
AAC, see augmentative alternative communication
		  accessibility
ADA, see Americans with Disabilities Act 
adaptation, 14,19, 20, 39
AFO, see ankle-foot orthosis
albuterol, 75
ALS, see amyotrophic lateral sclerosis
ALS: Maintaining Mobility, 5, 13
ambulation aids, 51-53, 54-56
Americans with Disabilities Act (ADA), 38, 63, 135
amyotrophic lateral sclerosis, 12, 14, 129
		  diagnosis of, 17, 102
		  progression of, 17
ankle-foot orthosis (AFO), 53
Appel, Stanley, 5, 13
architectural barriers, 38-39
aspiration, 69, 70, 75, 79, 80; see also 			 
	 breathing 
assistive devices, 13, 14, 17, 19, 20
		  adaptable clothing, 26, 27; see also 		
			   clothing 
		  armrests, 19, 54
		  bath mitt, 22
		  bed safety rails, 26
		  book holders, 23, 28
		  button hook, 19, 20, 21
		  car door opener, 22
		  card holder, 22
		  door knob extenders, 22
		  draw sheet 25, 96
		  eating utensils, 19, 22
		  environmental control unit (ECU), see envi-	
			   ronmental control unit 
		  footrests, 19
		  grips, 21, 34
		  hand splints, 19, 24
		  help/call switch, 24
		  hospital-style beds, 25-26, 96
		  jar openers, 23 
		  key holders, 19, 21
		  lift chair, 24

		  lifting cushions, 19, 24
		  loop scissors, 22
		  mattress overlays, 25, 26
		  neck supports, 19, 53
		  page-turning devices, 28, 34
		  plate guards, 19
		  reacher, 23, 36, 41
		  resources, 126, 131
		  risers, 23
		  rocker knife, 22
		  screw cap, 22
		  shampoo rinse tray, 24
		  straws, 22
		  telephone equipment, 28, 34; see also  
			   telephone
		  toilet seats, 19, 24
		  tub transfer seats, 19, 45; see also 			
		  bathrooms
		  turning mattresses, 26
		  universal cuff, 23 
		  Velcro, 21, 22, 27
		  wrist supports, 19, 23
		  zipper pull 21, 27
atelectasis, 70
atrophy, see muscles
augmentative alternative communication (AAC), 	
28, 80, 81-83, 86, 137-38
		  dedicated machines, 82
		  input methods, 82, 84
		  keystroke-saving features, 82, 83
		  scanning, 83
		  software programs, 34, 82, 84-85
		  switches, 82 
		  systems, 82
		  word prediction, 82, 83

bathing, 19, 35, 40, 107
bathrooms, 24, 33, 39
		  antiscald valve, 47
		  bath transfer benches/chairs, 19, 45
		  bathtubs, 43, 44-45, 91
		  bidets, 24, 46
		  fixtures, 47
		  grab bars, 43
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		  modification, 44-47
		  showers, 33, 45-46, 47
		  sinks and basins, 46
		  toilets, see toilets
bed positioning, 95-96
beds, 15, 23, 24, 36
		  hospital-style, 25-26, 96
		  safety rails, 25, 26, 43
Better Business Bureau, 43
bicycling, see exercise
BiPAP, see ventilation
bladder control, 24
books, 19, 23, 28, 129-130
bowel control, 24
braces, 51, 52-54
		  ankle-foot orthosis (AFO), 53
		  cervical collars, 53-54
		  hands and wrists, 14, 19, 23, 54
breathing, 14, 31, 68-75, 102, 135; see also 	
	 ventilation
		  lungs, 68-69, 75
		  pneumonia, 69, 80

cabinetry, 43
canes, 51, 54-55
cardiovascular system, 99
		  aerobic exercise, 100, 102
caregivers, 16
		  and exercise, 101, 108, 118, 121-125
		  and ventilation, 71, 73, 74
		  care circles, 36
		  help for, 92, 128
		  checklist, 37
		  tasks for, 19, 20, 24, 25, 27, 35, 61-62, 96
		  transfers, 89-96
certified rehabilitation technology supplier 	
	 (CRTS), 59
cervical collars, see braces 
chairs, 23, 24
clothing, 20, 21, 26-27, 35; see also dressing 
comfort, 15, 25, 59, 95, 99
communication, 15, 80; see also augmentative 	
	 alternative communication; speech

community resources, 
		  books on tape, 19
		  MDA support groups, 19
		  Meals on Wheels, 19
		  parking permits, 19, 31, 63
		  public transportation services, 19, 62-63, 		
			   134
compensatory strategies, 19
computer, 33, 80; see also augmentative alter-		
native communication
		  access, 20, 83-84
		  arm support, 19
		  hardware, 20, 84
		  mouse, 19, 20, 34, 82, 84
		  software, 20, 34, 82, 84-85
		  switches, 20, 41, 82-83
		  systems, 20, 82
		  voice-activated controls, 20, 34, 41
		  word processing, 34
contractors, 43
contractures, 53, 99, 121 
cooking, see kitchens
CoughAssist, 74
coughing, 69, 73-74, 80
		  abdominal thrust, 74
		  breath stacking, 74
		  high-frequency chest wall oscillation, 74
		  In-Exsufflator, 74
		  The Vest, 74
CPAP, see ventilation
CRTS, see certified rehabilitation technology 		
supplier
Cwik, Valerie, 5, 11

