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MANUAL PREFACE

viii

The purpose of this Manual is to provide
information and helpful hints to individuals
and families recently diagnosed and living with

ALS. Readers are encouraged to use this manual as a
tool to keep notes, organize personal information, and
stimulate discussion between themselves, their family
members, and their healthcare providers.

The content of the Manual represents an overview of
ALS, coping tips and tools, where to go for help and
support, and issues people diagnosed with ALS should
begin thinking about early, such as assistive equipment
that might be needed and legal and financial concerns
for the future. In the area of clinical disease
management, there is information about the healthcare
professionals who make up the ALS care team, an
overview of symptoms and functional changes
associated with ALS, and specific information on a
variety of disease management topics such as mobility,
breathing, nutrition, oral care, communication, and
end-of-life advance care planning.

Information about some aspects of ALS changes from
time to time and understandably people want to be
kept up-to-date with the latest information. However,
sometimes news, particularly in the area of research
and clinical trials, changes faster than the Society can
update the manuals. To stay informed, the Society web
site (www.als.ca), local ALS Societies, and ALS clinical
specialists should be checked with from time to time
for new information.

Updated editions of the Manual will be published
periodically, so readers with suggestions for updating
or changing content, or altering the format to be as
user-friendly as possible, are asked to share their
insights by sending an e-mail to alscanada@als.ca.

It is our intent that reading this Manual will contribute
to one's strength and encouragement. Strength from
better understanding the challenges to be faced and
encouragement from knowing that many others with
ALS have found that even as the disease take its
physical toll, their spirits have remained strong,
surrounded by the love of their families and those who
care for them.
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Previous editions of this Manual have been used
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activities in a safe and efficient manner. This is accom-
plished through the following:

• teaching by demonstration;
• ongoing assessment/evaluation;
• ordering appropriate equipment in a timely manner;
• preventing complications;
• utilizing community resources;
• providing psychological support.

The OT is generally more concerned with fine-motor
control and how movement will affect function. The
OT's tasks may include the following:

• assessing fine-motor functional abilities (for example,
hand use);

• evaluating positioning and seating requirements;
• assisting in choosing and accessing suitable augmen-

tative mobility and communications strategies and
any required assistive devices;

• giving instruction to the person with ALS, family
members, and caregivers on exercise, positioning,
correct body mechanics for lifting and transferring,
and use of assistive devices;

• teaching energy conservation and time management
techniques;

• providing information about modifications to home
and other environments to enhance mobility and
safety.

The PT is generally more concerned with gross-motor
function and anatomical impairments associated with
abnormal movement. The PT's tasks may include the
following:

• providing a detailed analysis of abnormal movement
(for example, gait analysis-how you walk);

• optimizing the person's strength, function, and com-
fort;

• designing and monitoring a therapeutic exercise regi-
men when appropriate;

• assisting with breathing management;
• providing training in energy conservation and time

management techniques;
• preventing needless purchases of unsuitable equip-

ment;
• making a home assessment.

Neurologist

Your doctor will refer you to a neurologist, a specialist
in diseases of the nervous system who can confirm a
diagnosis of ALS. Between them they will:
• outline types of treatment options available;
• encourage the setting of short-term goals;
• help you preserve a positive self-image and maintain

your morale;
• work with you to identify specific needs and concerns

and refer you to therapists who may be able to find
solutions.

Palliative Care Doctor

A doctor with special training in pain management and
other care aimed at improving comfort and quality of
life for patients with incurable diseases is a palliative
care specialist. One may be a member of your ALS
team. If there is no palliative care specialist as a
regular member of the clinic team you see at the ALS
clinic/centre, you may eventually consult with one at
some point in your disease. This type of doctor is also
well trained in talking with patients about care deci-
sions, including end-of-life issues.

Nurse Clinician

A nurse clinician generally formulates nursing goals
after analyzing assessment data, then draws up and
implements a care plan. Other nursing functions may
include the following:

• explaining terminology and techniques;
• teaching skills and providing demonstrations;
• evaluating skill levels and reviewing procedures;
• addressing questions and concerns;
• ensuring the comfort of people living with ALS;
• encouraging and promoting decision-making by the

people with ALS and their families;
• liaising with community organizations;
• making referrals;
• limiting the development of complications;
• providing nursing interventions if problems arise.

Occupational Therapist, Physiotherapist, 
and Physiatrist

The occupational therapist (OT) and the physical ther-
apist/physiotherapist (PT) develop strategies that
enable people with ALS to continue to carry out daily

Access to healthcare professionals who are knowl-
edgeable about ALS and work together with you as a
team is a very important factor in effectively
managing ALS.
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The physiatrist, a medical doctor specializing in physical
and rehabilitative medicine, generally evaluates the
extent of disability and functioning, and gauges the
level of muscle function you still have (residual level).
On the basis of these findings, treatment plans may be
designed. Other functions may include:

• recommending preventive and supportive treatment;
• preventing complications;
• determining which diagnostic tests are necessary;
• helping maintain maximum function and quality of

life;
• consulting with therapists concerning orthoses and

equipment.

Dietitian

A dietitian's primary considerations are to keep your
quality of life as high as possible by maintaining safe
and adequate nutrition and hydration, in order to pre-
vent life-threatening nutritional deficits from develop-
ing. The dietitian may assess or evaluate the following:

• functional abilities (ability to self-feed or to administer
tube feedings);

• nutritional status and present intake.

The dietitian may recommend the following strategies:

• appropriate changes in food texture and consistency;
• appropriate methods of food preparation;
• substitutions for hard-to-manage foods;
• meals of a manageable size and frequency;
• strategies for maximizing nutritional intake.

Respiratory Therapist and Respirologist

The respiratory therapist generally devises strategies to
optimize remaining muscle function and reduce dis-
comfort, and institutes a program of chest care if nec-
essary. In some locations, the physiotherapist may be
the person who helps you with exercises to promote
airway clearance and cough techniques. Other tasks
may include:

• evaluating pulmonary function status;
• maintaining pulmonary hygiene (airway clearance);
• providing suggestions for managing decreasing

breathing function;
• offering information on body positioning, energy con-

servation, relaxation, and compensatory techniques to
improve breath support for nutrition and for speech;

• setting up a home ventilation program if appropriate;
• making suggestions about a course of action to take

when respiratory failure occurs.

The respirologist is a medical doctor who specializes in
care for the respiratory system. During the course of
ALS you may be referred to or seen by a respirologist
in the event of a respiratory infection, or when you
decide you are interested in mechanical ventilation.

Speech-Language Pathologist (SLP)

A speech-language pathologist provides advice on tech-
niques and strategies to allow the person with ALS to
continue to communicate throughout life. Some func-
tions of the speech-language pathologist may include:

• evaluating the individual's motivation and potential for
learning new techniques;

• evaluating functional abilities, such as oral motor
function, cognitive-linguistic function, augmentative
communication function, and swallowing function;

• determining the most efficient communication func-
tion;

• training people with ALS and family members in tech-
niques of effective communication and energy con-
servation, and safe eating, drinking and swallowing
techniques.

