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How am I helping the Barth Syndrome Foundation?
Thank you for your interest in raising funds to support the Barth Syndrome Foundation (BSF). Our success depends on 
the initiative of supporters like YOU. Each dollar that you raise will help BSF in the development of possible treatments, 
as well as provide vital information to our community. We are grateful for your desire to help and look forward to 
working with you to bring closer the day when people will no longer suffer from this terrible disorder.

What does the Barth Syndrome Foundation do with the donations we receive?
Science & Research - Since January 2002, we have been actively funding approved research into Barth syndrome. 
Grants have been provided to investigators around the world in various fields relevant to Barth syndrome.

Family Services - BSF Family Services provides a caring community that will offer each Barth family information, 
guidance, and emotional support. 

Education - Our biennial International Scientific, Medical and Family Conference brings together a large number of 
families, affected individuals, scientists and clinicians working with those affected by Barth syndrome.

Awareness - We work continuously to raise public awareness and generate additional support among individuals, 
community organizations, and the medical community. Up-to-date information on Barth syndrome - from medical 
issues to daily living issues - is available online. We also provide print publications and video coverage of our 
conferences.

How will this toolkit help me?
Feel free to use a few of our ideas and suggestions or all of them – whatever works best for you and your event! You 
may want to start with something simple and easy-to-plan, but our hope is that this toolkit will help you, however 
ambitious you feel.

Whether you’ve hosted fundraising events in the past or are new to fundraising, the toolkit is designed to help you 
effectively raise money and awareness for BSF.  Its aim is to make planning your fundraiser as easy as possible. From 
creating a timeline and a budget, to organizing and publicizing your event, it is a complete planning guide that will 
allow anyone to become a successful fundraiser for BSF. 

Overview
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Thinking of hosting a fundraiser to raise money for the  
Barth Syndrome Foundation? The possibilities are endless!  
Once you email us the details of your fundraiser, at  
bsfinfo@barthsyndrome.org, BSF is here to help you.

Here’s what we can provide to help make your fundraiser a success:
	 •	� Consultation on fundraisers and events – we can help you brainstorm ideas and put you in touch with anyone 

who may have already organized an event like the one you’re planning
	 •	 Approved use of our logo, when appropriate
	 •	 BSF branded literature and wristbands
	 •	 A letter of authorization to validate the authenticity of the event and its organizers
	 •	 Tax ID number for donation purposes only
	 •	 Help with writing letters, emails, press releases, and other promotional material
	 •	 Your own personalized fundraising page: barthsyndrome.org/donate/events
	 •	 Regular reports of the donors who give to BSF through your fundraising efforts

Services we are unable to provide:
	 •	 Our sales tax exemption number
	 •	 Insurance or liability coverage
	 •	 Mailing list of donors and/or vendors
	 •	 Barth Syndrome Foundation stationery
	 •	 Funding or reimbursement of your expenses
	 •	 Celebrities or professional athletes for your event
	 •	 Publicity (e.g. newspaper, radio, television)
	 •	 Guaranteed attendance of BSF staff

Let’s Get 
Started!
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Deciding to host a community fundraiser for the  
Barth Syndrome Foundation is a huge accomplishment  
in itself – thank you! Here are 10 suggested steps to  
help you get started:

1.	� Form a planning committee. Depending on the size of your event, bringing together a group of enthusiastic 
and dedicated people who share an interest in raising money for a great cause will increase the probability of a 
successful event. This could just be you and a few friends.

2.	� Brainstorm. Gather members of your planning committee, or just family and friends, to brainstorm ideas for your 
fundraiser. Give free rein to your imagination – several heads are better than one!

3.	� Choose the “right” event. The type of event you choose should fit the size, interests, talents, goals, and time 
availability of everyone involved.

4.	� Identify your audience. Consider who is most likely to attend and support the type of event you have selected.

5.	� Develop a budget. Try to identify expenses and possible sources of funds, including securing in-kind products 
and services. This will help keep your costs down, which is something everyone will appreciate.

6.	� Develop an event timeline. A timeline is important in planning for your event.

7.	� Schedule the event. Select a time that is appropriate and convenient for those who will be attending. Be sure to 
check local community calendars for conflicting events.

8.	� Let BSF know. Let us know about your event. We can then publish your event on our website and give you a 
unique url to share with your donors/attendees.

9.	� Collect all funds. We ask that all funds be forwarded to the Barth Syndrome Foundation within 30 days following 
the event. Address:  PO Box 419264, Boston, MA 02241-9264

10.	� Say thank you! Sending thank you letters, notes, emails, or best of all, a personal phone call, to everyone who 
participated in or supported your event shows your appreciation and reinforces their goodwill in supporting BSF.  
BSF will also send an acknowledgement letter to all donors.

Let the 
Planning 

Begin
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Fundraising 
Ideas

What activities do you enjoy? Whether it’s cooking, crafting, 
or exercising, simply add a fundraising component to it.  
It’s the perfect way to give back to a great cause while doing  
something you love.

