
MSis an unpredictable disease.
Your symptoms could stabi-
lize for years. However, there

is a possibility that the disease will progress.
This chapter offers suggestions for adapting
financially to your changing condition. 

Leaving Work
If you no longer can perform your job
because of MS, it may be time to leave
work. However, it may be better to leave
work gradually—just in case your condition
changes for the better. 

Taking Advantage of 
Leave and Flextime
First, talk to your employer about using
your paid sick leave and vacation days.
Then, ask if the employer will grant you
additional unpaid leave. Explore every
option that will allow you to keep your job,
while having the time off you need to care
for yourself. This could include flextime or
working from home. 

Under the Americans with Disabilities Act,
these options can be considered a form of
reasonable accommodation, which was
discussed in more detail in Chapter 2. Keep
in mind, however, that the leave cannot
create an undue burden on your employer,
and the employer is not required to give you
this leave if another effective accommodation
is available. 
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Chapter 4
“I didn’t want to use a walker any more than I wanted to wear
glasses in the third grade. Now I just think of it as the price I
have to pay to see a movie or go to dinner with friends.”

—Jenna, diagnosed in 1983



Using Family and Medical Leave
As detailed in Chapter 2, under the Family
and Medical Leave Act (FMLA), you may be
able to take up to 12 weeks of unpaid leave
a year to care for yourself or an immediate
family member because of a serious illness. 

If your symptoms improve, you have the
assurance of being able to return to your job
under the rules of FMLA. In addition, you
cannot be taken off your employer’s health-
care plan during the leave. This enables you
to extend the length of time you are covered
under your employer’s health-care plan. Of
course, you must continue to pay whatever
portion of the health-care premium you
were paying prior to the leave. 

Exploring Disability 
Insurance Policies
Disability insurance helps replace part of
your income if you become sick or are hurt
and unable to work. You may have purchased
your own disability insurance policy, or
perhaps you are covered at work. 

Depending on the plan, you may be entitled
to long-term or short-term benefits. Short-
term disability insurance covers the costs of
a temporary absence from work. If your MS
progresses to the point where you can no
longer work at your current job, you should
tap into any long-term disability insurance
that you have.

In general, long-term disability insurance
does not start paying benefits until you have
been disabled for one to six months. Three
months is a common waiting period. However,
benefits often are paid over a long period of
time, usually ranging from several years to
the age of 65. 

Benefits vary, but long-term disability
insurance policies provided by employers
typically pay about 60 to 70 percent of your
income. The plan also may have a provision
requiring you to apply for Social Security
disability benefits. Receiving these benefits
could reduce the private plan’s payments.  

If you have a disability insurance policy,
learn how it works. Look for information on
the following:

• Definition of disability. How does the
policy describe “disabled”? Do you fit the
description?

• Monthly benefit amount. Benefits vary.
If it is an employer plan, it is likely to pay
a percentage of your income. Read your
benefits book to learn how “income” is
determined. If you bought the policy, the
benefit will be the amount you chose.

• Benefit period. How long will the plan
pay a benefit?

• Waiting period. How long must you
wait before you receive a check? 
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• Residual or partial disability. The
policy may allow you to return to work
on a part-time basis and not lose your
entire benefit. Some policies may require
only a loss of income to continue paying
some benefits, even if you return to work
full time.

• Coordination of benefits. If your
employer pays for your plan, your
disability check may not always be a 
set percentage of your wages. This can
happen when you also are receiving
income from Social Security or another
program. The amount you receive from
those programs may be subtracted from
the plan’s benefit amount. If you purchased
your own disability policy, however, your
benefit amount will not be reduced by
what you receive from government
programs unless you have a rider attached
to your policy that provides additional
benefits that stop if and when government
benefits begin. 

• Taxes. If you paid the premium for your
disability insurance, the benefit is income
tax free. If your employer paid the premi-
um, the benefit is taxable. In some cases,
there is a blend of employer-paid premiums
and worker-paid premiums. For example,
your employer may pay the premiums to
cover 40 percent of your wages, but you
“buy up” to cover another 20 percent. In
this case, your total benefit would equal
60 percent of your income. Of that 60
percent, 40 percent would be taxable and
20 percent would not be taxable. 

