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FUNDRAISING 
TOOLKIT
Equipping the community to raise ALD 
awareness, host fundraising events, and help 
advance research that brings answers to 
individuals and families
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MESSAGES FROM LEADERSHIP
MESSAGE FROM THE EXECUTIVE DIRECTOR

Thank you for your interest in supporting ALD Connect. As more families 
face a life-altering ALD diagnosis, the need for better diagnostics, safer 
treatments, and long-term solutions continues to grow. We are deeply 
grateful to the patients, families, clinicians, researchers, advocates, friends, 
and community members who come together to support this work.

Fundraising efforts led by our community play a vital role in advancing 
research and raising awareness of ALD, a condition still unfamiliar to many. 
Every event, conversation, and contribution helps strengthen our collective 
voice and move promising science forward. Because of your willingness to 
get involved, we are able to host impactful events like our Annual Meeting 
and Patient Learning Academy, educate patients and families, move critical 
community initiatives forward, provide financial assistance, and invest in 
research that matters most for individuals and families affected by ALD.

Thank you for your generosity, your time, and your commitment to creating  
a brighter future for the ALD community.

Kelly Miettunen, MHA 
Executive Director, ALD Connect

MESSAGE FROM THE TREASURER

Your support of ALD Connect is deeply meaningful to me, both as 
a member of the Board of Directors and as someone living with 
adrenomyeloneuropathy (AMN). I personally fundraise for, and proudly 
support, the ALD Connect Breakthrough Research Fund. I have seen 
firsthand how community-driven efforts can turn commitment into real 
progress for individuals and families affected by ALD.

Living with ALD brings daily challenges and long-term uncertainty. 
Community-led fundraising plays a critical role in advancing this work. 
Through your efforts, ALD Connect is able to invest in research, elevate 
patient voices, and bring clinicians and scientists together around shared 
priorities that can truly change lives.

On behalf of the Board of Directors, thank you for your generosity, 
leadership, and dedication to advancing hope for the ALD community. I am 
grateful to stand alongside you in support of the Breakthrough Research 
Fund and inspired by the collective impact we can make together.

Tim Maguire 
Board Member, ALD Connect
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OUR VISION

We strive to revolutionize care, end 
suffering from ALD, and find a cure.

OUR MISSION

Our mission is to improve health 
outcomes for patients with 
adrenoleukodystrophy by harnessing 
scientific advances and strengthening 
community collaboration to deliver 
better patient care.

Every patient deserves the 
opportunity to live a healthy life. Every 
clinician seeks the tools required to 
keep patients well. Every scientist 
strives to discover breakthroughs that 
eradicate this disease. ALD Connect 
was founded to bring together 
patients, clinicians, and scientists 
from around the world with a shared 
goal of improving the lives of those 
affected by ALD.
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YOUR EFFORTS SUPPORT THE ALD CONNECT COMMUNITY
When you host a community fundraising event in support of ALD Connect, you strengthen our collective voice. 
Collaboration between the ALD Connect community and the broader public expands the reach and impact of our 
efforts, ensuring meaningful outcomes for all.

Fundraising plays a critical role in supporting individuals and families affected by ALD, advancing research, and increasing 
awareness of a condition unfamiliar to most. Every conversation about ALD sparks interest, builds understanding, and fuels 
lasting change.

Every effort, large or small, 
moves us closer to new 

answers, safer treatments, 
and a brighter future for 
people living with ALD.

BREAKTHROUGH RESEARCH FUND
PURPOSE

By hosting community fundraising events and contributing 
to the Breakthrough Research Fund, you help accelerate 
progress in the areas the ALD community has identified as 
most critical.

RESEARCH PRIORITIES

These are just a few of our research priorities.

•	 Biomarkers that unlock earlier detection,  
monitor disease progression, and measure  
treatment effectiveness

•	 Risk stratification to better predict which patients  
will develop symptoms and when

•	 Cellular and gene therapies to make emerging 
treatments safer and more effective

•	 Accelerating access to therapies through drug 
repurposing and small molecule development

•	 Artificial intelligence and machine learning to  
uncover patterns and speed discovery

Because of the size and continued growth of the ALD 
Connect community, our Collaborative Research Network 
brings together researchers, clinicians, and patient advocates 
from leading centers around the world. By uniting for 
research, the community empowers researchers to better 
serve patients. Together, we avoid silos, share knowledge, 
and move promising science forward faster. 
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COLLABORATIVE RESEARCH NETWORK

ALD Connect convenes researchers, clinicians, and individuals with 
lived experience to identify shared priorities, address unmet needs, 
and foster collaboration across disciplines.

EMERGING INVESTIGATORS PROGRAM

We invest in early career researchers dedicated to advancing ALD 
science and building the next generation of leaders in the field.

