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 A diagnosis of ALS can mean progressive loss of independence 
and function with activities we take for granted. Fortunately, equipment is 
available to help perform and participate in daily tasks despite changes in 
strength, coordination, endurance, and balance. 
 For example, fully electric hospital beds are valuable for a variety of 
reasons. The head and the foot of the bed can be separately elevated for 
comfort, respiratory support, and pressure relief. The entire bed can raise and 
lower to make moving in/out of the bed easier. In addition, mattress toppers 
made of memory foam or with alternating air pressure systems can support 
comfort and prevent skin and soft tissue problems.

Bathroom Safety and Equipment 
 Wet surfaces, stepping over barriers, and moving from surface to 
surface can all increase fall risk, and activities such as showering/bathing 
can consume a large amount of energy. Every bathroom is unique, and a 
home safety evaluation can help determine appropriate options and advise 
on placement of grab bars, shower chairs, benches that allow the user to 
sit securely while entering/exiting a tub/shower, chairs designed to roll in/
out of showers, and added supports around the toilet. While historically not 
common in the US, a bidet can solve challenges with hygiene. 
 At some point, moving from one seat/location to another (transfers) 
can become difficult and/or unsafe. There are tools that make transfers safer 
for you and a caregiver:  gait/transfer belts provide a secure and comfortable 
handhold, and pivot disks or Beezy boards allow movement without the need 
to take steps to pivot or lift your body off a sitting surface to scoot. 
 Mechanical and power lifts are designed to raise a person into 
supported standing or supported sitting from any surface, and can be 
wheeled to the next location, reducing strain on both the person with ALS 
and their caregiver. A variety of sling options ensure safety and comfort. 
 Physical changes and the resulting challenges can feel overwhelming!
Tools are available to lessen the impact of many ALS symptoms on daily life. 
Your ALS Navigator and ALS clinic team can help determine which tools may 
be useful to you! Contact Missy Addison at missy.addison@als.org or call 
(402) 819-6181 for more information.

The National ALS Registry 
 Every person living with ALS in the United States can enroll in the 
National ALS Registry. The National ALS Registry is perhaps the single largest 
ALS research project ever created and is designed to identify ALS cases from 
throughout the entire United States. 
 Most important, the Registry is collecting critical information about the 
disease that will improve care for people living with ALS and help researchers 
learn what causes the disease, how it can be treated and even prevented. 
 For more information about The National ALS Registry, visit: www.als.
org/research/als-registry.

Nebraska Virtual 
Support Group
(People living with 
ALS, Caregivers and 
Survivors)
Tuesday, 
October 25th
3 p.m.
Contact Missy Addison 
at missy.addison@
als.org to sign up for 
instructions to join this 
meeting or for more 
information.
Meets the fourth 
Tuesday of the month.

The general Omaha 
office number is no 
longer in operation. 
For general questions 
please reach out 
to the Omaha 
Administrative 
Coordinator at (531) 
202-8760.

To contact your ALS 
Navigator, Missy 
Addison, call (402) 
819-6181 or email her 
at missy.addison@als.
org.

Contact us!



The SSDI Application Process
 The ALS community earned a hard-fought victory last year, the ALS Disability Insurance Access Act 
became law, waiving the five-month waiting period before people with ALS can access Social Security 
Disability Insurance (SSDI) and Medicare benefits. The process for applying for SSDI has not changed, only 
how quickly a person living with ALS is determined to be disabled and how quickly they get payments. 
Below are some tips for the SSDI application process for people living with ALS. 
 Checking your eligibility is the first step in applying. Eligibility requirements can be found 
at: https://www.ssa.gov/benefits/disability/qualify.html, or by contacting your local Social Security 
Administration’s office. Visit the Social Security Administration website:  https://www.ssa.gov/ for an 
accurate and secure place to check specifics of your eligibility. 
 If you find that you are eligible for SSDI, you can apply for Disability benefits online at https://www.
ssa.gov/applyfordisability/, or you can apply by calling the toll-free number, 1-800-772-1213, between 
8:00 a.m. and 7:00 p.m. Representatives can make an appointment for you to apply. It is recommended to 
document calls including who you speak with, their credential number, as well as the date and time.
 Having all your information and documents already gathered can help the application process go a 
bit more smoothly. The SSA suggests you have the following information at hand: 

Information About You: 
• Your date and place of birth and Social Security number. 
• The name, Social Security number and date of birth or age of your current spouse and any former 

spouse. You should also know the dates and places of marriage and dates of divorce or death (if 
appropriate).

• Names and dates of birth of your minor children. 
• Your bank or other financial institution’s Routing Transit Number and the account number, if you want 

the benefits electronically deposited. 
Information About Your Medical Condition: 

• Name, address, and phone number of someone we can contact who knows about your medical 
conditions and can help with your application. 

• Detailed information about your medical illnesses, injuries, or conditions.
• Names, addresses, phone numbers, patient ID numbers and dates of treatment for all doctors, 

hospitals and clinics.
 o Names of medicines you are taking and who prescribed the medications.
 o Names and dates of medical tests you have had and who sent you for them. 
* It’s imperative to share with every SSDI representative that ALS is a presumptive disability as that will 
help the representative recognize urgency of the application. 

Information About Your Work: 
• The amount of money earned last year and this year. 
• The name and address of your employer(s) for this year and last year. 
• A copy of your Social Security Statement. 
• The beginning and ending dates of any active U.S. military service you had before 1968. 
• A list of the jobs (up to 5) that you had in the 15 years before you became unable to work and the dates 

you worked at those jobs. 
• Information about any workers’ compensation.

**Important Notes** 
• Do not delay applying for benefits because you do not have all the documents. The SSA will help you 

get them. 
• There is a form to fill out if you want them to hold a percentage rate of taxes out. If you do not 

withhold, you will pay the government all the taxes at once. It is different per state.

 Contact Your ALS Navigator for any questions or call The ALS Medicare Resource Line for SSDI 
support at: (844) 244-1306. 

 The Medicare Annual Election period (AEP) is an open enrollment period running annually from 
October 15th to December 7th. During this time, you can switch to, drop, or add a Medicare Advantage (Part C) 
or Prescription Drug (Part D) plan or add Medicare GAP coverage. This is an important time-frame that gives 
current Medicare beneficiaries time to evaluate their options and ensure that the coverage they select makes 
the most sense for their health challenges and their wallet in the year ahead. 
 Don’t assume something that was covered last year will continue to be. Plans change from year to year, 
so be sure to check that your providers, pharmacies, and prescriptions will be covered. 
 You can seek help through a State Health Insurance Assistance Program (SHIP) which offers free 
insurance counseling for Medicare beneficiaries. Find your local SHIP at https://www.shiphelp.org/.

Medicare and Open Enrollment

The ALS Medicare Resource Line
 The ALS Medicare Resource Line is a valuable resource designed to provide individualized case 
management assistance for those diagnosed with ALS. The ALS Medicare Resource line provides assistance with 
navigating eligibility and enrollment in disability benefits and overcoming insurance coverage and financial 
burdens that impact access to care. 
 At no cost to you, The ALS Medicare Resource Line’s case managers are here to help address any 
roadblocks to access and affordability. 
 Request help at https://als.pafcareline.org/ 24 hours a day. Or contact The ALS Medicare Resource Line 
at (844) 244-1306.