Ideas to get you started
There are so many simple ways to make a big difference to boys and men affected by Barth syndrome. Here are some 
ways you and your friends can make an impact:

	
			 

If you’re feeling a bit more ambitious
Why not open up your fundraising efforts to a larger crowd? Organize a fun event with a truly meaningful mission. 
Here are some great ways to engage friends, neighborhood residents, co-workers, and more:

•	 Office Jeans Day
•	 Pie Smash
•	 Potluck
•	 Game Night
•	 Cook Off

•	 Bike-A-Thon
•	 Variety Show
•	 Car Show
•	 Luncheon
•	 Garage Sale
•	 Holiday Gatherings
•	 Fun Run
•	 Read-A-Thon
•	 Flea Market

•	 Fashion Show
•	 Auction	
•	 Music Concert	
•	 Scavenger Hunt
•	 Walk-A-Thon
•	 Talent Competition
•	 School Fundraiser
•	 Super Bowl Party
•	 Sports Tournament

•	 Boat Racing
•	 Church Fundraiser
•	 Golf Outing
•	 Black-Tie Event
•	 Dance-A-Thon
•	 Dine Out for a Cause
•	 Restaurant or Retail Promotion
•	 Toy Drive with Monetary Donation

•	 Bake Sale
•	 Craft Sales
•	 Wishing Well
•	 Trivia
•	 Car Wash

•	 Coin Drive
•	 Movie Night	
•	 Lemonade Stand
•	 Picture with Santa, Easter Bunny, etc.
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These tips and tools will help maximize publicity of  
your event at very little cost. Apply some, or all of them,  
depending on the size of your event.

Create a timeline to maximize publicity
A timeline is important in planning a publicity strategy for your event. Keep this timeline in mind as you put together a 
publicity plan:

3-4 months before the event
Identify your target audience based on age-group, interests, and location, develop a targeted media list. Let BSF know 
about your fundraiser. 

4-6 weeks before the event
Distribute media materials (i.e. posters in your neighborhood, a media alert, Facebook posts, emails etc.). 

2 weeks before the event
Make follow-up calls and send emails to media who received the information from you.

1-2 days before the event
Email and/or fax a media alert with the basic information about your event (who, what, when, where, and why) to the 
TV news assignment desks and daily newspapers.

Suggested language
The following is a simple description of Barth syndrome, which you can use in your communications:

Barth syndrome is a life-threatening, rare inherited disease that affects boys. Its multiple, debilitating symptoms 
include an enlarged but weakened heart, muscle under-development, a vulnerable immune system, and growth delay. 
For the nearly 200 diagnosed boys and men worldwide living with Barth syndrome, pain and extreme fatigue are a 
daily fact of life, along with the risk of serious medical emergencies.

Publicizing 
Your Event
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Social Media
Whether you’re promoting your event or celebrating its success, social media can play an important role in your 
fundraising. Remember these tips when spreading the word through your social media accounts.
	 •	� Tell your friends and followers why you have created this event. Be specific about event details, your goal, and 

the difference it makes for BSF.
	 •	 Be sure to include a link to your fundraising page, if applicable.
	 •	 Post consistently! Share updates before, during, and after your event.
	 •	 Tag us in your photos on Facebook and Twitter (@barthsyndrome)

Create Lasting Memories
Photos are a great way to document your event, whether for publicity or simply to share with family and friends. Here 
are some tips on capturing special moments at your fundraiser:
	 •	 Write out a photo wish list in advance to make sure you get photos of everything and everyone you want.
	 •	 Take candid and close-up shots that capture the different aspects of your fundraiser.
	 •	 Include kids in the photos, if applicable. It’s essential to always ask permission from a parent or guardian first.
	 •	 Take pictures of your corporate sponsors, if applicable.
	 •	 Photos with 1-3 people only are the best for publicity.
	 •	 Post the photos to your social media accounts that are the most appropriate for the event.
	 •	 Use these photos as a way to thank your supporters.
	 •	� After the event, please email the best 3-5 photos to bsfinfo@barthsyndrome.org, with the names of the  

people featured.

A Picture 
is Worth a 
Thousand 

Words
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The proceeds from your fundraiser will leave a lasting  
impact on the boys and men affected by Barth syndrome,  
and their families. Thank you for your support!  
After your fundraiser, all you need to do is:

Send in your donation/proceeds
	 •	 Checks should be made out to Barth Syndrome Foundation, and mailed to:
		  Barth Syndrome Foundation
		  PO Box 419264
		  Boston, MA 02241-9264
	 •	� Please do not mail cash. Instead, get your local bank to convert the cash into a check, made out to Barth 

Syndrome Foundation, and mail it to the address above.
	 •	� Include a short note explaining your fundraiser.