Social Worker

In addition to other healthcare professionals, you may
be referred to a social worker. The social worker's tasks
include both practical assistance as well as emotional
support to help people with ALS and their families
cope with everyday life. The social worker offers:

• emotional support and counselling to the person with
ALS and to family members and refers to the appro-
priate service agency if ongoing support is required;

• an understanding of the emotional impact of an ALS
diagnosis and assists with the psychological adjust-
ments that come with this diagnosis;

• information about available community resources and
acts as an advocate to assist people in accessing these
resources;

• information on legal and financial issues and assists
people to access these resources in their own commu-
nities; and
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Canadian Association for Pastoral Practice and
Education
Phone: (902) 820-3085 (Halifax)/(866) 442-2773
Fax: (902) 820-3087
E-mail: office@cappe.org

Canadian Association of Social Workers
Phone: (613) 729-6668
Fax: (613) 729-9608 
E-mail: casw@casw-acts.ca

Canadian Association of Speech-Language
Pathologists and Audiologists
Phone: (800) 259-8519
Fax: (613) 567-2859
E-mail: caslpa@caslpa.ca  

Canadian Physiotherapy Association
Phone: (416) 932-1888 or 1-800-387-8679
Fax: (416) 932-9708
E-mail: information@physiotherapy.ca

Canadian Society of Respiratory Therapists
Phone: (613) 731-3164/ (800) 267-3422
Fax: (613) 521-4314
E-mail: csrt@csrt.com

Dietitians of Canada
Phone: (416) 596-0857 
Fax: (416) 596-0603 
www.dietitians.ca

• help with setting short-term and long range goals and
making plans that will meet future care needs.

Pastoral Care Worker

A minister, priest, rabbi, chaplain or other pastoral care
worker may perform the following functions:

• listening to and empathizing with those who want to
vent concerns;

• assisting in making decisions;
• giving spiritual support during emotional or physical

crises;
• acting as an advocate for those who have no voice;
• reassuring people with ALS that their lives have

meaning and facilitating spiritual reflection;
• encouraging people with ALS to discover their per-

sonal strengths;
• encouraging people with ALS to recapture positive

experiences from the past by recall or reminiscence;
• celebrating the individual's humanity and worth;
• listening to concerns about death and dying; and
• arranging for and conducting services when appropri-

ate.

There may be other healthcare professionals on your
ALS team such as an assistive technology expert, wheel
chair seating expert, psychologist, or gastroenterologist.
The above mentioned professionals comprise the core
members of an interdisciplinary ALS care team.

A business card holder page has been included in the
Manual to help you keep the contact information for
your healthcare team members handy when you have
questions or need to make appointments.

Professional Associations 

To learn more about some of the professions
described, contact the professional associations listed
below:

Canadian Association of Occupational Therapy
Phone: (613) 523-CAOT (2268)/ (800) 434-CAOT
(2268) 
Fax: (613) 523-2552
www.caot.ca



• Choking

Those who develop swallowing problems are at risk
for choking. Because this could become dangerous,
get advice from your doctor and other healthcare
professionals about how to address this problem.
There are things you can do regarding how you eat
and what you eat that can lower the risk of getting
food stuck in your throat. If you are beginning to
notice problems with swallowing, see your doctor
for a referral for a swallow study.

Choking is an alarming symptom. Many people
assume that choking to death is how people
with ALS die. This has been shown to be false.
Choking is a manageable symptom, and most
people with ALS die peacefully.

• Build-up of Saliva and Drooling

People with Bulbar ALS often develop an excessive
drooling problem because they have difficulty swal-
lowing the normal production of saliva. An increase
in the actual production of saliva may occur as a
side-effect of tube feeding diets. Your doctor can
offer various medications to limit saliva production
to reduce this problem.

See Adapting to Swallowing Problems and
Maintaining Good Nutrition sub-section.

See Maintaining Oral Health sub-section.

See Adapting to Swallowing Problems and
Maintaining Good Nutrition and Adapting to

Changes in Speech and Maintaining
Communication sub-sections.
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Although there are no known medications that will
cure ALS, there are medical treatments, therapies,
and assistive devices which help people maintain
active and independent lives for as long as possible.
These disease management and adaptive strate-
gies promote the well-being of both you and
your family. Communicate openly with your care-
givers, therapists, and doctors about your symptoms
and challenges so that you can work together to
find solutions that work best for you in a timely
manner.

Some of the problems associated with ALS and the
strategies for managing them are discussed in more
detail in the additional topic specific sub-sections.
When you decide you are ready to learn more about
these topics or you are experiencing problems in
these areas, the information will be available for
you.

Mouth and Throat Problems 

• Speaking and Swallowing

As mentioned before, when the onset symptoms of
ALS are speaking or swallowing problems, it is
known as Bulbar ALS. For other people with ALS,
these problems don't generally occur until the later
phases of the disease.

People with Bulbar ALS are vulnerable to signifi-
cant weight loss, and should consider a feeding tube
in the earlier phases of the disease. Generally
speaking, when you have lost 10-15% of your "nor-
mal" body weight, your doctor should talk to you
about the option of a feeding tube while you are
fairly healthy.

For those who do lose their ability to speak, there is
now a range of communication aids available from
low-tech to very high-tech.

OVERVIEW OF ALS DISEASE MANAGEMENT ISSUES



• Saliva and Mucus in the Lungs

Should muscles involved in breathing (diaghram) and
coughing (abdominal and intercostals) weaken, it
becomes difficult to cough up saliva and mucus. If
you are having this problem, see your doctor as soon
as possible. There is a technique for freeing saliva and
mucus from the throat and lungs, which involves lying
on a slope with your head on the down side so that the
saliva flows down when the technique is applied. This
technique should be taught by a trained professional
who is familiar with and can demonstrate the correct
position and procedures. This is especially important if
you are experiencing shortness of breath. Also, a suc-
tion unit can help remove saliva from the mouth and
prevent it from flowing back into the lungs.

• Coughing

Coughing can occur for more than one reason. For
example the lungs can clear a passage by automatically
and unexpectedly forcing out air, while at the same
time irritations in the throat due to blockage can also
cause unexpected coughing. People with ALS may
develop weak coughs due to breathing muscle weak-
ness which makes it difficult to effectively clear airways
that may be blocked. Talk to your doctor or respirato-
ry therapist about techniques to produce an effective
cough. If you do not have a respiratory therapist, your
physiotherapist may be able to assist you.

Symptoms that Affect Daily Living

• Eating

Continue to feed yourself as long as possible.
However, if you feel too weak to manage a whole meal
by yourself, or have trouble with muscle control to
operate knives, forks and spoons, ask for help from
your caregiver. For instance, your caregiver could help

See Adapting to Changes in Breathing and
Maintaining Lung Health sub-section.

a lot just by cutting your food for you. An occupation-
al therapist can also help by showing you how to adapt
your eating utensils so they are easier to grip, or adjust
the height of your eating surface so you have less dis-
tance between the plate and your mouth.

When swallowing difficulties arise, or jaw muscles
involved in chewing are weakened or stiff, your dieti-
tian will be able to help you with how to eat, what to
eat, and how to modify food textures to make eating
easier and safer. When difficulty with eating is accom-
panied by weight loss, you should talk to your doctor
about the possibility of tube feeding.

• Constipation

Constipation may occur as a result of inactivity or lack
of adequate fibre or water in the diet. For those using
tube feeding, it may be especially difficult getting suffi-
cient fibre and hydration. In either case, if you are
experiencing constipation, ask a dietitian about ways to
add more fibre to your diet. If adding fibre to your
diet doesn't solve the problem, see a doctor about an
appropriate medication.

• Fatigue

Fatigue occurs as a result of weakening muscles, sus-
pected higher metabolic functioning in ALS patients,
and declining breathing function. One of the first
ways you can combat fatigue is to conserve your ener-
gy for really important tasks or activities that you really
enjoy. An occupational therapist can plan a daily rou-
tine with you that will help you to adapt to life with
ALS. Some tasks can be done in different ways that
will save some of your energy. There are a large num-
ber of aids that can help you to do the things you now
find difficult. It is essential that you consult your thera-
pist before buying an aid to avoid expensive mistakes.

If you tend to wake up in the morning feeling very
fatigued and light headed, discuss this with your
doctor promptly as you may not be breathing well
enough in the night, thus requiring a respiratory func-
tion evaluation and some airway management strate-
gies.

