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MULTIPLE SYSTEM ATROPHY: AN INTRODUCTION
Gary L. Rose

March is Multiple System Atrophy (MSA)
Awareness month, so I am happy to introduce
you to MSA. This article is a primer and will not
delve too deeply into MSA.
I am a 60 year old man with MSA. I’d like to
share the story of my diagnosis. I first went to the
local urgency care clinic with symptoms more
than seven years ago. I had been waterskiing
with my adult daughter. I got up, but the water
ski just didn’t feel right – it felt ‘slippery’. At the
time, I was aware that I had a balance problem,
but figured it was temporary - perhaps it was
an ear infection. Of course, it turned out to not
be an ear infection at all. I saw many healthcare
professionals (including three neurologists) until
my diagnosis, about three and a half years later.
It is common for people with MSA to go years
with no diagnosis, or to be misdiagnosed. Upon
diagnosis with MSA, it is common for people
with MSA or their loved ones to think further
back and find MSA symptoms long before
the diagnosis - that also was true for me. I
remembered having problems roller skating. I

had blamed it on the new skates. I sold the
skates and stopped skating! Now I realize my
balance had been off and that it was due to
MSA.
MSA is a progressive brain disorder caused
by loss of nerve cells in specific areas of the
brain. The areas of the brain affected are the
basal ganglia, the brain stem, or the cerebellum.
Depending on the area of the brain most
affected, symptoms can be stiffness, slowness
and freezing (typical Parkinson’s Disease
symptoms when the basal ganglia is affected);
autonomic features like bladder control,
low blood pressure, constipation, erectile
dysfunction, body temperature regulation and
loss of ability to sweat (symptoms when the brain
stem is affected); and balance, coordination,
and impaired speech (symptoms when the
cerebellum is affected). There are two types of
MSA: MSA-P, the parkinsonian type, and MSA-C,
the cerebellar type.
Continued on Page 2
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All people with MSA are thought to develop
autonomic features, at some time.
The technical definition of MSA,
according to Parkinson Society Canada:
“MSA was previously known as ShyDrager syndrome, striatonigal degeneration
and sporadic olivopontocerebellar atrophy.
Researchers have learned that there is
a common underlying cause in all three
disorders, so they are now referred to as
MSA. In MSA, brain cells in the affected
areas shrink (atrophy). This can sometimes
be seen on MRI scans. When brain
tissue is examined under a microscope,
structures called glial inclusion bodies can
be seen; they contain a protein called
alpha-synuclein. It is the presence of these
inclusion bodies in the movement, balance
and autonomic control centers of the brain
that confirms a diagnosis of MSA.”
MSA is thought to be sporadic – that
is non-hereditary. It is considered rare about 4 or 5 people in 100,000 have it.
MSA is rarer than progressive supranuclear
palsy (PSP). MSA is slightly more common
in men than women, but it is almost 50/50.
It usually starts in a person’s 50s, although
it can affect people younger and older than
this. The cause of MSA is unknown. Some
researchers believe that certain people can
be genetically predisposed to the disease,
even though a trigger still has to occur.
The trigger is unknown, but suspected by
some researchers to be an environmental
factor of some kind. Environmental toxins
and brain trauma as potential triggers are
currently being researched.
MSA manifests itself differently in every
individual – the speed of progression and
types of symptoms vary from person to
person. MSA is a progressive brain disease,
but that is about all that can be said
about it. Symptoms will change over time,
and decline happens more rapidly than in
Parkinson’s Disease.
Currently, there is no treatment to slow
the progression of MSA. Each of the many
symptoms of MSA should be treated by a
neurologist (ideally, a movement disorder
specialist), general (family) doctor,
urologist, clinical nurse or physician’s
assistant, speech-language pathologist,
physical therapist, or occupational
therapist.
After diagnosis, some patients have
difficulty in finding out what the future
holds. Often, the patient (or a loved one)
discovers that MSA is terminal by searching
the internet. Then the question becomes,
“how long do I have?” Because MSA
is highly individualized, it is dangerous
to base one’s future (and expectations
of MSA) on the anecdotal experiences
of others. Unique experiences are just
that – unique. For this reason, articles

