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HOSPICE AIDE EDUCATION SERIES                       Module 35:  Caring for ALS Patients   

 

Overview & Objectives 

Patients with a primary diagnosis of amyotrophic lateral sclerosis (ALS) have needs that are specific to 

this neuromuscular disorder.  ALS, or Lou Gehrig’s Disease, involves degeneration of both the upper and 

lower motor neurons, which leads to the eventual wasting and atrophy of all voluntary muscles 

including the muscles that are used for respiration.  This module covers the statistics, basic physiology, 

symptoms, and treatments for patients with ALS.  The most common problems associated with ALS in 

hospice patients are reviewed along with comfort measures hospice aides can carry out within their 

scope of practice.  The learning objectives for this module include: 

 Discuss the prevalence of ALS in the United States 

 Explain the basic physiology of ALS 

 Review common symptoms in ALS patients 

 List hospice aide comfort measures for ALS patients 

 Describe the overall goals of care in ALS patients 

Contents 

 Learning Module 

 Group Exercise:  Comfort Measures for ALS Patients 

 Test Questions  

 Instructor Answer Key 

 Attendance Sheet 

 Evaluation Form 

 Certificate of Attendance 

 

Module Instructions: 

 

Each module should take approximately one hour. Successful completion requires hospice aides to study 

the self-study section, complete the test, and fill out the evaluation form.  Discussion topics, case 

studies, group exercises, and module extras are used to supplement learning.  A passing grade of 70% is 

required on the test.  The completed sign-in sheet, test, evaluation form, and certificate of attendance 

should be kept on file for auditing and compliance purposes.  A copy of the completed certificate of 

attendance should be given to the aide for their own records.  

 

Copies are permitted within the physical location of each organization purchasing modules 
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Module 35: 

Caring for ALS Patients 

Introduction 

Amyotrophic lateral sclerosis (ALS) is a rapidly 

progressive and fatal disease that attacks the 

nerve cells (neurons) responsible for controlling 

voluntary muscles (muscles we use voluntarily 

such as arms and legs).  It is considered a motor 

neuron disorder and characterized by the 

gradual degeneration of motor neurons in the 

brain and spinal cord. 

In the United States it is often called “Lou 

Gehrig’s Disease.”  Lou Gehrig was a famous 

baseball player who played for the New York 

Yankees from 1923-1939.  In the last year of his 

career with the Yankees it was evident that he 

did not have the strength and stamina to 

continue playing and retired from the game.  He 

was diagnosed with ALS on his 36th birthday in 

1939.  Because Gehrig had broken so many 

records (also held the record for the most 

consecutive games – 2,130 until 1995) and was 

well-loved by fans, there was a push to honor 

him.  The other name for ALS – Lou Gehrig’s 

Disease – continues to this day.  Lou Gehrig died 

from ALS in 1941 at the age of 37. 

                

 

ALS Statistics in the United States 

It is estimated that as many as 20,000-30,000 

people in the U.S. have ALS.  Approximately 

5,600 cases are diagnosed each year.  It is 

considered one of the most common 

neuromuscular diseases around the world 

affecting people of all races and ethnic 

backgrounds.  About 90% of patients have no 

family history and the cause is unknown 

(although research is ongoing).  In 5-10% of 

patients there is a genetic link (or family 

history).  Most patients are diagnosed between 

the ages of 40-60 years old, but younger and 

older people can also develop the disease.  

Although the average life expectancy of 

patients with ALS is two to five years, about 

10% survive more than 10 years, and 5% survive 

more than 20 years.  There are a small number 

of people with ALS that stops progressing or the 

symptoms of ALS reverse. 

 

The Physiology of ALS 

The word “amyotrophic” comes from the Greek 

language.  In a-myo-trophic the “a” means no or 

negative; “myo” refers to the muscle; “trophic” 

means nourishment.  Put together they mean 

no nourishment to the muscle.  This causes the 
Lou Gehrig, Yankees baseball player from 

1923-1939.  Diagnosed with ALS in 1939. 