ALD LANDSCAPE PROJECT

A global effort to better understand the ALD population, disease 
progression, and unmet needs, helping guide research, care, drug 
development, and policy decisions.

THE GREY ZONE PROJECT

Focused on reducing uncertainty around variants of uncertain 
significance, this initiative helps families and clinicians navigate 
diagnosis, surveillance, and decision making with greater clarity.

COMMUNITY CALLS

Community Calls that provide connection, shared learning,  
and support by bringing together individuals and families affected 
by ALD to share experiences, ask questions, and learn from  
one another.

PEER MENTOR PROGRAM

Peer Mentor Program connecting individuals and families with 
trained mentors who offer guidance, understanding, and support 
based on lived experience.

PATIENT AND FAMILY SUPPORT PROGRAM

Financial assistance for eligible families to help with essential living 
costs such as mortgage or rent, car payments, and utility bills.

ANNUAL MEETING AND PATIENT LEARNING ACADEMY

The cornerstone of our community, bringing together patients, 
caregivers, researchers, clinicians, and industry leaders to share 
knowledge, advance research, and strengthen connections across 
the ALD community.

ALD CONNECT INITIATIVES
Our programs address critical needs across the ALD community, meeting people where they are through education, 
patient support, research collaboration, and advocacy. Together, these initiatives drive impact, foster connection, and 
accelerate progress. Your support helps turn this collective effort into meaningful, measurable outcomes.
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HOW TO HOST A COMMUNITY FUNDRAISER
SET A GOAL

Choose an attainable fundraising goal with a clear 
timeline. A goal between $200 and $500 is a great place 
to start. Sharing your goal with your network may inspire 
others to donate.

Picking an end date creates urgency for donors and helps 
you stay focused.

A helpful planning exercise is completing this statement:  
“I will raise _____ by _____.”

Example:

“I will raise $200 for the ALD Connect Breakthrough Research 
Fund by selling 20 loaves of sourdough bread for $10 each.”

Once you have created your plan, the next step is to take 
action. In this example, that means purchasing ingredients, 
baking the bread, and identifying a time and audience to  
sell it to.

CREATE A NETWORK

When planning your fundraiser, start by making a list of 
people you know who may be interested in supporting it. 
This may include family, friends, coworkers, schools,  
after-school activities, neighbors, faith communities, and 
others in your community.

If you want someone to buy a product or take part in an 
activity, personally invite them to get involved. If someone 
cannot contribute financially but would like to help, consider 
inviting them to volunteer.

Many businesses are more willing to donate than you 
might expect, especially because their contributions are tax 
deductible. Reach out to your employer or local businesses 
to explore donation or matching opportunities.

MAKE A PERSONALIZED FUNDRAISING PAGE

ALD Connect provides a simple fundraising platform that 
makes it easy to create and share a personalized page.  
You can tell your story, set a goal, and invite others to join 
you, all in one place. The platform handles the logistics 
so you can focus on building momentum and making an 
impact. Our team is happy to help get you started.

SHARE YOUR FUNDRAISER
SOCIAL MEDIA

Social media will be key to promoting your fundraiser. 
Facebook makes fundraising especially easy with its built-in 
fundraising feature.

How to Create a Facebook Fundraiser

1.	 Click “Create Post”

2.	 Select “Raise Money”

3.	 Search for “ALD Connect”

4.	 Write a brief description explaining why  
you are fundraising

5.	 Click “Post”

Whether your event is virtual or in person, creating a 
Facebook event can help manage invitees, share information, 
and provide important details.

Get started with your personalized 
fundraising page by visiting:  
aldconnect.org/get-involved/fundraise

http://aldconnect.org/get-involved/fundraise
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OUTREACH SCRIPTS AND TEMPLATES
PERSONAL CALL SCRIPT

Hi [Name], it’s [Your Name]. How are you?

I wanted to share something I’ve been working on and see if you might be willing to 
help. I’m fundraising for the ALD Connect and have a goal of [amount]. Would you 
consider supporting it?

Do you know anyone else who might be interested in donating?

BUSINESS CALL SCRIPT

Hi, my name is [Name]. I’m a customer and community member, and I’m reaching 
out about a cause that’s important to me.

ALD Connect supports families affected by ALD and helps fund research to improve 
care and treatments. I’m hosting a fundraiser for them and wanted to see if your 
business would consider making a donation.

All contributions are tax deductible, and we can provide a receipt for your records.

Thank you for taking the time to speak with me today.

TEXT MESSAGE EXAMPLES

1.	 Hi [Name], I’m supporting the ALD Connect Breakthrough Research Fund to 
help advance research and improve lives affected by ALD. Any amount you can 
give would mean a lot.

