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Thank you for volunteering to support the 25th National Cornelia de Lange Syndrome 
(CdLS) Foundation Conference. 

This letter-writing kit provides information on how best to request the much-needed funds to 
support this exciting event, as well as basic information about CdLS and the CdLS Foundation.   

Under new leadership, the Foundation has revised its conference fundraising model. Beginning 
in 2010, conferences are hosted by regional committees, and fundraising is conducted by both 
the Foundation and volunteers, just like you, from around the country.  

Because your time is valuable, we’ve also created an incentive program that rewards individuals 
putting forth extraordinary fundraising efforts. Everyone raising more than $500 can choose 
between two conference t-shirts or a CdLS coffee mug.  The individual raising the highest 
amount of money can choose between a $100 gift certificate to a restaurant of their choice or 
one night free accommodation at the Marriott Dallas/Addison Quorum during the conference.  

Please join us in this effort to continue the tradition of outstanding national conferences.  All 
money contributed to the National Conference Campaign is held in a designated account to be 
used for conference only.   

If you have any questions, need extra materials or have suggestions, please don’t hesitate to 
contact any of us. Thank you for your support. We look forward to working with you as we 
improve the lives of all people affected by CdLS. 

 
Fondly,  
 
Norm Winnerman, Chair   Angie Young, Co-Chair   
Conference Planning Committee  Conference Planning Committee 
cdlsgramps@att.net     ayoung@penmail.us  
203-512-4793     239-368-5720 
 
Liana Fresher 
Executive Director 
director@CdLSusa.org 
800-753-2357 
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About the 2010 CdLS Foundation Conference  

The 2010 CdLS Foundation Conference in Dallas, 
TX, June 24 – 27, 2010, will help more than 100 
families of children born with CdLS ensure their 
children live better, fuller lives. The money you raise 
as a 2010 CdLS Foundation Conference volunteer 
supports many things, including our scholarship 
program for first-time attendees, speaker fees, and 
bringing in CdLS experts to consult with attending families.   

All of these programs and services are provided by the CdLS Foundation—the 
nation’s sole clearinghouse of information and support for families affected by CdLS.  

 

CdLS and the CdLS Foundation 

CdLS is a genetic condition present at birth and affecting an estimated 1 in 10,000 
live births. Researchers believe upwards of 20,000 individuals have CdLS but 
remain without diagnosis and/or support.  

The severity of CdLS ranges from mild to severe, but most individuals with CdLS 
share similar characteristics, such as small stature; joined eyebrows; long 
eyelashes; upturned nose; and thin, downturned lips.  

Common medical issues associated with CdLS include severe gastroesophageal 
reflux and feeding difficulties; cleft palate; vision problems; hearing loss; seizures; 
behavioral issues; missing limbs and/or limb differences; and heart defects. Most 
children with CdLS have some degree of mental retardation. Overall, cognitive 
and physical development is slowed, while delays in speech and communication 
are even more pronounced.  

The CdLS Foundation, founded in 1981, is a family support organization that works 
to promote early and accurate diagnosis of CdLS, while raising overall awareness of 
the syndrome, promoting research into the causes and manifestations of the 
condition, and assisting those with CdLS throughout their lives.  
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The Letter-Writing Campaign 

This is a direct request for support to individuals, clubs, organizations, businesses, 
and corporations.  

The CdLS Foundation’s goal is to raise $100,000 to help underwrite the 2010 
conference.  We are asking all of our families and friends to step up and help us 
climb to the top, $25 at a time.  If each family could contribute just $25 and ask 
extended family members and friends to do the same, we can meet our goal.   

Remember, the Foundation is rewarding individuals putting forth extraordinary 
fundraising efforts with an incentive plan. All individuals raising $500 or more 
receive two conference t-shirts or a CdLS coffee mug. The individual raising the 
highest amount chooses between a $100 gift certificate to a restaurant of their 
choice or one-night free accommodation at the Marriott Dallas/Addison Quorum 
during conference.  