Deana and Sheldon Katz Fund, 5
depression, 31
dexterity, 20, 21, 56 	
dietician, 16, 79, 80; see also nutrition
door handles, 22, 40, 43
door openers, 44
doorways, 19, 39, 42
Dragon NaturallySpeaking, 85
dressing, 19, 20, 21, 26-27, 35, 107
drooling, see saliva management
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eating, 13, 19, 22; see also nutrition
ECU, see environmental control unit  
edema, 53, 95
emergencies, 39, 41, 71
energy, 17, 69, 75, 79
		  conservation of, 19, 30-36, 132
environmental control unit (ECU), 28, 41, 85-86
errands, 32-33
exercise, 15, 19, 98-107, 139
		  aerobic, 102
		  bicycling, 103-6, 109
		  equipment, 103-6
		  instructions, 108-25, 139
		  passive, 109, 121-25
		  Pilates, 106
		  range-of-motion, 99, 101, 107, 109,  
			   118-19; see also passive
		  strength training, 106
		  stretching, 99, 100, 101-2, 109-17
			   arm, 107, 113-16
			   back, 110-11
			   leg, 116-17
			   neck and trunk, 111-13
			   posture check, 110
		  swimming, 109, 120-21; see also 
			   water-based
		  tai-chi, 106
		  walking, 102-3, 109
		  water-based, 103, 120-21, 139
		  yoga, 106, 109
exercise cycles, 104-6
EZ Keys by Words+, 82

 

falling, 19, 40, 57, 58, 96 
fatigue, 13, 19, 53, 57, 80
		  and exercise, 99, 100, 102, 103, 104, 	
			   106, 	109
		  from walking, 56-57
		  preventing, 30-36

feeding tube, see PEG tube
financial assistance, 81, 86
flexibility, 52
floors, 40, 43
food, see eating; nutrition
foot controls, 61
foot drop, 52
forced vital capacity (FVC), 70
function, daily, 15, 19, 20, 52, 69, 70
FVC, see forced vital capacity
 

 

gastroenterologist, 16
Gehrig, Eleanor, 7
Gehrig, Lou, 7, 129, 130

handicapped parking, see parking permits
handwriting, 18, 21
head controls, 61
health care team, 16, 71, 75, 89; see also 	
	 caregivers
		  and equipment, 52, 56, 57, 59, 61, 80, 	
		  81, 89
		  and exercise, 99, 102, 107, 109
		  and ventilation, 71, 75 
home environment, 14, 52
home modifications, 19, 38-47, 52, 133-34
housekeeper, 33
housework, 31
Hoyer lift, 94

IBM ViaVoice, 85
ILC, see independent living centers
immobility, 15, 121
independence, 34, 50-51, 58, 63, 81, 85
independent living centers (ILC), 86
insurance, 25, 26, 56, 59, 60, 81, 86
Internet, 26, 33, 83
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joints, 101, 104, 107, 118, 121
joystick, 61

keyboard alternatives, 84 
kitchens, 32, 40, 132, 133
 

life expectancy, 13, 14, 71
lifts, 24, 44, 60, 65, 94-95
lifting, see transfers
lips, 78
living will, see medical directive
Lou Gehrig’s disease, see amyotrophic lateral 	
	 sclerosis
lungs, see breathing

massage therapy, 104
MDA, see Muscular Dystrophy Association
MDA/ALS Newsmagazine, 128, 131, 132,  
	 133, 134, 135, 136, 137
medical complications, 14
medical directive, 71
medical suppliers, 25
Medicare, 56, 60, 86
Mitsumoto, Hiroshi, 106
mobility, 14, 19, 24, 25, 38, 50-65, 99,  
	 133-35
money, see compensatory strategies; 
	 financial assistance
motion economy, 19
motor neurons, 14
mucus, 74
muscles, see also fatigue; weakness

		  atrophy of, 15, 53, 58, 98, 106
		  breathing, 14, 31
		  bulbar, 71, 73
		  cells, 14
		  diaphragm, 68
		  feet, 19, 53
		  hands, 19
		  intercostals, 68
		  major groups, 51
		  of articulation, 78
		  tightening, 24
		  voluntary movement, 14
Muscular Dystrophy Association (MDA), 13, 17
		  clinics, 16, 17, 52, 60, 71, 127
		  equipment loan program, 26, 56, 81,  
			   86, 132
		  health care service coordinator, 16, 37
		  local offices, 17
		  MDA/ALS Centers, 5, 13, 106, 127
		  MDA ALS Division, 7, 126-29
		  publications, 127-28
		  Quest magazine, 24, 57, 128, 131, 		
			   132, 133, 134, 135, 136, 137
		  research, 128
		  support groups, 19, 127
		  videos, 128-129, 135

