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4.1 Fitness
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Exercise routines vary from person to person 
depending on overall health, degree of symptoms, 
limitations and fitness levels.  Healthy lifestyles 
contribute to healthy  immune systems.  Seek 
a doctor’s or physical therapist’s advice before 
beginning any exercise program.
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 ■ Appropriate exercise programs vs. those that 
should be avoided.

 ■ Intensity of the workout (how hard you should 
be working).

 ■ Duration of workout and any physical limitations.

 ■ Referrals to other professionals, such as a 
physical therapist, who can help create a personal 
exercise program that meets your needs.

 ■ Avoid becoming overheated.  NMO pain 
symptoms may be more pronounced  if the body 
is overheated.  You will find a number of personal 
cooling devices on the market today.   Your doctor 
may have recommendations for cooling measures and 
devices to best meet your needs.

Yoga has been reported as a good choice 
of exercise to help people with NMO.  Yoga 
emphasizes relaxation, breathing, stretching and deliberate 
movements, with physical benefits including flexibility, 
strength, muscle tone, pain prevention and better 

A healthy lifestyle encourages a strong immune 
system, defending the body against attacks.  This means 
getting regular exercise and enough rest.  The benefits of 
exercise include:

 ■ Improved muscle tone and flexibility

 ■ Increased mobility and endurance

 ■ Better bladder and bowel function

 ■ Reduced fatigue and depression

 ■ Improved attitude and desire to participate in social 
activities

The type of exercise that works best for you depends on 
your symptoms, fitness level and overall health.  Ask your 
doctor’s advice before beginning any exercise routine for 
recommendations about:

Yoga has been reported as a 

good choice of exercise to help 

people with NMO.
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 ■ Locating a yoga class close to home will help 
you to attend regularly.  If a stretch or pose 
doesn’t feel right, listen to your body.  Talk to 
your instructor after class

People with NMO are able to exercise in many different 
ways.  Because no two people experience NMO in 
the same way, exercise programs should account for 
individual capabilities and limitations.  The advice 
of a physical therapist or exercise specialist can help 
to identify goals and target programs that are safe and 
beneficial for the maximum potential of muscle, bone 
and respiration.  If changes in mobility occur, ask your 
specialist to recommend modifications.  

Keeping a regular exercise routine is an important 
lifestyle strategy for managing complications and 
maintaining physical and mental strength for people 
with NMO.

breathing.  Improvements in mood and well-being, better 
sleep and increased energy have also been reported.

It’s easy to become overwhelmed by the many different 
types and varieties of yoga programs.  Although 
they may differ in their philosophy and postures, 
fundamentally all yoga styles have a number of qualities 
in common including:

 ■ Breathing techniques to focus the mind on the 
body.

 ■ Individualized, non-competitive and adaptable 
programs.

 ■ Emphasis in alignment, which benefits posture and 
balance.

 ■ Muscle strengthening and stretching education.

 ■ Tension release allowing the body to feel more 
energized.

 ■ Relaxation techniques to reduce stress.

Although they may differ in 
their philosophy and postures, 

fundamentally all yoga styles have a 
number of qualities in common. 
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What is fatigue? 

Fatigue is generally defined as a feeling of lack of 
energy and motivation that can be physical, mental 
or both.  The sensation of fatigue is associated with 
feeling tired, weary, exhausted and weak.  Try not 
to get discouraged.  Nearly everyone struggles with 
being overtired or overworked from time to time.

Fatigue in NMO 

Some people with NMO experience overwhelming 
exhaustion by simply carrying out their everyday 
activities.  Without warning, accomplishing routine 
tasks may become a massive challenge.  This level of 
tiredness can be difficult to understand and easily lead to 
frustration and feelings of guilt or inadequacy.

What causes fatigue? 

It is difficult to determine a specific reason for fatigue, 
which is commonly found in people with neurological 
conditions.  Possible causes include:

 ■ An initial attack or relapse that requires the 
body to compensate during recovery for the changes 
that have occurred.  Over time, fatigue may improve 
or disappear completely.

