
 
        

 

PARTICIPATION MATTERS  

A guide to effectively raise money and awareness for PPMD  

 



 

Dear PPMD family, friend and supporter:  

On behalf of everyone at Parent Project Muscular Dystrophy (PPMD), I would like to 

extend our sincere thanks for your interest in helping us boost our awareness and 

fundraising efforts. Whether you have already hosted your own fundraiser or are new to 

the PPMD community, your active participation means the world to us.  

We’ve compiled Participation Matters because it’s critical for all of us to work together 

and within a well-defined set of guidelines. We ask that you carefully review this 

information (and keep it handy!) as it contains important legal procedures that are 

necessary to follow when raising money on behalf of PPMD. While we value the 

wonderful creativity and initiative of our volunteers, our growing organization also needs 

to ensure that we effectively follow the stringent tax codes established by the IRS with 

regard to nonprofit fundraising activities.  

So once again, thank you. Your participation and your leadership is invaluable to us. 

Leaders are ordinary people with extraordinary determination. It is because of leaders 

like you – people who donate their time and money to our cause – that we are able to 

fund promising research, advocate for government funding and legislation, and offer the 

latest care information for everyone with Duchenne and their families.  

Together, we can continue to make a difference.  

Together, we can raise awareness more than ever before.  

Together, we can raise money, which funds critical research to end Duchenne. 

 

  Ryan Fischer  
  Director of Community Outreach & Advocacy 

 



 

 

Planning an event for PPMD? 

Use a COMPASS... 

 
Contact | Organize| Materials | Press | Accounting| Submit| Send Thank You's  

The following guidelines will help to ensure that your event is a huge success. It will also 
answer questions you may have about running an event for PPMD.  After your initial 
brainstorming phase, here is how you get started with putting together your event.  

Contact: 

First things first, tell PPMD about your event! 
 
Why is this necessary? Parent Project Muscular Dystrophy has an obligation to assure both its 
Board of Directors and the Federal Government that its activities are compliant with those 
required of all 501(c)(3) nonprofit organizations. Even as a volunteer, the work you do on our 
behalf “counts.” By providing PPMD with this information in advance, we will be able to better 
assist you as you begin planning your event. If have trouble deciding what type of event to 
host, give us a call. We will do our best to offer suggestions. Choose the type of event that best 
reflects your personality, is rewarding for you, and one that you have the time and the 

  resources to manage.  

C.
O.
M.
P. 
A. 
S. 
S.  

This section is designed to help you navigate your way as 

you are planning, executing, and wrapping up your 

fundraiser. Project Project Muscular Dystrophy (PPMD) has 

streamlined this process as much as possible to ensure you 

receive proper support from us and have a smooth, 

successful event from beginning to end.  

Parent Project Muscular Dystrophy is a tax-exempt 501(c)(3) 

organization. This nonprofit status is crucial to our ability to 

work toward our mission; it must be held in the highest 

regard. You can help by following PPMD’s C.O.M.P.A.S.S. 

event guidelines below:  

YO
U 

CA
N 

DO 
IT! 

PPMD’s Media Relations Roadmap  
Hosting a Parent Project Muscular Dystrophy (PPMD) 

fundraising event in your community, is a terrific opportunity 

to garner media attention. The effective use of free media 

opportunities gives you the chance to raise awareness about 

Duchenne muscular dystrophy (DMD) among your 

community and to call attention to the importance of raising 

funds for research.  

You don’t have to be a seasoned public relations professional or publicist to capture the attention of editors 

and reporters. However, you have a better chance of getting your event “covered” by many with some proven 

methods of generating media interest. It often takes lots of friendly follow up and persistence to break through 

the clutter in a newsroom. Your biggest strength is your passion and enthusiasm for — and accurate knowledge 

of — the importance of raising DMD research dollars.  

Tools to help you get press:  

To make it easier for you, Parent Project Muscular Dystrophy has put together some tips on how best to catch 

an editor’s ear and communicate messages about PPMD and DMD. On the following pages, you’ll find:  

•  tips for pitching the media  
•  key talking points on PPMD and DMD  
• a “Swiss cheese” pitch letter and press release (you fill in the blanks!)  
•  general interview tips  

Confidentiality and Sensitivity Issues  

http://www.parentprojectmd.org/site/PageServer?pagename=ending_support_COMPASS#Contact
http://www.parentprojectmd.org/site/PageServer?pagename=ending_support_COMPASS#org
http://www.parentprojectmd.org/site/PageServer?pagename=ending_support_COMPASS#Materials
http://www.parentprojectmd.org/site/PageServer?pagename=ending_support_COMPASS#Press
http://www.parentprojectmd.org/site/PageServer?pagename=ending_support_COMPASS#Account
http://www.parentprojectmd.org/site/PageServer?pagename=ending_support_COMPASS#submit
http://www.parentprojectmd.org/site/PageServer?pagename=ending_support_COMPASS#Send


 

Please contact Ryan Fischer, PPMD’s Outreach Director, at (201) 944-9985 or 
ryan@parentprojectmd.org to discuss the fundraising event you have in mind. We will add your 
event to our calendar. And, later in this guide you’ll learn more about all the online options 
available to you.  
 
To start, we will need to know:  
 
Name of your event 
What kind of event it is (auction, dinner, golf tournament, etc.) 
Location (City, State)  
Contact name and phone number 
 
***Web Option Available for Your Events: PPMD will post your event on the PPMD event 
Calendar; you have the ability to customize the page to your liking. Think of it as a blank slate. 
Contact PPMD for more information.  

  

Organize  

As mentioned before, Parent Project Muscular Dystrophy strongly encourages you, the event leader, to 
organize an event committee. Don't overwhelm yourself by trying to put on the entire event alone.  
 
