
Ask Me Anything ALS - Feeding Tubes/Nutrition

As ALS progresses, eating and drinking can become di�cult, which can often lead to
discussions about feeding tubes. The decision to get a feeding tube is a personal one.
There are advantages and disadvantages that must be taken into account when
considering a feeding tube. It can be helpful to hear from those who have been
through this process. Like with all decisions, it’s incredibly important to consider your
personal values when navigating the healthcare system.

This resource was created as a result of conversations had and resources shared
during the I AM ALS Ask Me Anything ALS series on feeding tubes and nutrition. Use
this resource to learn more about how and why community members decided to get a
feeding tube, the advantages and disadvantages, how they maintain their feeding tube
and more.

Resources

● FYI: Information About Feeding Tubes - ALS Association
○ Description: Written by professionals from the ALS Association and

Stony Brook ALS Clinic, this factsheet o�ers easy-to-follow bulleted
information about feeding tubes for ALS.

● Is a Low-Profile Feeding Tube Right for You? – ALS Association
○ Description: As the name suggests, low-profile feeding tubes sit at skin

level, which can make them easier to conceal for some people.
● The G-Tube Talk - Massachusetts General Hospital

○ Description: In this YouTube video, nurses from the Healey Center for
ALS at Massachusetts General Hospital present information and options
about gastronomy tubes.

● Coram CVS G-Tube Guide - Coram CVS Speciality Infusion Services
○ Description: Coram, the CVS Specialty Infusion Services Team, provides

ongoing education, care and support to help people with nutrition
therapy. This guide o�ers how-to information about tube feeding.

● My ALS Decision Tool - Nutrition support - Les Turner ALS Foundation
○ Description: This interactive tool from the Les Turner ALS Foundation

o�ers educational information about using a feeding tube with ALS, and
is designed to help you decide if a feeding tube is right for you.

● ALS & Nutrition - Les Turner ALS Foundation
○ Description: This companion guide walks you through proactive

strategies to maintain weight as a person living with ALS. Information on
calories, eating, choking, drinking/hydration, and aids for eating and
drinking are included in this resource.

https://iamals.org/ask-me-anything-als/
https://www.als.org/navigating-als/resources/fyi-information-about-feeding-tubes
http://www.alsa.org/als-care/resources/als-insight/articles/insight-sept2017-low-profile-feeding-tube.html
https://www.youtube.com/watch?v=6dBA5V_57UM
https://www.coramhc.com/sites/default/files/2019-12/RELEASE%2075-42940A_TF_Resource_Guide_DIGITAL%20120319.pdf
https://lesturnerals.org/nutrition/about-this-decision-tool/
https://lesturnerals.org/als-nutrition-guide/


● My Experience Getting a Feeding Tube, and Care - ALS 411
○ Description: This discussion shares why Todd, a person living with ALS,

decided to get a PEG tube, even though it was not yet needed for
nutrition. Todd, along with his wife Kristin, share about the procedure,
recovery, and usefulness, along with how to care for the feeding tube
and useful tips.

● Frequently Asked Questions - I AM ALS
○ Description: These frequently asked questions about ALS have been

collected and answered by professionals and members of the ALS
community. This resource addresses questions regarding feeding tubes,
nutrition, and swallowing, in addition to many other ALS-related topics.

● Questions to Ask About PEG Feeding Tubes - I AM ALS
○ Description: This checklist o�ers questions to consider asking your ALS

care team about PEG feeding tubes.
● Oley Foundation

○ Description: The Oley Foundation strives to enrich the lives of those
with home intravenous nutrition and enteral tube feeding through
advocacy, education, community, and innovation. This Oley newsletter
o�ers information about swimming with feeding tubes.

● Get Prepared for Emergency Medical Situations – I AM ALS
○ Description: The information on this page includes advice from patients,

caregivers, ALS physicians and The ALS Association about preparing for
emergency medical situations with ALS.

● Managing Saliva Problems – The Motor Neurone Disease Association provides
information about managing thin, watery saliva, as well as thick saliva, mucus
and phlegm

● Transportation Security Administration Passenger Support – when traveling
with a disability and medical equipment, call ahead to request support.

● Feeding Tube Supplies (disclaimer: I AM ALS has no a�liation with the product
manufacturers below – these are non-exhaustive lists meant to o�er examples
of products available.) Your ALS care team can help arrange for you to receive
all of the necessary supplies to use and care for your feeding tube.