 ■ Getting used to a new way of life.  Living with 
NMO is not easy and is physically and psychologically 
tiring.  

 ■ Sleep disturbances perhaps due to pain or 

4.2 Managing Fatigue

) QUiCk REad

To help manage fatigue, pace yourself as you perform 
daily activities.  Meal planning, electronic equipment, 
and setting a daily schedule can help to accomplish 
your daily goals.  Accepting help from family and 
friends benefits everyone.

Varying degrees in symptoms of fatigue are common 
among those with a neurological condition.  Some 
patients report no fatigue while others report 
experiencing extreme fatigue.
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What is it like to live with fatigue?

Fatigue is subjective, hard to explain and difficult to 
measure.  It can be difficult for others to appreciate and 
understand how debilitated a person may feel, even 
though they may appear fine.  Employers, friends and 
loved ones may all struggle to understand and 
empathize with fatigue, resulting in additional 
anxiety and stress for the person living with NMO.

The spoon Theory 

One aspect of fatigue that others often don’t understand 
is the way that fatigue can limit what you can do.  

In a blog called “The Spoon Theory” Christine Miserandino, 
a speaker, journalist, blogger and patient advocate from 
New York describes her experience of living with fatigue in 
the hope that others will better understand.  

continence issues.  After a period of time, a patient 
may feel the effects of sleep deprivation and 
exhaustion.

 ■ Low mood, depression, frustration and anger 
which are feelings that can be associated with changes 
in life.

 ■ Medications that can lead to feelings of tiredness 
and lethargy. 

After a period of time, many people with NMO are 
able to determine which activities or events are likely 
to cause, increase, or decrease the chances of fatigue.  
While some report that physical activity increases their 
level of fatigue, others report a benefit from being 
active.  Sometimes fatigue is caused by setting unrealistic 
goals and trying to accomplish too much too soon.  
Remember to pace yourself.

After a period of time, many  

people with NMO are able to 

determine which activities or events 

are likely to cause, increase, or 

decrease the chances of fatigue. 
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 ■ Rest:  Don’t be afraid to rest more often than you 
feel you should.  One key to being able to accomplish 
critical daily activities is to rest before your energy 
level is depleted.  If you can, take several rest breaks 
throughout the day.

 ■ Sleep: Make sure you get a good night’s sleep.  If 
pain or incontinence issues result in disrupted sleep, 
seek advice from your doctor.  Keep caffeine intake at 
a healthy level and arrange for support in caring for 
children during the nighttime.  Try not to get upset 
if you can’t sleep.  It may help to have a warm milk-
based drink and listen to some relaxing music.  

 ■ Daily Activities:  Prioritize your most important 
daily activities and don’t be afraid to tell others your 
schedule.  Talking with others about what you need 
to do can sometimes help you prioritize your goals 
better as you “talk them out.”  You never know, if you 
communicate more with others help may come when 
you least expect it.

 ■ Cleaning: Letting go of the responsibility of caring 
for your home can be difficult.  In an effort to save 

“Christine and her friend were in a restaurant when her 
friend asked Christine what it was really like to live with a 
long-term health condition.  

“Christine grabbed a handful of spoons and handed 
them to her friend.  The spoons each represent one task 
or one thing that uses up energy.  The point is that for 
people with a disability, there is only a limited number of 
spoons available to use in one day and in some days you 
will have more spoons than on other days, for example 
after a bad night’s sleep.

“With just one spoon left at the end of the day, Christine 
explained to her friend that if she cooked, she wouldn’t 
have enough energy to wash up.  If she went out for 
dinner she may be too tired to drive home safely.  She 
has learned to plan her day and always keep a spoon in 
reserve in case it is needed.”

Many people identify with this story.  Does it sound 
familiar?

