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Advanced Multiple Sclerosis: Complications and Caregivers 
 
A small proportion of people with primary or secondary progressive MS eventually 
develop symptoms and disabilities that require skilled care and special equipment. 
Some of those individuals with very severe MS will experience a somewhat 
shortened lifespan. This is almost always due to a complication, such as 
overwhelming infection, skin breakdown, or malnutrition. Avoiding such 
complications will maximize the person’s health, quality of life, and ability to function. 
 
Providing Care in the Home  
If care is being provided at home, it is often helpful to have on hand one or more of 
the practical “how to” books that are available on home care. Educational programs 
for caregivers, often sponsored by chapters of the National MS Society, can also be 
very helpful. Support groups for caregivers can provide information on methods of 
care and offer a means for sharing the emotional burdens. 
 
Some Society chapters have special respite programs that provide help in the home 
for up to 24 hours daily for as long as two weeks. This is sometimes necessary to 
help with major changes in needs, care of those who have recently been 
hospitalized, or to give respite to an overburdened caregiver. 
 
Getting Professional Help 
Professional help is also available from other sources.  Occupational therapists may 
be able to provide devices and strategies that increase the person’s ability to 
perform activities of daily living such as dressing or grooming. In some cases, 
insurance will pay for daily care by a nurse or a nursing assistant if a skilled nursing 
function (such as intermittent catheterization) is documented to be medically 
necessary. 
 
Home Care or Long-Term Care Facility? 
Many people who are paralyzed and have feeding tubes and catheters may continue 
to be managed at home. But when the needs of the patient go beyond the ability of 
the caregiver, admission to a long-term care facility may be necessary, even 
essential for adequate care. 
 
Managing Complications  
There are many means available to minimize or prevent complications of severe, 
advanced MS. This is a brief overview.  
 

• Bladder dysfunction may lead to incontinence or repeated urinary tract 
infections. Bladder control can often be achieved with drugs, or by intermittent 
or continual catheterization⎯which involves inserting a thin tube into the 
bladder to remove urine. 
 



• Bowel problems can be managed through the judicious use of stool 
softeners with bulk-forming laxatives, or in more difficult cases, suppositories 
and enemas.  
 

• Cognitive problems⎯a reduced ability to remember, understand, reason, or 
concentrate—occur in approximately 50% of people with MS. However, only 
5-10% of people have problems that interfere in a significant way with simple, 
everyday activities. Before assuming a problem is cognitive in nature, 
depression should be ruled out or treated aggressively. A neuropsychologist 
is the specialist who can best evaluate and assess cognitive changes and 
assist the family in adopting coping strategies. 
 

• Depression is more common in MS in than in the general population or in 
other chronic, disabling conditions. It can be caused by the stresses of life or 
be the result of MS damage in the parts of the brain involved in regulation of 
emotions. Depressed people tend to withdraw, resulting in a reduction in 
activity and stimulation that worsens the depression. Depressive symptoms 
that do not improve within a week or two need professional intervention.  
Counseling and/or antidepressant medication have been shown to be 
effective. 
 

• Mobility problems are common among those with advanced MS. Assistive 
devices, such as canes and walkers, can be useful to those who maintain 
some ability to walk. Patients who can no longer walk or lift themselves up 
can be moved or repositioned with mechanical lifts, electric beds, and special 
recliners and wheelchairs that raise a person to a standing position. These 
measures may help to prevent skin breakdown and osteoporosis. Before 
using these types of assistive devices, trained professionals should be 
consulted to make sure the devices fit the patient, meet his or her needs and 
that the patient and caregivers know how to use them. 
 

• Spasticity⎯an increase in muscle tone that can cause stiffness, pain, and 
awkward and unwanted movements⎯can be managed with a combination of 
exercise, medication, and possibly surgical intervention. 
 

• Swallowing difficulties are very common, and may not correlate with the 
severity of a person’s disease course. An evaluation by a speech and 
language pathologist is recommended in order to determine the cause of the 
symptoms and identify appropriate management strategies. Strategies may 
include changes in diet, food consistency, posture while eating, and meal 
schedules. People who can no longer swallow without choking can receive 
adequate nutrition and fluids through feeding tubes placed directly into the 
stomach. 
 

• Tremor, which is an involuntary shaking of a body part, is one of the most 
difficult MS symptoms to treat. Drugs provide limited benefits for some 
people. Weights and assistive devices may be attached to limbs to inhibit the 
tremor. Surgery may be considered in extreme situations. 

 



See also… 

Sourcebook 

• ABLEDATA 
• Assistive Devices  
• Bladder Dysfunction 
• Bowel Dysfunction 
• Chemotherapy 
• Cognitive Function 
• Depression 
• Dysphagia 

(swallowing 
problems) 

• Physical Therapy 
• Pressure Sores 
• Rehabilitation 
• Respiration 
• Speech and 

Swallowing 
Disorders 

• Surgery 
• Tremor 

Society Web Resources 
 
• Life Planning and Independence 

www.nationalmssociety.org/Planning 
 

• Spotlight: MS and Home Caregivers 
www.nationalmssociety.org/Caregiver 
 

• Spotlight: Health Insurance and Medicare 
www.nationalmssociety.org/Insurance 

 
• Spotlight: Personal Care (Bladder and Bowel 

Problems) 
www.nationalmssociety.org/BladderBowel 

 
• Spotlight: MS and Cognition 

www.nationalmssociety.org/Cognition 
 

• Spotlight: Emotional Aspects of MS 
www.nationalmssociety.org/Emotions 

 
• Spotlight: MS and Mobility 

www.nationalmssociety.org/Mobility 
 

• Spotlight: MS and Pain 
www.nationalmssociety.org/Pain 
 

• Spotlight: MS and Vision Problems 
www.nationalmssociety.org/Vision 

 
• Spotlight: Rehabilitation in MS 

www.nationalmssociety.org/Rehab 
 

• Progressive MS 
www.nationalmssociety.org/ProgressiveMS 

 



 
Resource Materials for Long-Term Care 
 

• Nursing Home Care of Individuals with Multiple Sclerosis: Guidelines and 
Recommendations for Quality Care  

• Assisted Living for Individuals with Multiple Sclerosis: Guidelines and 
Recommendations 
 

Available at www.nationalmssociety.org/PRCPublications  
or by calling 1-800-FIGHT-MS (1-800-344-4867) 

 
Book 
 
Kalb R. (ed.) Multiple Sclerosis: The Questions You Have; The Answers You Need 
(3rd ed.). New York: Demos Medical Publishing, 2004. 
—Ch. 9 The Caregiving Relationship 
—Ch. 11 Planning Wisely for Possible Care Needs 
 

The National Multiple Sclerosis Society is proud to be a source of information about multiple 
sclerosis. Our comments are based on professional advice, published experience, and expert 
opinion, but do not represent individual therapeutic recommendations or prescription. For specific 
information and advice, consult your personal physician.  
 
To contact your chapter, call 1-800-FIGHT-MS (1-800-344-4867) or visit the National MS Society 
web site: www.nationalmssociety.org. 
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