○ G-Tube Holders - Various Medical Supply Companies, Amazon, Etsy
■ Description: A G-tube holder/belt can help with securing PEG

tubes in place and can be purchased on Amazon, Walmart and
other locations.

https://www.youtube.com/watch?v=BHf0N0Bup1Q
https://iamals.org/get-help/frequently-asked-questions-about-als/
https://iamals.org/wp-content/uploads/2020/10/Questions-About-Feeding-Tubes.pdf
https://oley.org/
https://oley.org/page/Swimming_TeamEffort#:~:text=A%20recently%20created%20PEG%20tube,tucked%20into%20a%20bathing%20suit
https://iamals.org/get-help/kenoyer/
https://www.mndassociation.org/app/uploads/information-sheet-p3-managing-saliva-problems.pdf
https://www.tsa.gov/travel/passenger-support
https://www.amazon.com/Peritoneal-Comfortable-Concealment-Gastrostomy-Abdominal/dp/B07XRYH9X4/ref=sr_1_3?crid=3LF2BYAR0ACOU&keywords=abdominal+wrap+for+g+tube&qid=1677094986&s=hpc&sprefix=abdominal+wrap+for+gtube%2Chpc%2C101&sr=1-3
https://www.walmart.com/ip/Core-Products-NelMed-G-Tube-Holder-Small-Medium/49252800


○ Site Pads - Various Medical Supply Companies, Amazon, Etsy
■ Description: Use G-tube, GJ Tube, Mic-key button pads with snap

closures to soak up any leakage from the feeding tube site. Pads
can be reusable or disposable, as well as simple or decorative.

● Washable plain button pads can be purchased on Amazon,
Etsy and other locations.

● Drainage Split Gauze Sponge is a disposable tube site
dressing to help prevent pooling fluids.

● A waterproof dressing can be used when swimming to
cover the feeding tube site on the abdomen.

○ PIll Crushers - Various Online Stores, Pharmacies
■ Description: Pill Crushers can crush or grind tablets into powder,

which can then be administered through a person’s feeding tube.
Note: not all tablets can be crushed, so be sure to ask your care
provider about how to e�ectively take your medications.

● Pill crushers like the Pill Grinder, Silent Knight pill crusher,
the CVS Health Pill Crusher Plus Storage, or the Equate
Easy Grip Pill Crusher may be helpful.

Relevant ALS Facebook Groups
The information posted in Facebook groups does not represent the views of I AM ALS and has not been
verified by us. Please discuss questions and decisions related to your diagnosis and medical care with
your health care team.

● Feeding Tube Families
○ Description: This Facebook group is for caregivers of children and adults

with feeding tubes. Members can be parents, grandparents, aunts,
uncles, and other family members/loved ones that are directly involved
in the care of a person with a feeding tube.

● Feeding Tube Support and Friends
○ Description: This is a Facebook group for Feeding Tube users and their

caregivers. Members join to share about their trials & tribulations, ask
questions, and o�er advice and support to others navigating feeding
tubes. The group works to provide a safe place where people can share
the good, the bad, and the ugly of feeding tubes.

● PEG Tube User Group
○ Description: This Facebook group was established by Keith Yaxley for

PEG tube users, their families, friends, and caregivers to share
experiences, information, and concerns. The page’s goal is for people to
use the experiences of others and what is discussed as a conversation
starter with their medical provider(s).