The theory is available in full on her blog:  
www.butyoudontlooksick.com.

ideas for managing fatigue

Implementing the following suggestions may minimize the 
effects of fatigue:

 ■ Plan:  Planning your daily,  weekly or even monthly 
routine can help you prioritize your goals and prevent 
all the “little things” from piling up.

One key to being able to accomplish 

critical daily activities is to rest before 

your energy level is depleted. 
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Plan ahead:  A weekly meal plan can help to feel 
more organized and in control.  Select easy recipes 
that don’t require a lot of prep work.  Make weekly 
grocery lists from the meal plan to avoid multiple 
trips to the grocery store.  Accept help from family 
or neighbors.  A well-written grocery list can be easily 
followed by a caregiver.

Shopping: Consider food shopping online and using 
home delivery services.  Purchasing and storing 
precut, washed vegetables, fruits and frozen or canned 
foods may cost more but save steps in the end.  Also, 
keep a good stock of “basics” which can be turned 
into simple, nutritious meals.  

Preparation: Measure ingredients and arrange in the 
order they will be used to allow for interruptions.  
Use timers and reminder notes as needed.  Make 
more than you need to use on days when you don’t 
feel like cooking or have time.  Consider using a slow 
cooker to enable having hot meals ready at the end 
of the day when you are feeling most tired.  

Pace yourself: Divide food preparation throughout 
the day.  Soak dishes and pans in the sink overnight, 
and complete cleanup in the morning when you have 
more energy.

 ■ Work: In your workday, closely consider your roles, 
responsibilities and activities.  Frequent breaks may 
prove helpful in your work schedule and help to 
manage your energy reserves.  Take into account the 

energy, consider using lightweight equipment and 
carefully timing larger cleaning efforts.  You may find 
a great benefit from accepting help with household 
chores or seek the help of a professional house 
cleaning service.

 ■ Laundry: Try doing laundry one small load at a time 
throughout the week.  This may help prevent doing 
multiple loads in one day, which can be exhausting.

 ■ Meal Preparation:  A good meal is a source of 
energy, health and togetherness.  Menu planning 
saves time, simplifies life and makes meal time more 
enjoyable.
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in your cooking pans. They are easily lifted out for 
serving, removing the immediate need for heavy 
draining of pans full of hot water.

 ■ Mobility: Each person’s ability to walk and level 
of mobility is different.  Some people with NMO 
will have little-to-no restrictions, while others will 
use walking aids or a wheelchair.  It’s important to 
remain as active and mobile as possible.  Combining 
different forms of transportation, walking and using a 
wheelchair can help to reserve energy.  

 ■ Leisure Activities: It is widely recognized that 
a person’s interests, hobbies and leisure pursuits 
provide an important meaning, balance and purpose 
in life.  At the end of the day, you may find there is 
not enough energy left to try new activities or enjoy 
beloved past times.  Planning ahead and saving energy 
may often help to regain leisure interests.

effect of your travel time to and from work.  You 
may want to use this NMO guide to help your 
employer and colleagues better understand 
the effects of NMO.  

 ■ Electric appliances: Small, simple kitchen 
appliances can save energy but not if they are too 
complicated to dismantle and clean.

 ■ Wire mesh pan baskets: When boiling vegetables 
or other foods, consider placing wire mesh baskets 
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Vision problems are common in people with NMO 
who have experienced inflammation of the optic 
nerve.  The optic nerve is the cable transmitting 
electrical signals from the light sensitive inner layer 
at the back of the eye (called the retina) toward the 
vision area of the brain.  

Sight loss takes many forms.  Visual impairment is 
a deeply personal experience and no two cases are the 
same.  Some people can’t see in the dark; others are 
affected by bright sunlight.  Some have a restricted field 
of vision and many experience a loss of contrast.  Sight 
varies.  Some days we see better than others.  

How is visual impairment measured? 

