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Multiple Sclerosis:
Its effects on you and those you love
This booklet contains a lot of information to help you with some of the ques-

tions you might have. Don't feel that you have to read it through from start to

finish. Pick out the topics that are of most interest to you right now with the

help of the table of contents. You can always go back and look over the other
material later.

Some people who have experienced the diagnosis of multiple sclerosis gener-

ously shared their perceptions and feelings to make this document as personal

and as helpful as possible. In many cases, their exact quotations explained the

situation so well, they were included as an integral part of the text.

Many resources are available through the Multiple Sclerosis Society of Canada

and other agencies in your community. For more information on where you

can turn for help from time to time, contact your local chapter or the nearest

division office of the Multiple Sclerosis Society of Canada.
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INTRODUCTION TO MS "secondary". People with primary-progressive

MS have steady worsening (or progression)

What is multiple sclerosis? from onset with only minor recovery.

Multiple sclerosis (MS) is the most common Secondary-progressive MS begins with a series

disease of the central nervous system affecting of relapses and recovery but becomes steadily

young adults in Canada. It is estimated that progressive over time with continued worsen-

approximately 50,000 men and women in ing. Most people with MS have the relapsing-

Canada have the disease, and every day about remitting or secondary-progressive forms.

three more people in Canada are diagnosed

with MS. Symptomsof multiplesclerosisoftenbecome

apparent in young adulthood. It is most often

The cause of MS is still unknown, but we do diagnosed in those between 20 to 40 years of

know that the myelin sheath - the coating age. It can however be found in people younger

around the nerve fibres in the central nervous and older. The average age at diagnosis is 30.

system (CNS)- is affected. Myelin is neces- Almost twice as many women have MS as men.

sary for the transmission of nerve impulses

through nerve fibres. If damage to myelin is
What will happen to me?

slight, nerve impulses travel with minor inter- All I can think of is a wheelchair.
ruptions; however, if damage is heavy and if"

scar tissue replaces the myelin, nerve impulses MS varies considerably from person to person.

may be completely disrupted. At the time of diagnosis, it is impossible for
your doctor to predict what course the disease

The name "multiple sclerosis" is derived from might take and how you will be affected in the
next five or ten years. Fortunately, there arethis process- multiple (many) since it occurs

in a number of places within the nervous sys- specific treatments for relapsing-remitting MS,

tern and sclerosis (scars) which means the and some may be helpful for people with sec-

hardened patches of scar tissue that form over ondary-progressive MS who are still having

the damaged myelin, relapses. In addition, much can be done to treat

particular symptoms as they arise. (Please see

MS varies greatly from person to person and in more information in the section on MS

the severity and the course of the disease. Some treatments, pages 10-13.)

people have few attacks and little disability

over time. Others have "relapsing-remitting" During an attack (relapse or exacerbation) of

MS which means they have a series of attacks MS, the myelin becomes inflamed, and nerve

(exacerbations) followed by periods of recovery impulses are slowed or stopped. This causes

(remissions). Others have what is called "pro- symptoms such as lack of coordination, weak-

gressive" disease which can be "primary" or ness, tingling, impaired sensation, fatigue, dou-



slightly higher chance of developing the dis- know that Canada is a high risk area for MS.

ease. Research now suggests that several genes The number of cases in Canada is much higher

interact to determine susceptibility to MS (not than in the southern United States or Mexico.

one single gene). Ground-breaking research in Recent epidemiological (population) studies in

this area continues with hopes that discovery of Canada have found MS rates from 90 to 200

these genes will lead to the development of cases per 100,000 population. Autopsy studies

new and more effective treatments for the dis- in Canada and elsewhere revealed MS in peo-

ease. ple whodidnot experiencenoticeablesymp-
toms in their lifetime. This means that the MS

Many researchers agree that MS is a "multi- prevalence rate for Canada may be in the range

factorial" disease, meaning it's caused by more of 175 to 200 cases for every 100,000 people,

than one thing. In this respect, the three or one case per 500 to 750 people.

research areas mentioned above (viral, immune

system and genetics) may actually be connect- Age is also involved in developing MS. About

ed. Researchers suspect that MS is the result of two-thirds of people with MS have their first

a combination of viral exposure, genetic back- symptoms between the ages of 20 to 40.

ground and autoimmunity and that an individ- Although sometimes the diagnosis is not made

ual must have all three factors to develop MS. until a person is over 45, a medical history will

It is possible that a common virus may trigger often reveal that symptoms appeared

the body's immune system to attack and dam- previously, but were not severe or long-lasting

age central nervous system myelin in a geneti- enough for the person to seek medical atten-

cally susceptible person, tion. In the remaining one-third of the cases,

the first symptoms appear and are diagnosed

Your local chapter of the Multiple Sclerosis before 20 or after 40 years of age. It is

Society of Canada is regularly informed of the estimated that every day three more people in

latest research and treatment information. You Canada are diagnosed with MS.

may wish to get in touch with the chapter and

become a member of the MS Society to be Can my children get it?
kept up-to-date. This information is also avail-

MS is not contagious, nor is it hereditary in the
able on our web site: www.mssociety.ca.

usual sense of the word. It is likely that a num-

ber of factors must exist before MS develops.

Why did I get it? Why me?
There are a number of factors that make certain It is known that certain genetic populations

people more susceptible to multiple sclerosis (northern European backgrounds) have a

than others. However, they didn't do anything greater susceptibility to MS. There is also a

"wrong" to cause the disease to develop. We higher incidence of MS in family members,



particularly in identical twins where there is the Medications are available that can slow down

same genetic background. But other environ- an overly irritable bladder, and others help

mental factors must be present as well, and the activate the bladder when emptying seems

vast majority of people with MS do not have slow. Many people have minimal inconven-

another family member with the disease, ience once they get help. Keep your doctor

informed about your urinary habits and any

Please contact the nearest MS Society office related problems.
for additional information and articles about

genetic research in MS. Some people may develop urinary tract infec-
tions. Symptoms include: frequent urination,

s'Y'_l_p'ro_s oil= MS strong smell and discolouration of the urine,
and sometimes, abdominal or back pains and

fever. The presence of MS makes it more diffi-
Common symptoms of MS

cult for your urinary system to "get by" without

Symptoms of MS are unpredictable and vary specific medication, so don't try to handle it

greatly from person to person and from time to yourself. There are also methods of emptying

time in the same person. They may include: the bladder of as much left over urine as possi-

extreme fatigue, vision problems, loss of bal- ble- often the cause of infection. Talk to your

ance and muscle coordination, slurred speech, doctor about this possibility.
tremors, stiffness, bladder and bowel problems,

difficulty walking, cognitive problems and even Part of the problem may be solved by timing

paralysis. This chapter is dedicated to explain- fluid intake. When some people begin having

ing some of the more common symptoms. Be bladder frequency or lack of control, they drink

sure to talk with your doctor about any new hardly anything. This is dangerous. It is very

symptoms you are having. In addition, please important that the kidneys get two litres of

see the section on MS treatments, pages 10-13. fluid each day to do their work in eliminating

waste products efficiently.