2.	 Hi [Name], I’m organizing a group donation for the ALD Connect Breakthrough 
Research Fund with a goal of [amount]. I’d love your support to help us reach it.

EMAIL TEMPLATE

Subject: Bring hope to families facing ALD

Hi [First Name],

Families affected by adrenoleukodystrophy face uncertainty, fear, and many 
unanswered questions. But there is hope. Hope for earlier detection, better 
treatments, and ultimately, a cure.

I’m supporting ALD Connect, an organization that helps patients, caregivers, and 
families while advancing critical research in genetic diseases. Every donation, no 
matter the size, moves research forward. Right now, every dollar is being matched, 
doubling the impact of your gift.

Thank you for considering joining the ALD Connect community. Together, we can 
turn uncertainty into hope and hope into progress.

Donate here: https://aldconnect.org/donate/

With gratitude, 
[Your Name]

SOCIAL MEDIA CAPTION

ALD Connect supports families in the ALD community and funds research to find 
better treatments. I’m raising money to help support their programs and projects. 
Every donation makes a difference. Can you help me reach my goal?
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TALKING POINTS
Use these talking points when sharing your fundraiser in conversations, emails, social media, or at events.  
You do not need to use all of them. Choose what feels most natural and personal to you.

WHAT IS ALD

Adrenoleukodystrophy, or ALD, is a rare genetic disease 
caused by a mutation in the ABCD1 gene. This mutation 
prevents the body from breaking down very long-chain fatty 
acids, which build up and can damage the brain, spinal cord, 
and adrenal glands. ALD can cause adrenal insufficiency and 
serious neurological symptoms, and its progression varies 
widely from person to person.

WHAT ALD CONNECT DOES

ALD Connect brings together patients, families, clinicians, 
and researchers to improve care and accelerate research. 
Through education, community engagement, and 
collaboration, ALD Connect works to ensure that scientific 
advances translate into better outcomes for people living 
with ALD.

WHY ALD RESEARCH MATTERS

ALD is complex and unpredictable. Research helps identify 
who may develop symptoms, when changes may occur, 
and how treatments can be made safer and more effective. 
Continued research is essential to improve early detection, 
develop better therapies, and ultimately find a cure. 

HOW ARE FUNDS USED

ALD Connect uses funds in accordance with donor intent. 
Fundraisers may direct their gift to “Where It’s Needed Most”, 
allowing ALD Connect to allocate resources strategically,  
or to specific initiatives such as the Breakthrough Research 
Fund, Patient and Family Support Program, or The Grey  
Zone Project.

Some donations, such as Facebook fundraisers,  
cannot be designated.

WHAT THE BREAKTHROUGH RESEARCH  
FUND SUPPORTS

The Breakthrough Research Fund focuses on the research 
areas the ALD community has identified as most critical, 
including earlier diagnosis, understanding disease 
progression, improving therapies, and accelerating discovery. 
Donations directly support research efforts that move the 
field forward.

WHY I AM FUNDRAISING

This is personal. Consider sharing:

•	 Who you know that is affected by ALD

•	 How ALD has impacted your life or your family

•	 Why supporting research and awareness matters to you

Personal stories help others understand why this cause is 
important and inspire them to take action.

HOW DONATIONS MAKE A DIFFERENCE

Every contribution, no matter the size, helps advance 
research, raise awareness, and support progress for 
individuals and families affected by ALD. Fundraising  
is one of the most meaningful ways the community can  
work together to create change.
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FUNDRAISING EVENT IDEAS
These fundraising ideas are meant to be flexible and optional. As many in our community have 
physical disabilities, we encourage you to choose approaches that are accessible, manageable, and 
aligned with your physical and emotional capacity. Fundraising looks different for everyone, and 
every contribution of time, effort, or support matters.

Sell Homemade Goods
Sell baked goods, crafts, artwork, or 
handmade items to your network and 
donate the proceeds to ALD Connect.

Bake Sale
Host a bake sale at a school, 
workplace, community event, or 
farmers market. Ask friends and 
neighbors to donate baked goods  
to increase variety and impact.

Chili Cook-Off
Organize a chili cook-off for your 
community. Participants enter for a 
small fee, have their chili judged, and 
compete for first, second, and third 
place prizes.

Car Wash
Partner with a local business to use 
their space. Recruit volunteers to 
wash cars and encourage donations 
starting at a suggested amount.

Yard Sale
Clear out clutter and support a great 
cause. Host a weekend yard sale and 
clearly note that proceeds benefit ALD 
Connect. Invite neighbors to join and 
donate a portion of their sales.

Movie Night
Host a movie night using a projector 
indoors or outdoors. Charge an entry 
fee and sell snacks or drinks to raise 
additional funds.