Here are six steps to a successful fundraising campaign: 

STEP 1 – Start Early and Set a Goal 

The earlier you start, the easier fundraising will be. Set a goal for yourself.  
We suggest $200. It’s also helpful to suggest a specific donation amount 
you want donors to consider. You may always add “give what you can,” but 
do not underestimate a donor’s willingness or generosity. No one is insulted 
by being asked. 

STEP 2 - Identify your Prospects   

Think Big! During your life, you have made the acquaintance of hundreds, 
maybe thousands, of people. In developing your prospect list, think first in 
terms of groupings of people, not individuals. Remember that quantity is 
important (see Appendix A). 

·  Family and relatives: Start with your immediate family: siblings, 
parents, aunts, uncles, cousins, nieces, and nephews.  Expand it as much 
as you can: your brother-in-law’s brother, cousin’s mother-in-law, etc.  
People will admire and support your efforts and, in general, are more 
likely to give to a charity if asked by someone they know. 
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·  School acquaintances: Even if you’ve lost touch with high school or 
college classmates, don’t underestimate the generosity of an old friend.  
An alumni directory is an excellent source of names. Perhaps you can be 
featured in your alumni bulletin. Recruit current members of your 
fraternity or sorority to have their next charity event benefit your efforts. 

·  Friends or social circle: Pull out the holiday card list and send your 
letter to your current circle of friends. Remember friends give to friends. 

·  Apartment building : Post your letter on your building’s bulletin board, 
in the laundry room, or slip a letter under your neighbors’ doors.  

·  Associates: Don’t stop at your current job. Think about the 
acquaintances you’ve made along the way. Include clients, vendors and 
anyone that you deal with in business.  

·  Workplace: There are many ways to fundraise at work. Submit your 
fundraising letter to your company newsletter, web page or volunteer 
bulletin, or recruit co-workers and fundraise as a team. Ask your Human 
Resources Department if you can circulate an inter-office envelope with 
a copy of your fundraising letter. People can insert their donation and 
pass it along to the next department. If your first few donors are 
generous, it sets the pace for others to follow. 

·  Clubs/organizations: Clubs and organizations you belong to (e.g., book 
club, Rotary, Kiwanis, Women’s Junior League, country clubs) are solid 
sources of potential donors  

·  Place of worship: Ask the leader of your church or synagogue to 
mention your efforts or include them in the newsletter.   

·  Community businesses: Don’t forget about places where you spend 
your money, such as medical offices, drug stores and the corner deli. Ask 
your hairdresser or manicurist if you can donate his/her tip toward your 
fundraising goal. 

·  Professional organizations: Send your letter to organizations that you 
are associated with and have it posted in a newsletter or sent via email. 
Your parents, siblings and close friends all have relationships with 
similar people. Ask them to solicit for donations on your behalf. 
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Step 3 - Brainstorming List 

Don’t forget to ask the following people for donations, especially anyone 
you have supported in the past. The more prospects you identify, the more 
possible donations.  Below is a list of prospects: 

Accountant    Local Store 
Attorney    Manicurist 
Banker    Members of your gym 
Business vendors   Minister 
Card players’ club   Neighbors 
Children’s friends   OB/GYN 
Cleaners    Ophthalmologist 
Clients    Painter 
Colleagues    Pediatrician 
Co-workers    Printer 
Dentist    Professional association members 
Doctor    Rabbi/Pastor 
Employer    Realtor 
Family    Relatives 
Financial advisor   Running club members 
Fitness trainer   Service organization members 
Florist    Sorority/fraternity 
Friends    Stockbroker 
Friend’s parents   Teachers 
Golf foursome   Travel agent 
Hairstylists    Vendors 
Landlord    Veterinarian 
Insurance agent   Wedding lists 
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Step 4 - The Letter 

Critical Elements 

It’s key is to 1) write a great letter, 2) send it to at least 200 people (if 
possible), and 3) get it out as soon as you can (see Appendix B and C). 

