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Step 1: Identify Your Income

Sources Per  Month

After- tax wages $

Tips  or  bonuses $

Chi ld  suppor t $

Al imony/maintenance payment(s) $

Unemployment  compensat ion $

Soc ia l  Secur i ty  or  Supplementa l  Secur i ty  Income $

Ret i rement  p lan(s) $

Pr ivate  d i sab i l i ty  insurance  payments $

VA benef i t s $

Publ i c  ass i s tance $

Food s tamps $

Interes t/ inves tment  income $

Other $

$

$

$

$

Other $

Tota l  Income: $

Estimate your monthly income.

Month ly  Income Worksheet
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Step 2: List Expenses

Sources Per  Month

Mortgage or  rent $

Ut i l i t ies  (heat ,  e lec t r i c i ty,  and water) $

Te lephone,  ce l lphone,  In ternet  prov ider $

Grocer ies $

Transpor ta t ion (bus  fare ,  car  payment ,  gas ,  repa i r s)  $

Insurance  (cos t  per  month for  car,  home,  hea l th ,  and l i fe  insurance)  $

Personal  ass i s tance  care  $

Prescr ip t ion drugs ,  medica l  supp l ies ,  and equipment $

Treatments  or  therap ies  (massage,  exerc i se  c lasses ,  
a l ternat ive  t reatments ,  supp lements ,  e t c . )  $

Doctor/dent i s t  b i l l s $

Home adaptat ions  or  improvements $

C lo th ing/uni forms $

Chi ld  care/ch i ld  suppor t  payments $

Al imony/maintenance payments $

Loan/cred i t  card  payments $

Enter ta inment  (movies ,  eat ing out ,  e t c . )  $

Misce l laneous  (c lasses ,  g i f t s ,  vacat ions ,  pet  care ,  e t c . )  $

Donat ions $

Taxes $

Sav ings/ret i rement  p lan contr ibut ions* $

Other $

Tota l  Expenses :  $

List your monthly expenses. If you have been
keeping an MS journal, review it before
completing this worksheet. If you have not

Month ly  Expenses  Worksheet

kept a journal, carefully track all of your
expenses for a month or two before trying to
accurately list them.

* Think of saving money as a regular monthly expense. That way, you will be more likely to save.



Step 3: Compare Income and Expenses

Wri te  down your  to ta l  month ly  income ( f rom Step 1) . –$

Wri te  down your  to ta l  month ly  expenses  ( f rom Step 2) . –$

Subtrac t  expenses  f rom income and l i s t  amount  here . –$
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Step 4: Set Priorities and Make Changes

If your expenses exceed your income, do not
get discouraged. Here are some ideas to help
get spending under control:

• If you are having trouble paying for your
medicine, review the suggestions in
Chapter 1.

• Make sure you apply for all available
programs for which you may be eligible,
including VA benefits, Medicare, Medicaid,
food stamps, and state programs for low-
income individuals. 

• Find a doctor you like and stay with him
or her. Frequently changing doctors wastes
time and money.

• Ask your doctor to write prescriptions 
for items you may need, such as a brace,
walker, or special bed. A prescription
shows medical necessity, which makes 
it more likely that your insurance will 
pay for it.

• Sell unnecessary items that clutter 
your house. 

• Put away the credit cards—and only
bring them out to pay for emergencies.

• Call your local housing authority or talk
to your hospital social worker if you are
having trouble paying your rent. Ask about
Section 8 programs, in which you pay
part of the rent based on your income,
and the government pays the rest. 

• Take advantage of tax deductions and
credits. If you do not make very much
money, you may be able to use the
Earned Income Tax Credit. This credit
will reduce your taxes and may even
result in a refund. You can claim this
credit on IRS Form 1040. 

• If you have a lot of medical expenses, you
may be able to deduct them from your
income for tax purposes. Keep all of your
medical bills, as well as receipts for other
expenses related to MS. These could
include mileage driving to doctor
appointments and the cost of modifying
your house. Show this information to
your tax preparer when it is time to do
your taxes.