Costume Contest or Talent Show
Participants pay an entry fee to 
compete or perform. Judges or 
audience votes add fun, and small 
prizes increase engagement.

Art Show or Auction
Feature artwork from local artists. 
Donate a portion of sales to ALD 
Connect and share information about 
the organization during the event.

Trivia Night
Teams pay a small entry fee to 
compete for prizes. Partner with a 
local business that already hosts trivia 
and donate proceeds from one night.

Holiday Market or Craft Fair
Bring together vendors, artists, and 
food trucks. Vendors donate a portion 
of their proceeds to ALD Connect.

Dress-Down or Casual Day
Partner with a workplace or school  
to allow casual dress in exchange for  
a donation.

Restaurant Giveback Night
Partner with a local restaurant that 
will donate a percentage of sales from 
a designated night to ALD Connect.

Office or Classroom Competition
Departments or classes compete to 
raise the most funds, with a small 
prize or recognition for the winner.

Family Challenge
Set a fun, low-bar challenge such as 
reading goals, crafting goals, or steps 
tracked over time, with participants 
donating to join.

 

Community Dinner
Host a home-cooked or potluck-style 
dinner. Charge per person or per 
family and enlist volunteers to help 
cook, serve, and clean up.

Book Sale
Collect gently used books and 
sell them at a school, library, or 
community center. Promote the 
event through social media and local 
networks.

Fitness Class Fundraiser
Partner with a local instructor or gym 
to host a special class such as yoga. 
Participants donate to attend.

5K Walk, Run, Bike Ride, or Hike
Organize an event for friends, family, 
and neighbors. Invite participants 
to donate, form teams, and raise 
awareness. 

Sports Tournament
Host a pickleball, softball, soccer, or 
basketball tournament. Teams create 
fun names, pay an entry fee, and 
compete at a local park.

In-Lieu-of Gift Donations
For weddings, birthdays, funerals, or 
baby showers, ask friends and family 
to donate to ALD Connect instead of 
giving gifts.

ALD CONNECT | FUNDRAISING TOOLKIT
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GENERAL TIPS
SHARE YOUR STORY

People are more likely to donate when 
they hear how an organization has affected 
someone’s life. By sharing your personal 
connection to ALD Connect, you can inspire 
others to give and help create real impact.

DO NOT BE AFRAID  
TO ASK FOR HELP

Asking for support can feel uncomfortable, 
but many people want to help and just 
need to be invited. Be clear about your goal, 
why it matters to you, and how others can 
participate. You may be surprised by how 
willing people are to support your efforts.

GET CREATIVE

How you fundraise is entirely up to you. 
Use your talents, interests, and creativity 
to design an event or activity that feels 
authentic and engaging to your community.

POLICIES AND GUIDELINES
•	 Donations must be made online at  

aldconnect.org/donate or by check.

•	 Cash donations are not accepted.

•	 All donations are nonrefundable.

•	 Donations are tax deductible to the extent permitted 
by law. ALD Connect will provide donation receipts for 
eligible contributions.

•	 Organizers are responsible for any fees or expenses 
associated with their fundraiser.

•	 Fundraisers under the age of 18 must have written 
consent from a parent or legal guardian.

•	 Photo and video consent is required for any  
images used on the ALD Connect website or in  
ALD Connect materials.

•	 Use of the ALD Connect logo requires prior written 
authorization. Please email info@aldconnect.org with 
details about how the logo will be used.

•	 Fundraisers are not authorized representatives of 
ALD Connect and may not make financial, medical, or 
programmatic claims on behalf of ALD Connect.

•	 Individuals who organize personal or community 
fundraisers do so independently and at their own risk. 
ALD Connect does not assume responsibility or liability 
for the planning, promotion, safety, permits, insurance, 
financial management, or outcomes of these activities.

•	 Fundraisers are responsible for ensuring their activities 
comply with all applicable local laws, regulations, venue 
requirements, and insurance obligations.

•	 ALD Connect reserves the right to decline, restrict, 
or discontinue any fundraiser that designates ALD 
Connect as the beneficiary if it does not align with the 
organization’s mission, values, or policies.

SAY THANK YOU  
AND SHARE UPDATES

Thanking donors is one of the most important 
steps in fundraising. Let supporters know 
whether you reached your goal and how their 
generosity made a difference. Handwritten 
notes, emails, texts, and social posts are all 
meaningful ways to express gratitude.

QUESTIONS OR COMMENTS?

Visit ALDConnect.org or email us at info@aldconnect.org

http://aldconnect.org/donate
mailto:info%40aldconnect.org?subject=
http://ALDConnect.org
mailto:info%40aldconnect.org?subject=