Why this is necessary: Events can be overwhelming. Form a committee, or team, to help you plan, 
coordinate, and execute your event. PPMD often works with families who try to organize their event 
alone. It is not to say that this can’t be done, but it certainly adds a lot of pressure on that one person, 
or one family, to do everything. We suggest gathering a group of family and friends that you can trust 
and depend on (for deadlines, assistance, honesty, etc.). Sharing responsibilities also makes everyone 
more invested in the success — and fun — of the event! Once you have determined who will be on 
your event committee, organize a kickoff meeting to review the timeline and assign some team 
leaders. By making these decisions early, you help give everyone involved an idea of what you expect 
from their participation. It will also give you a great guide as you move forward with your event.  
 
Q: Who should I ask to join my event committee?  
 
A: Ideally, you should try to organize your committee with reliable "go getter" type people.  It takes a 
certain type of fearless person who is committed to the cause to solicit auction items, sponsorships, 
and donations. This is also a great opportunity to involve those family members and friends who 
always ask, “What can I do to help?”. By inviting them to be on your event committee and by assigning 
them tasks, you empower them to create change in the Duchenne community. You can also look for 
people based on certain strengths (i.e.: a friend who works for the local paper to be your press person). 

Materials 

Parent Project Muscular Dystrophy offers PPMD-produced materials to support your event.  
Our materials range from brochures and fact sheets to balloons, flyers, and an overview video. We are 
very happy to discuss the materials we have available and which may be the best fit for your event.  
 
Q: Is there a charge for using PPMD’s materials at my event?  

mailto:ryan@parentprojectmd.org


 

A: No, we offer event materials free of charge to help you promote PPMD’s mission and to help raise 
awareness for Duchenne. Our only request is that you return any unused items to PPMD’s 
development office in New Jersey. This helps us maintain a healthy supply of materials and reduce the 
cost to produce them. 

Press and Publicity 

A friendly reminder:  Always use the entire name of our organization: “Parent Project Muscular 
Dystrophy”. Many people mistakenly refer to us as “The Parent Project,” which is the name of a 
different nonprofit organization.  

Why this is necessary: As a growing nonprofit organization, it is increasingly important for Parent 
Project Muscular Dystrophy to maintain a strong identity. It is also in the best interest of the Duchenne 
muscular dystrophy community to use a consistent, clear voice in all communications.  “The Parent 
Project,” is actually the name of another nonprofit organization (one that works with difficult and 
abusive teenagers). When you write or say “The Parent Project,” you are actually raising awareness for 
an entirely different organization and an entirely different cause. Before sending out any 
correspondence including event invitations or letters please double-check with Parent Project 
Muscular Dystrophy to be sure you’re using the correct name. After you write out “Parent Project 
Muscular Dystrophy” once, you may abbreviate it to “PPMD” thereafter. We need to approve these 
materials and will offer suggestions, if any. PPMD also offers templates for printed event materials. 
We’re happy to share the templates that other PPMD fundraisers have used successfully in the past. 
See our section on "Generating Press" to learn more about how to contact local newspapers, radio 
stations, and other affiliates. Contact our Communications Director, Will Nolan 
(will@parentprojectmd.org), if you have any questions.  
 
Q: Can I use PPMD letterhead for our solicitation letters?  

A: PPMD actually has special event stationary for you to use. Please contact the New Jersey office to 
request the stationary.  

Accounting 

All fundraising events carried out under the Parent Project Muscular Dystrophy name and logo must 
adhere to generally accepted accounting procedures (GAAP) for nonprofits.  

Why this is necessary: As we mentioned earlier, Parent Project Muscular Dystrophy has a legal 
responsibility to accurately report its income using generally accepted accounting practices (GAAP) for 
nonprofits. Please follow the guidelines listed below to help us keep track of proceeds from your event.  
 
How to accept donations by check  

Please ensure that all checks and donations are made out to: “Parent Project Muscular Dystrophy” or 
“PPMD.” Make photocopies of all checks and event-related correspondence. When you collect 
donations and in-kind items for you event, please make photocopies of checks and correspondence for 
your records and ours. Keeping copies will provide a cross-reference, if there are any problems, and 
will also provide you with a list from which to write personal thank-you notes. Clearly print your event 
name on each check. As you collect the donation checks, clearly print your event or family name on 
each one. For example, “The Smith Family Golf Tournament for DMD” or “Donations made in honor of 
The Smith Family.”  

mailto:will@parentprojectmd.org),


 

Please bundle your donations together and mail them to PPMD’s development office.  

How to take credit card donations  
 
PPMD can also provide you with Credit Card Information forms that will allow you to take credit card 
donations at your event. We do not send actual credit card processing machines. We send a simple, 
short, fill-in- the-blanks form. The information you collect is necessary for PPMD to properly receipt the 
donor.  
 
What to do with cash donations  
 
If you receive cash donations, please go to your local bank and get a bank check (issued to Parent 
Project Muscular Dystrophy), or a money order for the total cash amount. Then, mail it to the PPMD 
development office in New Jersey.  
 
Fundraising Online for your Event 
 
You have the option of creating your very own fundraising page specifically for your event! It's an easy 
way to track donations and send thank you's to those who cannot attend. Contact Ryan Fischer 
(ryan@parentprojectmd.org) to find out more. 
 
Q: Can I open a bank account, deposit all the donation checks there, then cut a big check to PPMD?  

A: No, this does not adhere to generally accepted accounting practices (GAAP) for nonprofits. If you 
deposit a check made out to PPMD into your bank account, this is considered “co-mingling” funds. 
Secondly, if your donors make a check payable to you, then they haven’t made a “donation” to 
PPMD; therefore we cannot provide them with a receipt acknowledging their gift and giving them 
the opportunity to deduct it from their taxes. Lastly, to open a bank account under the 
organization’s name is illegal. 

Submit 

Please mail donations, donor information, and any additional event correspondence to Parent Project 
Muscular Dystrophy’s development office within 30 days after your event. Our address is 158 Linwood 
Plaza, Suite 220, Fort Lee, New Jersey, 07024.  

Only send donations in the form of checks, credit card information, bank check, or money order. 