Below are the critical elements of a successful fundraising letter. Refer to it 
as you read the sample letters and note how various writers have 
incorporated these items in their letters. Keep in mind your letter should be 
your own expression and style, and targeted to your audience.  

Make sure your letter is one page long. If it’s longer than one page, you risk 
the chance of people skimming it. Consider printing your fundraising letter 
on colored paper so it stands out in a stack of bills.  

Introduction:   State your purpose for writing this letter, e.g., what you’re 
doing and why. Make it as personal as possible. 

Request: Share your personal fundraising goal. Don’t be apologetic. Ask 
your prospects to give as much as they can. Suggest that donors consider a 
specific dollar amount (such as $25), but remember to emphasize “whatever 
they can give counts.” 

Make sure you address the specific impact their contribution makes by 
giving an example, such as sending a family to conference for the first time 
Share your own experiences at conference and also stress that 
approximately 90 percent of all money raised by the Foundation goes 
directly to its mission. People want to know their donation is being used to 
make a difference  

Due date: Request that contributions are sent to the CdLS Foundation by a 
certain date. The Foundation notifies you of gifts received and 
acknowledges all donations. You can follow up with your donors as well if 
you like.  

Closing: Share something personal that expresses your appreciation of their 
support. 
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Information about the CdLS Foundation: Include a Facts about CdLS 
handout (Appendix D) and the Your Support in Action flier (Appendix E) 
with your letter. Both help to educate people about this complex genetic 
syndrome. You can also direct donors to the Foundation’s Web site, 
www.CdLSusa.org.  

Donation form: Be sure to include this with each letter, and give people 
clear instructions as to what you want them to do.  Ask them to make checks 
payable to the Cornelia de Lange Syndrome Foundation and send their 
donation to the Foundation (See Appendix F). 

Tax deduction: Inform your donors that all donations made to the CdLS 
Foundation on your behalf are tax-deductible to the full extent of the law. 

Sample letter: Included in this kit are sample fundraising letters (Appendix 
B and C). Remember to:  

1. get your letters out early;  

2. send them to as many people as possible; and  

3. keep copies of your letter and donation forms (see Appendix F) on hand 
at all times. You never know who you might run into on the subway, in 
the grocery store or at the gym. 

Summary 

Thank you for embarking on this ambitious effort. We hope your experience is 
personally rewarding. As a volunteer of the 2010 CdLS Foundation Conference 
Team, you have become part of the CdLS Foundation Family. And like family, we 
are here for you every step of the way.   
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APPENDIX A 

Developing a Prospect List 

List as many people as possible under each category 
 

 
         Family and Relatives:     Clubs and Organizations: 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

 

 
         School Acquaintances:            Neighbors : 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

 

 
             Professional Associates:   Other: 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 

_______________________________   ______________________________ 
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APPENDIX B 
SAMPLE LETTER  1 

 
Date 
 
Name, 
Address 
City, State, Zip 
 
Dear NAME, 
 
Our son/daughter, (name of child), was born with a complex genetic condition called 
Cornelia de Lange Syndrome (CdLS). Raising (name of child) has been one of greatest 
challenges.  Through the years, we have relied heavily on the love and support of our 
wonderful family and friends. You will never know how much we appreciate the many 
ways you have all helped us.   

We have also received help from the CdLS Foundation. Through this organization, we 
have been fortunate enough to meet many other families whose live have been touched 
by CdLS. The opportunity to share experiences, ask questions and receive support has 
been invaluable. The Foundation’s publications have kept us informed and offered hope 
and encouragement when we needed it most. The Foundation has done so much for us; 
we feel it is our turn to give something back  

From June 24-27, 2010, the CdLS Foundation hosts its family conference in Dallas, TX.  
Families have the opportunity to receive free consultations with CdLS experts, attend 
informative workshops, learn of promising research and, most importantly, meet other 
families who share the extraordinary experience of caring for a child with CdLS.   

Our family is committed to raising ($put your goal) through personal and business 
donations to support this event. Please consider a $25 donation for each of your family 
members to the CdLS Foundation, or any assistance you can contribute.  Your support is 
tremendously appreciated.  