Bladder problems and MS The answer is to plan fluid intake. Don't drink

It is fairly common for people who have MS to large volumes of fluid just before going out or

have some problems with bladder control. You going to bed. The same amount of fluid might

may have to see your doctor a few times to be easily handled spread over a longer period

deal with it, and he/she may get help from a of time. Beverages containing caffeine and

specialist. If you are having either frequent uri- alcohol can make urgency and frequency prob-

nation or just the reverse - if you have diffi- lems worse. You may wish to limit these.

culty passing urine- you should see your doc-

tor without delay. Appropriate clothing,padding and devices for

incontinence are available at reasonable cost



and can be useful in coping with lack of con- meal so after breakfast is an ideal time for

trol. These are available at drug stores or med- someone on a morning schedule and after din-

ical supply companies. Shop around and corn- ner for someone on an evening schedule.

pare prices since costs may be different from
2. Fluid intake- Fluid intake of two quarts (or

place to place.
two litres per day) aids in maintaining a soft

Every symptom you get is not necessarily relat- stool; warm liquid taken before a meal or
before trying will also aid bowel movement.

ed to MS. Men may develop prostate trouble

and women vaginal infections which have noth- 3. Diet- You should follow a healthy diet

ing to do with MS. Let your doctor sort out the including fibre in the form of bran cereals,

cause and recommend treatment, vegetables and fruits. Bran is one of the cheap-

est and most easily available forms of natural

For more information, please consult the publica- laxatives. Add several teaspoons (10 mL) to

tion Understanding Bladder Dysfunction and MS, meatloafs, breads, soups, stews or almost any-

available from the Multiple Sclerosis Society. thing that is mixed together and baked or sim-

mered. Prune or lemon juice, an orange, apple

Is bowel function affected or fig could be taken in the evening for some-

by MS? one on a morning schedule and in the morning
for a person on an evening schedule.

It appears that constipation occurs in more peo-

ple who have MS than in the general popula- 4. Physical Activity- Activity and exercise

tion. If this irregularity is a problem, there are promote good bowel health. You should exer-

several steps you can follow, cise to the extent you are able, but not to the

point of exhaustion.

First, you should remember it is not necessary

for good health to have a bowel movement If the problem persists, your doctor could rec-

every day. But, if you don't have one every ommend temporary measures such as medica-

three to four days, you could have complica- tions, suppositories, laxatives or enemas.

tions. The symptoms of a full bowel could be

nausea, headache and a general feeling of Irregularity may be a symptom of another ill-

being unwell, ness, not necessarily MS. It is important you

discuss it with your doctor.

Timing, fluid intake, diet and physical activity

are four measures that must receive primary For more information on bowel functions and

consideration. MS, please contact your MS Society division

or chapter office and ask for a copy of

1. Timing - A specific time of day should be Understanding Bowel Problems in Multiple

selected. Bowels move more readily after a Sclerosis.



How can I cope with fatigue? it easier if you reorganize your work area so

Fatigue is one of the least understood and most you can reach the most used items readily.
Have lazy susan storage on cupboard shelves,frequent symptoms of MS. It often causes
use a tall stool to sit on while working and doproblems among co-workers, friends or family
as many chores as possible sitting down- par-members who accuse the person with MS of

"just being lazy". But fatigue is a very real ing vegetables, ironing, hobbies, etc. Use a

symptom and is the result of damage to the trolley on wheels for moving several items at a

nervoussystem, time and have other people carry the heavy
items. An occupational therapist could assist

If you have fatigue, you should find your own you in evaluating activities and making energy

limits and be able to plan your days to make saving suggestions.

the best use of your energy. You should try to
Whether at home or work, you can plan your

sleep fairly regular hours, have as much physi-
day so that the hardest or necessary tasks are

cal activity as you can without becoming over
done when you have the most energy. Plan an

exhausted and rest or nap when necessary.
easier task or a break time for the periods when

Research on the anti-viral drug amantadine you know you feel less energetic. If your job is

(Symmetrel®) seems to indicate that the drug very physically demanding, you may have to

eases the fatigue level in many people with consider a different kind of employment that
will allow you to be productive withoutMS. In addition, sometimes various ampheta-

mines are used to treat MS fatigue. Discuss exhausting all your energy.

these options with your doctor.
To learn more about fatigue, read the Multiple

Sclerosis Society of Canada publication,
Fatigue can fluctuate on a day-to-day basis - a

Coping with Fatigue in MS.
phenomenon doctors don't understand, so don't

expect your family to. You may have to explain
Is pain a symptom of MS?frequently how you feel. Otherwise, your

behaviour may be mysterious to them. I have quite a lot of pain in my
back and legs, but I've been

"I can suffer from extreme fatigue. But by told MS is a pain-free disease.
rearranging my daily activities, I can corn- Most people with MS do experience some pain

plete everything I want to do. Learning to during the course of the disease. Although our

live within my scope has been one of the knowledge of why people experience pain is

most important adjustments I have made." limited, we know that conduction in the central

nervous system (CNS) can be abnormal and

What does this mean for daily living? Working may result in pain.

in the home (kitchen, workshop), you may find

._ . =, . _J_m, .__. ....--" T T" ........



Backache is the most common complaint and A less commonly felt pain, but which sometimes

may be due to the strain put on the back occurs with MS is trigeminal neuralgia (also

muscles when walking with weakened and known as tic douloureux). It is usually felt as

spastic muscles. There may also be spasms in severe pain lasting several seconds at a time,

the legs (if spasticity is severe) which will located in one side of the face. Trigeminal neural-

cause crampy pain periodically while sitting gia is treatable and should be discussed with your

orlyingdown. doctor.