• Call the IRS or your local senior citizens’
center to ask about free help in preparing
your taxes.



Coping with Debt
Debt can limit your choices about health
care, therapies, and even some of the small
things that help make living with MS easier.
If you have cut back on spending, but still
have serious debt, consider the following
suggestions:

• If you are in debt to a few businesses and
in danger of missing payments, call and
ask if you can make smaller payments—
at least for a while. Most businesses will
be more willing to work with you if you
make this call before you miss a payment.

• Organize your debts from the highest
interest rate to the lowest. Make at least
the minimum payment due on all the
debts, but put any extra money toward
the debt with the highest interest rate.
When that debt is paid off, move the
extra payment onto the next debt with
the highest interest rate. In time, you will
pay off your debts and save by avoiding
interest costs.

• If you owe money to many businesses, it
may be time for outside help. Nonprofit
debt-counseling groups, such as Consumer
Credit Counseling Service (CCCS) can
help you set up a repayment plan. These
groups charge a low fee (or no fee) for
their services. Call 1-800-388-2227 or
visit the National Foundation for Credit
Counseling’s Web site at www.nfcc.org.

Avoid companies that focus only on
credit card debt. To get out of debt
permanently, you will need a plan that takes
into consideration all of your expenses. 

• Consider bankruptcy as a last resort. A
bankruptcy stays on your credit record
for 7 to 10 years, depending on the type
of bankruptcy. If you are considering
bankruptcy, call a lawyer or legal aid
clinic before taking any action.

Looking at Investments
You may have money in a 401(k) or other
retirement plan, or have other investments.
It is a good idea to periodically review where
your money is invested. The challenge is to
find the right balance between the financial
risk you can tolerate and the need for your
money to grow. 

If you currently are putting money into an
employer-provided retirement plan, try to
continue doing so. This is one of the best
ways to save for your future—and you get
special tax breaks. In addition, employers
often match all or part of the money you
save in the plan. Put at least enough money
into the retirement plan to qualify for
matching dollars from your employer. 
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Hiring a Financial
Professional
If you decide to hire a financial planner 
to review your finances, ask your support
group or local chapter of NMSS or PVA to
refer you to professionals who have worked
with people diagnosed with MS. In addition,
the following organizations can provide
names of financial planners near you:

• American Institute of Certified Public
Accountants, Personal Financial Planning
Division, www.cpapfs.org 

• Financial Planning Association,
www.fpanet.org

• National Association of Personal
Financial Advisors, www.napfa.org

• Society of Financial Service Professionals,
www.financialpro.org

Interviewing Financial Professionals
There should be a good fit between you and
your financial advisor. Consider interviewing
three or four advisors, and ask them some of
the following questions:

• What are your credentials and background?

• Have you ever worked with a client who
has MS?

• Are you familiar with medical plans,
government and private disability
benefits, and life insurance?

• Are you familiar with the legal rights of
people with a disability like MS?

• How often will you review my finances?

• Do you recommend specific products?
How do you decide how my money
should be allocated?

• How will you be paid (fee, commission
from the sale of financial products, fee
plus commission)?

• Have you ever been disciplined by a
regulatory group?

• Can you supply references?
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Setting Aside Money for
Unexpected Expenses
Many financial experts advise putting aside
enough money to cover your bills for three
to six months. This money can help if you
lose your job or face other unexpected costs.
Because you are dealing with a chronic
disease, try to save enough money to cover
six months of expenses. 

The money you set aside for unexpected
events should be placed in an account 
that you can get to easily. Consider the
following options:

• Savings account. Savings accounts are
easy to open and offer quick access to
your money. While they pay only a small
amount of interest, savings accounts at
banks, savings and loans, and credits
unions are safe investments. 