TYPES OF CARE

Diane B. Breslow, MSW, LCSW
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What follows is an overview of the
spectrum of care for adults with physical
impairments or chronic disease. Although
not PSP-specific, all of the levels discussed
are potentially appropriate for people with
PSP. That said, it is most important and
acceptable for family caregivers to inquire
as to a staff’s experience with PSP. Family
members can and should make providers
aware of the symptoms and needs of
PSP patients, and offer to ascertain PSP
educational materials, speakers, and
in-service training for staffs.
ADULT DAY PROGRAMS
Older-adult day programs (also referred to
as adult day care centers) are communitybased, day-long social and recreational
programs provided in a safe, secure
group setting.
Participants typically
exhibit cognitive, social, and/or functional
limitations, and therefore require the
supervision and structure that adult day
programs provide. Most programs also
offer some health-related services, such as
medication reminders. Other features of
adult day programs include transportation,
exercise, social work services, lunch/snack,

like Clinical Outcomes of Progressive
Supranuclear Palsy and Multiple System
Atrophy can be much more helpful. This
particular study is based on a large number
of MSA cases (83) and diagnoses that were
pathologically confirmed. The study found
that 7.9 years, plus or minus 2.8 years, is
the average time of disease duration.
For more information on MSA, see these
organizations/websites:
•
•

The National Institute of Neurological
Disorders and Stroke at the NIH:
www.ninds.nih.gov
The Shy-Drager/Multiple System

socialization and peer support, on-site/
on-call nurses, and assistance with or
supervision of eating, walking, and toileting.
In addition to the benefits to participants,
adult day programs afford family caregivers
a respite from the demands of full-time
caregiving for someone who needs
constant supervision. Services and fees for
adult day vary from program to program,
and state-to-state.
REHABILITATION
Even with a degenerative disorder such
as PSP, rehabilitation therapies can offer
helpful safety instructions and can help to
re-stabilize an individual’s functioning. The
skilled rehabilitation therapies of physical
therapy, occupational therapy, and speech
therapy are provided in multiple different
settings: day treatment centers, one’s
home, in-patient units of rehabilitation
institutions, and out-patient centers.
Skilled therapy is an order prescribed by
a physician; in the case of PSP, either
the movement disorders neurologist or
physiatrist (rehabilitation physician) would
write the order. Therapy is covered by
Medicare and other health insurance
companies, so long as the person is not
already receiving insurance-covered
therapies in more than one setting at the
same time.
In-patient rehabiliation - large,
dedicated rehabilitation institutions offer
in-patient rehab stays as well as all other
levels of rehab treatment. To qualify for
an in-patient rehab unit, one must meet
specific criteria related to the ability to
participate in and benefit from daily,
intensive, multiple therapy sessions.
Day rehabiliation programs - In
addition to offering in-patient and out-

•

Atrophy Support Group, Inc.:
www.shy-drager.org
The MSA Trust: www.msatrust.org.uk

Further reading:
•
•

Second Consensus Statement on the
Diagnosis of MSA: www.ncbi.nlm.nih.
gov/pmc/articles/PMC2676993/
Clinical Outcomes of PSP and MSA:
www.brain.oxfordjournals.
org/content/131/5/1362.
full?sid=3c2135cb-f5f8-4c77-bd633cf7ef7eba1e