Applying for 
Government Programs
In addition to applying for disability benefits
from a private disability insurance plan, be
sure to apply for disability benefits from the
Social Security Administration (SSA) if you
believe you might be eligible. SSA has two
programs that provide a monthly income:
Social Security Disability Insurance (SSDI)
and Supplemental Security Income (SSI). 

To qualify for these programs, you must
meet the government’s narrow definition 
of disability. Also keep in mind that if you
retire and start receiving a Social Security
retirement benefit, you cannot receive an
additional disability benefit from Social
Security. Social Security disability benefits
are paid to people who are under age 65 
and cannot work. 

Social Security Disability Insurance
SSDI is for people who have worked, paid
Federal Insurance Contributions Act (FICA)
taxes, and then become disabled. If you earn
less than $800 a month (as of 2003) due to
your disability, you may be eligible for benefits.
(The threshold for individuals who are
statutorily blind is $1,330 a month in 2003.)
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The benefit amount paid under SSDI depends
on the following factors:

• How much you earned

• The number of years you worked

• Your age

• When you became disabled

Note: It is a good idea to check your Social
Security records to make certain you get
credit for all of the jobs you have worked.
To obtain a detailed statement of your
employment history, complete Form 
SSA-7050-F4, Request for Social Security
Earnings Information. You can do this
online at www.socialsecurity.gov or by
calling 1-800-772-1213.

SSA’s Web site also has a calculator to help
you estimate your SSDI monthly benefit.
You can find the calculator by clicking the
Social Security Disability Insurance link at
www.socialsecurity.gov/disability. Note
that your assets do not affect your benefit
amount under SSDI. A percentage of your
SSDI benefits may be taxable, however,
depending on your other income. 

Once benefits are approved, they are paid
retroactively to the later of the date of
application or the sixth month of disability.
If you qualify for SSDI, you also may be
eligible for Medicare, the federal government’s
health-care program. However, the wait to
join Medicare is two years after you are
eligible for SSDI benefits. Try to keep some
other health insurance in force while you are
waiting. For example, use COBRA (discussed
in Chapter 2) to keep your health insurance
plan from your job, join your spouse’s health-
care plan, or talk to an insurance agent
about temporary insurance coverage that
may be available.  

As soon as you reach the age for full Social
Security retirement benefits (65 in 2003),
you automatically qualify for Medicare.

Supplemental Security Income
SSI is for people who are unable to work
and have little income and few assets. There
are no prior-work requirements. 

If you qualify, SSI pays you a monthly
income. As of 2003, the maximum monthly
amount was $552 for an individual and
$829 for a couple. (This amount usually
increases each year.) Some states supplement
the federal payment. To find out the total
dollar amount for your state, call SSA at 
1-800-772-1213. SSI benefits are not taxable.
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If you qualify for SSI, you usually also qualify
for Medicaid, the government health insurance
program for low-income individuals. SSA
will tell you if you need to apply separately
for Medicaid in your state. Also be aware
that some states have a medical spend-down
provision. With this provision, you may 
be able to qualify for Medicaid if you can
document that when you deduct your out-
of-pocket health-care expenses from your
income, the income falls below the eligibility
limit for Medicaid. To learn more, go to the
Web site of the Centers for Medicare &
Medicaid Services at www.cms.hhs.gov.

Applying for SSDI, SSI Benefits
When applying for SSDI or SSI, talk with
others who successfully have filed for these
benefits. People at an MS support group
may provide useful tips for filing an
application.

One man, whose application was approved
on the first round, believed it helped that he
provided copies of medical records from all
of his doctors and hospitals. When he found
the government forms did not allow enough
space for complete explanations, he typed
his information on the computer in small
type, printed out the pages, and then cut
and taped the answers on the form. 

Here are a few other tips:

• Know that you must meet the SSA’s
definition of disability before you can
receive benefits. According to SSA, you
must have a physical or mental condition
that keeps you from working. The condi-
tion must last for at least 12 months or
be expected to result in death. In addition,
you must be unable to do any “substantial
gainful activity.” This means you cannot
work at any job where you would earn at
least $800 a month before taxes (as of
2003). The SSA will determine if you
meet this definition.