• Money market account. You often need
$1,000 to $10,000 to open a money
market account. You may earn more
interest on this type of account than with
a savings account, but you may have
limited access to it. In addition, depending
on where you open a money market
account, it may not be insured by the
federal government. Be sure to ask.

• Roth IRA. Even though IRA stands for
Individual Retirement Account, you can
use a Roth IRA as a way to set money
aside for emergencies. Unlike a regular
IRA, you can withdraw the after-tax
money you put into a Roth IRA without
paying a penalty or taxes. However,
generally you cannot withdraw any
interest the account earns until age 59-1/2

without paying a penalty. You are not
taxed on any of the money you withdraw
from a Roth IRA provided that you with-
draw the money after age 59-1/2, and the
Roth IRA has been in existence for at
least five years. However, if you become
disabled, and distributions are made
because of your disability, you do not
have to meet the age 59-1/2 rule for
distributions of earnings to be income 
tax free. 

To learn more about saving, investing, 
and personal finance, ask your librarian 
to recommend a couple of good books. 
Or, take a look at the following Web 
sites: Alliance for Investor Education,
www.investoreducation.org; American
Savings Education Council, www.asec.org;
Investment Company Institute, www.ici.org;
or National Endowment for Financial
Education, www.nefe.org.
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Savings and 
Government Benefits
If you receive government benefits that are
based on financial need, such as Supplemental
Security Income or Medicaid, your savings
could affect your eligibility for those
benefits. However, you may be able to
participate in a savings program called Plan
for Achieving Self-Support (PASS) and still
keep your benefits. 

CH A P T E R 3

PASS permits you to save money to reach 
a work goal. For example, you could save
money to go to trade school or start a business,
and the money you save for those reasons
will not reduce your SSI payment.

The Social Security Administration oversees
the PASS program and must approve your
plan. Work with your state’s vocational
rehabilitation agency if you think PASS
might apply to you. Or, call the Social
Security Administration at 1-800-772-1213
to learn more. You also can find information
about PASS on the SSA’s Web site at
www.socialsecurity.gov/work. Click 

“Beneficiaries” and go to “Plans for 
Achieving Self-Support.”

To learn how saving money may 
affect VA benefits, call a veterans 
service organization, such as PVA.
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1. This is what I will do to cut back on my spending:______________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

2. This is what I will do to manage debt and build good credit: ____________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

3. I will save $___________ a month by doing the following:______________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

4. I will learn more about investing money by doing the following:__________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

My Plan to Take 
Control of My Finances



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.)  
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• 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.



MSis not a fatal disease.
However, mortality is a fact
for all of us—and loved

ones will be left behind. This is why estate
planning is a good idea for everyone.

Make it a matter of routine to revisit your
life insurance and estate planning needs
periodically. Addressing these issues shows
that you care about your loved ones’ future. 

Life Insurance
Life insurance—especially for couples or
parents—is important. However, you may
wonder how much life insurance is enough.
The answer varies, depending on such
factors as:

• Are you single or do you have a spouse 
or partner?

• Does your spouse or partner work, and is
he or she self-supporting?

• Do you have any dependent children?

• Do any of your children have special needs,
such as learning disabilities or serious
health conditions?

• Do you have elderly parents who rely on
you for financial support?

• How much money have you set aside in
relatively safe investments?

Because of MS, you will not be able to buy
life insurance at standard rates. However, your
employer may allow you to buy additional
life insurance above the amount the company
provides. If you change jobs, try to convert
your group life insurance policy into an
individual policy. 

A financial planner or insurance agent can
answer your life insurance questions. Other
resources about life insurance include:

• Consumer Federation of America,
www.consumerfed.org. Click Finance
and then Insurance.

• Insurance Information Institute,
www.iii.org

• National Association of Insurance
Commissioners. Call 1-816-842-3600 or
go to www.naic.org. Click Consumers,
then Consumer Publications, and select
Life Insurance Buyer’s Guide.
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HA N D L I N G ES TAT E I S S U E S

Chapter 5
“It’s been a rocky road at times, but finally I got back to just
living my life, focusing on my abilities instead of my ‘disability,’
and thinking about my family’s future.” 