See Adapting to Swallowing Problems and
Maintaining Good Nutrition sub-section.

See Adapting to Changes in Breathing and
Maintaining Lung Function and Adapting to
Swallowing Problems and Maintaining Good

Nutrition sub-sections.
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• Getting to Sleep and Positional Problems

Some people with ALS may become immobile. People
who are unable to move get very uncomfortable lying
in the same position while sleeping for several hours.
There are special beds, which help an immobile person
sleep without being manually turned during the night.
A satin bottom sheet and nightwear also facilitates
turning.

Getting to sleep can also be problematic for some peo-
ple. Talk to your doctor about relaxation exercises you
could use to try to get to sleep. If medication is
required to help you sleep, be mindful that use of
sedatives and tranquillizing medication depresses respi-
ration and should be used cautiously by those who may
have impaired pulmonary function.

• Use of Alcohol and Medication

If you are taking any medications, be very careful
about drinking alcohol. The combination of alcohol
and many medications can cause serious problems.
This is not always predictable. For example, alcohol
with some medications, such as a simple cough remedy,
even taken several hours apart, can restrict a person's
ability to breathe, and at the same time cause a cough-
ing spell, both lasting for hours. Also, reduced motor
control can be accentuated by alcohol. If you like to
have the occasional alcoholic beverage, talk to your
doctor about the specific risks that may be involved.

• Excessive Emotional Outbursts

Uncontrollable emotions such as excessive laughing or
crying may be experienced by some people with ALS.
This is called emotional lability, or pseudobulbar affect,
and can be particularly frustrating because the outburst
is often caused by something very trivial and may be
misunderstood by other people. This symptom usually
catches people by surprise when it first happens; how-
ever, over time, many learn how to modify these emo-
tional outbreaks and how to avoid some of the situa-
tions in which they occur. If this is happening to you,
talk to your doctor about medications that may help
control this problem. People with pseudobulbar affect

See Section 5 Assistive Equipment section and
Adapting to Breathing Changes and Maintaining

Lung Function sub-section.
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may be helped by antidepressant drugs.

• Cognitive and Behavioural Changes

Until fairly recently, it was assumed that ALS did not
affect thinking. However, researchers have found that
changes in the way one thinks, perceives, and processes
information (cognition), and behaves will occur in
some patients with ALS and sometimes early in the
disease before an ALS diagnosis has been made. This
is not to say these changes will occur in all persons
with ALS and the exact nature of the changes can vary
from person to person. You and your family can better
identify any such changes and discuss effective 
management strategies with your ALS healthcare team
members if you are educated about them. Proper
management may lessen the impact of cognitive and
behavioural changes on daily living and coping with
ALS.

The following may indicate changes in thinking:
• Reduced reasoning, insight, and problem-solving ability
• Deficits in verbal fluency (reduced word recognition 

and word choice)

Some of the following symptoms of personality and
behavioural changes may be experienced:
• Apathy
• Loss of inhibition
• Restlessness or overactivity
• Social inappropriateness
• Mood swings
• Compulsive rituals such as repeatedly dressing, using 

the bathroom, eating, hoarding, etc.

For more information about cognitive, personality, or
behavioural changes in ALS, consult with an ALS
specialist.

Mobility

• Joint and Muscle Pain

Persons with ALS who lose significant muscle function in
areas that involve joints may end up not using those joints
to their full capacity. Lack of use can cause stiffness and
joint pain. Range-of-motion exercises are designed to
prevent these joint problems. Careful attention to your
exercise regime, whether active (doing it yourself) or pas-
sive (with assistance), will eliminate much potential joint
pain. However, there are still a number of common pains
that can develop. If your arms are weak and you allow
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However, you must also think about preventing injuries
that will inhibit your independence further, or cause seri-
ous harm to you such as a head injury.

• Difficulty Gripping and Holding

Some people with ALS lose strength in the hand and wrist
muscles, losing the ability to manage small hand move-
ments such as holding a pen to write, or cutlery to eat,
turning a key to start a car, or turning a handle to open a
door. There are a variety of products designed to assist
you with weakened grip strength.

If these weaknesses continue to develop, you can lose
your ability to hold even lighter weight articles. Getting
dressed and undressed becomes more and more difficult,
and then impossible to do alone. As this process occurs,
dressing can be made easier with Velcro fasteners, elastic
waistbands, and other features that make clothing easier to
put on and take off.

Cold or hot hands can weaken the grip of most people.
For persons with ALS, however, this is even more pro-
nounced. If your fingers get cold you will probably be sur-
prised by how much harder it is to do such things as undo
buttons, or turn a doorknob. An occupational therapist
will be able to help you with specific strategies. Some OTs
specialize in hand movement and therapy.

As ALS progresses, there are various types of equipment
available to assist you with your mobility needs. With
respect to moving about, some may need a cane or a walk-
er at first, then a manual wheelchair, followed by a power
wheelchair to assist in maintaining a certain level of inde-
pendence. Also, there are raised chairs and toilet seats
which are easier to get up from, and portable hoists to
move a person Regarding eating, there are eating utensils
that can assist and increase independence - cutlery with
large easy-grip handles, non-slip mats and special plastic
plates. Choosing the best assistive equipment for your
situation involves many considerations, including an
understanding of longer-term needs. It is advised that
you get advice from a healthcare professional such as an
occu.pational or physiotherapist before acquiring assistive
equipment.

them to hang unsupported from the shoulder, there is a
tendency for the shoulder joint to become painful. It is
helpful to support weak arms whenever possible on pil-
lows, armrests or on a table.

A shoulder sling will also give the arm some support and
decrease strain on the shoulder joint while you are walking.
Hip pain can result from prolonged sitting in a sagging
seat or chair. A firm seat on a regular chair or wheelchair
will relieve strain on the hip joints.

• Leg and Foot Swelling

If your lower limb mobility is reduced, you may experi-
ence mild leg and foot swelling, which is best reduced by
moving the toes and ankle, if possible, and by elevating
the leg and/or using an elastic stocking. Talk to a nurse
about how best to address this problem.

• Muscle Cramping

Cramps are not uncommon in people with ALS. They can
be alleviated to some extent by keeping the affected mus-
cle warm and by stretching it or having your caregiver
stretch it until the pain is eased. Severe or frequent cramps
should be discussed with your doctor. There are a number
of medications available to reduce cramping.

• Changes to Posture 

If the muscles that maintain your upward posture weaken,
you may have discomfort in your lower back, neck and
shoulder blade region. Special cushions, chair backs, lum-
bar (lower back) and cervical (neck) rolls are available to
help you to maintain correct sitting posture. It may be nec-
essary for you to sit in a reclined position or to use a neck
collar to maintain proper positioning. Your occupational
therapist can assist you in choosing the right device.

• Difficulty Walking

If you experience weakening leg and ankle muscles and
unexpected fatigue, tripping and falling become problems.
When these problems occur you should consider using leg
and ankle splint devices (ankle foot orthoses-AFOs) that
provide added support to weakened muscles, or a cane or
walker as soon as you are threatened by unexpected falls.
Some people are self-conscious about having to use walk-
ing aids, or see it as an announcement that their condition
is worsening. These are completely normal reactions.

See Section 5 Assistive Equipment and
Section 4 Adapting to Changes in Mobility and

Maintaining Independence sub-section.



Sexual Concerns

Sexuality and intimacy are basic aspects of human life.
Sexual desires and abilities may not be affected by the dis-
ease process, except for the physical limitations imposed
by physical discomfort, muscle weakness, fatigue or low
energy levels, or medication side-effects. A person with
ALS may worry about not being able to please a healthy
partner. For men, anxiety may cause impotence.

