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Do It Yourself Fundraising is an opportunity for those with a deep commitment to the essential 
tremor cause to raise awareness and funds for the International Essential Tremor Foundation’s 
(IETF) mission in new and creative ways. 

On behalf of the (IETF) Board of Directors, staff and volunteers, we thank you for your 
active participation in raising ET awareness by starting your own event. Essential tremor 
affects millions of people worldwide, but is still relatively unknown to the general public. DIY 
Fundraising is the perfect opportunity to raise awareness in your community and in communities 
around the world. Thank you for doing your part.

In this Guide
It is easy to say awareness of essential tremor is important. But what exactly does that mean? 
How does a person “raise awareness”? In this guide you will be given several ideas and 
suggestions on things you can do to help get the word out in your community. Fundraisers 
all over are planning fundraising activities. There are endless ways to get involved. Host a 
fundraising event, start a grassroots fundraising campaign with e-mail or take on a personal 
challenge of your choice. No matter what you choose, the IETF staff is available to help and 
support you. Use this guide as a starting point to help organize your event. So, read on and get 
ready to take action and make a real difference.

KEEP US POSTED!
Be sure to call or e-mail us and let us know what activities you are planning. 

Your actions could inspire others. Together we can make a difference.  

International Essential Tremor Foundation

 www.EssentialTremor.org/et-awareness
888.387.3667 (toll free) 

PO Box 14005 | Lenexa, Kansas 66285-4005
info@essentialtremor.org 

Facebook.com/InternationalEssentialTremorFoundation 
Twitter.com/essentialtremor    

YouTube.com/essentialtremorIETF 
Search for us on Google+

INTRODUCTION
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The IETF funds research to find the cause of essential tremor (ET) that leads to treatments 
and a cure, increases awareness, and provides educational materials, tools, and support for 
healthcare providers, the public, and those affected by ET.

Founded in 1988 as a 501(c)3 non-profit organization, the IETF is guided by an executive 
board of directors, a medical advisory board and an executive director with a staff of three. 
The organization consists of patients, physicians, educators, health care workers, parents, 
relatives, friends, and volunteers.

• Once known as familial tremor, benign essential tremor or hereditary tremor, essential 
tremor (ET) is a neurological condition that causes a rhythmic trembling of the hands, 
head, voice, legs or trunk. Some people even feel an internal shake. 

• Often confused with Parkinson’s disease although it’s eight times more common, ET 
affects an estimated 10 million Americans and millions more worldwide. 

• ET is not confined to the elderly. Children and middle-aged people can also develop ET. In 
fact, newborns have even been diagnosed with the condition.

• Because of stereotypes and a lack of awareness, many people with ET never seek 
medical care, wrongly assuming they are just a nervous person or their tremor is a normal 
part of aging.

• There are no medications specifically designed to treat essential tremor. The medications 
prescribed are used to treat other conditions but can provide tremor reduction for about 
60% of people. No medication will remove the tremor completely or permanently. 

• Quality of life is a big issue for people with ET. Daily activities such as eating, drinking, 
grooming, and writing become difficult, if not impossible. 

• Many people with ET become too embarrassed to go out in public and remain isolated in 
their homes. 

• The cause of essential tremor is still unknown and there is no cure.

OUR MISSION

KEY FACTS ABOUT ET



WAYS TO DO IT YOURSELF
Ask a Friend DIY Fundraising doesn’t get any easier than to just Ask a Friend – No event 
required. Simply send an e-mail or letter to friends, family, colleagues – anyone in your network 
and tell them how ET affects you personally and the IETF mission is important. If you give them the 
opportunity to donate they can share in your passion for a finding a cure. If you need help getting 
started, sample messaging can be found online at www.essentialtremor.org/diy.

Organize a Fundraising Activity (below are just a few options, but the possibilities are endless. 
Get creative!)

Basketball/Softball Tournament
Chili Cook-off
Benefit Dinner
Bowling Tournament
Car Wash
Casino Night
Concert
Concession Stand
Dress Down Day/Casual Day at Work
Flower Sale

Golf Outing and Silent Auction
Restaurant Give Back – Guest wait staff
Bake sale, cookie bake-off
Holiday Gift Wrap
Pancake Breakfast
Garage Sale
Walk/Run for ET
Talent Show
Yard work/snow shovel for donation

Have a 50/50 raffle, half of the proceeds go to the winner and the other half go towards your 
fundraising. Many times the winner donates their half back to the cause! Be sure to check with your 
local laws as each state has different regulations.

Sell your skills. Provide lessons on cooking, sewing, golf, jewelry making or any other fun activity. 
Set a donation price and people will be happy to save some money and learn something new while 
supporting a great cause.