Much can be done to alleviate distressing Remember that like everyone else, persons with

symptoms. Some physicians recommend MS are subject to unrelated conditions, such as

substituting another type of sensation for the arthritis, migraine headaches, and lower back

pain, such as pressure, warmth, cold or pain. Let your doctor know about the pain you're

massage, experiencingso a properdiagnosiscanbe made.

Pain due to spasticity (stiffness) can be aided
Does MS affect memory?

by stretching exercises or may be caused by

faulty walking pattern which can be helped by Sometimes I just can't
using a proper assistive device. But if the pain remember anything.
cannot be managed, medications may be neces- Sometimes people with MS have problems

sary. Stiffness can be treated by anti-spasticity with memory and concentration. These cause a

drugs such as baclofen or a newer drug called lot of worry both for the person who has the

tizanidine (Zanaflex®). Sometimes tranquiliz- problems and for the family, sometimes leading
ers and drugs for epilepsy (which stabilize to misunderstanding and frustration.
nerves) are used. Reactions to medications

vary greatly so your doctor may have to try dif- These are true symptoms of MS and are directly

ferent treatments before obtaining satisfactory caused by the disease. Like other symptoms they

results, cancomeandgoandmaybemadeworseby

fatigue, infections or stress.

You may find massage and an Aspirin®-type

drug help relieve sore and/or tired muscles Some people with these problems can be con-

including backache before going to bed. Your fused with their thinking, especially when tired,

doctor will advise you on the most appropriate and others find that they are not able to control

other therapy. Some symptoms such as feeling their feelings as much as they would like. They

of tightness or a "girdle sensation" may not be may cry or laugh for little reason and are afraid of

treatable by existing medications, but you over-reacting in front of others. This can be

should discuss them with your doctor as they embarrassing and can lead to social withdrawal

maynot be caused by MS. and isolation.
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People with MS can appear cranky and overly What is an MS "attack"?
sensitive to others. Relatives and friends may For unexplained reasons, the disease seems to

feel hurt and criticized unfairly. They may say come in relapses or attacks which doctors call

that the person with MS has become selfish exacerbations. They are medically defined as

and is no longer able to see the relatives' prob- the appearance of new or worsening of old

lems or point of view. It may also be very hard symptoms lasting at least 24 hours. At these

for relatives to cope with the depression that times, symptoms may suddenly become worse,

can happen to people with MS, and at these or new ones may appear. In between attacks,

times counselling for both the person with MS there are periods called remissions. During

and their relatives might be a good idea. these times, the disease isn't progressing and
the body is recovering. Sometimes there are

These direct psychological symptoms are due years in between attacks.

to MS itself but may be combined with the
"I haven't had an attack of MS for several

emotional upset that affects everyone when a

family is trying to adapt to living with the dis- years, but I do have reminders from time to
time that it's still there."

ease. Once the symptoms associated with MS

are recognized for what they are, positive steps
MS attacks can be treated. For more informa-

can then be taken to overcome them. For
tion, see the section on MS treatments, pages

instance, someone who has a problem remem-
10-13.

bering things will find it useful to keep a note

pad close at hand.
Some people feel an attack coming on, and

change their lifestyles accordingly by resting
Just understanding that these difficulties are

more and slowing down until the episode
due to MS can stop a lot of guilt and frustra-

passes. Others may find that the way they feel
tion, and help people to accept their limits. changes from day to day.

Although direct psychological symptoms are Not all your health problems will be caused by

not uncommon, many people with MS will MS. People who have MS are not more suscep-

never experience them at all. tible to other ailments, but they can still have -

along with everyone else - colds, flu, broken

Courtesy of Dr. Alexander Burnfield, M.B., bones, ulcers, diabetes, etc. Be sure to obtain

B.S., M.R.C. Psych., you may also find the medical treatment when problems arise and

booklet, Multiple Sclerosis and Your Emotions don't think "it's just MS".

helpful. It is available from the Multiple

Sclerosis Society of Canada.



Can anything make MS worse? Treatments for relapsing-
Naturally, because of the ups and downs of MS, remitting multiple sclerosis
people try to figure out what sets off an attack Three beta interferons (Avonex TM, Betaseron®

or relapse. A number of possibilities have been and Rebif®) and a drug named glatiramer

mentioned including emotional upset, infec- acetate (Copaxone TM) are approved for treating

tions, overexertion and fatigue, injuries and sur- relapsing-remitting MS in Canada. While they

gery. There does seem to be a direct connection do not cure MS, these drugs reduce the freq-

between high temperatures and worsening of uency and severity of attacks by about one-

MS symptoms for many people with MS. A hot third in relapsing-remitting MS. Beta interfer-

bath or shower, a fever or hot weather made ons are produced naturally in the body and

symptoms temporarily worse for more than half have an effect on immune system regulation.

of the people with MS involved in one study. The three drugs are produced using recombi-

Avoiding high temperatures when possible nant DNA techniques. Copaxone is a synthetic

would seem to be the sensible route, compound that chemically resembles a compo-

nent of myelin. Although its mechanism of

For the other items mentioned, there is no gen- action is not completely understood, it may act

eral pattern. The only factor that clearly has as a "decoy", diverting immune cells from their

been shown to be associated with an exacerba- myelin targets.

tion are common viral infections. The relation-

ship of emotional upset and trauma is less cer- Several studies have found that beta interferons

tain, and for the majority of relapses no direct and glatiramer acetate have some impact on

cause can be isolated, progression of disability. For more information

on the four drugs, please call 1-800-268-7582

or visit the web site at www.mssociety.ca and

see the "Research & Medical Library" page.