National Library Service for the Blind and 	
	 Physically Handicapped, 28
neck support, see cervical collars; support, 	
	 neck
nerve cells, 14
nervous system, 14
neurologist, 69
nurse, 16, 96
nutrition, 70, 75, 80

occupational therapy, see therapists
orthotist, 51
oxygen, 70, 74
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pain, 52, 107, 109
palate, 78, 79
parking permits, 19, 31, 63
PEG (percutaneous endoscopic  
	 gastrostomy) tube, 75
personal attendant, 33
personal care, 34-36 
physical therapy, see therapists
physician, 15, 16; see also health care team
planning/organizing, 13, 31, 63
pneumonia, 69, 80
prescriptions, 25, 51, 58, 59
pressure sores, 26, 94, 95
Proventil, 75
psychologist, 16
public service organizations, 33
pulmonologist, 69, 70, 74

quality of life, 19, 98, 109

ramps, 19, 39, 41-42, 60, 65
range-of-motion, 20, 99, 100, 101-2, 107, 	
	 109, 121; see also exercise
reading, see books
remodeling, see home modifications
respiration, see breathing
respiratory therapy, see therapists
Respironics, 72
rollators, see walkers
   

safety, 14, 15, 39-41, 52, 65, 89
		  emergencies, 39, 41, 71
		  equipment, 19, 33, 43-44

saliva management, 70, 75
scooter, electric, 33, 56-57
seating and positioning specialist, 58
secretions, 70, 73, 74, 75
service dog, 33
shoulder, 15, 101-2, 107
showers, 19, 33, 45-46, 47
sialorrhea, see saliva management
SimplyThick, 69
skin breakdown, 95; see also pressure sores
sleep, see bed positioning; beds
social workers, 16
spasticity, 99
speech, 13, 15, 20, 78-83, 137-38
		  hypernasality, 79
		  therapy, 79
speech-language pathologist, 16, 79-80, 81, 	
	 85; see also therapists
spirometer, 70
splints, 19, 20, 24
stairs, 39, 44, 52 
strength, 15, 17, 20-21, 52, 56, 99, 100
		  training, see exercise 
stress, 15, 31, 69, 98
stretching, 20, 99, 100, 101-2; see also 		
	 exercise 
suctioning, 70, 74
support,
		  back, 58
		  emotional, 16, 17, 31, 127
		  hands and wrists, 14, 19, 23 54
		  head, 14, 19, 25, 53-54
		  neck, 14, 19, 25, 53-54
support groups, see MDA
swallowing, 69, 75, 80
swimming, see exercise
switches, see augmentative alternative com-	
	 munication 

technology, 13, 15, 33, 80; see also aug-		
	 mentative alternative communication (AAC)
telecommuting, 34
telephone, 13, 28, 33, 34, 41
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therapists 
		  family, 16
		  occupational, 15, 16, 19, 23, 39, 51,  
			   54, 59, 81, 85, 89, 96
		  physical, 15, 16, 17, 51, 53, 54, 57, 58, 	
			   59, 81, 85, 89, 94, 96, 99, 101, 104,  
			   108, 109, 121
		  respiratory, 15, 16, 69, 70, 74
		  speech, 15, 16, 79-80, 81, 85
ThickIT, 69
time management, 19	
toileting,
		  bedpans, 24
		  bidets, 24
		  external catheters, 24
		  urinals, 24
toilets, 19, 24, 33, 46, 91
tongue, 78
touch pads, 61
tracheostomy, 72-73, 74; see also ventilation
transfers, 15, 20, 88-95
		  bathtub, 19, 45, 91
		  car, 91
		  hydraulic and mechanical lifts, 94-95
		  techniques, 89-93
		  tips/precautions, 92
		  toilet, 91
transportation, 62-65
		  paratransit services, 62
		  public, 62, 134
travel, 63-64

vans, 60, 65, 135
Velcro, 21, 22, 27, 28
ventilation, 41, 70-73, 74
		  bilevel positive airway pressure 		
			   (BiPAP), 72
		  continuous positive airway pressure 	
			   (CPAP), 72
		  humidification, 73, 74
		  invasive, 72-73, 74
		  negative pressure, 72
		  noninvasive, 71-72
		  pressure-cycled, 71-72 

		  tracheostomy, 72-73, 74
		  volume-cycled, 72
vocational rehabilitation departments, 86
voice/speech recognition software, 84-85
volunteers, 36

walking, see exercise
		  loss of ability, 50, 57
walkers, 51, 55-56, 57   
water-based exercise, see exercise  
water-based exercise equipment, 103, 105
weakness, 13, 15; see also fatigue 
		  and equipment, 18, 19, 20, 21-24, 47,  
			   50, 52, 58, 62	
		  and exercise, 99, 100, 101, 106, 107 
		  and ventilation, 69-71 
wheelchairs, 23, 26, 38, 57-65, 133-34
		  accessories, 62
		  armrests, 57, 59
		  brakes, 59
		  cushions, 25, 59
		  footrests, 59
		  manual, 59-60
		  power, 17, 60-62
			   drive systems, 61
			   operating systems, 61-62; see also 	
			   joystick; head controls; foot con-	
			   trols; touch pads
work, 31, 33-34

yoga, 106, 109
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