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Shower and Bathroom Safety

The ALS Association 
Mid-America Chapter has 
suspended all in-person 
support groups at this 

time, for the protection of 
the ALS community and 

our staff.

The Chapter does have 
teleconference support 

groups that you can 
participate in by phone 

and/or Zoom technology.

Caregivers Support 
Group
Tuesday, April 13th
2 p.m.
Contact Cheri Mathis at 
cmathis@alsa-midamerica.
org to sign up for 
instructions to join this 
meeting or call (800) 878-
2062 for more information.
Meets the second Tuesday 
of the month.

Support Group
(People living with ALS, 
Caregivers and Survivors)
Monday, April 19th
4:30 p.m.
Contact Kim Harber at 
kharber@alsa-midamerica.
org to sign up for 
instructions to join this 
meeting or call (800) 878-
2062 for more information.
Meets the third Monday of 
the month.

NEW! Support Group 
(People living with ALS and 
family members)
Wednesday, April 21st 
11 a.m.
Contact Tara Dhakal at 
tdhakal@alsa-midamerica.
org to sign up for 
instructions to join this 
meeting or call (800) 878-
2062 for more information.
Meets the third Wednesday 
of the month.

 Connecting ALS is a weekly podcast produced 
by The ALS Association’s national office and the 
Association’s Minnesota/North Dakota/South Dakota 
Chapter. Episode topics include research and technology 
developments, advocacy efforts, and personal stories 
woven through the ALS community. To listen to podcast 
episodes, visit: www.connectingals.org.

 Living with ALS can make everyday tasks, that once required little thought or 
effort, a challenge. Basic hygiene tasks performed in a bathroom, including bathing, hair 
combing, tooth brushing, and related activities, often require added support for safety 
and comfort.
 In the early stages of ALS, maintaining independence is paramount for most, 
particularly when it comes to bathing, dressing and using the toilet. Staying one step 
ahead of the changing needs that accompany an ALS journey may prolong independence 
and allow caregivers to easily step in with the right tools when needed.
 Creating an ALS Accessible Bathroom Space: Consider making the bathroom 
more accessible by installing handrails next to the toilet and inside the shower stall 
to provide additional balance and support. A padded shower chair with skid-proof 
rubber supports can help reduce the risk of falling, while supporting independence and 
conserving energy (sitting versus standing). Installing a hand-held shower head will add 
to the comfort of a seated shower. You may also consider remodeling your bathroom to 
include a roll-in shower for easy access throughout the progression of the disease.
 Bathrooms can be slippery. Reducing moisture outside of the bathtub or shower 
can help prevent falls. If your bathroom does not have an exhaust fan, consider installing 
one. Line the bathtub or shower area with a non-slip mat. Add slip-prevention rugs 
or “self-stick” strips to main surface areas surrounding the sink and other common 
pathways. Also, round all hard counter edges and soften corners to reduce the chances 
of injury in the event of a fall. 
 As ALS progresses further, bathing techniques will need to change, and more 
help from a caregiver may be required. As muscles get weaker, it is more tiring for 
people living with ALS to bathe independently. It may be advisable to avoid prolonged 
bathing in warm water, as it may worsen muscle fatigue.
 Gather the Right Tools: A rolling shower chair, which offers more support than 
a simple bath bench, may be beneficial. You can transfer into the rolling shower chair 
wherever it is easiest, eliminating difficult transfers in the small space of a bathroom. You 
may also consider using disposable body wipes or doing a bed bath if transfers to the 
shower become too difficult.
 There are many different tools available to assist someone with ALS as they 
complete their everyday tasks. If you have difficulty doing something, there is usually a 
device created to help you! A few of the more commonly used items for hygiene are:
 • Raised Toilet Seat is easier to get on and off a higher seat, and if you get one 
with arm rests that drop out of the way, transfers are even easier.
 • Bidet attachment for the toilet aides in independence when toileting and helps 
the caregiver when more assistance is needed.
 • Long-handled sponge makes reaching your feet and back easier while bathing.
 • Shower bench or chair with a hand-held shower head helps with safety and 
energy conservation.
 • Electric toothbrush and shaver helps when hand strength begins to decline 
and makes the job of the caregiver easier when outside help is needed.
 For more information and resources, contact your local ALS Navigator. 