• Start the process as soon as you 
think you are eligible for benefits.
It may take several months for SSA 
to reach a decision on your claim. 
Start by making an appointment to 
talk to someone at your local SSA office.
Call 1-800-772-1213, or go to the SSA
Web site at www.socialsecurity.gov to
find the office closest to you. You also 
can apply for benefits online.

• Take steps to speed up the process.
When you call SSA to make your appoint-
ment, ask for a disability report form.
Complete the form and give it to the SSA
employee who takes your application.
Your doctor also can help by providing
you with medical information that clearly
describes the impact MS has on your
ability to work.
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• Keep copies of everything you give to
the SSA in a file folder. Keep any letters
the SSA sends to you. Also write down
the names of people you talk to, the date,
and what they told you.

• Ask a friend or family member to go
with you when you apply. The rules for
Social Security programs can be confusing,
so it’s helpful to have another person
along to listen and take notes.

• Insist that your right to apply for
benefits is respected. Don’t let anyone
discourage you from filing. Also, know
that the SSA employee who takes your
application does not determine your
eligibility. The decision is made at
another office.

• Use the appeals process. If your Social
Security application is turned down, you
can appeal, and you can hire a lawyer or a
legal advocate to help you. Your SSA
office can give you a list of legal advocates
who either do not charge for their help or
who charge a low fee. (Under federal law,
the lawyer or legal advocate cannot charge
more than 25 percent of the retroactive
benefits you may receive from SSA.) 
It’s worth the time and effort to appeal,
because eligibility for Social Security
benefits, no matter how small the amount,
often makes it easier to qualify for other
benefits, including housing, transportation,
education, job retraining, and food stamps.

One resource for hiring an attorney is 
the National Organization of Social
Security Claimants’ Representatives at
www.nosscr.org.

Returning to Work
Many people with disabilities want to return
to work, and Social Security provides a
number of ways in which individuals can
test their ability to work again while still
receiving benefits. These employment
supports provide help over a long period of
time to allow you to see if you can, indeed,
go back to work and gradually become 
self-supporting again. 

For example, if you are receiving SSDI
benefits, you have at least nine years to test
your ability to work. This includes full cash
payments during the first year, a 36-month
extended eligibility period, and a five-year
period in which SSA can start your cash
benefits again without a new application.
You may continue to have Medicare coverage
during this time or even longer. 

If you are receiving SSI benefits, SSA will
consider that your disability continues until
you medically recover, even if you work. If
you cannot receive SSI checks because your
earnings are too high, eligibility for Medicaid
may continue. In many cases, if you lose
your job or are unable to continue working,
you can begin receiving SSI checks without
filing a new application. 
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“My toughest time was when
I was filing for benefits. 
It took all of my energy.
People in my support group
really helped me get through
the paperwork and the
frustration.” 

—Kelly, diagnosed in 1979

In addition, the Ticket to Work Program
helps people on SSI and SSDI get back 
to work. The program provides access to
employment training, job-placement services,
and other support services. The program will
be fully implemented nationwide by 2004.

To learn more about SSA’s employment
supports, visit its Web site at
www.socialsecurity.gov/work or call 
1-800-772-1213.

Tapping into Other
Sources of Income 
Consider as many sources of income as
possible to pay for your MS care and other
bills. Here are some possibilities:

• Retirement plan. You may be able to
borrow money from a retirement plan at
work. Or, if you are permanently disabled,
you can withdraw money from a retire-
ment plan without facing a penalty, but
you must pay income tax on the amount
withdrawn. Remember, people with MS
have a near-normal life expectancy, so be
careful about using the funds set aside 
for retirement.

• VA benefits. If you are veteran, make
sure you enroll in the VA health-care
system. You may receive benefits for your
disability beyond those provided by Social
Security or private disability insurance.
(See Chapter 2.)  

58

CH A P T E R 4



• Life insurance. Permanent insurance
policies have a cash value. Examples are
whole life and universal life policies. If
you have one of these policies, you may
be able to use the cash value to get a loan
from the insurance company. You also
may be able to take some of the cash
value out of the insurance policy. Term life
insurance does not have any cash value.

