ALS PATIENT SERVICE REFERENCE TOOL 

 modified from original version: AMYOTROPHIC LATERAL SCLEROSIS FUNCTIONAL RATING SCALE (ALSFRS)

DIRECTIONS: Through your own observation and discussion with patient indicate level of disability (based on ability with no assistance unless otherwise specified) and then refer to guidelines for care suggestions.  Please also feel free to contact the ALS Clinic Team at McMaster University Medical Center to discuss patient care in more detail.

Date: _________________________________ Patient: ________________________________

Interviewer: ___________________________________ Role: __________________________

COMMUNICATION

1) 
VERBAL COMMUNICATION


4. Normal speech processes

3. Detectable speech disturbance

2. Intelligible with repeating

1. Speech combined with nonvocal communication

0. Loss of useful speech

2) 

WRITTEN COMMUNICATION

4. Normal

3. Slow or sloppy; all words are legible

2. Not all words are legible

1. Able to grip pen but unable to write

0. Unable to grip pen

DYSPHAGIA CARE
3)

ORAL SECRETIONS AND COUGH 

4. Normal

3. Slight excess of saliva in mouth patient can manage

2. Excess saliva in mouth patient unable to manage

1. Issue with saliva continues.  Cough diminished, patient able to move secretions/phlegm

0. Issue with both phlegm and saliva.  Cough ineffective

4)

SWALLOWING ABILITY

4. Normal eating habits (no difficulty with solids or liquids)

3. Early eating problems; occasional choking (on liquids and/or solids)

2. Dietary consistency changes (may no longer able to drink thin liquids)

1. supplemental tube feeding needed or accepted (please circle those that apply)

0. NPO

ACTIVITIES OF DAILY LIVING (ADL)

5a)
CUTTING FOOD AND HANDLING UTENSILS (Subjects without gastrotomy)

4. Normal

3. Somewhat slow and clumsy; but no help needed

2. Can cut most foods, although clumsy and slow, some help needed

1. Food must be cut by someone, but can still feed slowly

0. Needs to be fed

5b)
MANAGING PEG TUBE

4. Self managed

3. Clumsy but able to perform all manipulations independently

2. Some help needed with closures and fasteners

1. Provides minimal assistance to caregiver

0. Unable to perform any aspect of task

6)
DRESSING AND PERSONAL CARE


4. Normal 


3. Independent and complete self-care with increased effort or decreased efficiency


2. Intermittent assistance or substitute methods required


1. Need attendant for all tasks of self-care


0. Total dependence

7)
TURNING IN BED/ADJUSTING COVERS


4. Normal


3. Somewhat slow and clumsy, but no help needed


2. Can turn alone or adjust sheets, but with great difficulty

1. Needs help to turn or adjust sheets 

0. Helpless

8)
LEVEL OF ENERGY


4. Normal


3. Increased fatigue related to strenuous activities (e.g. walking the dog, running, lifting)


2. Most ADL are tiring, requiring frequent breaks


1. Social and physical activities restricted, nap(s) taken during day


0. Minimal energy, most of time spent in wheelchair or bed (varying levels of consciousness)

MOBILITY

9)
WALKING


4. Normal


3. Early ambulation difficulties (tripping/falling)


2. Walks with assistance (any assistive device, including AFO’s)


1. Nonambulatory functional movement only


0. No purposeful leg movement

10)
CLIMBING STAIRS


4. Normal


3. Slow


2. Mild unsteadiness or fatigue

1. Needs assistance (including handrail) safety becoming an issue

0. Cannot do

RESPIRATORY CARE

11)
DYSPNEA

4. None

3. Occurs with moderate activity (e.g. walking)

2. Occurs with one or more ADL (eating, bathing, dressing)

1. Occurs at rest, difficulty breathing when lying flat

0. Occurs at rest, mechanical respiratory support needed or accepted (please circle those that apply)
12).
OTHOPNEA


4. None 

3. Some difficulty sleeping at night due to shortness of breath: does not routinely use more than 2 pillows.

2. Needs extra pillows in order to sleep (more than two)

1. Can only sleep sitting up

0. Unable to sleep

13)
MECHANICAL RESPIRATORY SUPPORT


4. None needed or accepted (please circle those that apply)


3. Intermittent use of Bi-PAP needed or accepted (please circle those that apply)

2. Continuous use of BiPAP during the night needed or accepted (please circle those that apply)


1. Continuous use of BiPAP, during the night and day needed or accepted (please circle those that apply)


0. Invasive mechanical ventilation by intubation or tracheostomy

PSYCHOSOCIAL 

14)
READINESS FOR SERVICE


4. No Services needed


3. Proactive Services indicated, and patient accepting of service.


2. Definite need for Service, and patient accepting of service.


1. Proactive Services indicated, and patient not ready to accept service.


0. Definite need for Service, and patient is declining.

15)
FAMILY RESOURCES


4. Extensive support system of family & friends, with all care needs being met. 


3. Has spouse/partner/child as caregiver, but they are experiencing some strain to meet the patient’s needs.  

2. Lives alone, has family assisting as much as possible. Some concerns regarding sufficiency of care.


1. Has spouse/partner/child as caregiver, however they no longer have the capacity to care for patient. 


0. Lives alone & does not have option of family help.

16)
FINANCIAL RESOURCES


4. Finances are not a concern in acquiring additional care services.


3. Has extensive insurance coverage that could be used to acquire additional care services.

2. Has some savings that could be used in acquiring additional care services.

1. Has limited insurance coverage with ceiling on costs &/or limits on type of help provided.  

0. Does not have any financial reserves or insurance coverage at all. 
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