Other factors that may contribute to unsatisfactory sexual
relations are:

• Adjustment to assistive devices or support systems
• Dealing with everyday survival
• Negative self-image
• Reduced independence with self-grooming
• Reduced communication ability
• Limited mobility
• Changes in physical appearance
• Altered role
• Emotional state
• Functional level

You and your partner may want counselling with an empa-
thetic professional to openly deal with mutual concerns
and expectations. If you are both willing, you could
explore different sexual techniques, role flexibility, and
alternative methods of sexual expression.

The following suggestions may prove helpful in dealing
with sexual concerns:

• Using techniques, assistive devices, and
positioning to accommodate
increasing muscle weakness and
other symptoms of ALS

• Identifying techniques and
assistive devices that enable
you to maintain good groom-
ing and personal cleanliness

• Maintaining communication
(the open expression of affec-
tion and need is important.)

• Respecting the boundaries of the other
partner

• Altering the living environment to provide adequate pri-
vacy and reduce embarrassment

• Scheduling of "adult time" if there are young children in
the family

• Wearing street clothes rather than night attire whenever
possible during the day to emphasize normality and
reduce playing the sick role
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• Re-focusing interests and energies into other areas

Partners should realize that touching is as important as
sexual performance in reducing tension and maintaining
emotional intimacy. Preservation of personal integrity
should be an overriding concern. If you have any ques-
tions or concerns, speak with your doctor and request a
referral to a sexual health clinician in your area. For more
information refer to the ALS pamphlet on Sexuality,
Intimacy and Chronic Illness. It can be found on the ALS
website (www.als.ca/media/als_fact_sheet.aspx), or you
can ask a member of your ALS clinic team to provide you
with a copy.

Complementary and Alternative Healthcare
(CAHC) and Natural Health Products (NHP)

In the search for better health and well-being, the healthy
as well as those managing an illness for which there is no
cure or limited treatment often look to complementary
and alternative health care (CAHC) and natural health
products (NHPs) for answers.

Complementary and alternative healthcare (CAH)
refers to practices that complement mainstream
medicine by contributing to a common whole, by sat-
isfying a demand not met by conventional approach-
es. Massage and meditation are CAH practices that have
become quite common in chronic disease management.
Natural health products (NHPs) refer to herbs, vita-
mins, minerals, essential fatty acids, and home-

opathies.

There is very little scientific evi-
dence to support the safety and

effectiveness of many CAHC
and NHP claims and in some
cases may be detrimental to a
person with a disease such as

ALS, or anyone on any med-
ication.

However, there are certainly legitimate
practices, such as massage and supplement use

(e.g., vitamin E) that may have a positive effect on feelings
of well-being. The ALS Society is supportive of you and
your doctor working together to find what works best for
you. If you are seeing an alternative practitioner, let
your medical doctor know as you need to take care
that nothing interferes with the medicines you are
taking to manage ALS symptoms.

It is also recommended that
you and your doctor read the
Fact Sheets -ALS/MND:

The Dangers of Unproven Therapies,
written by Dr. Andrew Eisen and 

Natural Health Products-Making Sense of
Complementary and Alternative Medicines,

both listed in the Resource section of the
Manual.
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and induce relaxation.

Aromatherapy:

Aromatherapy is a massage that involves the use of fra-
grant oils, which penetrate the skin, adding another sense
of pleasure to relaxation.

Cranio-Sacral:

A cranio-sacral massage is a very light and gentle massage
of the back of the head and neck. It is non-invasive and
very soothing.

Tens Machine:

A Tens Machine stimulates muscles through electronic
impulses, and is often used by physiotherapists. The cost
of most massage treatments ranges between $40 and $75
for sessions up to an hour in length. Most of these treat-
ments are not covered by provincial healthcare plans, but
may be covered in whole or in part by private or group
insurance if they are prescribed and/or delivered by a reg-
istered therapist.

• Meditation

Meditation is a way to relax and revitalize both mind and
body, and can be practised in many ways. Technically, medi-
tation is deliberately entering into an inner silence and still-
ness for a certain period of time, usually 15-20 minutes. It
has been practised over the centuries by many different cul-
tures and in many different ways. Referring to the results of
researching meditation in his book The Relaxation
Response, (Avon Books, N.Y.), Dr. Herbert Benson writes
that meditation creates an overall awareness of relaxation
and a feeling of well-being. Breathing and heart rate slow
down, blood pressure drops, and there is an increase of
healing alpha waves from the brain. In other words, medi-
tation can reduce stress, and relax muscles.
Meditation techniques can be divided into two categories.
One type of meditation involves concentrating on some-
thing, such as your breathing, a candle flame, a religious
object, or even rolling surf, while peacefully and silently
repeating a mantra, a special word or sound. Any word
that contributes to inner peacefulness can work. The other
type of meditation also involves repeating a mantra, but
the objective is to relax your mind entirely. When thoughts
come into your mind, you try to relax, observe the
thoughts and let them flow, without participating in the

No matter how desperate you are to find a cure for ALS,
be very wary of unconventional treatments that make
claims of being able to "cure" or "reverse ALS."   Usually
the people offering these "cures" charge thousands and
thousands of dollars leaving families left with no money
to pay for essentials or for needed traditional symptom
management treatments. Unfortunately, many of the peo-
ple pushing these claims are making a lucrative living at the
expense of people who are looking for hope.

The following information provided takes a look at mas-
sage, meditation, and NHPs in general terms.

• Massage and Touch Therapies

Touch therapies can be very relaxing and comforting for
people with ALS. They can warm up limbs, which often
feel cold because of inactivity, low circulation and
decreased muscle mass. Though touch therapies are usual-
ly given by a caregiver or therapist, self-massage can also
be very beneficial. It is important to talk to your doctor
before receiving massage therapy.

The easiest touch therapy to learn is massage. For the
most beneficial massage, body oil is used to lubricate the
skin, which aids in soothing and relaxing the muscles.
Massage involves systematically stroking, kneading and
pressing the soft tissues of the body with fingers and the
palm of the hand, working on the muscles, ligaments and
tendons. A complete massage covers the entire body,
inducing a state of warmth and relaxation. However a
massage of parts of the body, such as arms, legs or shoul-
ders is also beneficial and will help improve circulation.

Shiatsu:

Shiatsu is a Japanese system of touch therapy and is given
using fingers, thumbs and hands. The forearm, knees, and
feet can also be used, applying pressure to specific points
on the body.

Reflexology:

Reflexology is based on the theory that pressing and mas-
saging certain points in the feet will affect the whole body

Caution: While having ALS is not a contraindication
to massage therapy, modifications in technique may be
required and should be done so under medical consul-
tation.



tical medicines are not available to test alternative
medicines. Scientifically, little is known about the effect of
alternative medicines on the human body.

New Regulations in Canada:

As of January 2004, new NHP Regulations under
Health Canada, designed to balance the need for
safety and efficacy with consumer choice. The new
regulations stipulate that every NHP sold in Canada must
be issued a product licence, which registers it with Health
Canada. The new regulatory framework incorporates an
evidence-based approach that assesses products for safety
and effectiveness.

The Standards of Evidence developed are clearly
defined criteria concerning the amount of evidence
required to support each claim (five levels ranging from
"well-designed systematic reviews and meta-analysis of
randomized controlled trials (RCT) or at least one well-
designed RCT" to "references to traditional use"). The
stronger the claim, the stronger the supporting evidence
needs to be. As a consumer, you will now be able to tell
what level of evidence is available which will help inform
your choice. Talk to your doctor about the claims a prod-

uct is making in terms of what it says
it can do for you. Your doctor
can help you decide if it could

be harmful or could negate the
effect of other medications you are taking. Also    consid-
er the cost of the product. If it is very expensive, but
there is little if any scientific evidence to support the
claims, you may want to reconsider.

thought process. For most people, this takes practice.