https://www.amazon.com/Peritoneal-Dialysis-Feeding-Supplies-Nursing/dp/B07Y1WD38T/ref=asc_df_B07Y1WD38T/?tag=hyprod-20&linkCode=df0&hvadid=385196850880&hvpos=&hvnetw=g&hvrand=8375103925330596052&hvpone=&hvptwo=&hvqmt=&hvdev=c&hvdvcmdl=&hvlocint=&hvlocphy=9027304&hvtargid=pla-911072649757&psc=1&region_id=674469&tag=&ref=&adgrpid=78792189815&hvpone=&hvptwo=&hvadid=385196850880&hvpos=&hvnetw=g&hvrand=8375103925330596052&hvqmt=&hvdev=c&hvdvcmdl=&hvlocint=&hvlocphy=9027304&hvtargid=pla-911072649757
https://www.etsy.com/listing/1159926844/g-tube-pads-gj-tube-pads-mic-key-button?gpla=1&gao=1&&utm_source=google&utm_medium=cpc&utm_campaign=shopping_us_b-accessories-other&utm_custom1=_k_Cj0KCQiA54KfBhCKARIsAJzSrdpR95vJN3Aii5TB41tOQZ7W2en3q_fkc-CFBj-hdrsW8KlvCo2AKQ4aAvFdEALw_wcB_k_&utm_content=go_12574412871_122532914387_507557693254_pla-295577704042_c__1159926844_102573315&utm_custom2=12574412871&gclid=Cj0KCQiA54KfBhCKARIsAJzSrdpR95vJN3Aii5TB41tOQZ7W2en3q_fkc-CFBj-hdrsW8KlvCo2AKQ4aAvFdEALw_wcB
https://www.vitalitymedical.com/cardinal-health-55cnwds446s-drainage-split-gauze-sponge-4-x-4-inch-6-ply-sterile.html
https://www.amazon.com/Nexcare-Tegaderm-Waterproof-Transparent-Comfortable/dp/B004MBW2M2
https://www.amazon.com/Pill-Grinder-Stainless-Pulverize-Multiple/dp/B07D3X37L8/ref=asc_df_B07D3X37L8/?tag=hyprod-20&linkCode=df0&hvadid=642170619269&hvpos=&hvnetw=g&hvrand=1518084665285123705&hvpone=&hvptwo=&hvqmt=&hvdev=c&hvdvcmdl=&hvlocint=&hvlocphy=9027304&hvtargid=pla-888581450060&psc=1&region_id=674469&gclid=Cj0KCQiA54KfBhCKARIsAJzSrdr32Qgm9zf0LvQ5SGgwYC7xPnkiBqHjqfvVkTot6kg4m2stOwHRSxIaAp9_EALw_wcB
https://www.amazon.com/Silent-Knight-Pill-Crusher-Pouches/dp/B01LXHHK19/ref=sr_1_3?crid=26NU2VL6TFPN9&keywords=silent+knight+pill+crusher&qid=1677092654&s=hpc&sprefix=pill+crusher+silen%2Chpc%2C471&sr=1-3
https://www.cvs.com/shop/cvs-health-pill-crusher-plus-storage-prodid-715079?skuid=715079&cgaa=QWxsb3dHb29nbGVUb0FjY2Vzc0NWU1BhZ2Vz&cid=ps_dme_pla&gclid=Cj0KCQiA54KfBhCKARIsAJzSrdo7_JAUYwKdacb7AlE-TX-IqqEy9U59oXNkU6z5a4FkudRjlvC8s84aArXPEALw_wcB&gclsrc=aw.ds
https://www.walmart.com/ip/Equate-Easy-Grip-Pill-Crusher/511210819?wmlspartner=wlpa&selectedSellerId=0&wl13=5316&adid=22222222277511210819_117755028669_12420145346&wmlspartner=wmtlabs&wl0=&wl1=g&wl2=c&wl3=501107745824&wl4=pla-294505072980&wl5=9027304&wl6=&wl7=&wl8=&wl9=pla&wl10=8175035&wl11=local&wl12=511210819&wl13=5316&veh=sem_LIA&gclid=Cj0KCQiA54KfBhCKARIsAJzSrdqkJN-A8909ENSlG_qygFjq4pqEdXbX6mpfle7n6CDB0sRghjFy1IYaAl6CEALw_wcB&gclsrc=aw.ds
https://www.walmart.com/ip/Equate-Easy-Grip-Pill-Crusher/511210819?wmlspartner=wlpa&selectedSellerId=0&wl13=5316&adid=22222222277511210819_117755028669_12420145346&wmlspartner=wmtlabs&wl0=&wl1=g&wl2=c&wl3=501107745824&wl4=pla-294505072980&wl5=9027304&wl6=&wl7=&wl8=&wl9=pla&wl10=8175035&wl11=local&wl12=511210819&wl13=5316&veh=sem_LIA&gclid=Cj0KCQiA54KfBhCKARIsAJzSrdqkJN-A8909ENSlG_qygFjq4pqEdXbX6mpfle7n6CDB0sRghjFy1IYaAl6CEALw_wcB&gclsrc=aw.ds
https://www.facebook.com/groups/FeedingTubeCaregivers
https://www.facebook.com/groups/431088217225762/permalink/1713844952283409
https://www.facebook.com/groups/1767589346863567


● Adults with Feeding Tubes Support Group
○ Description: This Facebook group is for adults living with conditions that

require enteral or parenteral nutrition. The page exists to provide a
supportive forum for adults with feeding tubes to ask questions, share
stories, and reduce feelings of isolation.

Additional Learning Opportunities

● Ask Me Anything ALS - Feeding Tubes/Nutrition Event Recordings - I AM ALS
○ Description: The Ask Me Anything ALS - Feeding Tubes/Nutrition events

focused on how and why panelists decided to get a feeding tube, the
benefits, how they maintain their feeding tube, and more.

○ Part 1 Event Recording
○ Part 2 Event Recording

https://www.facebook.com/groups/1110907818999922/
https://www.youtube.com/watch?v=73J9X8jvabo
https://youtu.be/EkraqqcUskI