Partial sight can be hard to judge, with there being so 
many variables.  If you cannot read normal newsprint 
while wearing glasses or contact lenses then you could 
be considered partially sighted.  Blindness and partial 
sight are formally defined terms which relate to the 
quality of vision, but blindness does not necessarily 
mean the absence of light.  

sources of support and services 

Coming to terms with having a sight problem can be 
tough.  Dealing with the emotional and practical impact 
of changes to your sight can be overwhelming, especially 
if there has been a sudden and unexpected deterioration 
as can be the case in NMO.  

Further sources of information  
on fatigue 

The National Multiple Sclerosis Society (NMSS) website 
features comments and thoughts from people living 
with fatigue, anecdotes and advice.
www.nationalmssociety.org

4.3 Coping with Loss of Vision

) QUiCk REad

The use of visual enhancements and technology can 
help NMO patients maintain more independence.
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4.4 Managing Bowel and Bladder 
Problems

) QUiCk REad

Bowel issues are not uncommon.  Evaluate your diet, 
research a bowel plan with your clinician, look into 
bowel-specific products and carry back-up supplies 
when you travel.

Incontinence has a significant emotional and 
psychological impact on those who suffer from 
the symptoms.  At the very least, incontinence is 
embarrassing and distressing.  It has a tremendous 
impact on social and work situations, sexual intimacy and 
relationships.

It is important to remember that you are not 
alone and that information, support and services are 
available to help you live your life independently.

Everyday equipment to make life easier 

A wide range of tools and gadgets are available to 
manage household tasks.  A few examples are: 
 

 ■ Devices that alert you when a pot of liquid  
begins to boil 

 ■ Gadgets that make a sound when a cup you are 
pouring water into is nearly full 

 ■ Knives with an adjustable guide to help you cut  
even slices 

 ■ Tactile watches and alarm clocks

accessible technology and telephones 

Computer products and telephone systems that can be 
useful include: 

 ■ Mobile phones with tactile, well-spaced buttons and a 
function that reads text messages aloud 

 ■ Telephones with a large color contrasting keypad 

 ■ Computer screen reader 

 ■ Magnification software
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Many patients are introduced to a bowel plan by their 
physicians.  Setting aside a regular time each day 
to empty the bowels can greatly improve a 
patient’s situation.  Some patients use combinations 
of daily stool softeners along with a diet that is rich 
in fiber.  Some use digital stimulation (digi-stim) which 
causes relaxation of the anal sphincter and facilitates 
bowel emptying.  

There are many products available that are used to avoid 
embarrassing bladder or bowel accidents.  There are 
absorbent pads and adult pull-ups that cannot be seen 
under clothing.  Many patients carry emergency 
supplies with them that include disposable 
moisturized wipes, spare undergarments, 
antibacterial soft soaps and zip lock bags.

NMO patients are strongly encouraged to discuss 
incontinence with their doctors who can provide a viable 
program for better management and referral advice 
as needed.  With advice from physicians and diligent 
attention to bladder and bowel habits, most patients are 
able to carry out everyday routines without incontinence 
issues negatively impacting their lives.

It is not unusual for patients with NMO to have bladder 
issues.  Sometimes the bladder is overactive.  Other 
patients might have issues with urine retention to the 
point of overflow.  If you are having bladder issues, your 
physician might request a urodynamics study.  There are 
also self-help measures that can be used.

Sometimes diet can exacerbate bladder 
symptoms.  Avoiding caffeine and acidic foods can aid 
bladder control.  Many patients keep a daily diary 
of fluid intake and output to accurately monitor 
their bladder habits.

Bowel issues are also not uncommon.  Not being able 
to initiate a bowel movement or lacking bowel control 
that contributes to accidents can be very troubling for 
NMO patients.