• Long-term care insurance. If you have
this type of policy, it pays nursing home
costs and also may pay the cost to hire
someone to help you at home. If you
have long-term care insurance, ask your
insurance agent to help you apply for
benefits. If you do not already have this
type of insurance, you will not be able to
buy a policy because of MS. 

• Mortgage or credit disability insurance.
This kind of insurance might pay your
mortgage or credit card bill if you 
are disabled. 

• Personal property. A coin, stamp, or
doll collection, as well as other types of
personal property, might be worth a great
deal of money.

• Real estate. If you own a home, consider
refinancing the mortgage at a lower interest
rate. Or, if you can afford the payments,
perhaps you could take out a second
mortgage to cover short-term medical
costs. If you are 62 years old and own a
home, another option is to receive cash
from the home’s equity using a reverse
mortgage. (Equity is the value of your
house minus the money you still owe on
it.) A reverse mortgage is a loan against
your home’s equity. The loan does not
have to be paid as long as you live in the
house, but it can be expensive. Before
taking out a reverse mortgage, talk to
your accountant or financial planner.
Also, the AARP Web site provides helpful
information about reverse mortgages at
www.aarp.org (click Money and Work).
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“A lot of fear goes along with MS. It’s a real struggle to keep
a positive attitude, especially when money is tight, but if
you don’t, you’ve already lost to the disease.”

—Anthony, diagnosed in 1980



Continuing to Care for
Yourself and Your Family
Wellness is a concept that does not normally
come to mind when we think about MS. We
usually think in terms of curable or incurable. 

MS belies this concept in many ways. It is
indeed incurable at the present time; however,
it is a complex condition that yields to many
treatments and therapies. Although they are
not cures, they can provide you with at least
some control over your wellness. 

Now more than ever, focus on caring for
yourself and your family. Keep the following
in mind:

• Continue your medications.

• Talk openly with your doctor about MS-
related symptoms, such as depression or
sexual problems. Treatments may be
available.

• Accomplish what you can—when you
can. You may have small bursts of energy.
Use some of them just to have fun with
your loved ones.

• Find exercise routines that work for you.
Look into such options as tai chi, aquatic
therapy, yoga, or Pilates. Ask a friend or
family member to join you. Exercise
builds strength and flexibility—and fights
depression. 
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As you tap into resources to pay for your
care, keep in mind the needs of your family
as well. For example, some government
programs, such as Medicare, may cover
you, but not your spouse and children. On
the other hand, if you qualify for Medicaid
due to financial need, your spouse and
children also may qualify. Or, if you receive
assistance from VA, your family may be
eligible for some benefits.

If your family was covered under your plan
at work and you don’t return to the job,
you can use COBRA to keep the family’s
coverage in force for 18, 29, or 36 months,
depending on the circumstances. Then, you
may need to buy a new policy for your family. 

The bottom line: As you plan financially for
yourself and your family, take advantage
of every benefit that’s available.

“I’ve found that taking care of
others keeps me from thinking
about MS all day. It’s just too
easy to let MS take complete
control of your life.”

—Lydia, diagnosed in 1976

Family Considerations



• Contribute where you can. Many nonprofit
groups would appreciate your help, even
if it’s only for an hour or two at a time.
Volunteering can give you a break from
thinking about MS. 

• Keep your mind active. Read to your
children. Do crossword puzzles. Take a
class. Mental activities keep the mind
flexible and fight cognitive problems.

• Use mobility devices if they help. Isolation
can easily lead to depression. Get out of
the house when possible, join family
outings, and interact with others. 
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1. My plan for tapping into disability insurance benefits that I have at work or on my own:

______________________________________________________________________________

______________________________________________________________________________

2. My plan for applying for Social Security benefits: ______________________________________

______________________________________________________________________________

______________________________________________________________________________

3. My plan for finding other sources of income and financial assistance:______________________

______________________________________________________________________________

______________________________________________________________________________

My Plan to Tap into
Other Sources of Income

• Discover coping techniques. Meditation,
prayer, or biofeedback can calm the mind
and decrease the fear that comes with MS.

• Take advantage of every resource available
to you. For example, a wealth of ideas is
available from NMSS and PVA, including
a PVA publication Multiple Sclerosis: 
A Self-Care Guide to Wellness.

MS is what you have—not who you are.
Take the time to discover your true value
and worth.