I have enclosed an information sheet that discusses the syndrome and the Foundation. 

Thank you for your consideration, however the real thanks comes when families unite in 
Texas at a conference you can make possible.  

Sincerely, 

Name  
Address 
Phone 
 

 
The CdLS Foundation is a 501(c) (3) voluntary health organization.  All donations are tax-deductible to the full extent of the law.   
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APPENDIX C 
SAMPLE LETTER 2 

 
Date 

 

Name, 
Address 
City, State, Zip 
 

Dear NAME,  

More than xx years ago, our son/daughter, (Name of child), was born with a complex 
genetic condition called Cornelia de Lange Syndrome (CdLS).  We had no idea of the 
challenges we would face with (name of child) on a daily basis.  

The CdLS Foundation has been a major source of support and information during our 
journey, and over the years we have had the opportunity to join families at the 
Foundation’s National Conference—an emotional and uplifting experiences for those 
touched by the syndrome. 

The next conference is June 24-27, 2010, in Dallas, TX. More than 600 people are 
expected to attend, including 100-plus families. Children receive free head -to-toe 
consultations with specialists, and families attend informative sessions and bond with 
others sharing similar experiences.  

The CdLS Foundation has done so much for our family, and now we have a chance to 
give back. We are committing to raising ($state your goal) to support conference.  We 
are asking you to help by making a $25 donation to the CdLS Foundation for each of 
your family members. Of course, you can send whatever you can afford. These funds 
allow families who have a loved one with CdLS, like (name of your child), to benefit 
from this extraordinary opportunity.   

We appreciate your thoughtful consideration and look forward to sharing with you how 
your gift made the conference an unforgettable event for so many families.  

With our most heartfelt thanks,  

 

Name 
Address 
Phone 
 

The CdLS Foundation is a 501(c) (3) voluntary health organization.  All donations are tax-deductible to the full extent of the 
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Appendix E 

Expense Pie Chart



  Letter Writing Kit  
   Page 15 

302 West Main St., #100 • Avon, CT 06001 • 800.753.2357 �  www.CdLSusa.org 
 

CdLS Foundation 
25th National Conference 

June 24-27, 2010 
Dallas, Texas  
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DONATION FORM 
Yes, I am pleased to help you and other families host the CdLS Foundation’s Conference. 
Enclosed is my donation in the amount of $______________. 

  Enclosed is my check made out to the Cornelia de Lange Syndrome Foundation. 

OR 
  Please charge my credit card for the amount listed above. 
 

____ MasterCard    American Express ____ VISA 
 
Card #___________________ Expiration Date_____________ Security Code  ___________  
 
Signature _____________________________________________ 
 
Printed Name  _________________________________________ 
 
Phone Number _______________________________________ 
OR 
____ I went directly to the CdLS Foundation Web site (www.CdLSusa.org) and made my secure 

donation online. 

Please respond by:  ___________________________________ 

 
 
 
 
 
 
 
 
 
 

APPENDIX F 
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Foundation Contact Information 
 

Address 

302 West Main Street, #100 
Avon, CT 06001 

Phone 

860-676-8166 
860-676-8255  
toll free: 800-753-2357  
toll free: 800-223-8355  

Fax: 860-676-8337  

General email: info@CdLSusa.org 

Web site: www.CdLSusa.org 

 

Staff 

Executive Director 

Liana Garcia-Fresher, director@CdLSusa.org 

Family Service Coordinators 

Lynn Audette, families@CdLSusa.org 

Janette Peracchio, familyservice@CdLSusa.org 

Deirdre Summa, familysupport@CdLSusa.org 

Director of External Affairs 

L. Marie Concklin-Malloy, outreach@CdLSusa.org 

Events Coordinator 

Gail Speers, events@CdLSusa.org 

Bookkeeper 

Kelly Brown, kbrown@CdLSusa.org 
 
Information Coordinator/Office Manager 

Barbara Koontz, info@CdLSusa.org 

 