If someone gives you cash, please send us person’s name, address, donation amount, and event name. 
This way we can properly receipt them. 

If you ask your donors to mail their contribution directly to the PPMD office, please ask them to write 
your family’s name or your event’s name somewhere on the check.  
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Why this is necessary:  

The donor’s information is entered into PPMD’s database with a note that they made a contribution 
via your fundraiser. Again, please ensure that each check clearly indicates your event’s or your family’s 
name. Doing this helps us appropriately categorize donations in our database. In turn, we’re able to 
generate accurate fundraising reports and donor receipts in a timely manner. The donor’s information 
is not shared with any other individuals, organizations, or corporations. Individuals in our database 
may receive information directly from PPMD in the future, including (but not limited to) information 
they have requested or information about other PPMD events and activities in their area. 

Expense Reimbursement Forms  

Parent Project Muscular Dystrophy recognizes that hosting an event often incurs associated costs. It is 
our policy to deposit funds into a fundraising account under your event name as soon as we receive 
them. Once there are funds deposited on your behalf, PPMD is happy to reimburse you for event-
related expenses. All expenses must be reported on PPMD’s expense reimbursement form and 
submitted with corresponding receipts. For more information on expense reimbursement, please 
contact Ryan Fischer at 201-944-9985. All events must keep fundraising costs under 30% of the gross 
proceeds, as outlined by PPMD’s fundraising policies. By adhering to these strict fundraising 
percentages, PPMD maintains excellent percentages in our reporting, which helps us secure 
government, foundation, and corporate giving. 

Send “THANK YOU” Notes 

Parent Project Muscular Dystrophy believes in the importance of donor integrity and is committed to 
acknowledging the generosity of all PPMD donors.  

Why this is necessary:  

All tax receipts must be issued from the Parent Project Muscular Dystrophy corporate office in order to 
comply with Federal Law. However, we also encourage you, the fundraising host, to send a personal 
“thank you.” In your note, you may want to include a sentence that states, “Keep an eye out for your 
official tax receipt in the mail from Parent Project Muscular Dystrophy.”  
 
Q: How soon will donors receive their “thank you” letter and tax receipt from PPMD?  

A: Once donations are received in the PPMD’s development office, we input each check and issue 
“thank you” letters and tax receipts. This process usually takes anywhere from 2-4 weeks, depending 
on the time of year and volume of donations. 

Parent Project Muscular Dystrophy is sensitive to the fact that discussing DMD can bring up sensitive  

issues for you and your family. We understand if there are parts of these press materials that you  

would like to edit in order to keep you and your family comfortable. Talking about DMD can be  

difficult, but we also encourage you to ‘go for it’ because of how hugely important it is to bring this  

disorder to the forefront.  

Research: know your local reporters and their beats  

As with any form of communications, know your audience. Before you send a pitch letter, press 

release or pick up the phone, compile an accurate media list. Find the names of editors and reporters 

who report on related topics, such as community-, health- or science-related topics. In other words, 

find out their beat. And you can often find their contact information (phone, fax, email) and instructions 

for submitting a story idea online or in a hard copy of the publication.  

Here are some reporters most likely to cover your story: Daily newspapers – 

Features Editor, Calendar Editor, Health Reporter, Metro Desk Weekly 

newspapers – Features Editor, Calendar Editor, Health Reporter, Metro Desk 

Television stations – Assignment Desk, News Desk or Health Reporter Radio 

news stations – News Desk  



 

PPMD’s Media Relations Roadmap  

Hosting a Parent Project Muscular Dystrophy (PPMD) fundraising 

event in your community is a terrific opportunity to garner media 

attention. The effective use of free media opportunities gives you 

the chance to raise awareness about Duchenne muscular dystrophy 

(Duchenne) among your community and to call attention to the 

impor-tance of raising funds for research.  

You don’t have to be a seasoned public relations professional or publicist to capture the attention of 

editors and reporters. However, you have a better chance of getting your event “covered” by local media 

with some proven methods of generating media interest. It often takes lots of friendly follow up and 

persistence to break through the clutter in a newsroom. Your biggest strength is your passion and 

enthusiasm for — and accurate knowledge of — the importance of raising Duchenne research dollars.  

And, of course, telling your family’s story.  

Tools to help you get press:  

To make it easier for you, Parent Project Muscular Dystrophy has put together some tips on how best to 

catch an editor’s ear and communicate messages about PPMD and Duchenne. On the following pages, 

you’ll find:  

 Tips for pitching the media  

 Key talking points on PPMD and Duchenne  

 A “swiss cheese” pitch letter and press release (you fill in the blanks!)  

 General interview tips  

Confidentiality and Sensitivity Issues  

Parent Project Muscular Dystrophy is sensitive to the fact that discussing Duchenne can bring up sensitive 

issues for you and your family. We understand if there are parts of these press materials that you would 

like to edit in order to keep you and your family comfortable. Talking about Duchenne can be difficult, but 

we also encourage you to ‘go for it’ because of how hugely important it is to bring this disorder to the 

forefront.  

Research: know your local reporters and their beats  

As with any form of communications, know your audience. Before you send a pitch letter, press release, or 

pick up the phone, compile an accurate media list. Find the names of editors and reporters who report on 

related topics, such as community-, health- or science-related topics. In other words, find out their beat. 

And you can often find their contact information (phone, fax, email) and instructions for submitting a story 

idea online or in a hard copy of the publication.  

Here are some reporters most likely to cover your story:  

 Daily newspapers – Features Editor, Calendar Editor, Health Reporter, Metro Desk  

 Weekly newspapers – Features Editor, Calendar Editor, Health Reporter, Metro Desk  
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Parent Project Muscular Dystrophy is sensitive to the fact that discussing DMD can bring up sensitive  

issues for you and your family. We understand if there are parts of these press materials that you  

would like to edit in order to keep you and your family comfortable. Talking about DMD can be  

difficult, but we also encourage you to ‘go for it’ because of how hugely important it is to bring this  

disorder to the forefront.  