Host a party. Collect donations and entertain at the same time. Create a theme and have fun!
Ask for a birthday gift pledge. Have your friends and family to write you a birthday check and then 
you can donate the amount to your pledge total.

Create an “Extra Change in My Pocket” Box. At the end of the day, ask friends and family to 
drop their spare change in a little box. Over time, small change can create big changes for people 
with ET.

Hold an Auction. Approach local businesses to donate goods or services and hold an auction. 
Items can include gift certificates, gym memberships, sporting goods, concert tickets, wine and so 
much more.

Other ideas

http://www.essentialtremor.org/wp-content/uploads/2014/09/How-To-Organize-an-ET-Walk-Guide.pdf


TIPS
• Take advantage of the things you are already involved in: hobbies, interests, 

successes or experiences with certain types of fundraisers in the past.
• The more unique, the better. Try to find a fundraising event type that does not directly 

compete with other successful benefit events in your area.
• Plan a low-key event like a bake sale, car wash, or yard sale. Or hold a large-scale 

event such as an auction, trivia night, or gala. The scope of your event should depend 
upon the amount of planning you are able to do.

ORGANIZING A DIY EVENT
Once you decide you want to plan a DIY event in your community, it’s time to rally for 
volunteers. Successful events hinge on the recruitment and action of a strong leadership 
team. The first step to creating a great event is to recruit help. Ideally your team should 
be comprised of individuals with diverse skills and talents who share a common interest 
in raising awareness for ET. When recruiting, consider who you know that may possess 
any or all of the following characteristics:

•	 Enjoys managing details
•	 Exhibits creativity and passion for the cause
•	 Feels comfortable asking for sponsorships, in-kind gifts and/or donations
•	 Holds experience in the successful management of projects
•	 Knowledge of marketing, PR and social media tactics to help spread the word.

Even if you don’t know individuals who have these specific characteristics, feel free to 
ask for help to everyone you know. They may surprise you with hidden talents. 

Support Group Members
Friends & Family
Neighbors
Co-workers
Church/Community Organization Members

By getting more people involved, you will be creating more awareness of the event, 
have access to more networks, contacts, and opportunities and prevent yourself from 
becoming overextended.

By dividing and conquering, more attention and focus can be put into multiple areas of 
the event planning. A good committee will help you delegate tasks and save you time. 

Most people are more than willing to help you organize your event and are just waiting 
for you to ask. Be bold and surround yourself with a great committee!



GOALS & OBJECTIVES
Determine the overall goals and objectives of the event.

•	 What is the fundraising goal amount? Determine what amount is best for you. Aim high. 
Don’t underestimate donors’ willingness to give. 

•	 Will the effort increase awareness amoung others with ET and the IETF? Will it draw 
attention to the cause?

•	 Will the event motivate others to take action? 

• Determine your approach. Face-to-face, social media, e-mail/letter, phone calls, etc.
• Make it personal. These people are donating to support YOU. Let them know why you are 

fundraising.
• Share about where the money goes and how every dollar makes a difference for the 

millions of people living with ET.
• Start now. Get your fundraising done early so you can concentrate fully on your event. 

It’s never too soon to ask for a donation! And once you’ve met your goal, you can keep on 
going! 

• Always keep a list of who you have contacted including dates, addresses and phone 
numbers.

• Follow up! After two weeks, ask again. With people’s busy schedules they often appreciate 
the reminder.

• Set expectations! Let donors know this will be an annual event. It will make asking easier 
next year.

• Make your own contribution. Lead the way by making your pledge first.
• SAY THANKS! Send a thank you note to let your donors know you appreciate the 

commitment they are making.

Did you know?
Essential Tremor is often 
misdiagnosed as Parkinson’s, 
although 8 times more common.



TIMING 
Keep these things in mind when determining the time and date of your event:
•	 Choose a date far enough in advance to give you ample time to prepare
•	 Consult with your local chamber of commerce and be aware of conflicting local events.
•	 Consider holidays and other busy times of the year
•	 Coordinate your event with a significant date or time of year if you’d like
•	 Consider hosting an event in March during National Essential Tremor Awareness Month

Develop Your Timeline – Create a specific timeline
•	 Set realistic dates and goals for when you will accomplish each goal to make the event 

successful.
•	 Record the name of committee members or volunteers responsible for meeting specific 

goals.
•	 It’s better to finish your to-do list early than later so give yourself enough time to complete 

tasks well in advance of the event. 

•	 Set realistic goals for attendance, revenue and expenses. Make sure to consider any up 
front costs or significant fees.

•	 Estimate attendance, cost of decorations, refreshments, printing, mailing expenses. 
•	 Try to have as many items donated as possible.
•	 Have a plan for paying expenses until sponsorship money is received. 
•	 Create incentives for committee members and volunteers, to encourage tickets sales, 

secure donated items and sponsorships. 