Before starting to meditate it is usually best to let other
people in your house know that you don't want to be dis-
turbed for 20 minutes. Many meditation teachers suggest
that, for the best results, meditation should be done twice
a day, for about twenty minutes, with your eyes closed.
When you think about 20 minutes is up, gently open your
eyes and look at your watch. Two common problems for
those new to meditation are being unable to relax as their
minds are so full of thoughts and/or when they are finally
relaxed, they fall asleep.

It takes daily practice and time to develop the ability to
achieve a state of conscious relaxation. Sometimes quiet,
peaceful music can help the mind calm down, but in later
phases of meditation that may be too distracting.

There are several other techniques to help clear the mind,
and achieve a state of relaxation, including music therapy
and visualization therapy. Books on this subject can pro-
vide patients with knowledge of these techniques, instruc-
tions, exercises and many hours of quiet pleasure. Your
nurse, social worker, occupational therapist, or other men-
tal health professional may also be good resources for
information and training.

• Natural Health
Products (NHPs)

Because vitamins, herbs and other so-called complementa-
ry or alternative medicines (natural health products) have
become so popular over the last few years, it is appropriate
to say a few things about these potential remedies in the
context of research. People with ALS can be particularly
attracted to these remedies either because drug trials so far
have been unsuccessful, or because of the perception that
alternative medicines are natural.

While extensive and rigorously controlled research is
done for pharmaceutical drugs before they can go to
market, much, much less research is done on NHPs
with the exception of vitamins, which have been
extensively researched. On the other hand many NHPs
have been used by some cultures for hundreds and even
thousands of years. Stories circulate about people who
have been cured by these medicines. Also, it is well known
that animal and plant by-products have provided the basis
for many successful drugs. Unfortunately, the hundreds of
millions of dollars required to thoroughly test pharmaceu-

For more information on natural health products, see
the Fact Sheet--Natural Health Products.
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If you find something that helps 
you feel better or makes your life a 

little bit easier, let your doctor know
about your progress. He or she may

want to study it further, or share it with
other appropriate patients.
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Everyday activities, such as getting out of bed,
sitting down to dinner, carrying in bags, are
often taken for granted. As ALS progresses,

and motor neurons die, these simple actions can
become more difficult and require more effort.
Working with an occupational therapist and a physio-
therapist familiar with ALS will help you come up with
ways to stay as functionally mobile as you can to con-
tinue to accomplish the everyday activities you are
accustomed to doing.

Mobility strategies include exercise and mobility aids.
These strategies aim to promote physical comfort, pre-
vent injury, and help maintain independent living.
Caregivers will also benefit from mobility strategies in
terms of injury prevention.

As motor neurons die, muscles become weaker and
stiffer. As a result, someone with ALS will
become less mobile in terms of
moving their head and
limbs. When it is difficult
to move body parts, the
associated joints become stiff
which can be quite painful.
Therapeutic exercise can help relieve discomfort.
Recreational exercise can also help with physical symp-
toms as well as boost one's enjoyment of living.

It is important to realize that exercise will not strength-
en muscles that have been weakened by ALS. Once the
supply of motor neurons that control a particular mus-
cle has degenerated, it cannot be regenerated by exer-
cise or anything else.

The purpose of exercise for people with ALS is:

• To maintain or improve the flexibility of muscles not
affected by ALS 

• To maintain the flexibility of muscles that have been
affected

• To maintain the flexibility of joints in the neck, trunk
and limbs 

Range-of-Motion (ROM) Exercises

A person with ALS needs to move each affected joint
through a series of range-of-motion (ROM) exercises

every day to prevent joint stiffening. Exercise will help
to keep your body as flexible as possible and your
joints mobile. ROM exercises are usually done system-
atically, meaning that the joints of one limb are exer-
cised in a particular order before the next limb is exer-
cised and so on.

The objective of ROM exercises is to move each
affected joint through its full range of motion every
day. Not every person with ALS can do a full set of
active exercises.

An active exercise is one you do yourself without any
assistance, when your muscles can perform the full
movement. When you cannot move through a ROM
exercise on your own, you can still complete the move-
ment as an active-assisted exercise. A helper may
assist the muscle through the movement, or you may
be shown a way to do a self-assisted range of motion
exercise. Passive exercises are done completely by a

helper when muscles can no longer perform
any of the movement. The helper

moves the joints through
their ROM by manipulating
your limb. Passive exercises

work the joints but not the
muscles. Your therapist can train your

caregiver(s) to do these exercises properly.

The transition from active to passive exercise is seldom
abrupt. You may find that you can do some exercises
actively, some with assistance and still others only passively.

Each person with ALS needs an exercise program tai-
lored to their own individual needs and abilities. Your
doctor and physiotherapist can prescribe the exercises
that are right for you at any given time. Your physio-
therapist will demonstrate the exercises and ensure that
they will be performed correctly. Ask for diagrams of
the exercises to help you and your caregiver remember
the techniques.

It is important that all exercise be performed in
moderation. Fatigue will only increase your weakness
and rob you of energy that you need for your daily
routines and the activities you enjoy. If you find that
your prescribed set of exercises tires you, talk to your
therapist. Changes can be made that will eliminate the
risk of fatigue.

EXERCISE AND ALS

Mobility strategies… aim to 
promote physical comfort, prevent 

injury, and help maintain 
independent living.
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When you have fallen, the most important thing to do
is to get help to sit in an upright position. The level of
assistance needed will depend on the level of muscle
weakness. You may only need a little support while ris-
ing, or you may need two people to assist you into a
chair or wheelchair. It is important that caregivers not
strain themselves, but make you comfortable until
additional help is available. Ask your therapist to
teach you and your caregivers the best method of
recovering from falls.

Joint pain and stiffness injuries occur when you
are unable to move yourself and you spend too long
in one position. This can be very uncomfortable for
both the skin and the joints. Arrange for your care-
givers to change your position every couple of hours
throughout the day and to turn you at night. Some
people with ALS improve their comfort in bed by

Similarly, none of your exercises should cause pain. If
you do experience pain when exercising, stop that exer-
cise and talk to your therapist. It may be that you are
not doing the exercise correctly, or perhaps some mod-
ification to your exercise program must be made.

Recreational Exercise

If you enjoy such activities as walking, stationary bicy-
cling, and especially swimming, keep them up for as
long as you can do them safely. If you experience
cramping or fatigue, do not continue the exercise until
you have consulted your doctor or therapist. Your
physiotherapist and occupational therapists will help
you make adaptations to both the activity and the
equipment (if involved) to help you continue these
activities even as your abilities change.

Mobility aids are used to:

• Prevent injuries 
• Promote independent mobility

Injury Prevention 

As limbs become weakened, stiff, or easily fatigued
mobility aids should be discussed with your doctor.
Appropriate use of mobility assistive devices will
reduce your risk for falls. However, sometimes falls
are the trigger for someone to ask their doctor or
physiotherapist about mobility aids.

In the event that you find yourself falling, it is better to
drop straight down, and not fall forward or backward
to avoid a head injury. The best way to get up from a
fall depends on what muscles you can still use. If you
still have enough arm and hand strength, you can 
hold on to something firm, such as furniture, for
example and pull yourself up and into a chair.

MOBILITY AIDS

Some Exercising Tips…

Consult with a physiotherapist to design a pro-
gram. Exercises should be done daily and
should become a routine. You may wish to break
up your exercise routine into parts to avoid fatigue.
If you experience fatigue, consult your therapist for
a change in your program.

