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New Year Letter from the AMDA

As we begin a new year, we want to share a message from the AMDA to

our community. 
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Make Space for What Refuels You

Hobbies can be more than a pastime. They can o�er calm, connection, and

a sense of progress, especially when life includes ongoing care. This

month, we’re focusing on starting the year strong with a fresh perspective

and new AMDA resources.

Inside this issue: Webinar: Grief Happens in Rare Disease, TWYPP Infusion

Day Playbook, organizing tools, and updates from the AMDA.



A Fresh Start for the Year Ahead

January can come with pressure to make big changes fast. But life does not

always follow a tidy calendar, and progress often comes in waves. This

month, we’re thinking of a “fresh start” as something gentler: a chance to

pause, breathe, and begin again in whatever way feels right.

A reset might look like a small shift in routine, a renewed commitment to

self-compassion, or a fresh conversation with your care team. And for

caregivers and care partners, a reset counts too. Your well-being is not an

afterthought. It’s part of what helps everything else hold together.

Featured Story

New Year's Resolutions and Hobbies

Are New Year’s resolutions already starting to feel heavy? Lucas, the

AMDA's community contributor, explores why we put so much pressure

on ourselves and why breaking a resolution can spiral into guilt. His gentler

reset is simple: pivot to a hobby, and if it does not bring you joy, you can

stop without feeling bad about it. He also points to research linking hobby

engagement with mental health and well-being

Read the full article

https://amda-pompe.org/new-years-resolutions-and-hobbies/
https://amda-pompe.org/new-years-resolutions-and-hobbies/


AMDA Updates

Medical Alert Card Now Available

The AMDA’s Medical Alert Card is now available on our website. This

resource is designed to help people living with Pompe disease share key

safety considerations quickly in urgent situations and during medical care.

Get the Medical Alert Card

New Resource: New Year, New Routines:

Organizing Your Pompe Care Plan

A new year often brings a “fresh start” mindset, and one small step can

make a big di�erence: having your medical information organized and easy

to access. The AMDA has prepared a simple, practical resource to help you

gather key details in one place, so you feel more prepared for

appointments, travel, emergencies, and day-to-day care.

Organize your medical information

https://amda-pompe.org/emergency-medical-information/
https://amda-pompe.org/wp-content/uploads/2026/01/ORGANIZING_YOUR_POMPE_CAREPLAN_REVISED.pdf


As we look ahead, we also want to pause and say thank you. Your

generosity helps the AMDA fund research, expand education, and support

the Pompe community throughout the year.

Thank you to our 2025 donors

Community & Events

https://amda-pompe.org/with-gratitude-honoring-our-2025-donors/


Upcoming Webinar: Grief Happens in Rare

Disease: Let's Talk About It Already

Date: Thursday, January 15, 2026 • 1 PM CST / 2 PM EST

Speaker: Lisa Keefauver, MSW

Grief touches all of us, and in rare disease communities it can show up in

layered and unexpected ways, including the losses that don’t always get

named. Join us Thursday, January 15, 2026 at 1 PM CST / 2 PM EST for

our �rst    webinar of 2026! In this webinar,  Lisa Keefauver will draw on

both professional experience and personal insight to help us build “grief

literacy” and better understand how grief impacts our bodies,

relationships, work, and daily life.

With a mix of metaphor, science, storytelling, and humor, Lisa will o�er a

more expansive framework for grief, along with practical ways to reduce

the unnecessary su�ering that can come from a grief-illiterate culture. Lisa

is a narrative therapy–trained social worker, grief advocate, and the author

of Grief Is a Sneaky Bitch: An Uncensored Guide to Navigating Loss.

https://amda-pompe.org/grief-happens-in-rare-disease-lets-talk-about-it-already/
https://www.amazon.com/Grief-Sneaky-Bitch-Uncensored-Navigating/dp/1477329307/ref=sr_1_1?crid=1QH5A78QUMNA3&dib=eyJ2IjoiMSJ9.DCDg2dF8aGM-0FYb5jfN4mpoYMndBIWEtv9VrXc-PazIdAUX89Uce5FwBySvZQRaqBljYXpO4j7NSDNj915rjE_WV9ExpMmPxeHbPDNHA-HK6Iaqm9c4gh7rLwPANZE7CdX1u7MEJfrPYCy0-kG76bAetSh_vhWIEbFZwSFqJ9qUJM26SSWLL6Knlr0vsHTb.KT-EeHSHAzRDRx7D7dd6l6Ldx46D5PY5e5-Ayyhw_4c&dib_tag=se&keywords=grief+is+a+sneaky&qid=1718385154&sprefix=grief+is+a+sneak%2Caps%2C180&sr=8-1