Research: know your local reporters and their beats  

As with any form of communications, know your audience. Before you send a pitch letter, press release or pick 

up the phone, compile an accurate media list. Find the names of editors and reporters who report on related 

topics, such as community-, health- or science-related topics. In other words, find out their beat. And you can 

often find their contact information (phone, fax, email) and instructions for submitting a story idea online or in 

a hard copy of the publication.  

Here are some reporters most likely to cover your story: Daily newspapers – Features 

Editor, Calendar Editor, Health Reporter, Metro Desk Weekly newspapers – Features 

Editor, Calendar Editor, Health Reporter, Metro Desk Television stations – Assignment 

Desk, News Desk or Health Reporter Radio news stations – News Desk  



 
      Television stations – Assignment Desk, News Desk, or Health Reporter 

 Radio news stations – News Desk  

 

 
 

 
 

 
 

 
 

 
 

 

 
 

Pitch: tell your story  

A “pitch” is used to make an editor or a reporter sit up and take interest in your story. It can take the form 

of a one-page letter (see appendix) or a phone call. The two most important things to remember: keep it 

brief (it’s a teaser) and give them a compelling reason why they should cover your story. For instance, 

why would your event or your personal story be of interest to their readers? Why are you hosting a 

fundraising event? At the end of the letter or conversation, offer to send them more information in the 

form of a press release (see appendix).  

Tips for talking about PPMD & Duchenne  

With its complex nature and extensive scientific terminology, Duchenne muscular dystrophy can be 

difficult to fully comprehend. We’ve compiled our recommendations below to help you better 

communicate about Duchenne with reporters, event attendees, and other parents.  

When you talk about DMD to a reporter, here are few things to keep in mind:  

Be prepared.  

• Know the five “Ws” of your event: who, what, when, where, why (and how).  
• Be familiar with a publication and its audience.  
• Have PPMD’s mission statement and key messages with you for reference. (see 
page 8)  

Be truthful and direct.  

• Make your key points as simply and as often as possible.  
• Have engaging examples or anecdotes to back up your key points. Tell your personal story.  
• If you don’t the answer to a reporter’s question, admit it and offer to get the information 
for the reporter as soon as possible. (Be sure to follow up!)  

Be confident and relaxed.  
• You are the expert.  
• A successful interview is often a conversation, not an 
inquisition.  

Be sure you understand the question before you answer.  
• If you’re not sure what the reporter is asking, say so.  
• It’s OK to ask a reporter to back up or rephrase a 
question.  

Parent Project Muscular Dystrophy (PPMD) is a national nonprofit organization founded in 1994 by 

parents of children with Duchenne muscular dystrophy. Duchenne muscular dystrophy is the most 

common lethal genetic disorder diagnosed during early childhood, affecting approximately 1 out of 

every 3,500 boys and 20,000 babies born each year. The organization’s mission is to improve the 

treatment, quality of life and long-term outlook for all individuals affected by Duchenne muscular 

dystrophy through research, advocacy, education, and compassion. PPMD is the largest grassroots 

organization in the U.S. entirely focused on Duchenne muscular dystrophy. It is headquartered in 

Middletown, Ohio with offices in Fort Lee, New Jersey.  

Words like ‘normal’, ‘fulfilled’, and ‘productive’ should be used carefully so the sentence does not 

imply that those affected by Duchenne aren’t ‘normal’, ‘fulfilled’, or ‘productive’.  

Be aware of saying things “off the record”  

• It doesn’t exist; what you say can be quoted.  

 Duchenne is a progressive muscle disorder that causes loss of muscle function and 
independence. To date, there is no cure.  
 

 Duchenne affects 1 in 3,500 boys worldwide each year.  
 

 Because the Duchenne gene is found on the ‘x’ chromosome, the disorder manifests primarily 
in boys. It affects all races and cultures.  
 

 Approximately 35% of all Duchenne cases are the result of random spontaneous genetic 
mutation that can occur during any pregnancy regardless of family history.  

Never say “no comment.”  
• Give a reason for why you can’t discuss certain topics or issues.  
• There are many ways to give a “non-answer” answer. You can redirect the conversation by 
saying, “I can’t discuss that, but what I can tell you is that our program is successful because…”  

 About Parent Project Muscular Dystrophy  

About Duchenne muscular dystrophy (Duchenne):  

 
Negative adjectives and phrases to 
avoid  

Positive adjectives and phrases 
to use  

Suffers from  Diagnosed with  

Terrible, debilitating disease  Progressive muscle disorder  

Afflicted with  Affected by  

Wheelchair bound/Confined to a 
wheelchair  

Needs the assistance of a 
wheelchair  

Disease (viral)  Disorder (genetic)/Condition  

Fatal, terminal  Devastating/lethal, Genetic  

Crippling or crippled  Progressive muscle disorder  

 



 

 
 
When you talk about Duchenne to a reporter, here are few things to keep in mind:  

Be prepared. 

• Know the five “Ws” of your event: who, what, when, where, why (and how).  

• Be familiar with the publication and its audience.  

• Have PPMD’s mission statement and key messages with you for reference. (see page 8)  

Be truthful and direct.  

• Make your key points as simply and as often as possible.  

• Have engaging examples or anecdotes to back up your key points. Tell your personal story.  

• If you don’t know the answer to a reporter’s question, admit it and offer to get the information for the 

reporter as soon as possible. (Be sure to follow up!)  

Be confident and relaxed.  

• You are the expert.  

• A successful interview is often a conversation, not an inquisition.  

Be sure you understand the question before you answer.  

• If you’re not sure what the reporter is asking, say so.  

• It’s OK to ask a reporter to back up or rephrase a question.  

Be aware of saying things “off the record”.  

• It doesn’t exist; what you say can be quoted.  

Never say “no comment.”  

• Give a reason for why you can’t discuss certain topics or issues.  

