and out of the tub safely. Other changes may 
require remodeling, such as adding a first-floor bedroom.”
-Mike46

If People Talk Over You instead of To You when You Are in a Wheelchair
“You have to be able to say, “Hey, I am here! I am a person first, and the whole wheelchair thing just 
means I am faster than you.” I have done that and the embarrassment of those who were talking 
over me and about me in the third person while I was right there was worth it. Stay Positive! That 
will get you miles of respect.”
-JET16412

Being a Caregiver
“I cannot begin to understand the pain that my husband is going through when he has an episode 
and another lesion is forming on his brain but I am there to try and comfort him through it NO 
MATTER WHAT!!! This to me is most important because even though I can’t physically feel his pain I 
am here for better or for worse.”
-Elle1971

MS Strengthened My Family
“I know that my disease has actually brought my family closer…at first it was really hard but now I 
notice that my relationships with my family members have improved beyond what I would have ever 
imagined.”
-aclover2010
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MS and Your Money
“Consider the financial effects that MS may have on your future, and do what you can to prepare for 
them. For one thing, difficulties working might reduce your income; could you step up your rainy-
day savings? Professional financial advice may be money well spent.”
-sammysue

Budget Your Energy
“MS fatigue is common and frustrating. If you think getting rest is the ‘cure-all’ to eliminating fatigue, 
you’re right in that it certainly helps. But you also need to think of your energy level like an energy 
bank. Take frequent breaks and don’t use up all your energy early in the day.”
-Jefff

Exercise Is Essential
“When it comes to mobility, if you don’t move it, you’ll lose it. Not getting enough exercise will 
reduce your body’s abilities, which will only make MS symptoms worse. Exercising when you have 
MS can be tricky. While it’s important to be active, you have to be careful not to push yourself too 
hard. Ask your doctor. Ease into it. Find a cool place to exercise and drink a lot of water to avoid 
overheating.”
-Jenilee

Yoga for MS
“Talk to your doctor about the potential benefits of yoga, including increased energy levels, improved 
balance, reduced muscle spasm, and pain relief.”
-Danielle

Take Care of Yourself First
“When you are on a flight that is about to take off, the flight attendant directs you to place your 
own oxygen mask on before you attend to anyone else. Now, isn’t this advice that we can give to 
ourselves in other areas of life? The truth of the matter is, if we are physically, spiritually, emotionally 
depleted, we aren’t going to have a lot to offer anyone else.”
-Dr. Gary

Letting Go of the Past
“Every day, I find old memories of the person I once was. Sometimes I miss her, but I have moved 
on. I have learned to accept the person that I am now, and that person has limitations. Living with 
chronic illness is a lifelong process that requires us to keep adopting and adjusting every day. You 
have to learn to expect the unexpected at any moment. It is a slow process but we have to learn to 
let go of the past and with time and patience we eventually master acceptance and adjustment.”
-Lana

“If you only remember one thing…
just remember this – keep on smiling!”

-PenguinAngel56



www.multiplesclerosisconnect.com

Find free information and caring support at

This guide is for informational purposes only. It is not intended to diagnose, treat, cure or 
prevent any health condition, or to replace the advice and care of your doctor or other mental 
health professional.