Wikipedia, 2014. 
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muscle to atrophy or waste away.  “Lateral” 

describes the areas on the spinal cord where 

the nerves control the muscles.  “Sclerosis” 

means hardening or scarring of the areas 

involved.  

The body has many types of neurons.  They are 

involved in thinking, memory, sensation (i.e. 

hot/cold, sharp/dull), hearing, vision, and 

automatic processes in organs.  The neurons 

involved in ALS affect voluntary movements and 

muscle power.  The heart and digestive system, 

for example, are also made of muscle, but their 

movements are not under voluntary control.  

They are a different type of muscle.  And while 

you cannot stop your heart, you can hold your 

breath, which means that ALS can affect 

breathing as well. 

                

Diagnosis & Symptoms of ALS 

The earliest symptoms of ALS may be so mild 

that they are hardly noticed.  They may include 

the following: 

 Muscle cramping 

 Tight or stiff muscles 

 Muscle weakness affecting arms or legs 

 Slurred or nasal speech 

 Difficulty chewing or swallowing 

When these symptoms worsen it causes a 

physician to suspect ALS.  The parts of the body 

with early symptoms depend on which muscles 

are affected early.  A person may have difficulty 

with simple tasks like buttoning a shirt, writing, 

or turning a key in a lock.  The muscle weakness 

and atrophy spread to other parts of the body 

as the disease progresses.  Problems with 

moving, swallowing, speaking, and forming 

words become more obvious.   

A person must have symptoms of upper and 

lower motor neuron damage to be diagnosed 

and all other causes ruled out.  

Electromyography (EMG), nerve conduction 

studies, and/or MRI may be used to confirm the 

diagnosis of ALS in addition to other neurologic 

exams by the physician with a complete 

assessment of the patient.  A physician may put 

the patient on Riluzole to slow the progression 

of ALS.   

ALS does not impair the person’s mind or 

intelligence, although they may have 

depression or alterations in decision-making 

and memory.  It does not affect their ability to 

see, smell, taste, hear, or recognize touch.  They 

are usually able to maintain control of eye 

muscles and bladder and bowel functions.  

However, they eventually need help getting to 

and from the bathroom. 
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Hospice Criteria for ALS Patients 

Patients in the late stage of ALS are often totally 

paralyzed and require total assistance.  For a 

patient to be admitted to hospice he/she must 

have a life expectancy of six months or less.  

The admissions nurse will evaluate the patient 

for the following: 

1) Critically impaired breathing capacity 

occurring within 12 months before 

hospice election: 

a.  Vital capacity 30% of normal 

b. Significant dyspnea at rest 

c. Requires oxygen therapy at rest 

(with BiPAP) 

d. Declines artificial ventilation 

            

2)  Rapid progression of ALS and critical 

nutritional impairment as 

demonstrated by the following within 

the previous 12 months: 

a.  Progression from independent 

ambulation to wheelchair or 

bedbound 

b. Progression from normal to barely 

intelligible (unintelligible) speech 

c. Progression from normal to pureed 

diet 

d. Progression from independence in 

most ADL’s to needing major 

assistance 

e. Oral intake of nutrients/fluids 

insufficient to sustain life 

f. Continuing weight loss 

g. Dehydration and hypovolemia 

(decrease in blood/plasma volume) 

h. Absence of artificial feeding 

methods (i.e. tube feeding) 

3)  Rapid progression of ALS (2a-d) and 

life-threatening complications within 

the previous 12 months 

a.  Aspiration pneumonia 

b. Upper urinary tract infections 

(pyelonephritis) 

c. Sepsis 

d. Recurrent fever after antibiotic 

therapy 

Hospice Aides & Patients with ALS 

Patients with ALS in hospice can have a variety 

of symptoms depending on the severity of the 

muscle groups that are affected.  The location 

of onset and speed of progression varies from 

person to person.  For example, one patient 

with ALS can be quadriplegic, but have no 

trouble speaking, chewing, or swallowing.  

Another patient might have difficulty speaking, 

chewing, or swallowing, but can still ambulate.  