• There are many ways to give a “non-answer” answer. You can redirect the conversation by saying, “I 

can’t discuss that, but what I can tell you is that our program is successful because…”  

Don’t be afraid to show emotion.  

• This is a very emotional topic for you and your family…and for many other families out there who may 

really connect with your message and be inspired by your story.  

Silence, or long pauses, are OK.  

• When you’ve made your point, stop speaking. Don’t feel like you have to keep talking. People often 

speak nervously to fill the silence, which may dilute their original, well-articulated point.  

Remember, you have control over what you say in an interview.  

• The editor has ultimate control over what finally appears in print or on the air.  

 

 

Don’t be afraid to show emotion.  

• This is a very emotional topic for you and your family…and for many other families out there who may 

really connect with your message and be inspired by your story.  

Silence, or long pauses, are OK.  

• When you’ve made your point, stop speaking. Don’t feel like you have to keep talking. People often 

speak nervously to fill the silence, which may dilute their original, well-articulated point.  



 
 

Press Release:  

Parent Project Muscular Dystrophy has written a “swiss cheese” Event Press Release (see appendix). It contains 

key points and messages and leaves “holes” for you to fill in and distribute to the media. It’s suitable for all types 

and sizes of events - from letter writing campaigns, to change drives, to bake sales, to dinner dances. Any and 

every event counts and we want as many people as possible to know about both the event and Duchenne.  

After you’ve personalized your press release, you’re ready to send it via fax or email to the contacts on your 

media list. Be mindful of publications’ deadlines. In some instances, they need to be notified six weeks before 

the event in order to be included in the calendar listing. 

Follow up: be friendly, yet persistent  

After you distribute your press release to your media list, be sure to follow up. Editors and reporters are typically 

under deadline and have a lot going on, so give them a few days to get to it. Then pursue your first-round of 

follow up with a call or email. We suggest that you ask if they received the release OK, gauge their interest in 

covering your story, and stress that you’re available to help.  

Don’t be discouraged if it takes you several attempts to reach an editor or reporter. Follow up, whether it’s the 

first-round or third-round, is a great opportunity to stay in the reporter’s mind and build a relationship. 

Sometimes just a string friendly, informative 30-second conversation can go a long way.  

If a reporter ever asks to speak with someone at PPMD, refer them to our Communications Director, Will Nolan 

at will@parentprojectmd.org.  

Press Placement  

Parent Project Muscular Dystrophy would appreciate receiving a copy of all press placements you receive, so we 

can keep our media records as accurate and up-to-date as possible.  

Final Outcome  

Please do not to be discouraged if your press releases and story ideas do not get placed. For whatever reason, 

many press releases slip by the wayside and never make it to print. Your efforts are still worth it, and we 

appreciate all the time you've spent. 

 

 

 

 

 

 

 

 

 

mailto:will@parentprojectmd.org
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Pitch Letter to the Editor 
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Auction Item Solicitation 

PPMD & DMD Key Messages Pitch Letter to the 

Editor Press Release Auction Item Solicitation PPMD 

Logo  

PPMD & DMD Key Messages Pitch Letter to the 

Editor Press Release Auction Item Solicitation PPMD 

Logo  

A 
P 
P 
E
N
D 
I 
X 

PPMD & DMD Key Messages Pitch Letter to the 

Editor Press Release Auction Item Solicitation PPMD 

Logo  

Remember, you have control over what you say in an interview.  

• The editor has ultimate control over what finally appears in print or on the air.  

Press Release:  

Parent Project Muscular Dystrophy has written a “Swiss cheese” Event Press Release (see appendix). It 

contains key points and messages and leaves “holes” for you to fill in and distribute to the media. It’s suitable 

for all types and sizes of events - from letter writing campaigns, to change drives, to bake sales, to dinner 

dances. Any and every event counts and we want as many people as possible to know about it.  

After you’ve personalized your press release, you’re ready to send it via fax or email to the contacts on your 

media list. Be mindful of publications’ deadlines. In some instances, they need to be notified six weeks before 

the event in order to be included in the calendar listing.  
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About Parent Project Muscular Dystrophy  

Parent Project Muscular Dystrophy (PPMD) is a national nonprofit organization founded in 1994 by parents of children 

with Duchenne muscular dystrophy. Duchenne muscular dystrophy is the most common lethal genetic disorder 

diagnosed during early childhood, affecting approximately 1 out of every 3,500 boys and 20,000 babies born each year. 

The organization’s mission is to improve the treatment, quality of life and long-term outlook for all individuals affected 

by Duchenne muscular dystrophy through research, advocacy, education and compassion. PPMD is the largest 

grassroots organization in the U.S. entirely focused on Duchenne muscular dystrophy. It is headquartered in 

Middletown, Ohio with offices in Fort Lee, New Jersey.  

About Duchenne muscular dystrophy (Duchenne)  

Duchenne key messages:  

 Duchenne is the most common lethal genetic disorder diagnosed during childhood. It is progressive muscle disorder 
that causes loss of muscle function and independence. 
  

 To date, there is no cure.  
 

 Duchenne affects 1 in 3,500 boys. Approximately 20,000 children are born with DMD each year worldwide.  
 

 Because the Duchenne gene is found on the ‘x’ chromosome, the disorder manifests primarily in boys. It knows no 
boundaries; it affects all races and cultures.  
 

 Approximately 35% of all Duchenne cases are the result of random spontaneous genetic mutation that can occur 
during any pregnancy regardless of family history.  

Typical progression of Duchenne:  

Many parents do not recognize early signs of Duchenne because their son’s movements only appear slower or a bit 

more labored than those of other children. Typically boys diagnosed with Duchenne lose their ability to walk between 

the ages of 10 and 14. These boys will lose most of their upper body strength, including the ability to move their arms, 

by their late teens. Also during their teenage years, young men with Duchenne will need respiratory support at night. 

Over time, their respiratory systems will weaken and they will require more constant support. Medical data suggest that 

young men with Duchenne survive only into their late 20s.  

For more information, please visit www.parentprojectmd.org.  