Send a list of those who donated
	 •	� We would love to thank your donors ourselves and keep them in the loop about all the work their donation  

will support.
	 •	� Email the list to bsfinfo@barthsyndrome.org 

Send some photos from the event
	 •	� Email the best 3-5 photos from your event to bsfinfo@barthsyndrome.org

Say thank you!
	 •	� Sending thank you letters, notes, emails,  

or make a phone call, to everyone who  
participated in or supported your event shows  
your appreciation and reinforces their goodwill  
in supporting BSF.

Start thinking of your next fundraiser
	 •	� The best time to think of a new idea is right  

after the event or fundraiser. Think of what  
parts went well and what could be changed  
to make the next one even more successful.

It’s a 
Wrap!
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FAQs
Frequently Asked 

Questions

Can I use the Barth Syndrome Foundation’s tax exemption number?
Because the Barth Syndrome Foundation is not hosting your event, it is considered a third-party event.  
For this reason, you will not be able to use the Foundation’s IRS 501(c)(3) charitable classification, federal tax ID 
number or tax-exempt certificate. However, you may use the tax ID number for donation purposes only.  
Please email bsfinfo@barthsyndrome.org.

Can you help me get a permit for my event?
The organization and execution of the event is the responsibility of its event organizer. You must obtain all necessary 
permits or licenses.

Who will provide insurance for my event?
The Barth Syndrome Foundation cannot provide insurance for third-party events. The event organizer is responsible for 
obtaining insurance for the event, if needed.

What can I give people who made donations for tax purposes?
Barth Syndrome Foundation third-party event organizers cannot use the Barth Syndrome Foundation’s tax exemption 
status in conjunction with the event. However, the Barth Syndrome Foundation can provide an authorization letter 
confirming the organizer’s intent to raise funds for BSF. In addition, we will send an acknowledgement letter.

Will each of my donors get a receipt?
If you provide name and address, or email address, for donors or sponsors, the Barth Syndrome Foundation will send 
them a personal thank you from the Foundation, which will serve as a receipt.

Can someone from the Barth Syndrome Foundation attend or help me plan  
our event?
Because of the large number of events and the small number of staff, staff members are generally unable to attend and 
plan third-party events. We are happy to provide guidance for your event, but we do not have the staff to handle the 
organizational and administrative tasks associated with third-party events.
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A “Third-Party Event” is defined as any fundraising activity 
conducted by a group or individual that is not employed by 
BSF, where BSF has no fiduciary responsibility and little or 
no staff involvement in its execution. These policies pertain 
to all events or activities benefiting BSF that are organized 
and executed by third parties.

Organizer Responsibilities
	 •	� All expenses are the responsibility of the event organizer. BSF is not responsible for any expenses incurred for a 

third-party fundraising activity, and will not advance funds or reimburse expenses unless approved in advance 
by the Board of Directors. We recommend finding event sponsors or charging a registration fee to help cover 
expenses. You may not purchase goods or services under BSF’s name, and BSF’s sales tax-exemption (on 
purchase) cannot be extended to any third-party event of fundraising effort.

	 •	� The event organizer is responsible for the planning and execution of the event including safety precautions and 
adherence to applicable laws. As the beneficiary of a fundraising event, BSF does not accept or assume any 
liability associated with the event, including, but not limited to, any injuries sustained by event volunteers or 
participants during the event. The event organizer will indemnify, defend, and hold harmless BSF, its directors, 
officers, and employees from any and all claims that may arise out of or relate to such event.

	 •	� The event organizer is responsible for obtaining all applicable permits or licenses, including, but not limited to, 
alcohol, solicitation, and sales tax licenses.

Promotion and Publicity
	 •	� All third-party events must be publicized and conducted in a manner that makes it clear that BSF is the 

beneficiary, not the sponsor or host of the event.
	 •	� Promotional materials must clearly state that the event is raising funds that will benefit BSF (e.g. “proceeds 

benefit Barth Syndrome Foundation”)
	 •	� Event names may not incorporate the name of BSF, as in “The BSF Walk-a-thon.” BSF’s name may be used in 

a second clause identifying the relationship of the event with the Foundation, such as “John Doe Walk-a-thon, 
benefitting BSF.”

	 •	� All event materials that include BSF’s logo, including, but not limited to, advertising, press releases, posters, 
flyers, t-shirts, and public service announcements, must be reviewed and approved prior to distribution.

Financial Policies
	 •	� The event organizer may not keep any portion of the proceeds (beyond real expenses) as profit or 

compensation.
	 •	 The event organizer may not set up a temporary bank account in BSF’s name, as this is illegal.
	 •	� Donors must be informed that the tax deductible amount of a donation is only the amount that is over and 

above the value of any goods or serviced received in exchange for the donation. For example, if a participant 
pays $200 to participate in a golf outing, and the value of the outing is $50, the donation amount is $150. If a 
donor pays less than the value of an item, then they will not receive a tax deduction.

	 •	� If goods are sold to raise money as part of a fundraising event, it must be made clear to the event participants 
what percentage of the sale price benefits BSF.

Fundraiser 
Guidelines