 Avoiding caffeine and acidic foods 

can aid bladder control. 
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 ■ Offering advice on daily living equipment that may 
help you to maintain your independence with a 
specific task or activity

 ■ Recommending alterations or changes to your home 
to make it more accessible or safer for you

 ■ Helping to address education or work issues

4.6 support with daily Life

) QUiCk REad

Balancing the many life roles people have can be 
tricky.  Identifying daily essential activities can help 
NMO patients determine what they can accomplish  
independently and where they may need help. 

4.5 Occupational Therapy

Occupational Therapists are health professionals who 
work with people who have a medical condition, a 
physical disability, a mental health difficulty or a learning 
disability.  They help people who have difficulties with 
everyday tasks such as preparing a meal, taking a bath or 
lifting their legs into bed.  The aim of occupational therapy 
is to enable you to live as independently as possible at 
home, at work, at school and during leisure time.  

An Occupational Therapist can help you adapt to 
changes in your life and overcome practical problems by: 

 ■ Looking at ways an everyday task can be done 
differently to maintain your independence or reduce 
the effects of pain and fatigue
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try to resume those things that have important meaning in 
your life.  Where possible, find ways around the difficulties 
so you can continue to play an important part in the role.  

What next? 

From the list in the previous section, you could identify 
which activities are essential, which are desirable and 
which ones are not needed in your daily routine.  This 
can help to focus energies on what is most important.  

Our days, roles and routines are very different.  Some 
of us may live alone while others have dependent 
children or care for an elderly relative.  Our situations 
are unique and bring with them their own difficulties and 
also sources of support and solutions.  The lists you 
create can help provide you with a clear picture 
of which activities and roles are essential and 
desirable in your life.  These lists will also help to find 
solutions if possible.  

Coping with difficulty in carrying out your daily activities 
may present a challenge.  These difficulties can be 
experienced for a variety of reasons including fatigue, 
pain, and weakness due to the psychological impact of 
living with NMO.  

Sometimes solutions are within your grasp by asking 
yourself, “Is there a way of doing this differently?”

identify your most important roles  
and activities 

It may be helpful for you to make a list of your activities 
in a 24-hour period.  Begin with the moment you wake 
up in the morning until you go to sleep at night.  Include 
any activities during the night if you awaken.  Next to 
each activity record if you need help or note an “OK” if 
you need no assistance.  

You will be astounded at just how complex our daily 
lives are in meeting our basic needs from washing 
and dressing to household chores, shopping, cooking, 
employment, leisure activities and socializing.  

Why are roles important? 

Our roles in life make us who we are; they define us.  
These roles are many and varied including employee, 
student, caregiver, homemaker, cook, shopper, cleaner, 
mother, father, daughter, son, volunteer, friend, lover, DIY 
expert and animal caregiver among others.  If you have 
stopped being involved in one or more roles completely, 
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simple, everyday tasks more difficult.  Equipment is 
available that can help to lessen these effects 
and help you to regain greater independence.  
This equipment is called Daily Living Equipment.  It 
may be a small gadget such as an electric can opener that 
could help you with reduced grip.  A stairlift is an example 
of a larger product; this may be chosen to overcome 
difficulties in climbing stairs due to weakness or pain.  

Equipment can help with routine activities such as 
washing, dressing, cooking, getting out of bed, moving 
around and traveling, helping to retain independence at 
home, work and during leisure time.

Wheelchairs and scooters

People with NMO can experience a decrease in mobility 
due to Transverse Myelitis (inflammation of the spinal 
cord – section 1.10).  Many people experience a small 

solutions 

Remedies may be in the form of equipment, changing the 
timing of an activity, or receiving support from a family 
member, colleague or caregiver.  For example, a solution 
may require you to use your left hand for activities 
rather than your preferred right hand.  A wide range of 
products designed for left- and right-handed people are 
available as one possible solution.  Questions regarding 
particular challenges in performing activities should be 
discussed with your doctor.

The National Multiple Sclerosis Society (NMSS) offers 
publications specific to self management, some of which 
are applicable to NMO patients. In addition, information 
on how to locate Self-Help groups across the country 
can be found at: www.nationalmssociety.org. 