Do as many active exercises as you can. It may
be necessary to switch to active-assisted or passive
exercises later. Your therapist can help you to make
decisions about the correct limits of your exercise.

Prioritize your exercises based on how effective
they are for you in terms of injury and pain pre-
vention and maximizing the functions most impor-
tant to you. Ask your therapist which exercises are
the most important ones to do if you have a busy
day ahead of you to conserve energy.

Find out which exercise position is best for you.
Some exercises can be done while you either sit or
lie down. Passive exercises are usually performed
while you lie down. Your therapist can advise you
on best positions.

Stop doing any exercise that hurts, and consult
your therapist if this happens.
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using a sheepskin, egg crate foam, a satin bottom sheet
or a vibrating air mattress. Your nurse or therapist can
discuss the options with you and help you to decide
what to try.

If you experience joint pain, discuss this with a doctor
or physiotherapist.

Injuries to both persons with ALS and caregivers
can occur during transfers. All your caregivers
should be instructed in safe and effective transferring
techniques by professional healthcare providers as
soon as possible. It is important that proper body
mechanics be taught to decrease the risk of injury to
both you and your caregiver. In addition to body
mechanics, there are transfer devices such as boards
and lifts that can be used to prevent injury.

Assistive Devices

Assistive devices range from walking aids to transfer
devices to home adaptations such as ramps. Additional
information on assistive devices is included in the man-
ual under the Assistive
Equipment section.

• Canes and
Walkers

Most ALS patients will
require a cane or walker
sooner or later. The choice of a cane or
walker should be made in consultation
with your doctor and/or physiotherapist.
Canes and walkers will provide the stability you need
while you are still able to walk on your own without
sever fatigue. Walkers provide more stability than
canes.

There are several types of canes: single point
(straight cane with a handle); four-point (a cane with a
four pronged bottom); and Canadian crutches (a
crutch not positioned under the arm, but has a section
that grips onto the forearm and has a hand grip).

Walkers come in many forms. Some of the cheaper,
standard issue types may not be the best choice for
someone with ALS. Tripod walkers are also to be
avoided. Types of walkers that may be considered

by you and your therapist are: two-wheeled, non-
swivel (four-legged with two front wheels that do not
swivel); two-wheeled swivel (front swivel wheels help
with turning); two-wheeled with brakes (front or rear
pushdowns to brake if hand weakness present); and
four-wheeled with brakes (front swivel wheels and
hand or pushdown brakes).

• Orthoses

Orthoses are devices that are attached to your body to
support weak joints as well as aid in positioning and
contracture prevention when there is spacticity.
Orthoses help to maintain function and comfort. The
most commonly recommended devices for people with
ALS are ankle-foot orthoses (AFO), cervical (neck)
collar; low-back brace; and resting hand splint.

With respect to moving around on foot, AFOs are cus-
tomarily recommended if you experience "foot drop."
Weakened ankle muscles cause difficulty picking up the
foot to walk properly without tripping. Your body
alone may compensate by utilizing the thigh muscle

more and more to lift
the foot high enough to
avoid tripping.
However, this can cause
over-fatigue. Use of
braces will reduce the
need for your thigh
muscles to do all the

work, thus enhancing endurance and reduc-
ing tripping and consequent falls.

Your doctor usually prescribes such devices, and your
therapist will fit and instruct you in proper use of the
aid.

• Wheelchairs

Many people with ALS will find themselves in need of
a wheelchair at some point in time. Some will use it
only for long excursions outside the home, some for
activities only, and some people will spend most of
their day in a wheelchair. When and how often you
need to use a chair and the type of chair you need will
change overtime.

Treat your equipment as helpful friends, not
objects of immobility. I have named my walker

"Mickey" and for my wheelchair I am thinking of
"Boudicca" for the chariot that carried Queen

Boudicca into battle when she almost chased the
Romans out of Britain in 62 AD.

Bobbi Harris, 84
Person with ALS

“

”
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A power wheelchair for someone with ALS usually
includes: special electronics which can be expanded as
your needs change (e.g., if hands become too weak,
hand controls can be changed to chin or head controls;
sip and puff device, or switch); reclining back with head
support with a separate motor and switch to control
positioning (models may have a back recline only fea-
ture or a recline and tilt feature which enables the entire
seat and back to tilt back like a rocking chair-this is
more expensive); and power operated elevated leg rests.

Not only can a chair help you get around, many of the
things you need to do in a day can be done from your
wheelchair with adaptations. This makes for fewer
needed transfers and reduces the risk of injury. For
example, trays can be affixed for eating or holding a
laptop computer. Electronic switches used to operate
the computer or any other environmental controls in
your home can also be attached.

The above chairs have been described to alert you to
what is ideal. Your health insurance coverage and other
available funding will determine what options are avail-
able to you. Whichever type of wheelchair you use,
it is critical to have it customized to best fit you
and your mobility needs.

• Transfers

Assisted transfers are a leading cause of caregiver
injury when proper body mechanics are not used.
Poor transfer techniques also increase the risk of
endangerment for the person being moved. The fol-
lowing transfer strategies can help, but always learn and
practice transfers with a therapist.

1. Transfers Without Equipment

Sit-to-stand transfer: When rising from a seated to
standing position (whether alone or with help), scoot to
the edge of the chair, lean your trunk forward 30-40
degrees and rise. If someone is helping you, they
should squat down facing you and grab your belt or
under your buttocks (do not pull on helper's neck or
back), then block your knee with one of their knees,
and then both of you stand at the same time. When
standing, the helper should pull your pelvis toward
him/her. Helpers should bend at the hips and knees
and not the waist.

The decision about when to acquire a wheelchair
is one that you will make with your doctor and/or
occupational therapist.

Questions you need to answer include:

• Do you always need another person to help you to
rise from a seated position?

• Do you stumble and fall a lot?
• Are you fatigued when you walk? 
• Do you avoid outings because you are afraid of injur-

ing yourself ?

No one is eager to use a wheelchair and this is natural,
but a wheelchair should be viewed as an opportunity to
increase your independence and your ability to get
around. It will also help you to conserve your energy.
A therapist can help you decide on and obtain the
most appropriate chair.

Selecting a chair will depend on your own personal
needs which will require much input from an OT,
PT, or rehabilitation specialist to assess your needs and
determine required customization for fit and acces-
sories. Because ALS is progressive, you may need dif-
ferent types of wheelchairs for varying periods of
time. Try to borrow some of the types of chairs you
may not need on an ongoing basis to save your
resources for more expensive equipment later on.

Wheelchairs range in type with the major two cat-
egories being manual and power. Manual chairs are
much less expensive and are most appropriate for
someone who still has some ability to move them-
selves. Power chairs are most appropriate for someone
who cannot. Before purchasing a power chair you
need to make sure your home is wheelchair accessible
and it can be taken apart to fit in a vehicle.

A typical manual wheelchair for someone with
ALS may include the following features: high
reclining back with headrest; elevating leg rests; seat
cushion; back cushion; adjustable height arm rests
removable for transfers; quick-release rear wheels for
easy breakdown and storage in a vehicle; correct seat
height for transfers and propelling yourself forward;
and appropriate seat width in order to go through
doors at home.
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Standing pivot: After you have been assisted to
stand, and now want to turn, your helper should face
you, holding your pelvis closely to theirs and pivot 90
degrees without twisting their spine. Making small
steps, shifting weight from side to side can assist in the
pivot. To sit down on the surface you are being trans-
ferred to, your backside should be in front of it. Then
your caregiver should keep one of his/her knees in
front of your knee and then bend at the hips and
knees as they lower you
down, ending up in a
squat while you end up
in a seated position.