—Jeff, diagnosed in 1980



Estate Planning Paperwork
Estate planning means having certain paper-
work in place, including a will, durable power
of attorney, health-care proxy, and other
documents. To draw up these documents
properly, you may want to work with a
lawyer. Your state bar association, legal aid
society, or state attorney general’s office can
help you find the right person and paperwork
to plan your estate. If you use a software
package to develop a will, it still is a good
idea to have a lawyer review the paperwork.

When hiring a lawyer, interview several
before making a decision. Ask if the lawyer
has experience in working with people with
disabilities and experience in estate planning.
Find out what the lawyer charges and what
you can do to keep your costs down. The
American Bar Association has information
on hiring and working with lawyers. 
Visit www.abanet.org. Click General 
Public Resources.

If you can’t afford to hire a lawyer, you may
qualify for legal aid. Many law schools also
offer free or low-cost legal services. 

Will
You should have a will, and if you are
married, your spouse should have one, too.
Your will directs how and to whom your
money, property, and other assets should be
distributed at your death. You also use a will
to nominate a guardian for your minor
children. If you die without a will, state law
will dictate how your assets are distributed
and who will look after your children. 

Beneficiaries
For some assets, such as life insurance or
retirement plans, you name a beneficiary to
receive the asset at your death. Make sure
your beneficiary designations are up-to-date
and match the wishes you have stated in
your will. If there is a conflict, a beneficiary
designation will override a will.

Durable Power of Attorney
All adults should have a durable power of
attorney. This legal document allows you 
to name the person who will handle your
finances if you are unable to handle them
yourself. This could include paying your
bills or signing your name on financial
transactions on your behalf.
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CH A P T E R 5

Health-Care Proxy and Living Will
A health-care proxy allows you to name a
person who will make decisions about your
health care if you are unable to make them
yourself. A living will allows you to specify
the types of medical treatment you want or do
not want if you are unable to communicate
these choices. All adults should have a health-
care proxy and living will. To learn more
about these documents, ask your financial
advisor, attorney, or a librarian. You also can
do an Internet search by going to your search
engine and typing, “advance care directives.” 
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1. This is my plan for making sure I have adequate life insurance:

______________________________________________________________________________

______________________________________________________________________________

2. I have the following documents in place:

Will: Yes _____ No _____

Beneficiary designations: Yes _____ No _____

Power of attorney: Yes _____ No _____

Health-care proxy: Yes _____ No _____

Living will: Yes _____ No _____

Special-needs trust: Yes _____ No _____

My Plan for Handling Estate Issues

Special-Needs Trust
If you receive an inheritance, it could reduce
or stop benefits you may be receiving from
Medicaid, SSI, or a VA pension. That is
because these benefits are paid based on your
financial need. (SSDI and VA compensation
benefits are not paid based on financial 
need and, therefore, are not affected by an
inheritance.)

With planning, however, your loved ones
may be able to leave you an inheritance that
will supplement the government assistance
you receive, not replace it. A special-needs

trust can be established to provide funds 
for quality-of-life items—such as therapy,
classes, or a computer—that are not covered
elsewhere. You also may be able to use your
own income to set up a similar type of trust,
called an income cap trust, in order to meet
Medicaid income limits. Check with your
state’s Medicaid agency at www.cms.hhs.gov
to learn more. 

Setting up a special-needs trust requires
careful planning. Work with a lawyer who is
knowledgeable about estate planning and
the rules governing assistance programs for
which you may qualify now or in the future.



T
his booklet has covered many
topics—from assessing your
current health-care coverage to
estate planning. We hope that

you have found the booklet useful and will
refer to it often as you adapt to the changes
that accompany MS. It is the sincere wish of
NMSS, PVA, and NEFE that this booklet
will help you access the resources that will
allow you to manage MS and live well.