			
patient rehabilitation, some rehabilitation
institutions also offer Day Rehabilitation: a
concentrated, rather intense, communitybased, day-long treatment program that
encompasses all of the skilled rehabilitation
therapies: occupational therapy, physical
therapy, and speech therapy. To qualify, a
patient must be able to undertake 3 hours
of therapies each day.
Out-patient therapy – this is provided
in a community clinic setting. Therefore,
the patient must be able to leave the
home for therapy. Unlike day rehabilitation,
out-patient therapy implies that one is
receiving one-hour sessions of physical,
speech, or occupational therapy.
In-home therapy – this refers to
physician-ordered, skilled, rehabilitation
therapy — speech, physical, or occupational
— for patients who are home-bound and
unable to travel to an out-patient therapy
setting. A registered nurse usually oversees
the home rehabilitation care. During the
time that a case is open for home rehab,
the patient is also eligible to receive a
bath aide. However, once the course of
rehabilitation ends, so too does the bath
service.
IN-HOME CARE
In-home care refers to personal care with
activities of daily living, such as bathing,
grooming, and dressing. In-home care
providers are also called companions,
personal aides, or personal caregivers.
They work either for themselves privately,
or for an agency that takes responsibility
for setting fees, making caregiving
assignments, insuring and bonding the
caregivers, and training them. In-home
caregivers can be employed by task, e.g.
bathing assistance, or by blocks of time,
e.g. 4 hours or 8 hours or even live-in. For
the most part, personal care is a private
expense. Medicare or health insurance
does not cover it; however, it may be
covered by one’s long-term care insurance
policy. Most states, through their local area
agencies on aging, offer a capped number
of hours of companion services to older
adults.
LONG-TERM CARE FACILITIES
Long-term care facilities are listed on a
spectrum from most to least independent.
Independent living is a broad term that
encompasses senior apartments, active
communities, and retirement homes.
These types of buildings are not licensed to
provide personal care or nursing services,
although residents can and do contract for
private duty care just as they would in their
own home or apartment (See in-home care
section). All of these more independent
facilities offer amenities such as 24-hour

security, transportation, and activity
programs. Whereas senior apartments and
active communities may not serve meals in
a central dining room, retirement homes
usually do have group dining.
Assisted living refers to an entire
building, or a specified part of a building,
that is licensed to provide personal care
24 hours/day. Caregivers are trained,
certified aides who assist with daily tasks
such as bathing, dressing, escort to meals,
medication set-up and dispensing, and
routine checks on residents. A registered
nurse sets up and stores a person’s
medications, and an aide can deliver the
medicines to the resident. Assisted living
also provides housekeeping and social
programs, as well as transportation to and
from medical appointments, errands, and
group outings. Some facilities may offer
rehabilitation therapies, hospice care, and
specialized care for different disorders.
Continuing
Care
Retirement
Communities (CCRCs) are residential, gatesecured campuses that, with a substantial
entrance fee, guarantee lifelong care
beginning with independent living (cottages
or apartments) and progressing on to
assisted living and then skilled (nursing
home) care.
Nursing homes are institutions that
are licensed and regulated by state and
federal governments to provide skilled
care twenty-four hours a day. Registered
nurses are on-duty around the clock, as are
certified nurses’ aides. Physicians serve as
medical directors of skilled care facilities.
Everything from activities to nutrition,
personal care, environmental safety, staffto-resident ratios, etc. must meet state
and federal guidelines. Within a nursing
home facility, there are also levels of care.
Some residents require only “custodial
care,” or personal care with their activities
of daily living such as bathing, dressing,
or toileting. Other residents require the
services of a nurse for the skilled care
of wounds, intravenous medications or
feedings, or managing of machinery such
as respirator or ventilator. Medicare and
supplemental insurance policies cover 100
days of nursing home care that results from
a hospitalization and meets the criteria for
rehabilitation therapies. After the rehab
portion of the stay, residents pay privately
and/or by means of their long-term care
insurance.
Palliative
or
hospice
care
is
compassionate,
supportive,
interdisciplinary end-of-life care for patient
and family. Such care can occur in one’s
home, in a long-term care facility (nursing
home), in an in-patient hospital unit, or in
a free-standing dedicated hospice building.
In order to receive hospice care, one must
Continued on Page 4