Create your own support group  or join one of the 
many online NMO groups.  Start by visiting NMOtion at: 
www.nmotion.guthyjacksonfoundation.org/advocate. 

4.7 daily Living Equipment

) QUiCk REad

Wheelchairs and scooters can help with mobility and 
help NMO patients gain independence.  

The effects of NMO can sometimes make previously 
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 ■ Powered Wheelchairs/Scooters run on batteries 
enabling the user to move easily and quickly without 
any physical effort. Designs vary for indoor and 
outdoor use. Batteries are charged overnight or when 
not in use.

All wheelchairs can be used in conjunction with an 
appropriate wheelchair pressure cushion for greater 
comfort, support and pressure relief (to help prevent 
skin damage/pressure sores due to prolonged sitting).

Wheelchairs are available in many different sizes and 
dimensions in order to provide correct levels of comfort 
and support.  Some are able to tilt to create different 
seating angles and others increase in height to enable a 
user to reach something high up or communicate with 
others more easily at eye level.

reduction in their strength perhaps requiring the use of a 
walking aid such as a stick or crutches while others may 
experience a greater loss resulting in inability or difficulty 
standing and walking.  

For many this situation improves with treatment and 
rehabilitation to such a degree that use of a wheelchair 
is no longer needed.  For some a wheelchair may 
be helpful at particular times to move more easily in 
certain places.  A smaller number of people require the 
permanent use of a wheelchair.

People often find wheelchairs give them more 
freedom rather than less.  Some people use a 
wheelchair for outdoor use only.  Others use a wheelchair 
indoors, for example at times of increased fatigue or to 
create greater independence around their homes.  

Types of Wheelchairs 

There are hundreds of styles of wheelchairs for differing 
needs and abilities.  They fall into three main categories: 

 ■ Self Propelled wheelchairs are often propelled 
by engaging the large side wheels.  When required, 
most wheelchairs can also be pushed by an attendant 
(someone who helps push a wheelchair on someone 
else’s behalf).

 ■ Attendant Propelled wheelchairs are often 
pushed by an attendant and may not have large 
wheels to self propel. 
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Solutions vary.  They may come in the form of a simple 
grab rail secured to the wall in your shower to help with 
stabilization, a second banister on the stairs in order 
for you to be able to hold onto either side, carefully 
positioned lighting to enhance eye sight, or more 
complex additions such as a stairlift or permanent ramp 
to your front door.  A well-designed and accessible home 
can make a world of difference to your independence 
and ease of living.  There are hundreds of ideas and 
solutions available.  It is just a question of receiving 
the correct information and support for you.

Each person’s home has a different ability for changes 
in lifestyle.  Some homes cannot accommodate the 
necessary changes.  It’s possible that moving to a more 
suitable home may help some gain greater independence.  
However, time is often needed to come to terms with 
the changes needed.  

4.8 Modifying Your Home

) QUiCk REad

Grab rails, shower chairs, and banisters installed in a 
home or apartment can be relatively quick fixes to 
help NMO patients gain mobile independence.

Some of the effects of NMO such as reduced mobility, 
pain or vision loss can result in difficulty getting around 
your home.  The layout of your home may provide 
you with full independence and ease of access.  
Yet some people who are newly affected by NMO find 
that movement and access in their homes is limited, 
especially in areas including upstairs and outdoor areas.  
 

A well-designed and accessible 

home can make a world of 

difference to your independence 

and ease of living. 
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to work and socializing outside of the home.  Driving 
is often a necessity and a convenience, and represents 
freedom.  In contrast, the prospect of losing one’s ability 
to drive triggers fears of becoming isolated, lonely and 
dependent.  When NMO affects mobility, discussing the 
ability to drive can make a patient feel defensive and 
protective.  