Sitting transfer: If sit-
to-stand transfers become too difficult,
sitting transfers can be substituted. To
complete, position a chair (without arms) next to the
surface you are transferring to. Scoot your bottom to
the edge of the chair. Your caregiver can help you
shift your body weight to one side and then pulling the
other side of your pelvis toward the edge, and so on.
While you lean forward, your helper will squat, block
on or both of your knees with his/her own, grab your
belt at the back or under the buttocks, rock you for-
ward until your bottom lifts, and then swings your bot-
tom toward the surface you are moving to (bed or
seat). If this is too difficult, or the caregiver finds it
hard not to twist his/her spine, a transfer board should
be used.

Lying-to-sitting: Roll to your side facing the edge of
the bed you want to sit up on. If you cannot roll your-
self, your caregiver can put you in this position. Once
you are on your side, bend your knees so your legs
drop at the edge of the bed and then push with your
elbow and hand and sit up sideways. A caregiver can
offer stability for you at any stage of the move you
require. To lie down from sitting, you can reverse the
maneuver.

Scooting in bed: When you are transferring to your
bed to lie down, always try to position your bottom in
such that when you recline your head to end up in the
correct spot. If you need to scoot yourself around
while lying on your back, bend both knees, keep feet
on the bed, and lift up your bottom a little. Then you
can move your bottom in the desired position. If help 

is needed, your caregiver can help to either hold your
feet down or use a towel to support your bottom and
lift.

2. Transfers with Equipment

Transfer board: A smooth board acts as a bridge
between two surfaces and is very helpful when you
have trouble standing. With one end of the board

under your bottom, and
the other sitting on the
surface you are transfer-
ring to, you slide across
the board with caregiver

assistance. This can be difficult if you are
transferring to a higher level surface

because you are going up hill.

Rotating transfer board: This is a board that has a
lazy Susan feature on it that will rotate you once you
are positioned on it. This takes practice, but can be
very effective. A common brand of rotating transfer
board is the Beasy® Board.

There are other transfer devices such as a standing
transfer pivot. Ask your therapist for the latest in
available equipment.

• Lifts

Lifts are valuable assistive devices especially when
a smaller person has to move a larger person. A
commonly used lift is called the Hoyer lift. Although it
looks big and perhaps complicated, it really is not.
Talk to an equipment specialist when choosing a sling
for a lift. They come in various materials some of
which are better for bathing than others and some
have commode openings.

Another commonly used lift is the E-Z Pivot Lift
which does not use a sling and leaves your bottom
clear for clothing removal in order to use the toilet.

There is also a lift that can help you stand from a seat-
ed position. These are called Easy Lift Chairs and can
be very helpful if you still have the ability to stand.
This is an electronic lift inside an upholstered chair.
Some models also recline. Make sure it also has arms
that rise with the seat to stabilize you.

I wouldn't want to be without satin or 
sateen sheets-they allow for easier movement 

and shifting position, enabling a longer 
period of independence.

Terry Schultz
ALS family caregiver

“
”
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• Public Transit 

Many larger cities offer accessible public transit for peo-
ple with mobility impairments. Accessible public transit
typically consists of specially equipped buses or taxis
licensed by the municipality to carry disabled passen-
gers. Note that buses and taxis may require booking
appointments for pick-up. Larger cities may also have
subways accessible by elevator. Check with your
provincial society for public transit options in your area.

• Support Resources While Away

If you are traveling to another part of Canada, make
sure you know how to contact the ALS Society office
closest to your destination for information on the serv-
ices they provide in the event you will need them.
Similarly, if you are going to be traveling in the United
States, contact the nearest ALS Association (ALSA)
Chapter. For an ALSA Chapter list, go to
www.alsa.org. If you are traveling abroad, check the
ALS/MND International Alliance web site for infor-
mation on associations available by country
(www.alsmndalliance.org).

A Final Note on Mobility…

Mobility function and assistive needs will change over-
time with ALS. It is important to remain in contact
with occupational and physiotherapists who under-
stand ALS as they can help you plan for changes and
adaptations ahead of time. Advance planning will help
make transitions smoother as well as promote comfort,
safety, and independence.

Please access the ALS Society nearest you to inquire
about an equipment program designed to get you the
devices you need in as timely a manner as possible.
Together, you, your healthcare team and the society
can work to help you adapt to mobility changes and
maintain independence for as long as possible.

Other types of lifts that are not discussed here are
available for installation in pools, tubs, and vans. Ask
your therapist for additional information and resources.

• Facilities

If you have problems walking, or are in a wheelchair,
telephone your destination ahead to find out what
accessible facilities are available where you will be stay-
ing, as well the attractions you may visit. Some places
are very accessible to the disabled, others are not. Be
very specific about what your needs are - "accessible"
means different things to different people. So, you
may need to ask if there are ramps, elevators, wheel-
chair accessible rooms in the hotel, etc.

• Air Travel

Most airports provide wheelchairs that you can take to
and from the plane. Make sure that the airline knows in
advance that you require a wheelchair. If you need to
be accompanied by an attendant, and have the appro-
priate document signed by a doctor, some airlines let
an accompanying attendant fly at half-price. Airlines
also provide other services for the disabled including
special meals. When inquiring about reservations, it
is also a good idea to make sure that the airline
can accommodate your disability requirements.

• Auto Travel

Some families with ALS purchase a wheelchair accessi-
ble (barrier-free) van, or one with hand controls for
persons with good upper body function for every day
use as well as road trip vacations. There are compa-
nies that also rent hand control adapted and barri-
er-free converted vans for extended road trips, or to
use upon arrival at your destination. For the most part
these companies are based in the United States (e.g.,
Wheelchair Getaways, (800) 642-2042, www.wheel-
chairgetaways.com). For auto travel in Ontario, barrier-
free van rentals are available in Toronto through Kino
Mobility at (888) 495-4455. Check with your local
Canadian Automobile Association (CAA) or destina-
tion Visitors Bureau to find out about other resources
that may be available in your destination city.

TRAVEL TIPS



In phase-three the larynx (voice box) is raised,
and the tongue moves back and the airway entry is
closed to prevent food from entering the trachea
(windpipe).

In phase-four the muscles at the top of the esoph-
agus contract (people with ALS may find that the
lower muscles don't relax, in which case food gets
stuck, feeling as if it is stuck in the back of the
throat). A final muscle contraction moves the food
into the esophagus toward the stomach.

Swallowing Assessments

Swallowing assessments typically involve a chair side
assessment which involves inspection of your
mouth, and observations of how you eat and drink
small samples of food and liquid. Sometimes you
will be asked to eat or drink different consistencies
of food and drink to determine which are easiest
for you to swallow. Throughout all assessments,
your therapist will be interested in your experience
with swallowing and will be asking detailed ques-
tions about foods and drinks that cause you to
cough or clear your throat.

It is also common for swallowing assessments to
include an x-ray procedure called a Modified
Barium Swallow Videofluoroscopy. This is
ordered with the permission of your doctor and is
an outpatient exam. You will be asked to eat and
drink small amounts of food and drink that will be
coated in barium so they can be seen on x-ray. This
exam is helpful in identifying swallowing problems
and testing "tricks" that may help you swallow more
safely.

Because of the variety of muscles used to speak
and swallow, the problems that occur as a result of
degeneration depend on which muscles have been
affected. If these problems occur it is important
that you consult your doctor for a referral to a
speech-language pathologist with ALS knowl-
edge and expertise in assessing and managing
swallowing problems. It is sometimes valuable
for you and your caregiver to see a copy of your
swallowing x-ray to give you a better understanding
of what happens inside your throat when you swal-
low.
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Some people with ALS may lose function in
their mouth and throat which makes eating
and drinking a challenge. Due to fear of

choking, or frustration and fatigue with the time it
takes to eat a meal, some individuals may eat less,
resulting in not getting enough nutrition (calories
and nutrients), weight loss, worsened fatigue, and
weakness.