TREATMENTS
In addition to these proven treatments, a num-

For many years, people with MS have been ber of other therapies are being tested. The MS

receiving wide-ranging and often helpful treat- Society reports regularly on the results of treat-

ment to relieve symptoms and enable us to live ment studies in the quarterly publication MS

more comfortably with the disease. More Canada and on the web site:

recently, however, four specific therapies for www.mssociety.ca.

relapsing-remitting MS have become available

in Canada. These are described below, followed Treatments for progressive MS
by a section on therapies for progressive MS While there are treatments for relapsing-remit-

and a section on symptom relief, ting MS, the development of treatments for pri-

mary and secondary-progressive MS has been

10
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slower. It is more difficult for investigators to Treatments for MS attacks
show that a therapy is actually effective in

Attacks (also called exacerbations or relapses)
slowing the progression of the disease.

are often treated with steroid-type drugs such
However, research is making headway, and in as ACTH, prednisone or intravenous methyl-

June 1999 Health Canada approved interferon prednisolone to reduce the severity of an indi-

beta- lb (Betaseron) for the treatment of sec- vidual attack of MS, particularly in the earlier
ondary-progressive MS based on the results of stages of the disease. They are of no value dur-

a European clinical trial. However, a later ing the later progressive stages and may even

North American study of Betaseron for second- produce harmful side effects. Long-term use
ary-progressive MS resulted in a more negative should be avoided.

outcome. A study involving interferon beta-la

(Rebif) for secondary-progressive MS also

yielded more mixed results. Treatments for MS symptoms
1. Spasticity- Muscle stiffness is a common

Mitoxantrone (Novantrone®) is a drug devel- problem in people having a severe attack of

oped to treat cancer that has been approved in MS. There is no one drug that is totally effec-

the U.S. to treat people with worsening relaps- tive, but often a combination of drugs

ing-remitting MS, people with secondary-pro- (baclofen is widely used and tizanidine

gressive MS and people with progressive-relaps- [Zanaflex®] is now available) and physiothe-

ing MS. While not officially approved in Canada rapy may be helpful. Other drugs are being

for MS, some clinics and neurologists are using tested for increased effectiveness.

the drug especially for people whose MS is rap-
2. Bladder problems- This can be a problemidly progressing or for people who have not

responded well to other therapies. Mitoxantrone for some people, but medical treatment can
help. The Multiple Sclerosis Society of Canadais given intravenously (into the vein). There is a
has a publication called Understandinglifetime cumulative dose limit because of con-

cerns about cardiac toxicity. Bladder Dysjimction and Multiple Sclerosis,
which you may find helpful. Bowel problems

While not yet at the large clinical trial stage, may also appear but can often be solved by

researchers are also studying such experimental changing eating habits (see pages 5-6).

drugs and techniques as T-cell vaccination, peptide 3. Tremor - In more severely affected people,

therapy, thalidomide and bone marrow transplan- tremor can be a disabling problem interfering

tation. It won't be known whether any of these with the ability to carry on daily activities.
potential treatments will work until the clinical tri-

Sometimes, medication can be helpful.
als have been completed and results analyzed,

however there is increasing optimism that treat- 4. Fatigue - Many people with MS experi-

ments will be available soon for progressive MS. ence fatigue. Some people find the drug

11



amantadine (Symmetrel®) to be useful. Should I exercise/

Adjusting one's lifestyle can be helpful as have physiotherapy?
well (see page 7). You may also want to con- You and your doctor should decide whether

tact the MS Society for the publication, physiotherapy will be of value to you.

Coping with Fatigue in MS. Following an attack of MS, it may be useful for

you to be referred to a rehabilitation depart-
5. Vision problems- Temporary loss of

ment of a hospital for an assessment.
vision, double vision and jerky eye movements

are frequent MS symptoms. Fortunately, these
It is important to understand what physio-

problems often clear up spontaneously, therapy is and what it is not. Physiotherapy is a
Sometimes treatment, usually with a steroid- way of examining your present abilities and

type drug, is used. You should see your doctor learning how to make the most of them. A

for a thorough evaluation if you develop any physiotherapist can help you maximize your

vision problems, present energy,and alongwith an occupational

therapist, instruct you in energy-saving tech-

6. Sexual difficulties- MS may affect sexual niques. The rehabilitation staff may suggest spe-

functioning in some people. It could be a tem- cific exercises and aids for your home program
porary problem or it might require some treat- to help you remain independent. If you wish, an

ment. The Multiple Sclerosis Society of occupational therapist could visit your home to

Canada has a booklet, Sexuality and Multiple talk about ways to change things to make it eas-

Sclerosis see page 16, which provides more ier for you to get around and conserve energy.
information.

A regular exercise program or appropriate

7. Emotional problems - Naturally, a diagno- recreational sport will benefit you in the long

sis of MS may lead to anxiety and depression, run by maintaining good physical condition.

and such emotional factors may actually aggra- This does not mean terribly strenuous sports

vate the MS symptoms you have. The MS unless, of course, you are able to. Many people

Society has a booklet called MS and Your have found a regular swimming or yoga pro-

Emotions that you may find helpful. Or you gram helpful in maintaining muscle tone with-

may wish to have your doctor refer you to a out becoming overly tired. Once you gain expe-

counsellor, psychologist or psychiatrist to help rience in living with MS, you will be able to

you work through your feelings, judge how much you can exercise before

becoming fatigued.

8. Memory and concentration problems -

Again, like other problems associated with MS, "One of the reasons I developed an interest in

difficulties with memory and concentration can yoga was that I'd read it was a form of exer-

come and go, see page 8. cise that put the least amount of strain on the

12



body, particularly the spine. I found it to be a management of MS. Please contact the MS

tremendous tension release which helped me Society of Canada for the phone number of the

cope better with MS and helped me learn to MS Clinic nearest you.

relax."

If there is any sign of bladder or bowel prob-

Many MS Society chapters offer exercise pro- lems, you should see your family doctor and be

grams, such as yoga, tai chi, swimming and referred to a specialist if necessary. The staff of

horseback riding. If there is no chapter in your a rehabilitation department - physiatrist (doctor

area, other community groups may have bene- of physical medicine), occupational therapist,

ficialprograms, physiotherapistand others- mayalso be

involved from time to time with your assess-

ment and overall care. Psychiatrists or psychol-How often should I see my
ogists may be consulted to help deal with cog-

doctor? Are visits to nitive or emotional problems.
specialists recommended?

You should see your doctor at regular intervals. Getting along with a disability is a team

You and your doctor can work out how often effort, and you are the most important mere-

this will be depending on how healthy you are ber of the team.

in general. You should also establish that you

can telephone your doctor in between regular

appointments for any crisis that might come up, _I_SlI¢j_RC H

because you could develop medical problems

that are totally unrelated to MS. These should
What is happening in

be treated as they would be with anyone else.
research?