Many people with NMO can continue driving 
but within their limits.  A careful assessment by 
the patient’s team of doctors should be conducted 
to determine the level of ability to operate a moving 
vehicle.  The demands of driving on the human body 
cannot be underestimated when determining whether 
one can continue to drive safely without taking chances 
that could affect the driver or others.

Vision: Assessing visual acuity (clearness of vision) is 
important to determine necessary adaptations that may 
be needed to fulfill driving regulations.

Physical/motor changes: For people with physical 
impairments, driving assessments include evaluation of 
motor involvement (muscle weakness), range-of-motion 
limitations, coordination and sensory deficits in arms and 
legs.  Limitations in these areas can restrict the ability 
to operate a vehicle.  A wide range of adaptive 
controls may be considered for driving.  These 
controls generally require skilled professionals to assess, 
inform and install.

4.9 driving and Transportation

) QUiCk REad

A careful assessment by an NMO patient’s team of 
doctors should be conducted to determine the level 
of driving capability.  Areas to think about: 

• Vision

• Physical ability

• Fatigue

• Climate

• Cognitive changes  

Without question, driving is one of the most 
important areas of independence for many 
people.  It is the one activity that enables connections 
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Regular checkups with your doctor will help 
to diagnose vision and motor changes.  Together 
you can determine your ability to operate a motorized 
vehicle safely on public roads.

Public Transportation and Driving Services:  
Many cities have vans with lifts that are specifically 
dedicated to patients with special mobility needs.  These 
services vary from city to city.  It is important to become 
familiar with your city’s public transportation and car 
services to better plan your activities if needed.  
   

4.10 social security disability Benefits 
in the United states

Individuals who are unable to work due to neuromyelitis 
optica (NMO) may find it difficult to maintain a job and 
may face financial hardship.  Without a source of income 

Fatigue: Planning ahead is key to preventing fatigue from 
impacting driving.  Knowing and documenting when fatigue 
sets in and scheduling outings accordingly can go a long 
way toward managing the effects of fatigue on driving.  

Heat: Heat may cause symptoms to worsen, so 
plan ahead by scheduling outings during the early part 
of the day and park in covered areas if possible.  Also, 
consider remote car ignitions to enable starting a car.  
Cooling down a vehicle prior to driving can help reduce 
heat stress.  

Cognitive Changes: Taking inventory of NMO 
symptoms as they relate to the ability to absorb, digest 
and sort out important information in order to make 
quick decisions is crucial to safe driving.  
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Generally, to qualify for SSDI benefits you must have 
earned enough work credits through previous work 
activity.  In 2015, you receive one credit for each $1,220 
of earnings, up to the maximum of four credits per year.
Each year the amount of earnings needed for credits 
slightly increases as average earnings levels increase. The 
credits you earn remain on your Social Security record 
even if you change jobs or have no earnings for a while. 
At age 62, you need 40 work credits to qualify for 
SSDI benefits, 20 of which must have been earned in the 
last 10 years.  Younger applicants may qualify with 
fewer credits. 

Unlike the SSDI program, the SSI program is not based 
on prior work activity. Instead, the SSI program is a 
needs-based program, where income and assets 
determine eligibility.  As of 2015, your household income 
cannot exceed $733 per month as an individual or 
$1,100 as a couple to qualify. In addition, your household 

or medical insurance, the financial toll may be significant. 
In certain cases, the United States Social Security 
Disability benefits may help alleviate the financial strain 
by offering a monthly payment and medical benefits to 
help cover the cost of medical care. Understanding the 
Social Security Disability application process is 
the first step toward receiving the financial help.

Understanding social security disability 
insurance and supplemental security 
income 

The Social Security Administration (SSA) 
operates two disability programs including Social 
Security Disability Insurance (SSDI) and 
Supplemental Security Income (SSI). To qualify for 
either program you must meet the SSA’s medical criteria, 
but you must also meet the financial program of the 
respective program that you are applying for as well. 