Pitch Letter to the Editor  

Editor or Reporter’s Name 

Newspaper or other publication 

Address (City, State, Zip)  

[Date]  

Dear *Editor or Reporter’s Name+:  

I am writing to suggest a story idea to raise awareness about a devastating, little known disorder that affects 1 in 

3,500 boys worldwide each year – including our son.  

Despite its prevalence, not much is known about Duchenne muscular dystrophy (DMD) in our own neighborhoods and 

communities. Duchenne muscular dystrophy is a progressive muscle disorder that causes loss of muscle function and 

independence. To date, it has no cure. Our son, *your son’s name+, was diagnosed with DMD in *year+, and we’ve 

become active members of a nonprofit organization called Parent Project Muscular Dystrophy (PPMD).  

On [date of event], we are hosting a [type of event] to raise awareness of DMD and raise funds for PPMD. The orga-

nization’s mission is to improve the treatment, quality of life and long-term outlook for all individuals affected by 

Duchenne muscular dystrophy through research, advocacy, education and compassion.  

We ask that you consider covering our event. You could help your readers gain invaluable information about DMD, 

which can affect any family in our community. (Approximately 35% of all DMD cases are the result of random, 

spontaneous genetic mutation that can occur during any pregnancy regardless of family history.) You’d also be giving 

your readers a great way to support our efforts on behalf of PPMD.  

Please help us in our fight against Duchenne muscular dystrophy.  

Sincerely,  

[Your name] [Your phone number] 

[Your email]  

P.S. A press release is available upon request.  



 
 

 

 

 

 

 

 

 

 

  

Press Release  

For Immediate Release: [Date] 

Contact: [Your name, Phone, Email]  

LOCAL FAMILY FIGHTS FOR A CAUSE CLOSE TO THEIR HEART AND HOME  

[Your hometown] Family Hosts a [Type of event] to Raise Awareness and Funds for 

Duchenne muscular dystrophy  

(HOMETOWN, STATE) – *Your son’s age, spelled out+ *your son’s full name+ is a fighter. (For example, “Five-year-old 

Brandon Smith is a fighter.”) And the name of his toughest opponent is Duchenne muscular dystrophy (Duchenne). 

When Brandon was *your son’s age of diagnosis+, he was diagnosed with Duchenne, a progressive muscle disorder that 

causes loss of muscle function and independence. However, with the spirit of any good fighter, he lives life to the fullest, 

surrounded by the love and support of his family and community.  

On *event date+, *your son’s name+ family and friends will host a *type of event+ at *event location+ to raise awareness of 

Duchenne, a little known and often misunderstood genetic disorder, and to raise funds on behalf of Parent Project 

Muscular Dystrophy (PPMD). PPMD is a national nonprofit organization started in 1994 by parents of young men 

diagnosed with Duchenne. The [your family’s name+ family is actively involved with PPMD and hopes to inspire the *your 

city/town’s name+ community to come out, have fun, and make a generous contribution in support of *your son’s name+ 

and PPMD.  

(Use this or draft a similar quote) “We want everyone to know more about Duchenne muscular dystrophy and how it 

affects people in our own neighborhoods and communities,” said *your full name+. “Our *type of event+ is a fun way to 

raise awareness; however, the purpose of the event is very serious because much more research is needed to fight this 

disorder.”  

About Parent Project Muscular Dystrophy  

Parent Project Muscular Dystrophy (PPMD) is a national nonprofit organization founded in 1994 by parents of 

children with Duchenne muscular dystrophy (Duchenne). Duchenne is the most common lethal  

genetic disorder diagnosed during early childhood, affecting approximately 1 out of every 3,500 boys and 20,000 babies 
born each year. The organization’s mission is to improve the treatment, quality of life and long-term outlook for all 
individuals affected by Duchenne muscular dystrophy through research, advocacy, education and compassion. PPMD is 
the largest grassroots organization in the U.S. entirely focused on Duchenne muscular dystrophy. It is headquartered in 
Middletown, Ohio with offices in Fort Lee, New Jersey. For more information, visit www.parentprojectmd.org.  

Interviews Available  

*Your family’s name+, Parent Project Muscular Dystrophy executive staff, and experts on Duchenne muscular dystrophy 

are available for interviews.  

Event listing details:  

Who: (your family name & any other community partners) What: 

(name of event) Where: (address, intersection, location and 

directions, if needed) When: (day, month, date, year, time frame) 

Why: To raise awareness and money for DMD on behalf of PPMD  

Additional info:  

Many parents do not recognize early signs of Duchenne because their children’s movements only appear slower or a bit 

more labored than those of other children. Boys are usually diagnosed by the age of 7. Typically, those diagnosed with 

Duchenne lose their ability to walk between the ages of 10 and 14, and lose most of their upper body strength, including 

the ability to move their arms, by their late teens. Typically, those diagnosed with Duchenne will need respiratory support 

at night during their teenage years. Over time, their respiratory systems will weaken and they will require more constant 

support. Medical data suggest that those diagnosed with Duchenne typically survive only into their 20s. To date, 

Duchenne has no cure.  
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  Auction Item Solicitation  

[Date]  

Dear *Contact’s Name+:  

The *your family’s name+ family, in collaboration with Parent Project Muscular Dystrophy (PPMD), will hold a benefit 

dinner and auction to support muscular dystrophy research and education.  

In *year of diagnosis+ our son, *son’s name+, was diagnosed with Duchenne muscular dystrophy (Duchenne). Duchenne is 

the most common, inherited, lethal childhood disorder, affecting one in every 3,500 boys worldwide every year. 

Duchenne is characterized by progressive muscle weakness, which results in loss of muscle function. To date, there is no 

cure.  

PPMD is a nonprofit organization founded in 1994 by parents of children with Duchenne muscular dystrophy. Their 

mission is to fund research and raise awareness to change the course of lives of children affected by this devastating 

disease. PPMD is internationally recognized as a leader in advocating for muscular dystrophy research. For more 

information on PPMD, please visit www.parentprojectmd.org.  