You should find a doctor who is knowledgeable MS is a complex disease and research involves

about MS and on whom you can rely to treat a number of medical specialties including the

you as a whole person, study of the immune system, myelin regrowth

and repair, genetics, virus research and epi-

You and your family doctor aren't the only demiology.

ones involved in your treatment and care. You

may require periodic visits to a neurologist for Researchers who study viruses think MS may

reassessment of your neurological condition, be caused by any one of a number of common

Your family doctor or neurologist may refer virus infections such as measles or one of the

you to an MS clinic, where you will have the herpes viruses. The virus may not actually

benefit of neurologists and health care profes- invade the central nervous system, but may

sionals who are experts in the diagnosis and trigger the abnormal autoimmune response.
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Much research is underway to determine how learn more and more about the way the nervous

this actuallytakes place, and immunesystems work.

MS is a disease of the immune system. The The Multiple Sclerosis Society of Canada has

body's immune system destroys bacteria, virus- been a strong supporter of MS research since it

es and other foreign substances that invade it. was founded in 1948. Funds go to carefully

Sometimes a change in the way it finds and selected research projects at universities and

destroys foreign matter sets off an autoimmune hospitals across the country. Research is also a

response, and the body begins attacking some priority of other MS Societies around the world.

part of itself, treating it like it is foreign. This The Multiple Sclerosis Society of Canada is a

probably happens in MS. member of the Multiple Sclerosis International

Federation. Comprised of 38 national societies,

Scientists are looking for ways to make myelin the Federation coordinates and distributes infor-

repair itself and regrow after it has been dam- mation on MS research at the international level.

aged by MS attacks. Usually adult myelin does

not regrow easily but researchers are finding From time to time, reports about breakthroughs

ways to overcome this problem. Much of MS in MS research appear in newspapers, on TV,
research is so-called "basic" or "fundamental" radio and on the Internet. While most of the

research. Scientists are trying to understand information is factual, sometimes it is out of

how the complex central nervous system works context or incomplete. Your local chapter or

and how and why parts of it stop working, division office receives information about

Once these questions are answered, finding the research in Canada, and other countries, regu-

cause and cure of multiple sclerosis will be larly. If you hear or read any news about MS

mucheasier, research,you may wishto checkit out with

your local chapter, or go to the MS Society

There are two major aspects to MS research: (1) web site: www.mssociety.ca.

to discover the cause of MS and how to prevent

it, and (2)to find a treatment that will stop MS L|_|_ _I_|TH MS
from progressing once it strikes. Research into

MS treatments is advancing steadily although
Are there special diets

the underlying cause of the disease is still

unknown. Treatments are tested in clinical trials for people with MS?
to determine if the drug or therapy actually Although a number of special diets for MS

works - a difficult task in a disease like MS, have received attention in the news in recent

which has spontaneous remissions. While no years, the Multiple Sclerosis Society of Canada

one can predict when the answers will come, does not endorse any particular diet for MS,

researchers are increasingly optimistic as they nor is there any scientific evidence that mas-

14



i

sive doses of vitamins affect the course of the Should I use some kind of
disease. It is important to have a balanced diet. mobility aid? It makes me feel

as though I'm giving in.
Because in the beginning stages of the disease,

If an aid will help you live a fuller life and
the majority of people will recover from attacks

conserve energy, use it. If it will enable you to
whether they are treated or not, it is very diffi-

do something better and more easily, use it.
cult to establish a cause and effect relationship

You may need an aid for one month and not
with a particular diet or megavitamin therapy. If

the next since MS is a variable disease. Aids
you do change your diet radically or increase

are not necessarily a sign of progression of the
your intake of vitamins, you should consult a

disease, but they could be a way of coping
nutrition specialist or doctor to ensure that you

with your present situation.are receiving all the necessary nutrients.

To stay in good health, it is important to eat a "A wheelchair doesn't confine, but allows me

well-balanced diet consisting of a variety of to go out into the world. Wheelchairs and

foods. If you have any questions about the kind canes are means of letting you out of a cage.

of diet you should be following, contact the They allow you to do things you couldn't do

nutrition service of your comunity health serv- before you used them."

ice or provincial health ministry for further

information. The MS Society's Healthy Eating." The point is to be independent using whatever

A guide for persons with multiple sclerosis devices you need. Your doctor, with the

examines what makes up a healthy diet. Like assistance of the staff of a rehabilitation

all other publications, it is available from chap- department, will prescribe the appropriate aid,

ter and divisionoffices, tailored to your specific needs.

Should I give up alcohol? Aids can take many forms. For those having

You should consult your doctor, but unless for- trouble walking up or down stairs or along a

bidden, an occasional social drink will do no hall or pathway, a railing is needed for safety.

harm. If you do experience fatigue, balance or Grab bars in a bathroom will add a safety

bladder problems, you may find that liquor feature when using the bathtub and toilet. A

increases these problems, and it may be wise to walk-in shower is easier to manage than a

limit consumption, bathtub. A safety non-slip mat in the bathtub is

a necessity for everyone. Medical equipment

If you are taking any medications, check with supply companies often have showrooms

your doctor to find out whether it is safe to where you can view their products.

drink in moderation. Alcohol in quantity is

unsafe for anybody.

15
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Hand controls make it easier to drive a car if could be not getting an erection when they

you are having trouble with your legs. These want one. For women, it could be not feeling

can be added to most car models and are avail- aroused when previously they would be.

able from many medical equipment supply

companies. Sincesexualityis a part of our totalpersonality

and cannot be separated from the rest of life's

Several automakers offer programs to help peo- experiences, it is not surprising that external

ple better afford adaptations for their vehicles, pressures such as feeling depressed or anxious

affect sexual relationships. Even when a satis-

If you are considering renovating or building a fying sexual relationship is a source of reassur-

house, plan on making it totally accessible and ance, self-esteem and tension release, the prob-

usable. Building plans for accessible housing lems of having MS may affect communication.

are available from Central Mortgage and Couples will need to maintain and improve

Housing Corporation, or you may wish to con- positive communication in all aspects of their

sult an architect who is knowledgeable about lives to overcome these problems.

planning for total accessibility.
As a spinal cord injured woman said: "Your

Other aids are just a matter of common sense, sexuality is relationships with other people. It

There are many sources and suggestions for is how you feel about other people. It is

adapting all sorts of objects. Aids are some- everything. It is you."