MSA: PALLIATIVE MEASURES
Lawrence I. Golbe, MD

UMDNJ-Robert Wood Johnson
Medical School
There is still no cure for MSA nor any way
known to slow its progression, but there
are many ways to lessen the severity of
the symptoms and to improve both the
quality and quantity of life. These are called
“palliative” measures.
Antiparkinson treatment: Many people
with MSA who have stiffness of limbs and
slowness of movement find that carbidopa/
levodopa, the main drug used for Parkinson’s
disease, can help those symptoms. The
duration and intensity of the drug’s effect is
usually less than in Parkinson’s.
Low blood pressure: There are many
ways to treat low blood pressure. If one is
taking drugs or limiting salt intake to treat
what once was high blood pressure, these
measures could be reduced, but only under
the supervision of a physician. Drugs that
can increase the blood pressure include
fludrocortisone (Florinef), midodrine (ProAmatine) and pyridostigmine (Mestinon).
There are a handful of other drugs that
are often worth a try. Non-drug measures
include increasing the salt and fluid intake (if
there are no heart or kidney problems that
would make that risky), elevating the head of
the bed by putting six-inch blocks under the
legs at that end and using pressure stockings.
Bladder problems: The need to urinate
frequently can be reduced by drugs that
inhibit the muscle that empties the bladder.
These are called “peripherally acting
anticholinergics” and are widely advertised
in the popular media.
Constipation: This symptom in MSA is
treated as in any other setting. It is best to
start with a stool softener (docusate; Colace)
or a bulk-forming agent (Metamucil).
Swallowing problems: This is best treated
by changing one’s habits regarding choice of
foods and food textures, chewing technique
and swallowing technique. This is best
assessed by a trained speech/swallowing
pathologist and often guided by an x-ray
video of the person swallowing various food
textures, called a “modified barium swallow.”
For severe swallowing difficulties that
present a high risk of “aspiration” (food
going down the wrong pipe into the lungs),
a soft rubber tube can be placed through
the skin of the abdomen directly into the
stomach (“percutaneous endoscopic
gastrostomy” or “PEG”). But this step should
not be undertaken lightly. If such a technique
becomes necessary to prevent aspiration, a
careful decision should be reached by the
patient, family, physician and other available
advisors. They may decide that while the PEG
may prolong life, the quality of life at that
point in the disease becomes too low.
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fund research toward cure and
prevention; educate healthcare
professionals; and provide
support, information and hope
for affected persons and their
families.
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UPCOMING EVENTS

have a physician’s order, followed by an
evaluation by the hospice nurse or doctor.
Hospice care is covered by Medicare.

WEBINARS

SPECIAL EVENTS

Incontinence
Camille Vaughan, MD, MS
Emory University School of Medicine
Wednesday, March 14, 2012
4:00pm - 5:00pm EDT

Dallas Half Marathon - Team Cyndi
Sunday, March 25, 2012
Dallas, Texas

VIAL OF LIFE
No matter where your loved ones live
or participate in programs such as
those described here, they should
always keep with them, or in a specified
location in their living space, a “Vial of
Life.” This paper, which some people
roll up and keep in a bottle in their
refrigerator – hence “Vial of Life” –
should contain the following information:
• Date updated
• Name, address, phone number
• Medications/dosages/frequency or
times
• Drug allergies
• Medical conditions
• Surgeries (including year)
• Blood type
• Power of attorney for healthcare
• Two emergency contacts
Because information can change, you
should regularly review and update the
Vial of Life.

OPPORTUNITIES FOR LEARNING AND SUPPORT

Resilience
David Lee
HumanNature@Work
Wednesday, April 25, 2012
4:00pm - 5:00pm EDT
The Nursing Home Transition
Molly Meeks, LPC, NCC
Summit Counseling
Wednesday, May 16, 2012
4:00pm - 5:00pm EDT

FAMILY CONFERENCES
2012 Midwestern Family Conference
Saturday, June 2, 2012
Dallas, Texas

8th Annual CurePSP Awareness &
Memorial Walk
Saturday, March 31, 2012
Mackle Park
Marco Island, Florida
Contact Cindy MacDonald (239-353-3960) for
more info.
Ron Kleis Memorial Dinner
Sunday, May 6, 2012
4:00pm - 6:00pm
Branding Iron Cookhouse
Mentor, Ohio
Contact Maria Kleis (mklies1@yahoo.com) for
more info.
Ironman Wisconsin
Sunday, September 9, 2012
Lake Monona
Madison, Wisconsin