Living life to the fullest is 
the best way to fight MS.

CO N C L U S I O N
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      RESOURCES UPDATE — JULY 2010 
 
 
 
DISABILITY INFORMATION (GENERAL) 

• National Council on Independent Living  
877-525-3400 or 202-207-0334  
www.ncil.org 

• National Multiple Sclerosis Society 
800-344-4867 
www.nationalmssociety.org. Click Home > 
Government Affairs & Advocacy > Government 
Programs > Social Security Disability 

• Paralyzed Veterans of America (PVA)  
800-555-9140 
www.pva.org 

• www.disability.gov  

• www.govbenefits.gov  
800-333-4636 

• U.S. Department of Veterans Affairs  
800-827-1000 
www.va.gov 

 

 
EMPLOYMENT 

• A Guide for People with Disabilities Seeking 
Employment, published by three federal agencies: 
Equal Employment Opportunity Commission, Social 
Security Administration and U.S. Department of 
Justice. http://www.ada.gov/workta.htm. 

• Disclosure: The Basic Facts (Fact Sheet)  
National MS Society 
800-344-4867 
www.nationalmssociety.org/brochuresbytitle  

• Job Accommodation Network (JAN)  
800-526-7234 
http://askjan.org. 

• Should I Work? Information for Employees 
(brochure) National MS Society 
800-344-4867 
www.nationalmssociety.org/brochuresbytitle  

• U.S. Department of Labor  
Office of Disability Employment Policy  
www.dol.gov. Click A to Z and search for 
employment and job information. 

• U.S. Equal Employment Opportunity Commission 
(EEOC)  
800-669-4000 
www.eeoc.gov. 

• U.S. Small Business Administration (SBA)  
800-827-5722 
www.sba.gov 

• Win-Win Approach to Reasonable 
Accommodations (booklet). 
National MS Society 
800-344-4867 
www.nationalmssociety.org/brochuresbytitle  
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GOVERNMENT PROGRAMS/DISABILITY LAWS 
• ADA and People with MS (booklet) 

National MS Society 
800-344-4867 
www.nationalmssociety.org/brochuresbytitle  

• Americans with Disabilities Act: Your Personal 
Guide to the Law, published by the PVA.   
www.pva.org. Click Publications > Advocacy and 
Accessibility > Americans with Disabilities Act: Your 
Personal Guide to the Law. 

• National Network of ADA Centers  
800-949-4232 
www.adata.org  

• Federal Benefits for Veterans, Dependents & 
Survivors (2010 Edition). Available on U.S. 
Department of Veterans Affairs website: 
www1.va.gov/opa/publications/benefits_book.asp 

• Medicare and Medicaid information  
800-633-4227 
www.cms.hhs.gov 

 

 

 

• Medicare Information  
800-633-4227 
www.medicare.gov 

• Social Security benefits  
800-772-1213 
www.ssa.gov 

• Veterans Administration benefits 
800-827-1000 
www.va.gov. Scroll over “Veteran Services” Select 
topic area. 

• Vocational Rehabilitation agencies.  
Look for phone number in blue pages of the phone 
directory, or go to  
www.askjan.org. Click Publications and Resources 
> Resources/Federal > Federal, State and Local 
Resources > Vocational Rehabilitation Agencies. 
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HEALTH CARE COVERAGE 
• The Disease-Modifying Drugs (brochure) 

National MS Society 
800-344-4867 
www.nationalmssociety.org/brochuresbytitle 

• A Guide To Managed Care, For People with Spinal 
Cord Injury or Disease (Second Edition), published 
by PVA. 
888-860-7244 
www.pva.org 
PVA Distribution Center 
P.O. Box 753, Waldorf, MD 20604-0753 

• The Keys to Managed Care: A Guide for People 
with Physical Disabilities; published by PVA. 888-
860-7244 
www.pva.org 
PVA Distribution Center 
P.O. Box 753, Waldorf, MD 20604-0753 

• VA Health Benefits for People with MS  
877-222-8387 
www.va.gov/ms 

 

HOME HELP 
• Hiring Help at Home: The Basic Facts (fact sheet). 