Most ALS patients in hospice have respiratory 

difficulty and significant weight loss from 

inadequate nutrition or difficulty swallowing. 

In an article entitled “Symptom Management of 

the Patient with Amyotrophic Lateral Sclerosis: 

A Guide for Hospice Nurses” by Gail Houseman, 

APRN, some of the most common symptoms 

are listed below: 

 Respiratory insufficiency 

 Fatigue 

 Problems with mobility 

 Pain 

 Dysarthria (difficulty pronouncing 

words; slurred speech) 
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 Dysphagia (difficulty swallowing) 

 Problems with oral secretions 

 Involuntary emotion expression 

disorder (IEED) is difficulty controlling 

emotions (inappropriate laughing, 

crying) 

 Depression  

 Insomnia 

 Constipation 

 Cognitive impairment 

Respiratory Insufficiency:  Patients with 

respiratory insufficiency tend to have the 

poorest prognosis.  They are often treated with 

BiPAP (bilevel positive airway pressure) to 

manage airway exchange along with oxygen 

therapy to prevent a buildup of carbon dioxide 

due to respiratory muscle weakness.  They may 

use BiPAP up to 24 hours a day. 

 Raise the head of the bed 

 Have a fan facing them at all times 

 Medications are used for air hunger and 

anxiety 

 Maintain a calm environment 

 Patient may report a sudden tightening 

in the throat that lasts for a few 

seconds, but feels like they cannot 

breathe; teach self-soothing or self-talk 

(“It will be over in a few seconds” or “I 

can still breathe”) 

Fatigue:  Muscle weakness and loss causes 

increased fatigue.  With significant respiratory 

insufficiency much of their energy is used to 

breathe. 

               

 Balance rest with activity 

 Use assistive devices for ADL’s 

 Encourage patients to accept help 

 Expect differences in activity level from 

day to day 

 Range of motion (ROM) exercises may 

be helpful to continue activities and 

prevent contractures 

Pain:  Approximately two-thirds of ALS patients 

experience pain and muscle spasms (often 

described as a “charley horse” type pain) are a 

common cause. 

 Medications are given to relax muscles 

 Applying heat/cold to affected muscles 

may help 

 Provide slow, gentle stretches and 

passive ROM to muscles and 

surrounding joints 

 Pain can be related to limited mobility 

                 

Dysarthria:  This is a motor speech disorder.  

Patients have difficulty controlling muscles in 

the mouth, tongue, larynx, or vocal cords.  To 

communicate they may use one or more of the 

following: 

 Communication card or board 

 Writing board if able to write 

 Text to speech devices 

 Eye gaze computer devices 
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Dysphagia:  Patient has difficulty chewing 

and/or swallowing, but may still be able to 

speak. 

 Avoid thin liquids; use Thick-it if 

indicated 

 Pureed or soft foods (milkshakes, 

custards, mashed potatoes, etc.) 

 Smaller, more frequent meals 

 High calorie foods (butter, cream 

cheese, honey, jams, jellies) 

 Supplements (Boost) for weight gain 

 Avoid dry foods 

Aspiration is a problem for anyone who has 

difficulty swallowing.  Instruct patient to 

concentrate on chewing and swallowing safely.  

Have patient tuck his/her chin.  Medications 

that can be crushed can be given in pudding, 

applesauce, or yogurt types of foods. 

         

Drooling can result if the patient is not able to 

swallow an overflow of saliva (from weakened 

mouth muscles).  Medications are given to dry 

secretions.  Thick mucus can accumulate in the 

back of the throat in a patient with swallowing 

difficulty, and patients often have a fear of 

choking.  Some patients sleep sitting up to 

prevent choking on their own secretions.  

Medications can be given to thin secretions and 

other medical interventions (cough assist, 

tracheotomy) are sometimes used. 

Depression:  This is a common response in 

patients who are facing death, and patients 

with ALS may experience additional grief over 

loss of physical function.  Antidepressants may 

be ordered along with supportive therapy 

provided by social workers, mental health 

counselors, and spiritual counselors. 