times available free-of-charge through provin-
It is also possible that MS will affect the partscial government programs. The MS Society
of the nervous system involving sexual func-can help put you in touch with the appropriate
tion. This can be checked by your doctor. But

government agency. Your local chapter may
even if this is the case, it can be a temporary

also provide aids on loan. For more informa-
problem since MS has remissions, and a prob-

tion, contact your local chapter or the nearest
lem you have today may be gone a month from

division office, for contact information, please

see the back cover of this booklet, now. In addition, the recent medication silde-
nafil citrate (Viagra®) may be helpful for men

with MS. So far, studies have not found it use-

Sexuality and MS. I have heard ful for women.

there may be sexual problems We all know that having an enjoyable sex life

associated with MS. Is this true? is not necessarily the sameas having sexual

Many people with or without MS have sexual intercourse. Even if intercourse is no longer

problems at some point in their life. Problems possible or satisfying, there are many options

are different from person to person. For men it for committed, loving partners. The Multiple
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Sclerosis Society of Canada has a more Before making a decision, these questions

detailed booklet, Sexuality and Multiple should be discussed with your doctor. Feel

Sclerosis, which you may find helpful. It is free to contact the MS Society for more

available through division offices. Marriage information.

counsellors and others specializing in relation-

ship problems are available for consultation in A couple planning for a child should also con-

your community as well. sider whether the affected partner will have the

energy and stamina to help care for the child

after it is born and in the years ahead. Will

What about contraception? help be available from relatives or paid assis-
tance'? Financially, can the couple cope? Is it

The vast majority of women who have MS

continue to ovulate and, therefore, can become possible for one partner to support the family
if he/she is the only one working?

pregnant unless they use some method of birth

control.
While severe disability is not always, or even

usually, associated with multiple sclerosis, the
Oral contraceptives, IUDs, diaphragms, con-

doms or foams and jellies can be used depend- couple should think about the possibility while

ing on the couple's choice and advice of their planning a family. For more information, con-
tact your local chapter or division office anddoctor. If the desired number of children has
ask for a copy of Becoming a Parent.'A major

been reached, or the couple decides not to have
decision when MS is in the.family.

children, sterilization may provide an answer.

A full discussion with a doctor is a good idea.

Can we maintain

our usual lifestyle?
Effects of pregnancy on MS. If you have little or no physical disability, your

Some scientific research has been done on this family lifestyle may not change at all, but

question, and in general, pregnancy is not con- many people with MS report they have to cut

sidered to be harmful in the long run for the back some of their activities, choose ones that

women who have MS. There may be a slightly aren't so physically demanding and get more

increased risk of attacks in the period after giv- rest if they are going to stay out late. This may

ing birth, however, studies have shown that be disturbing to your family because your dis-

most women have a decreased risk of attacks ability is affecting them as well.

during pregnancy. It is unlikely that pregnancy

has any negative effects on the long-term Therefore, some compromises may have to be

course of the disease, made. Instead of pushing yourself to the point

of exhaustion, maybe you can find activities

17
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that aren't so demanding physically, yet are fun ed by the fact that if I did, our lives would

for the rest of the family. You may have an not change greatly."

expertise at playing bridge or chess. Games

like Monopoly® and Scrabble® can be fun and There's nothing wrong with planning for the

are a good excuse for a get-together in the best and worst case scenarios. It is perfectly

afternoon or evening, reasonable to consider the possibility of

becoming disabled while planning your home

"If we are invited out for the evening, I rest and your job, or while planning a trip around

before we go, or plan in advance to come the world.

home early. Sometimes I arrange to come

home by taxi while my husband stays on a One of the more difficult problems for a couple

bit longer. This way I don't feel like I'm is the possible change in their roles. This

spoiling the evening out." requires much discussion between partners.

The possibilities for the future must be looked

Many public places like art galleries, museums, at together. A family with two incomes may

and shopping malls have wheelchairs available, have to learn to cope on one. One person may

It may be hard emotionally to use one for the have to be employed as well as taking on more

first time, but it will conserve your energy and responsibility for running the home and caring

allow you to participate more fully and for for the children. It is important for the affected

muchlonger, partnerto offer as much moralandphysical

support as possible. This will ease the burden

Should I make preparations and help maintain feelings of co-operation.

to change my lifestyle A job that is less physically demanding may be

for the future? more suitable and may have to be planned for.

It is wise to plan ahead, even though you may

never have to fall back on that planning. "When I found out I had MS, I decided never

to marry. Now I realize if the fight person

"At the time of my diagnosis the planning came along, I would want to become

had to happen immediately because we were involved, but I would certainly talk about hav-

going to build our dream house on the lake. It ing MS first."

had to be accessible for a wheelchair even

though I might never need one. It would have Some hospitals may have counsellors who can

broken my husband's heart to have to move offer advice on adapting styles of living and

at a later date from a house I couldn't run. career planning. There are also professional

We have lived happily in our house for seven career counselling firms in larger cities.

years. I have no disability, but I am comfort-
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Vocational retraining is available through You could be eligible for long-term disability

provincial vocational rehabilitation departments benefits upon satisfactory proof of disability.

and Human Resources Development Canada You may be able to work part-time and still

career counsellors should be helpful in making receive all or part of these benefits, so discuss

you aware of options for the future, your individual situation with the insurance

Participating in an MS Society self-help group company that provides the benefits. Medical

may put you in touch with people who are coverage and group life insurance premiums

dealing with similar problems or who have may also continue, depending on the terms of

overcome certain difficulties. (See "What is a the policy. These should be explained by the

self-help group" on page 24 for more informa- handbook or by your employer.

tion.) The MS Society has information on

remaining in the workforce and options to If you have worked a minimum number of

make it easier. Call your division or local chap- hours, you should be eligible for Employment

ter for a copy of Assets and Abilities: Your Insurance (El) from Human Resources

Guide to Work, Income Security and Multiple Development Canada. Claimants who have

Sclerosis. worked at least 600 hours are normally eligible

for a maximum of 15 weeks of sickness bene-

fits. Contact your local Canada Employment

Where can I get financial help? Centre for further information. Some group

Financial matters will become important insurance plans provided by an employer

whether you are physically disabled or not. You replace El benefits, so ask your employer if

may want to think about your future employ- you are eligible.