Our benefit dinner and auction will be held at [location of event with address] on [date]. We expect over [estimated 

number] people to attend and bid on auction items. Will you support our fight against Duchenne muscular dystrophy? 

We invite you to participate in one or more of the following ways:  

 Donate auction items (goods or services).  

 Make a cash donation (to be used towards the purchase of needed items for the dinner or auction).  

 Attend the dinner auction.  

If you are interested, please send your cash donation or auction items to [name and address]. We would like to 

receive all gifts by [date]. We are also happy to arrange pick-up of any item. Please keep in mind: your gift is tax 

deductible. You will receive a letter and receipt from PPMD to be used for tax purposes.  

Thank you for considering our request. Feel free to call me at [###-###-####] with any questions. Together we can end 

Duchenne. 

Sincerely,  

[Your name]  

Parent Project Muscular Dystrophy Logo  

Below is the correct Parent Project Muscular Dystrophy logo in two versions: color and black and white. If you create your 

own event materials (flyers, brochures, press releases, etc.) and choose to include PPMD’s logo, feel free to scan and use 

these. Or, if you would like an electronic version of our logo, please call Kimberly Galberaith in PPMD’s development 

office at 201-944-9985.  

VERY IMPORTANT: Any event materials you create, which include our logo, must be approved by PPMD. Please 

ensure the PPMD logo on your document looks exactly like the ones below. For instance, it cannot be squished, 

elongated or use different colors. If it doesn’t mirror the logos below, it is incorrect. Please help PPMD ensure the 

consistency of our brand. Thank you!  

 

Contact’s Name  

Company Name  

Street Address  

City, State, Zip  



 
 

We can change the name to the name of your event so that people can donate online. Ex: Donate to ______ 

(Event Name). 

 

 

 

 

 



 

We can also make you an event page. See example of an upcoming event below. 

 

 

 

 

 

 



 

 

 

This is a list of things that we would be able to send you for your event. 

 Pom Poms 

 Red End Duchenne Bracelets 

 T-shirts for giveaways 

 End Duchenne X Pins 

 Flyers 

 Pens 

 Balloons 

 Goodie Bag giveaways for raffles/prizes 

 End Duchenne X Magnets 

 

 

 

 

 

 

 

  



 

PPMD National Fundraising Campaigns 

 

Coach to Cure MD  

Lead: Rachel Poysky, Rachel@coachtocuremd.org  

www.coachtocuremd.org 

Coach To Cure MD is a partnership between the American Football Coaches Association (AFCA), a professional 

organization for over 10,000 college football coaches and staff, and Parent Project Muscular Dystrophy (PPMD), 

the largest national charity devoted exclusively to Duchenne muscular dystrophy. In 2008 the AFCA adopted 

PPMD’s Coach To Cure MD program as one of their charity efforts. One reason the AFCA was drawn to Coach To 

Cure MD was because of the unique parallels between Duchenne, a disorder which robs young men of precious 

muscle strength and college football, a game where young men are at the peak of their muscle strength.  

The goals of Coach To Cure MD are simple: raise national awareness of the disorder and raise money to fund 

research for a cure. Our approach to reaching these goals is also simple. One football Saturday of each season 

(this year it will be on September 25, 2010) AFCA coaches nationwide agree to promote Coach To Cure MD. By 

wearing armbands, mentioning Coach To Cure MD during on and off-field interviews, and in some instances 

doing even more extensive media relations around the date, coaches are rolling up their sleeves and proudly 

getting involved.  

Join the over 2,500 coaches nationwide who will unite on September 25, 2010 to make a difference in the lives 

of young men living with Duchenne muscular dystrophy. 

 

Run for our Sons (RFOS): www.runforoursuns.org  

Lead: Nicole Rottino, Nicole@parentprojectmd.org  

In 2005 Parent Project Muscular Dystrophy (PPMD) hatched a plan to recruit 20 runners for the Walt Disney 
World® Marathon. We wound up with a remarkable 86-member team, which raised $186,000 for Duchenne 
muscular dystrophy research.  Since then, Run For Our Sons has blossomed into an extraordinary community 
fundraising event, drawing hundreds of individuals and families and raising over a million dollars.  And along the 
way, we have a great time doing it. 

Run For Our Sons Team Benefits 

 Entry into the participating Marathons 

 Official Run For Our Sons technical shirt  

 Run For Our Sons t-shirt  

 Fundraising support  

 Personal fundraising web page  

 Team message board for training support  

 Training resources such as virtual training links and publications  

 Frequent Team email updates  

 Private Welcome and Pasta Dinner for participants and a guest  

Check out our many RFOS 5K races and click here to download our Packet for hosting a RFOS Event. 

 

mailto:Rachel@coachtocuremd.org
http://www.coachtocuremd.org/
http://www.runforoursuns.org/
mailto:Nicole@parentprojectmd.org
http://www.parentprojectmd.org/packet_for_hosting_rfos_event


 

Other Fundraising ideas 

One of our very involved parents, Lori Ware (loriware@gmail.com),  put together a list of successful fundraising 

ideas.  This is obviously not an inclusive list and many of these events can be combined with each other for a 

larger event. Some ideas give many details and contact names, while others are just ideas that we have seen and 

or heard of previously, that worked to great success.   

Golf Tournament 

 
 See www.egolftourney.com/jumpingjack for example 
 

A Golf Tournament can be a fun Spring or Summer activity that will generate a good deal of awareness and 

activity.  The more events that go along with the golf tournament, the more money will be raised. Another key is 

to have local businesses sponsor your tournament with goods and services. 

Flamingo Flocking:   

A pink flamingo fundraiser is fun way to raise money for your favorite cause. It's an easy fundraiser for any size 
group to put together because it requires very little effort to keep it going.  The basic fundraising idea involves 
deploying a flock of pink plastic flamingoes in someone's yard or outside a business entrance. A note is left 
explaining that the person or business has been selected by someone to be "flocked" for a good cause. And, it 
then goes on to explain that they will have to pay $10 per flamingo to have them relocated. 