National MS Society 
800-344-4867 
www.nationalmssociety.org/brochuresbytitle 

• Managing Personal Assistants:  
A Consumer Guide, published by PVA.  
888-860-7244 
www.pva.org 
PVA Distribution Center 
P.O. Box 753, Waldorf, MD 20604-0753. 

• National Family Caregivers Association  
800-896-3650 
www.nfcacares.org 

• Tax Highlights for Persons with Disabilities  
(IRS Publication 907).  
800-829-1040 
www.irs.gov 

• Living and Working with Disabilities  
(IRS Publication 3966).  
800-829-1040 
www.irs.gov 

• Eldercare Locator, a public service of the 
Administration on Aging, U.S. Department of Health 
& Human Services.  
800-677-1116 
www.eldercare.gov 
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HOUSING 
• Accessible Home Design: Architectural 

Solutions for the Wheelchair User (Second 
Edition), published by PVA.  
888-860-7244 
www.pva.org 
PVA Distribution Center 
P.O. Box 753, Waldorf, MD 20604-0753. 

• At Home with MS: Adapting Your Environment, 
(booklet) National MS Society 
800-344-4867 
www.nationalmssociety.org/brochuresbytitle 

• U.S. Department of Housing and Urban 
Development (HUD)  
202-708-1112 
www.hud.gov 

 

 
PERSONAL FINANCE 
• Alliance for Investor Education 

www.investoreducation.org 

• American Institute of Certified Public Accountants  
888-777-7077 
www.aicpa.org 

• American Savings Education Council  
202-659-0670 
www.choosetosave.org/asec   

• Financial Planning Association  
800-322-4237 
www.fpanet.org 

• Investment Company Institute  
202-326-5800 
www.ici.org 

• National Association of Personal Financial 
Advisors  
847-483-5400 
www.napfa.org 

• National Endowment for Financial Education 
303-741-6333 
www.nefe.org 

• National Foundation for Credit Counseling 
800-388-2227 
www.nfcc.org 

• Society of Financial Service Professionals  
610-526-2500 
www.financialpro.org 



Adapting: Financial Planning for a Life 
with Multiple Sclerosis was written and
prepared as a public service project by the
Denver-based National Endowment for
Financial Education® (NEFE®); William L.
Anthes, Ph.D., President; Brent A. Neiser,
CFP®, Director of Collaborative Programs;
and Jeannette Herreria, Project Manager of
Collaborative Programs.

NEFE is an independent nonprofit founda-
tion committed to educating Americans
about personal finance and empowering
them to make positive, sound decisions to
reach their financial goals. The National
Endowment for Financial Education, NEFE,
and the NEFE logo are federally registered
service marks of the National Endowment
for Financial Education. For more information
about NEFE, visit www.nefe.org.

The National Multiple Sclerosis Society
(NMSS) supports more MS research and
serves more people with MS than any other
MS organization in the world. NMSS
partners with the health-care community to
promote quality care and is the only MS
organization in the United States that meets
the standards of all major agencies that rate
not-for-profit groups. Through NMSS’s 
50-state network of chapters, assistance is
provided to more than a million people
annually. For more information about
NMSS, visit www.nationalmssociety.org.

The Paralyzed Veterans of America (PVA), 
a congressionally chartered veterans service
organization, works to improve the quality
of life for individuals with spinal cord injury
and disease through research, education, 
and advocacy for health care, civil rights,
and opportunities for its members and all
Americans with spinal-cord dysfunction. 
For more information about PVA, visit
www.pva.org.

NEFE, NMSS, and PVA would like to
extend special thanks to the individuals and
support groups whose insights about life with
MS helped to make this publication possible.
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