ment goals, your present financial needs and

the availability of insurance plans. You may have contributed to a private income

protection plan, or there may be such a benefit

If you become unable to work, some employers attached to a personal life insurance policy

provide a group insurance disability program that you own. As with group insurance, you

for their employees. You should have been may be able to qualify for monthly income

advised of this coverage when you started work benefits with either of these. You should con-

and the benefits under the plan should be tact your insurance agent or the company that

explained to you in some type of employee's issued the policy for the details and proper pro-

handbook. If you do not have this information cedure for claiming benefits.

ask for it from your employer. Your employer

should also outline the proper procedure to If you have contributed to the Canada Pension

submit a claim for benefits, if needed. Plan for a specified period of time and are no

longer able to work because of MS, you are

probably eligible for a disability pension. The
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Canada Pension Plan (CPP) and the Quebec ability tax credit, medical expenses, attendant

Pension Plan (QPP), for residents of Quebec, care, transportation devices and equipment and

are social insurance programs that protect child care expenses (under certain conditions.)

workers and their families against the loss of For details, contact the nearest office of the

income due to retirement, disability or death. Canada Customs and Revenue Agency.

The plans cover nearly all employed and self- Unfortunately, the Multiple Sclerosis Society

employed people in Canada who are between of Canada is not authorized to provide direct

the ages of 18 and 70 and who earn more than financial assistance. But other services are

a minimum level of earnings each year. CPP often provided that may help ease the burden.

disability benefits are available to people who Check with your local chapter or the nearest

are between the ages of 18 (20 under QPP) and division office.

65 (when your CPP retirement pension begins),

have contributed to the CPP and/or QPP for a

minimum number of years, and are disabled Emotions and MS
according to CPP or QPP legislation. Neither

program covers health-related expenses, such My family seems

as the cost of MS treatments or medical sup- tOO over-protective.
plies. For more information about disability

Your family obviously loves you, and yourbenefits, contact your nearest division or chap-

ter office and ask for a copy of the publication spouse and parents are distressed to know you

Assets and Abilities. Your Guide to Work, have this disease. They are trying to do every-

Income Security and Multiple Sclerosis. thing they can to ensure that the disease does
not progress. They want you to look after your-

If your total income is insufficient to meet your self, and they also want to look after you.

needs, you may be eligible for financial assis-

tance from your provincial social services Can you imagine how your parents feel? They

department. A means test is required, think to themselves: "What did we do wrong?
What didn't we protect against?" Your spouse

For short-term help, assistance may be pro- might be wondering: "Was I too demanding?

vided by your municipal social services office. Maybe I didn't give enough attention. What

Once again, a means test is necessary, can I do now to make up for it'?" The way
many people show love and affection is to look

A number of expenses associated with the after others.

extra cost of having a physical disability are

deductible from federal income taxes. Some "I want to go on with life, and do what I can

deductions that may be claimed by the disabled do. I'm not having any symptoms right now.

taxpayer or the supporting spouse are: the dis- My wife is constantly reminding me that I
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have MS. She says, 'Don't mow the lawn, from others, so loved ones leave them alone

don't trim the hedge' because a nurse in the when, in fact, their support is most needed. It

hospital said something about conserving is also important to remember that your family

energy. My parents are always looking at me members are upset and depressed, as well.

too and saying. 'Are you getting enough Talking about how everyone is feeling is very

rest?' My friends seem to be worried as well. important at this time.

Everyone is looking at me as a sick person

all the time." "! findit reallyhardto talkto myfamily

when I'm depressed. I just like to be alone,

Try to sit down with your family or friends and and when they say to me: 'What's wrong?' I

explain what is bothering you. In order to don't let them know. Should I let them know'?

reduce their fears, explain exactly what you can Or would it just make them more worried?"

do physically. Point out that you want to be as

independent as possible and would like their Don't think your spouse doesn't love you, or

help and co-operation. Tell them it is important that your parents don't love you because you're

for you to maintain your self-esteem, feeling miserable and no one is comforting you.
How are they to know you are feeling miserable

If you find this difficult to do, counselling if you don't tell them'? Communication is some-

should be available in your community to help thing that has to be worked on all the time. Your

you and your family work through these prob- family cannot guess what you are feeling or

lems and to learn how to communicate better, what you want. You have to talk about it.

"I was very bitter, and I was still feeling that

Sometimes I feel depressed. I could finish my degree. But I finally came

It is natural to feel depressed at times, to the conclusion that I had to withdraw

Sometimes you may fear you are losing your because of my physical limitations. It was a

health, your dreams and your plans for the big step for me at that time. It was during this

future. You are bound to grieve at this, and you period that I sought counselling. Although

are bound to feel miserable at times. It takes there seems to be a stigma attached to going

time to adjust to a changed situation. In addi- to see a psychiatrist or psychologist, I found

tion, several studies have found that depression the experience very helpful. It helped me put

can be a symptom of MS, and that it can be my needs and aspirations in perspective and

treated with medications and/or counselling, made me feel comfortable with my eventual
decision."

When most people are grieving, they want

someone to comfort and love them. But when If you are feeling particularly "down" or dis-

people are depressed, they tend to pull away tressed, you should let your doctor know so
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he/she can consider various types of anti- with MS will die. When they are reassured that

depressant medications and/or counselling. It MS won't cause death, the anxiety is relieved.

might be helpful to seek counselling from a

professional (psychologist, psychiatrist, social "I make a conscious effort to get out of the

worker, clergy) or to have a discussion with a house often so my son's friends will see me

close friend. Alexander Burnfield, a physician and understand that I am exactly like their

who has MS, deals with many of these prob- mothers- except I'm in a wheelchair."

lems in his book Multiple Sclerosis.A Personal

Exploration. Check with your local library or You may find it difficult to keep doing some of

contact the MS Society about how to borrow or your former activities with your children: play-

purchase the book. Also available from the MS ing hockey with them may have to be replaced

Society is a booklet called Multiple Sclerosis by coaching them at hockey, and canoe trips

and Your Emotions that you may find helpful, replaced by fishing.