BUDGET

LOCATION
•	 Find a venue that will help you meet your goals and objectives, is within your budget, and 

will give the event the right atmosphere.
•	 Tap into committee’s networks.
•	 Explore opportunities to get facility fees fully or partially donated since your event is 

benefiting a nonprofit organization.
•	 Reach out to local Lions Club, American Legion, town halls, galleries, schools, and 

churches for large spaces which may be available for little or no cost to you.
•	 Book the location as far in advance as possible. 
•	 Outdoor venues can be expensive if additional lighting, tents, barricades, portable toilets, 

etc. are required.



MAKE IT MEMORABLE
Most DIY activities are successful because they are unique and memorable beyond the day of the 
event. Ask these questions:
• Will attire be casual or black tie/formal
• Will the event be held on a significant date or in a month that could help determine a theme?
• What will the flow of the event require – a speaker, video, live entertainment, someone with ET to 

share their story?
• Will there be an auction, raffle, just socializing, etc.? 

Add the Fun Factor. 
People like fun. It’s that simple. Make your event fun and memorable and it can potentially draw loyal 
participants year after year. Plus, it’s an opportunity to channel your creative side. Plan an event YOU 
would want to attend. People will come for the cause, but will stay for the fun. 
• Keep it festive - You don’t have to spend a fortune to make an event more fun. Incorporate 

additional fun and games during your event. Consider having a local band provide live music, host 
a fun game, or have a clown paint faces.

• Provide food - Don’t send them away hungry! Host an ice cream social, picnic or community 
potluck. Or host a bake sale to raise even more funds after the walk.

• Make it pet friendly - What’s more fun than being with friends and family? Spending time with a 
pet! Have participants bring their dogs to join them. Don’t forget to enforce local leash laws and 
take appropriate safety precautions.

• Get the kids involved - A school activity is a great way to raise money and awareness about 
ET. As an added bonus, you’ll introduce kids to the experience of participating in a non-profit 
fundraiser at an early age and get them excited about being 
a part of something bigger than themselves.

Use your imagination. The ideas above are just a start. Have 
a meeting with everyone involved in planning and take time to 
brainstorm.



GETTING THE WORD OUT
Now that you picked an event location and have all of the necessary approvals and permits, it’s 
time to start spreading the word! Traditional marketing consists of mail, TV, radio, newspaper 
advertisements and signs posted about town. These methods can be effective, reach large 
audiences, and should be looked into, but they can come at a high cost. Don’t let that get you 
down though. The IETF has many templates available for you to download for free at www.
essentialtremor.org/diy, to make marketing your event easier. 

Templates available include:
•	 Customizable Poster
•	 Letter to the Editor
•	 Press Release
•	 Sponsorship Proposal
•	 Digital Downloads – Facebook/Twitter cover photo, e-mail signature and a desktop 

wallpaper.

Use these templates to reach out to your local media. Submit your press release to radio 
stations, TV stations, newspapers and magazines. Write a letter to the editor sharing your story 
on why you are organizing an ET event. Paint your town with ET posters and flyers. You can 
become the face of ET in your community and help educate others about the condition while 
recruiting for your event. 

The internet has also spawned many highly targeted, low-cost, and sometimes free marketing 
channels ideal for creating a buzz about your event. Here is a list of some web marketing 
options you may want to consider:

Facebook, Twitter, Social Media – There are countless online communities and fan pages 
out there filled with people passionate about the same cause you are raising money for.  Get 
involved with these people and immerse yourself in the online conversation. Promote your 
event on your Facebook, LinkedIn or Twitter page, invite your online friends and encourage 
them to recruit to get involved. Post news and updates about your involvement.

Submit Your Event to an Online Events Calendar – There are many websites that will give 
you a free event listing on their online calendar. Submit your event to as many of these as 
possible and make sure to include a link back to the IETF website in the description.

E-mail - Reach out to the IETF for a targeted e-mail sent to people with a connection to ET 
in your community. The staff will be happy to send out an e-mail in your town to help promote 
your event.



SPONSORS
If you can successfully recruit sponsors, each event donation can go further because sponsorships 
help immediately offset event costs. Also sponsorships often increase community exposure, which is 
helpful when it is time to attract the attention of the local media and recruit volunteers. For many first 
time organizers, soliciting sponsorships can be an intimidating task. It may be helpful to remember 
the following: Don’t be too afraid to ask, remember your passion and you are supporting a 
great cause.

Companies Benefit From Sponsorship! - Everyone likes to help out a great cause; however, 
companies are looking for a win-win relationship. Be able to articulate exactly what your event will 
do for the companies you seek sponsorship from before you speak with them. When speaking with 
companies, stay open to possible benefits you may have missed and look for opportunities to create 
more value. For example, companies located near your event are great prospects, especially if they 
sell or deal with any sort of product that correlates to your event. Beverage companies and grocery 
stores are great potential sponsors, especially for in-kind donations.

