How to Qualify for Social Security Disability Benefits with a Rare Disease

If you have been diagnosed with a rare disease and you can’t work because of the symptoms of that
disease you may qualify for Social Security disability benefits. As long as you expect that you won'’t be
able to work for at least 12 months you can file an application for Social Security disability benefits. The
money from disability benefits can be used to pay for any living expenses including rent or mortgage,
food, utilities, or clothing. The benefits don’t have to be spent on medical expenses.

What Rare Diseases Qualify for Disability Benefits?

There are a lot of rare diseases that can qualify someone to be approved for Social Security disability
benefits. Some conditions will qualify automatically for disability benefits, but not all of them.

Usually when someone applies for disability benefits, they must show a letter of diagnosis for a condition
that is listed in the Social Security Administration’s Blue Book. Then they must show that they meet the
specific requirements for that condition in the Blue Book. But rare disease may not have a listing in the
Blue Book because of their rarity. When that happens sometimes people can qualify for disability
benefits through one of the symptoms of that disease if the symptom has a listing in the Blue Book.

Some rare disease like Duchenne muscular dystrophy and cystic fibrosis qualifies for disability benefits
because they have a listing in the Blue Book. Duchenne muscular dystrophy is one of the conditions that
automatically qualifies for disability benefits because it’s on the Compassionate Allowance list.

What’s A Compassionate Allowance?

The SSA knows that some medical conditions are so severe that people who have them need help right
away. So, when someone is diagnosed with a very serious condition that is on the Compassionate
Allowance list their application is flagged by the computer system and pushed to the front of the line for
processing. Often these applications are automatically approved or require only minimal proof of
disability and diagnosis to get approved. Typically, the conditions on the Compassionate Allowance list
are ones that are extremely debilitating or terminal. Many types of cancers are on the Compassionate
Allowance list.

Every year the SSA adds new conditions to the Compassionate Allowance list. The latest additions to the
list were:

Angioimmunoblastic T-cell Lymphoma
Blastic Plasmacytoid Dendritic Cell Neoplasm
Gerstmann-Straussler-Scheinker Disease
Microvillus Inclusion Disease

Mowat-Wilson Syndrome

Myelodysplastic Syndrome with Excess Blasts
NUT Carcinoma

Pfeiffer Syndrome - Types Il and IlI
Pontocerebellar Hypoplasia

Posterior Cortical Atrophy

Renal Amyloidosis - AL Type, and
Sarcomatoid Mesothelioma.


https://www.ssa.gov/benefits/disability/
https://www.disability-benefits-help.org/blog/conditions-that-automatically-qualify-for-benefits
https://www.ssa.gov/disability/professionals/bluebook/general-info.htm
https://www.disability-benefits-help.org/disability-tips/letter-of-support
https://www.disability-benefits-help.org/disability-tips/letter-of-support

What Do You Need To Include With Your Disability Application?

When you submit an application for disability benefits you should submit as much evidence of your
condition and how it limits your ability to work as possible. A letter of diagnosis, medical tests and
imaging like X-rays and MRIs, blood tests, notes from doctors, and other evidence can all help an
application get approved quicker.

How To Apply For Social Security Disability Benefits

You can start an application for disability benefits on the SSA’s website. Or, if you have questions or need
help with the application you can make an appointment to apply in person at your local SSA office.
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