Carwash 

Car wash fundraisers are a proven money-maker in virtually every community. All you need are willing 
volunteers, a high-traffic location with good visibility, and some attention-getting signs. 

You can put a car wash fundraiser together on short notice, but they work best with a little planning.  

Art Fundraising 

Essentially, you host an event where local artists donate a sample of their work and your group sells a select 
number of high-dollar raffle tickets, usually the same number as donated art fundraising items. The tickets are 
then drawn randomly at a gallery-style event and each ticket holder selects their artwork right off the walls. 

Gift wrapping center at Christmas Time 
 
This event will take 5-10 people and a great location at a popular mall.  You will need about 1 dozen different 

styles of wrapping paper (adult, children, general, festive, etc) and lots of it, along with plenty of ribbons and 

bows (hopefully you could get some of this donated).   

Bowling For Bucks 

The group event is simple to put together. Simply arrange with a bowling alley to rent a group of lanes, or the 
entire building, and start soliciting teams.  One way to raise a lot of funds is to charge a large entry fee for each 
foursome, for example, $60 each. Obviously, if you're going to charge that much to play, you'd better make it a 
lot of fun! Local business may donate items for goody bags and concessions. 

 

mailto:loriware@gmail.com
http://www.egolftourney.com/jumpingjack


 

Get The Picture 

The idea here is to offer family portraits, glamour shots, vintage photos, and other "dressy" pictures, with 
proceeds going to PPMD. 

Rubber Duck Derby 

The Rubber Duck Derby is an easy and fun fund-raising event that can be scaled in size to fit your group's 
supporter base. The actual event, crazy as it may sound, involves racing rubber ducks down a local waterway. 
Simple, fun, and family friendly. 

Cast For The Cure 

Fishing tournaments can be done on lakes, off piers, or deep sea fishing. Charge competition fees, sell t-shirts, 
get corporate sponsors, offer prizes, have a vendor fair, and most of all have a good time. 

Silent or Live Auction 

 

A night at a restaurant – A restaurant donates a portion of the proceeds for the night. Some restaurants 
allow members of your group to volunteer as wait staff. 
 

Family Fun Day 
 

For an example, check out this annual Dallas tradition at http://www.samsdaytexas.org/  
 

A night of comedy at a comedy club 
 

See www.parentprojectmd.org/comicrelief  for example 
 

Dinner and Auctions 
 

See http://www.harvestthedream.org for example 
 

Concert with a local or big named band 
 

Sell tickets in advance or take a love offering during the concert.  
 

Hustle for Muscle 
 

An event where middle school and/or high school football teams compete during off season for athletic awards. 
Contact Lori Ware at loriware@gmail.com  
 

Pour for a Cure (wine tasting) 
 

 One of our more involved ideas, but extremely successful. Learn more at www.parentprojectmd.org/pour 
 

Lemon-Aid Stand – See www.parentprojectmd.org/lemonaid for example 

 

Neighborhood community garage sale 
 

Cookie/brownie bake sale 
 

Carnival day  
 

http://www.samsdaytexas.org/
http://www.parentprojectmd.org/comicrelief
http://www.harvestthedream.org/
mailto:loriware@gmail.com
http://www.parentprojectmd.org/pour
http://www.parentprojectmd.org/lemonaid


 
Include many fun activities like a cake walk, a putt golf challenge, spin for prizes wheel, etc. 
 

Cycling event 
 

See www.parentprojectmd.org/BikeTour for example 

Mini Golf Tournament  

Dancing with the Stars 

 
Get local dancing professionals to dance with local celebrities for a competition; See 
http://www.dancingspartans.com/ for example 

Paws for a Cure  

 
Dog washing day (like carwash, but washing pets) 

Movie premiere 

 
See www.parentprojectmd.org/Eclipse for example 

Jeans for Genes  
 
Donation in order to wear jeans at work 

Hot air balloon rides  
 
Could do this in conjunction with the carnival day 

PPMD AMAZON 

Visit www.parentprojectmd.org/ppmd_amazon and shop while donating to PPMD 

Food Fundraisers 

You can do just about anything in this category. Do a bake sale, covered dish supper, catered dinner, pig picking, 

barbeque, picnic, chef competition, have a bake off, put out a cookbook, sponsor an exotic foods fair, organize a 

chili cook-off, or even have a Pampered Chef party. 

 Local Iron Chef competition 

 Panda Express offers fundraising opportunities. See your local Panda Express at your local mall for 
details. 

 Applebee’s pancake breakfast – see your local Applebee’s restaurant 

 Spaghetti/hamburger lunch 

 ‘Best of’ competition – email Lori Ware (loriware@gmail.com)  for more suggestions 

At a festival, see if you can have an area to have a ‘best of’ competition. Get the restaurants in your town to 
provide a supply of their best ___________ (the one I have seen before is salsa).  Each entry should have 
their own space in a row with all other entries with a wine carafe or jug of some sort in front of their food 
item.  Guests walk down the row sampling the food item and put a $1 in the carafe of the ones they like the 
most.  At the end of the day, all the money is donated to PPMD, but the restaurant that collected the most 

http://www.parentprojectmd.org/BikeTour
http://www.dancingspartans.com/
http://www.parentprojectmd.org/Eclipse
http://www.parentprojectmd.org/ppmd_amazon
mailto:loriware@gmail.com


 
money wins the “best of” competition.  An award can be presented and/or a news article about them could 
be submitted to your local paper. 

 

Other: 

Check out department stores to see if they will participate in a fundraiser. For Example: 

Igive.com:  Online shipping that benefits PPMD. Click here for more igive.com 

KOHL’s department store:  They will allow 5 of their employees to come to the event to assist AND donate 
$500.00 

Walmart:  Will donate funds to approved organizations, but you must approach them early as their monthly 
allotments are used quickly. 
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