Insomnia:  Causes of insomnia in patients with 

ALS may include the following: 

 Respiratory difficulty 

 Depression/anxiety 

 Pain/discomfort (unable to turn in bed, 

muscle spasms, and cramping) 

As much as possible the nurse will determine 

the cause of insomnia and treat accordingly.  

Aside from medications, patients may need: 

 Head of the bed raised to breathe 

easier 

 Sleep sitting up 

 An alternating pressure pad 

 Pad that relieves pressure on bony 

prominences (memory foam mattress 

or pad may help) 

Constipation:  This is related to changes in 

mobility and diet.  Interventions include: 

 Stool softeners, laxatives 

 Increase in hydration 

 Increased fiber in diet 

 For tube feedings patient may need 

formula with fiber 

Cognitive Impairment:  Current research 

indicates that over 50% of patients with ALS 

have some form of cognitive (mental) 

impairment.   

 Possible symptoms of frontotemporal 

dementia (FTD) 



Hospice Aide Hub  7 

 

Module 35:  Caring for ALS Patients                           ©2014 Hospice Aide Hub    www.hospiceaidehub.com 
 

 Difficulty with thoughts or words not 

related to dysarthria (speech 

impairment) 

 Difficulty planning activities 

 Problems with concentration and 

attention 

 Impulsiveness 

 Aggression 

 Forgetfulness 

 Non-compliance 

Caregivers should be educated about cognitive 

impairment (patient is not just acting out).  

Patients should be given simple tasks, one at a 

time.  Establishing a routine may be helpful for 

stress and anxiety reduction. 

                 

Hospice aides need to report changes in the 

patient’s condition to the nurse using the 

previous sections as a guide.  Documentation of 

the patient’s condition is important for 

coordination of services, care planning, and 

Medicare reimbursement.  The hospice aide 

should be specific about patient’s intake, 

output, functional, and mental status when 

documenting the patient’s progress.  The 

patient’s declining respiratory status is a strong 

indicator of life expectancy.   

Hospice aides can also educate families and 

caregivers about basic care and comfort 

measures that are specific to ALS patients.   

 

Summary 

In addition to managing the symptoms of ALS 

patients on hospice, the main goal is creating 

and maintaining quality of life and providing 

supportive care.  Beyond the physical 

challenges of ALS patients, support for the 

psychological, spiritual, and religious health of 

the patient should also be included in the plan 

of care when the patient’s mind and 

intelligence have not been affected. 

The usual cause of death in patients with ALS is 

respiratory failure, and the onset of this stage 

can be rapid.  Death often occurs at night.  As 

long as the patient’s symptoms are managed, 

most ALS patients on hospice die peacefully. 

                     

 
                                                           [alsa.org] 
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Group Exercise:  Comfort Measures for ALS Patients 

Instructions:  List or discuss hospice aide comfort measures for the following symptoms specific 

to ALS patients.   

 

SITE HOSPICE AIDE COMFORT MEASURES 
RESPIRATORY 

 
 

 

DYSPHAGIA 
 
 

 

PAIN 
 
 

 

MUSCLE SPASMS 
 
 

 

FATIGUE 
 
 

 

MOBILITY 
 
 

 

 

ALS  Respiratory 

Dysphagia 

Pain 
Muscle 
Spasms 

Fatigue 

Mobility 
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TEST QUESTIONS                                                   Module 35:  Caring for ALS Patients 

NAME__________________________________   DATE____________   TEAM_______________ 

 

1. Most patients with ALS are diagnosed between the ages of: 

a. 65-85     c.  25-40 

b. 40-60   d.  18-30 

 

2. The average life expectancy of an ALS patient is: 

a. 6 months to 1 year   c.  10-20 years 

b. 8-10 years   d.  2-5 years  

 

3.  A patient must show rapid decline of ALS symptoms in the previous 12 months to be eligible for hospice. 

a. True 

b. False 

 

4.  “Amyotrophic” means no nourishment to the muscle. 

a. True 

b. False 

  