2021 Public Policy Priorities
 Our federal advocacy work focuses on educating and mobilizing all members of Congress and the 
Administration in a nonpartisan fashion to achieve the mission of The ALS Association: To discover treatments and a 
cure for ALS, and to serve, advocate for, and empower people affected by ALS to live their lives to the fullest.
 This year, The ALS Association will aggressively advocate for legislative priorities that will:
 Accelerate Development, Approval and Access to Effective New Treatments: Congress should re-introduce 
and pass the Accelerating Access to Critical Therapies (ACT) for ALS Act and the Promising Pathway Act. People with 
ALS urgently need effective new treatments. FDA must be fully funded, fully staffed and provided the regulatory 
authority they need to be fast and effective and speed ALS trials and drug approvals.
 Increase Federal Funding for ALS Research: People with ALS urgently need the federal government to increase 
investments in ALS research that will lead to the discovery of effective treatments and a cure. This means we need 
more ALS scientists, more ALS clinical trials, and more ALS research that can lead to effective treatments and prevent 
new cases of ALS.
 • National Institutes of Health Funding for ALS – Department of Health and Human Services: Congress should 
increase funding to at least $130 million for ALS research at NIH in fiscal year 2022 to attract the next generation of 
scientists, accelerate the discovery and development of new treatments and increase the number of ALS clinical trials.
 • ALS Research Program (ALSRP) – Department of Defense: Congress should increase funding to at least $60 
million for the ALSRP in fiscal year 2022 to allow the program to build on a solid foundation of promising preclinical 
research to increase the number of ALS clinical trials by funding its own early phase trials.
 • Orphan Products Grants Program (OPGP) – Food and Drug Administration: Congress should provide at 
least $50 million specifically for ALS research to the OPGP in fiscal year 2022 to increase the number of ALS clinical 
trials and allow FDA to apply their own unique regulatory expertise in those trials to expedite treatment development, 
foster innovative trial designs that complement and speed regulatory processes, and enable natural history studies to 
more quickly understand ALS progression and pathology.
 • National ALS Registry and Biorepository – Centers for Disease Control and Prevention: Congress should 
provide at least $10 million to continue the National ALS Registry and Biorepository in fiscal year 2022 to help identify 
risk factors for ALS to reduce the number of new cases, connect patients with clinical trials, conduct surveillance of 
incidence and prevalence and collect biospecimens that will lead to a better understanding of who may develop ALS.
 • National Academies of Sciences, Engineering and Medicine (NASEM) study: Congress should provide at 
least $1 million for an NASEM study to develop a plan and policy recommendations for what can be done by the 
government and all stakeholders to end ALS.
 Permanently Extend Access to Telehealth for People Living with ALS: People with ALS must continue to 
have full access to safe, high-quality care via telehealth at home. Congressional expansion of telehealth has proven 
to be critically important for people with ALS throughout the COVID-19 public health emergency. Congress must 
permanently extend these expansions and ensure that all health care services important to people with ALS are 
covered by telehealth.
 Provide High-Quality, Affordable, and Accessible Health Care: People with ALS must have health care that 
is high-quality, affordable, and accessible. This includes enhancing all aspects of health care coverage; protections 
for pre-existing conditions; reducing costs for Medicare coverage including home infusion and other specialized 
outpatient and in-patient medical care; durable medical equipment (wheelchairs, speech generating devices, 
breathing equipment); and all medications needed by people with ALS.
 Increase Veterans Benefits for People with ALS and their Families: Veterans with ALS serving in any branch 
of the United States Armed Forces are more likely to develop and die from ALS. As a result of The ALS Association’s 
efforts, the Veterans Administration recognizes ALS as a service-connected disease and provides additional financial 
and health care benefits. The ALS Association will continue to fight to ensure that veterans living with ALS and their 
families receive the best health care and maximum benefits possible.

2021 Walk to Defeat ALS
 Are you ready to Walk to Defeat ALS? We are!
 The Walk to Defeat ALS® is an annual event held in Kansas, Missouri and Nebraska, as well as throughout the 
country. The Walk draws people of all ages and athletic abilities together to honor a loved one with the disease, to 
remember those who have passed and to show their support for the cause.
 Our goal is to have teams raise awareness about ALS and fundraise to continue to support people living with 
ALS, discover more treatments, and provide hope for a cure. 
 Last year changed the way we did things, and The Walk to Defeat ALS was no 
different. In 2020, instead of gathering together, we selected one day and asked all our 
friends across the state to host their own mini walk celebration. We called it the 2020 
Walk Your Way to Defeat ALS. We had companies gather their employees and walk on a 
warm summer Saturday morning. We had families gather for picnics and told stories of 
love and commitment. We had parades, caravans and decorated bicycles. Many people 
celebrated in their own personal way and shared pictures on social media. Despite 
the challenges, the fundraising from last year’s “Walk Your Way” helped The Chapter 
continue to provide free programs and services to people living with ALS and their 
families. 
 In 2021, we are hoping to have our Walks be a little closer to normal! The Walk to Defeat ALS websites are 
open and accepting registrations. As we have more information about Walk dates, times, locations and other safety 
measures, we will make them available. We hope you will consider joining us for this year’s Walk to Defeat ALS!