Be creative and have fun! - For example, if a mattress store or furniture store is right next door 
to your event maybe they can create a special “rest stop” for your participants as part of their 
sponsorship. This would certainly attract more eyes on their products, while at the same time helping 
further your fundraising mission! The possibilities are endless. Don’t be afraid to think outside the box. 

Don’t Forget the Basics - In addition to pairing the mission of your potential sponsors and the 
activity or mission of your event, remember other general benefits exist for lending sponsorship. 
These benefits may include, and are not limited to the following:
• Increased exposure in the community
• Tax deductions 
• Opportunities for team building and employee development

Did you know?
Less than 60% of people with ET 
find the few available treatment 
medications helpful.



DAY OF EVENT
All of the prep-work is done and its the day of the big event. It’s a good idea to create a 
checklist of things to do and crucial items you’ll need.
•	 Schedule a meeting with your volunteers well in advance of guest arrival. 
•	 Communicate any last-minute changes or additions to your volunteers, as well as identify 

and troubleshoot any problem areas.
•	 Ensure the event is running on time and everyone involved has arrived and understands 

their role for the event.
•	 Greet your guests and thank each one for attending. Encourage them to participate in the 

events activities.

You pulled it off. Congratulations! But there’s still more to do:
•	 Thank attendees and volunteers through an e-mail or personal note.
•	 Thank sponsors through a personal note.
•	 Organize the attendee list in order to make sure they are invited to next year’s event.
•	 Submit proceeds to the International Essential Tremor Foundation.
•	 Be proud of the great work you did to raise awareness and funds for ET in your community. 

Thank you!

POST EVENT

BRAND GUIDELINES
•	 The activity will be promoted and conducted in a manner to avoid the appearance of the 

IETF endorsing any product, firm, organization, individual or service.
•	 The IETF reserves the right to decline association with any third party when it believes such 

association or DIY activity may have a negative effect on the IETF’s reputation.
•	 Any use of the name, International Essential Tremor Foundation and logo must be 

approved by the IETF before promotion begins.
•	 The official name, International Essential Tremor Foundation logo and DIY logo should be 

appropriately used in conjunction with a DIY event but may not be altered in any way.
•	 Promotion, and associated materials must state the proceeds of the DIY event will 

benefit the IETF, but should not imply or state the IETF is the host, sponsor or endorser. 
Any sponsor of the activity should be clearly identified and the amount of percentage of 
proceeds to be provided to the IETF as the beneficiary should be stated: (i.e. The Jones 
family is hosting X activity, with 75% of net proceeds benefiting the International Essential 
Tremor Foundation)

•	 Promotional or event materials cannot be purchased by the IETF and are the responsibility 
of the organizer.



BRAND GUIDELINES

If you have any questions while organizing your DIY fundraising activity, please reach out to 
Tara Duerr (tara@essentialtremor.org) at the International Essential Tremor Foundation. We’re 
here to help! Below are some common questions you may have:

Why is our event classified as DIY and not an International Essential Tremor Foundation 
event?
This is YOUR activity, which means you get to do it your way, with all of your own ideas, adding 
all of your own creativity! So when promoting your event, title it as “Event Name, benefitting 
the International Essential Tremor Foundation”. This will show your complete support of your 
event.

Can the IETF logo be used?
A special logo has been created just for DIY events. This logo can be downloaded online under 
“Digital Downloads”. 

Is it OK to have alcohol at our DIY event?
Alcohol is highly discouraged at an event unless it is believed to be important to the success 
of the event. If your event does include alcohol, we recommend limiting the number of drinks 
each participant gets for free by providing drink tickets, or hire a licensed bartender to consider 
a participant’s level of consumption and age.

Will the IETF pay for expenses of a DIY event?
The IETF is not financially liable for the expenses of any DIY event.

Can funds be kept to pay expenses of the DIY event?
Yes, but please ensure the funds are kept in a safe location. Funds used to pay expenses are 
not considered tax deductible.

When do funds raised from DIY events need to be given to the IETF?
The IETF asks you deliver any proceeds raised from a DIY event within 30 working days after 
the event has taken place.

Are donations made to a DIY event tax deductible?
The IETF is a charitable 501(c)3 organization, so any contribution to the IETF qualifies as a 
deduction. Event participants must make checks available to the IETF to get a tax deductible 
receipt.They will not receive a tax deduction or a receipt if the DIY event organizer makes a 
lump sum deposit of all donations to the IETF. When checks are made to the IETF, they cannot 
be utilized later, or paid back from the IETF for expenses incurred by your DIY event. 

FAQS
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