Learn more and register

Talking With Your Pompe Peeps Session 10:

Infusion Day Playbook: Stories, Tips, and

Support

Date: Thursday, January 29, 2026 • 7 PM CST / 8 PM EST

Moderator: Alison Breitbarth (Grant’s Giants)

Infusions can feel overwhelming at �rst, and then, over time, they become

part of life. In this Talking With Your Pompe Peeps session, Alison

Breitbarth, President and Co-founder of Grant's Giants, will help us talk

openly about what it can look like to normalize infusion day for kids and

families, while keeping the conversation welcoming for anyone navigating

infusions at any age.

We’ll swap �rst-infusion stories, share what helped (and what we wish we’d

known), and trade practical tips for making the day smoother, from

comfort items and routines to mindset shifts that build con�dence. Alison

https://amda-pompe.org/grief-happens-in-rare-disease-lets-talk-about-it-already/
https://amda-pompe.org/infusion-day-pla%E2%80%A6tips-and-support/
https://www.grantsgiants.com/


will also share ideas behind her Infusion Play Kit, designed to bring

playfulness into a day that can otherwise feel stressful.

Note: This discussion is for informational and community support purposes

and is not medical advice.

Recording notice: This session will be recorded for internal review and

possible educational use. If we share a recording publicly (including YouTube),

we will post an edited version focused on general information and community

tips, and we will remove participant personal stories and identifying details

when possible. If you prefer not to be recorded, you’re welcome to keep your

camera o�, change your display name, and/or participate via chat. If you have

concerns, please contact us in advance.

Learn more and register

Save The Date

Mark your calendar for these upcoming events:

Rare Disease Day: February 28, 2026. A global day to raise

awareness and build support for the millions of people living with

rare diseases, including Pompe disease.

International Pompe Day: April 15, 2026. A day to unite the global

Pompe community, share stories, and highlight the progress and

needs of those a�ected by Pompe disease.

Pull for Pompe Fundraiser: May 2, 2026, in San Antonio, Texas. Join

us for our annual fundraiser to support research, education, and

community initiatives.

Observances

https://amda-pompe.org/infusion-day-playbook-stories-tips-and-support/


Monthly Observances

National Hobby Month: Hobbies can be more than a pastime. They can

o�er calm, connection, and a sense of progress, especially when life is busy

or unpredictable. Adaptable hobbies can support mental well-being,

provide a creative outlet, and �t di�erent energy levels and abilities

Daily Observances

National Hat Day | Jan. 15: Whether it’s a beanie, a baseball cap, a �oppy

sun hat, or something delightfully over the top, hats can be pure fun.

Today is a playful reminder that self-expression matters. Even a small pop

of personality can brighten a day.

National Compliment Day | Jan. 24: Encouragement goes a long way, and it

doesn’t have to be complicated. A sincere compliment can strengthen

connection, reduce isolation, and remind someone they are seen. It’s a

small gesture that can linger in the best way.

National Hot Chocolate Day | Jan. 31: Consider this your o�cial excuse to

lean into cozy. Hot chocolate is a small celebration in a mug, topped with

marshmallows, whipped cream, cinnamon, or whatever makes you smile.

Sometimes comfort is as simple as something warm in your hands.

As we start a new year, we’re grateful for everyone who helps make this

work possible. Your support fuels research progress, education, and

practical resources for people living with Pompe disease and their families.

Support the AMDA

https://amda-pompe.org/donate
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The content provided in this newsletter is for informational purposes only

and does not constitute an endorsement by the AMDA, unless explicitly

stated.

AMDA

mailto:info@amda-pompe.org
http://localhost:3000/decode_hex/68747470733a2f2f707265766965772e6d61696c65726c6974652e636f6d2f7638733661396f346f35