Social Security Disability benefits 

may help alleviate the financial 

strain by offering a monthly 

payment and medical benefits to 

help cover the cost of medical care.
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the application process so that you can prove beyond a 
doubt that your disability completely prevents you from 
performing any type of work activity whatsoever. To do 
this, you should obtain copies of:

 ■ Clinical histories

 ■ Hospital records

 ■ Lab results

 ■ Treatment histories

 ■ Written statements from treating physicians

By providing as much evidence as possible 
with your application, it will be easier for the SSA to 
understand how your condition qualifies you for benefits.

 

assets must also not exceed $2,000 as an individual or 
$3,000 as a couple.

Meeting the ssa’s Medical Criteria

When you apply for Social Security Disability benefits the 
SSA compares your condition to a listing of conditions 
known as the Blue Book. This publication contains all of 
the conditions that could potentially qualify an individual 
for SSDI or SSI benefits, along with the criteria that 
must be met with each condition. While NMO is 
not included in the SSA’s Blue Book, you may 
still be approved for Social Security Disability 
benefits through what is known as a vocational 
medical allowance. To achieve this, you must be able 
to prove to the SSA that your condition prevents you 
from performing any type of work activity whatsoever. 

Preparing for the social security 
disability application Process

Since NMO is not included in the SSA’s Blue 
Book, you need to take extra care when preparing for 

While NMO is not included in 

the SSA’s Blue Book, you may still 

be approved for Social Security 

Disability.
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4.11 support for Caregivers

) QUiCk REad

Caregivers also need support to maintain a healthy 
and balanced life.     

It’s important to remember the needs of our 
caregivers.  

applying for social security disability 
Benefits

When you apply for disability benefits you will be asked to 
fill out a number of forms. Be sure to fill out each form in 
its entirety and provide as much detail as possible in your 
answers. You will receive a decision regarding your claim 
approximately two to four months from the date of 
your application. If you are awarded benefits, you will be 
notified as to what benefits you will receive, how much 
you will be receiving each month in the form of an SSDI 
and/or SSI payment, and when benefits will begin. 

If you are denied benefits, you have 60 days from the 
date of the notice to appeal the SSA’s decision to deny 
your application.  

appealing a denial of Benefits

If you must appeal a denial of benefits, you may want 
to consider retaining the services of a Social Security 
Disability attorney.  These professionals can help you 
determine why your initial claim was denied and assist 
you in gathering the evidence needed to strengthen 
and support your claim.  A disability attorney can also 
represent you before the administrative law judge at your 
disability hearing. 

Sources
The United States Social Security Administration:  
http://www.ssa.gov/
Social Security Disability Help:  
http://www.disability-benefits-help.org/

Join or create an NMO Support Group.  

See section 6.5 for more.
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A caring role is not a conventional job.  There is no need 
for a caregiver to feel guilty about wanting a break or 
needing time off.  In the long term, time away will help 
avoid feeling isolated and depressed and improve coping 
with the demands of being a caregiver.

Caring for a relative, loved one or child with NMO can 
be a rewarding and fulfilling experience, but without 
the right support it may also be difficult at times.  Some 
care providers live with the person they are supporting 
while others do not.  Care providers are people of all 
ages, even children who provide care for a parent.  Care 
providers often have a need for information, 
financial and other support, and time away to 
connect with people who have similar needs.  
It is perfectly normal to have complex feelings about 
the caregiver role.  It may be challenging to cope with 
the life changes that occur when the role is assumed.  
Support comes in many forms and may provide 
a tremendous help to a caregiver.

Regular breaks from daily responsibilities are necessary to 
maintain good health, as well as eating well and exercising 
regularly.  It may be a good idea to accept help 
from a trusted friend or family member to allow 
time for the primary caregiver to run errands 
or visit friends.  

Anyone can be an NMO Advocate,  

and signing up is easy!  See Section 6.2  

to find out how.  

Become an NMO Advocate

Caring for a relative, loved one or 

child with NMO can be a rewarding 

and fulfilling experience.
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