The MS Society also helps organize self-help But many parts of family life don't need to

groups for people with MS, their spouses and change. You have much to offer your children

children to meet and discuss problems, see in understanding and love. The important

page 24. To learn about one that might be right thing is the quality of the relationship, not

for you, contact the nearest MS Society divi- what you can or cannot do. Family members

sion office or chapter, need to work together, sharing good times and

responsibilities, in order to maintain a happy

How and what do I tell household.

my children? The Multiple Sclerosis Society has a number

What and how you tell your children depends of helpful publications for children and par-

upon their ages and level of maturity. If they ents including a booklet called How to Talk

are quite young, it might be best to answer about MS with Your Children. Contact your

questions about what is wrong with mother or nearest division office or local chapter for

father as they come up. This approach would more information.

be less frightening than a formal announce-

ment and explanation of MS. What do I tell people about

Older children should be told in simple, truth- having MS?
ful terms. Children are very quick to notice Your community includes people who are

changes and may feel the security of their close to you, and those whom you know casu-

home threatened unless they know what is hap- ally. Your relatives, friends and employer natu-

pening. Children often worry that their parent rally will want to know what has happened to
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you, especially if you have visible symptoms. The MS Society of Canada consists of a

They may also want to know what they can do national office located in Toronto, seven divi-

to help. sionsacrossthe countryandapproximately120

chapters. The primary role of the national

You can start with a simple explanation of the office is coordination of research, individual

disease and how it is affecting you at this time. and family services, fund raising programs,

(The MS Society has some leaflets and bro- social action and public education. Divisions

chutes that will make the task easier.) In a way, and their chapters are directly responsible for

you will be learning together. Your employer providing services to people with MS and their

will want to know if you can carry on with the families, for putting awareness programs into

job. It would be a good opportunity to reassure effect, providing social action and also for rais-

him or her that you can, or perhaps discuss ing funds to support MS Society activities.

some changes that might make it easier for you

to cope physically. The MS Society can help How do I become a member?
you begin discussions with your employer. A

booklet called Assets and Abilities is available It is easy to become a member and membership

from your chapter or division office, brings several advantages. Members of the MS
Society receive newsletters and other informa-

You may or may not wish to tell casual acquain- tion on a regular basis including research

tances if it comes up in a conversation. There is updates and information on available services.

probably no reason for a formal explanation. Members also have the opportunity to share
experiences and concerns with other people who

have MS. Many consider this last reason one of

TH I_ MS SOC|I_I_ the best reasons fbr joining the MS Society. All

OF CANADA records, of course, are confidential, so no one
need know you have MS unless you tell them.

How can the MS Society
help me? Contact your nearest chapter or division office

for a membership form, or visit
The Multiple Sclerosis Society of Canada is a www.mssociety.ca
national voluntary organization, which supports

research into multiple sclerosis, provides serv- There is no problem in maintaining an informal

ices to people who have MS and conducts pub- contact with the MS Society, perhaps calling
lic and professional education programs on from time to time to learn about research
MS. Through the Multiple Sclerosis advances and services that are available. You can
International Federation, it is connected with

attend workshops and seminars, as well, without
other national MS Societies with the same

being a member.
goals around the world.
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What kinds of services People who have multiple sclerosis have the

are available? opportunity to help decide what kinds of serv-

ices are available by becoming involved at theServices vary across the country depending on

the kind of provincial government and commu- chapter, divisional and national levels of the

nity programs available. The MS Society does MS Society. In this way, the Multiple Sclerosis

not duplicate services already in existence. Society of Canada is able to offer programs

Information, Funding and Support provide the that truly reflect the needs of people with MS.

framework for the services available through

Individual and Family Services. These major The MS Society is ready to offer as much or as
services areas are comprised of core services

little help as you may need within its range of
that provide the basic structure of Individual

services. Contact your local MS Society chap-
and Family Services for divisions and chapters

acrossCanada. ter or oneof the divisionoffices.

Information

• MS Society of Canada publications What is a self-help group?
• ASK MS information resource centre Self-help groups are informal associations of

• Lending libraries people who meet, often for a limitedperiod of

• Conferences and workshops time, to help each other work through shared

concerns and problems. In a way, people have

Funding been doing this for centuries, but now organi-

• Equipment purchase or loan zations such as the Multiple Sclerosis Society

• Special assistance of Canada providehelp to get people, who

have the same concerns, together.
Support

• Individual advocacy In self-help groups, people come to realize
• Support counselling

° Consultation and referral they are not alone and share ways to cope with
life that includes MS. Groups exist for people

• Support and self-help groups

• Recreation and social programs with MS, spouses and caregivers. For more
information, please contact the nearest MS

Society division office or chapter.
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Please visit www.mssociety.ca/en/help/evaluation.htm on the web to fill in our on-line evaluation
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Please note that providing any information below is OPTIONAL. This information will be used to

determine if these publications are meeting the needs of the target audience, as well as to respond to
your comments, if requested.
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[] Health Professional
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Address:
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Thank you for taking the time to provide us with your valuable feedback.
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MS Society of Canada, National Office
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250 Bloor Street East, Suite 1000
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M4W 3P9

If you would like to receive any of the publications listed here, please contact your

local division office listed on the back of this booklet or call 1 800 268-7582.
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71 Ilsley Avenue, Unit 12 150 Albert Street

Dartmouth, Nova Scotia Regina, Saskatchewan
B3BIL5 S4R2N2

(902)468-8230 (306)522-5600

Quebec Division Alberta Division

666 Sherbrooke Street West 10104-79th Street

Suite1500 Edlnonton,Alberta

Montreal,Quebec T6A3G3

H3AIE7 (780)463-1190

(514) 849-7591

British Columbia Division

Ontario Division 1130 West Pender Street

250 BloorStreetEast 16thFloor

Suite 1000 Vancouver,BritishColumbia

Toronto,Ontario V6E4A4

M4W3P9 (604)689-3144

(416) 922-6065

National Office

Manitoba Division 250 Bloor Street East

i4 i Bannatyne Avenue Suite 1000

Suite400 Toronto,Ontario

Winnipeg,Manitoba M4W3P9

R3B0R3 (416)922-6065

(204) 943-9595

M Call toll-free in Canada: 1-800-268-7582

Multiple Sclerosis Email intb@mssociety.ca
Society of Canada Web site www.mssociety.ca

The Multiple Sclerosis Society of Canada is an independent, w)luntary health agency and does not approve, endorse or

recomnlend any specific product or therapy but provides infbrmation to assist individuals in making their own decisions.
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