5.   The main symptom most likely to determine a shorter life expectancy of an ALS patient is: 

a. Paralysis    c.  Respiratory insufficiency 

b. Dysarthria   d.  Dysphagia 

 

6. Another name for amyotrophic lateral sclerosis (ALS) is __________________________________. 

 

7. In patients with dysphagia, hospice aides should use all of the following except: 

a. Smaller, more frequent meals  c.  Soft or pureed foods 

b. High calorie foods   d.  Thin, soup-type fluids 

 

8.  The degeneration or destruction of motor neurons in ALS patients affects only voluntary muscles. 

a. True 

b. False 

9.  Approximately two-thirds of ALS patients suffer pain from ____________ in the muscles. 

10.  Hospice aides are responsible for all of the following except: 

a. Raise head of bed to prevent aspiration 

b. Make sure patient is using oxygen only for shortness of breath 

c. Reporting sudden changes in respiratory status to the nurse 

d. Provide gentle, passive range of motion exercises to prevent contractures 

e. Document decline in patient’s weight (or describe signs of weight loss) 
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Instructor Key – Test Answers                            Module 35:  Caring for ALS Patients 

 

1.  B – Individuals can be diagnosed with ALS when they are younger or older than 40-60, but the 

most typical onset is between 40-60 years old. 

 

2.  D – However, a small percentage of ALS patients live more than 20 years and in a few cases ALS 

is reversed. 

 

3. A – True. 

 

4. A – True.  A-myo-trophic means “a”- no or negative; “myo” – muscle; “trophic” – nourishment. 

 

5. C – Respiratory insufficiency. 

 

6. Lou Gehrig’s Disease. 

 

7. D – In patients with dysphagia, soft and pureed foods with thicker consistencies (but not solid) 

should be used to prevent aspiration. 

 

8. A – True.   

 

9. Spasms. 

 

10. B – It is not the responsibility of the hospice aide to ensure the patient is using oxygen only; 

BiPAP is usually ordered with oxygen to prevent a buildup of carbon dioxide. 
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ATTENDANCE SHEET                                           MODULE 35:  Caring for ALS Patients 

DATE:           LOCATION: 

PRINTED NAME SIGNATURE 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 

INSTRUCTOR:  ____________________________________________   DATE_______________________ 
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HOSPICE AIDE EDUCATION SERIES 

EVALUATION FORM 

Module 35:  Caring for ALS Patients 

 

Instructor: 

Date: 
                   Strongly                                        Strongly 

                    Agree        Agree         Neutral      Disagree     Disagree 

CONTENT:        

1. Module was relevant to hospice aide practice  ⃝ ⃝ ⃝ ⃝ ⃝ 

2. Information was current and up-to-date   ⃝ ⃝ ⃝ ⃝ ⃝ 

3. Information was well-organized    ⃝ ⃝ ⃝ ⃝ ⃝ 

4. Information was easy to understand   ⃝ ⃝ ⃝ ⃝ ⃝ 

5. Time spent to complete module was appropriate ⃝ ⃝ ⃝ ⃝ ⃝  

 

INSTRUCTOR: 

1. Gave clear instructions to complete module  ⃝ ⃝ ⃝ ⃝ ⃝ 

2. Used teaching methods appropriate for hospice aides ⃝ ⃝ ⃝ ⃝ ⃝ 

3. Was knowledgeable of the subject matter  ⃝ ⃝ ⃝ ⃝ ⃝ 

4. Was engaged in the participants learning  ⃝ ⃝ ⃝ ⃝ ⃝  

5. Related content to practical situations in hospice ⃝ ⃝ ⃝ ⃝ ⃝ 

 

OUTCOMES: 

1.  Did you gain new knowledge or skills related to this module? 

 

2.  How will you apply what you learned in this module to your work? 

 

COMMENTS: 

1.  What did you like best about the module/presentation? 

 

2.  What changes would you make in the module/presentation? 

 

3.  What other hospice aide topics are you interested in? 

 

 

 
 

THANK YOU FOR COMPLETING THIS EVALUATION.  YOUR FEEDBACK IS HIGHLY VALUED! 
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