Fatigue plays a very big role in why a person's nutri-
tional status declines. Weight loss occurs because
with ALS, increased energy is required for all activi-
ties including eating and your body's basic energy
requirements are higher (increased basal metabolic
rate).

Therefore, addressing issues with the mechanics of
eating and drinking (controlling food and swallow-
ing) and alternative dietary solutions is critical in the
management of ALS. The speech language pathol-
ogist and dietitian on your healthcare team, along
with your doctor, will be your major resources for
adapting to swallowing problems and maintaining
good nutrition.

Swallowing is the act of moving food or drink from
the lips to the esophagus (food tube). If your
swallowing muscles are affected, your symptoms
will depend on which muscles are weak. For exam-
ple, if you have tongue and lip weakness you may
have trouble keeping liquids sealed in your mouth
for swallowing or moving food around in your
mouth effectively. If your jaw muscles are more
affected, chewing may be tiresome or difficult.

The Four Phases of Swallowing 

In phase-one, the food is chewed or "processed" in
the mouth to form a mass. In phase-two, the
muscles of the cheek, tongue, and upper throat
move it into the back of the mouth where the food
triggers a reflex-like response causing the soft
palate to rise to prevent food from entering the
nasal cavity (nose). If these muscles are weakened,
food may be difficult to move back in the mouth, or
enter the throat prematurely.

THE MECHANICS OF SWALLOWING
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Common Swallowing Difficulties

Swallowing difficulties may include:

• Coughing
• Throat clearing after a sip or bite
• Leaking of food from mouth
• Difficulty chewing 
• Difficulty moving food around mouth
• Difficulty starting to swallow
• Food or drink escaping from nose area
• Sensation of food caught or stuck in the throat

You may also want to consult a therapist if you:

• Get tired during meals
• Take a long time to eat (longer than 30 minutes per

meal)
• Lose weight
• No longer enjoy or are uninterested in eating

Adapting How You Take Medication

Many people with ALS have particular trouble with
swallowing medications. If you are having this prob-
lem you might consider:

1. Grinding pills into powder with a pill crusher 
(available from your pharmacy) and mix them with 
pudding or another smooth, easy-to-eat food like 
apple sauce or yogurt (ask the pharmacist if it is 
appropriate to crush pills-it is not recommended 
for slow release medications) 

2. Asking your pharmacist if your pill medication is 
available in liquid form, or if he or she could    
custom make a liquid suspension for you.

How to Make Eating and Drinking Safer

While eating can be one of the joys in life, it can be a chal-
lenging activity for people with ALS with weakened bulbar
muscles. There is a well documented connection
between safe swallowing and maintaining good respi-
ratory (breathing) health. People with swallowing prob-
lems are at higher risk of developing a pneumonia called
aspiration pneumonia than the average population. Learn
as much as you can about your own swallowing limitations
and make sure your diet is adapted to your changing abili-

ties. Here are some tips for making eating easier and safer.

• Take more time

Eating and drinking may be a very slow and labour inten-
sive process. Allow more time to eat meals and avoid rush-
ing.

• Be relaxed when eating

A person experiencing difficulty with eating and drinking
may feel acute embarrassment. Anxiety and distress may
accompany embarrassment, and anxiety itself impairs the
ability to relax. Being relaxed and feeling confident is of
tremendous assistance.

• Concentrate on eating

Make sure there are no distractions like TV or radio
while eating. If eating in a group is also distracting, con-
sider quieter meal times for yourself and one other person
who can help you when needed. You can then simply use
the group meal time to socialize and not worry about eat-
ing at that time. Do not try to combine eating with talk-
ing.

• Focus on eating position

With swallowing problems you should eat in an
upright position. Sometimes your SLP will suggest you
tuck your chin towards your chest to further protect
your airway during feeding. There is also adapted feeding
equipment which your occupational therapist (OT) may
recommend for easier eating.

• Take small bites

Small bites will require less trouble chewing and managing
food in your mouth. Also, if you have problems with liq-
uids, use straws with caution as liquid can be brought up
into the mouth at a higher speed and volume than may be
safely swallowed.

• Take food and liquid separately

It may be difficult for the swallowing muscles to
switch between eating and drinking, which require
slightly different muscle activity. If you have foods like
soups that have broth and solids, it may help to take in
one consistency at a time, i.e., take a sip of broth and then
a spoonful of solids.

ADAPTING HOW AND WHAT YOU EAT



• Never use liquid to wash down food If food is
stuck in the throat and liquid is added, the liquid
can very easily be channeled into the airway lead-
ing to your chest, and cause choking.

• Never hit a choking person on the back When
a person is choking from food, hitting on the back
can cause the food to jam tighter in the throat.

Dietary Changes that Can Help

If chewing and swallowing problems develop and
progress, it may be necessary to make dietary tex-
ture changes to cope with these reduced eating
abilities. Consult with your dietitian, swallowing
therapist, or doctor regarding changes to your diet.
With changes in your oral skills (use of tongue and
lips), it may not only be difficult to chew, but also
difficult to control food in your mouth. You may
find it hard to keep your lips sealed tightly during
eating or drinking. Or some foods and liquids may
"get away from you" before you are ready to swal-
low them.

When eating or drinking consider the following:

• Choose smaller and softer foods

Food should be softer and cut into smaller pieces
that require less chewing.

• Avoid very thin, runny foods

If food or drinks are too thin or runny, they may be
harder to control in the mouth and escape into the
airway before you are prepared to swallow them.
Some of the liquid can run into the airway to the
lungs and cause coughing.

• Avoid very dry foods

Crumbly, dry or flaky foods like day old muffins,
toast, crackers, chips, pastries, dry fish, and dry
mashed potatoes may be more difficult to manage
due to their tendency to have loose and errant
crumbs. Moistening solids with gravies, sauces, but-
ter, and broths can make dry foods more manage-
able.
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• Emergency Preparedness

Learn what to do before an emergency happens. When
the throat gets irritated or blocked, it can close around
the irritant making it difficult to breathe. Even your
saliva can cause coughing and choking. This may also
happen when a few small particles from a previous
meal are still stuck in the throat.

It is best that you and your caregivers take a rec-
ognized First Aid course with special attention
given to identifying signs of obstruction (block-
age) and learning appropriate responses.
Knowing the Heimlich maneuver is a must for your
caregivers. Ask a member of your ALS care team
about this or contact your regional ALS Unit, local Red
Cross Society or St. John's Ambulance branch for CPR
and First Aid courses in your area.

The emergency response suggestions below may
or may not be appropriate for every individual cir-
cumstance. Reading these is by no means a sub-
stitute for First Aid certification. They are included
here just to give you some familiarity with what may be
helpful.

• Try swallowing two or three times to clear it. It
may be that the upper oesophageal sphincter muscles
at the bottom of your throat, which are normally
closed, are not relaxing and opening as actively as
they should to allow swallowing.

• Try to relax. Lean forward, the further the better,
depending on the seriousness of the problem. If
possible, stand up and bend over as if to touch your
toes

• Try to take small breaths through the nose. Expel
the food by breathing in slowly, and exhaling or
coughing quickly. For more force "splint" you're
abdomen by crossing your arms over your lower
abdomen and pressing firmly in and down as you
cough out. A caregiver can also do this by standing
behind you and pressing their hands into your
abdomen as you cough. Ask a nurse or other profes-
sional to show you this technique, known as the
Heimlich maneuver, and practice it with your care-
givers as soon as possible so that you will know what
to do should choking occur.

Things not to do in an emergency:




