Read For Research Kit

Thank you for your interest in being part of EDS Network
C.A.R.E.S,, Inc.’s first national fundraiser, Read for Research.
Read for Research is a read-a-thon that offers a unique way to
allow anyone who suffers with EDS, to join in and help raise
funds for the vitally important research to be conducted at
Johns Hopkins Medical Institute. Read for Research is
something that all people with EDS can participate in, and it is
an event that communities across the nation can join us in our
quest to raise funds for research and promote EDS awareness.

EDS Network CARES created a fundraiser that is flexible so
that you can determine what works best for you.

Read for Research Variations
e Read for Research as an individual
e Read for Research as a family, group, or bookclub
o What a great way to spend time together as a

family and get the kids to keep up on their
reading. If you are part of bookclub it is an
excellent opportunity for them to support a cause
doing something they enjoy. Consider contacting
a local Barnes and Noble and talk to their
community service manager about hosting a
Bookfair. For more information visit
www.barnesandnoble.com/bookfairs/

e Read for Research for schools, libraries or large groups

o Read for Research would be perfect for a summer

reading program. As reading is such an
important part of our children’s education, many
schools or other organizations may be interested
in supporting our cause. Ideally when working
with the children the goal is to get them to read,
read, read and the time set for the program
should be longer. Ideally the kids should read
over a minimum of a 2-4 week period.
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Steps to start your Read for Research Fundraising
A. Determine which of the previous variations seems like it

B.

Te

would work best for you.

Establish the amount of time that you will be
participating in Read for Research. Ideally for children,
2-4 weeks is a recommended minimal length, while
teenagers or adults can determine if that works well for
them too, or if they want to try a 24 hour reading event.
Set the dates that you will be reading

Determine a goal of the amount of books to be read
during this time.

E. Consider where you want to hold your Read for

o Q

Research event, in the comfort of your own home, at a
school/ library, or in conjunction with a Barnes and
Noble Bookfair.

Now it’s time to start getting donations. You can use the
provided templates of the letter, flyer and pledge sheet to
help you. It’s encouraged that people make flat
donations in the form of a check to EDS Network
CARES.

. Read, read, read.
. At the end of your event collect any donations from

sponsors that didn’t do a flat rate pledge and mail all
monies to:

EDS Network CARES, Inc.i Research Fund
P.O. Box 66

Muskego, WI 53150

Remember to thank everyone, and you're all done.

Email any questions to edsmouse@gmail.com

Read for Research Group Instructions are attached at the end
of the document.
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EDS Network CARES Read for ResearchReader 6 s Lo

Name of reader Date of reading: From To

My goal for the number of books I will read for Read for Research is:
Here is a list of the books I read during the Read for Research.

Book title (or magazine or newspaper) # of pages Initial
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EDS Network CARES Read for Research Sponsor List

Name of reader:
Sponsor writes name clearly in colurin

Sponsomrites the amount they want to donate if it isxad donationin columnB

Spmsors may choose to donate per book read, and donation will be collect at the end of theCeven in
Participants collect pledged gifts, indicating the total collected from each sponsor in cblumn
Sponsors initial in columa when they pay their pledg&he shaded column is optional.

My goal for the nunber of books | will read foRead for Researcls:
Please make checks payable to EDS Network CARES-Research Fund

A B C D
Name/address Fixed donation OF° $/book Donation Initials
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Dear Family and Friends, May 1, 2009

| am excited to tell you that for the first time there is hope of a treatramidsrdyhidrsme (EDS). It is with a humble heart
that | ask for your generous donation to nigingndeetd&DS Network CARES, Read for Resagr@iedded to read
book®lease donate and support my hope that there may finally be a treatment available to reduce the vascular fragility
threatening complications for many offérasg with EDS.

Fundraising forallqom of it charities is a challenge in todayods d
is ever increasing. But rarely are donors given the opportunity to directly heffduadisdasdrtieat is so life threatening, yet
has no current cure, or any means of treatment. We are pulling together as a family in realization thratheowéstour chanc
support tHeelief hat OEvery Child Deserves a Cure. 6

EDS NetworkARES has committed to raise $850pport this EDS research at Johns Hopkins Medical Institute, and | nee
support. Your donations will go directlydartie ftend at EDS Network CARES.

EDS is a group of disorders that affect cotsmadsewhich are tissues that support the skin, bones, blood vesseds, and ott
Defects in connective tisaige the signs and symptoms-&fdbldersyndrome, which vary from mildly loose joints to life
threatening complicatiBmS Netwidx CARE® a noprofit organization, established and driven by EDS patients and family
members who share a belief in, and a passion for research and -edilwatien.riEtvsaak is lectbytdd mempenabling

100% of the proceeds tebiedito the research fund.

Your help is needed, and with your support we can make a difference!

| encourage yoleton more about Elidardosysidrome and the details of the research project being conducted, by visiting
www.ehlersdanlosnetworED§ Network CARES 501(c)(3) 4poafit organization and all donations are tax deductable to tr
extent of current tax codes.

Woul d you please join me in this effort? |todoEDSeasy t
Network Cares Research Fund, P.O. Box 66 Muskego, WHib8260,var.@mersdanlosnetwork.org/donations.html

Thank you so much for your considedafitoribeing part of this endeavor to fund a treatment for people suffering with EDS

Shcerely,

Volunteer advocate
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Pleace help uge eupport the belief that
“Every Child Degervee a Cure”, by donating to
Ehlere-Danloe Cyndrome Network C.A.R.E.C., Ine.

Read for Recearch

Read for Research ic a fundraicer where 100% of the proceede of your donatione will go to fund
treatment recearch for a life threatening diseasce that affecte a child in our community. Thig ic one of
thoge rare opportunitiee where your donation can directly fund research. We hope the research will
produce the firet treatment for Ehlere-Danlos Syndrome (EDS), and reduce the vagccular fragility of
thoge affected with EDQ. EDQ ic a diceace that affecte the collagen of the vaseular eyetom, making it
co fragile that even the mogt ckilled of eurgeone degcribe it a¢ trying to cew fogether wet ticcue paper.
For detaile of the research being done at Johne Hopkine Medical Ingtitute, or for more information on
EDQ, pleage vicit www.ehleredanloenetwork.org.

The will be reading booke to raice funde and awarenese for EDS, and to continually

promote literacy. Pleage donate to Read for Regearch, or have your family or group join ue.

Dear Sponsor,

Thank you for your support! Please make checks payable to EDS Network CARES , andwrite
0 -Read f or Ahahe ememo tink.All gifts are tax deductible. You will receive a
receipt for your gift to the address on your check. Please mail donations to EDS Network

CARES, P.O. Box 66, Muskego, WI 53150 To make an online donation or to learn more about
EDS Network CARES, a 501(c)(3) non -profit, visit our website at
or call (262) 514 -2190
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& EDS Network CARES, Read for
g e - o Research i Mail in Donation Form
Ehlers-;..:«:-:i;;'::‘ )$ Jyndrome
Network C.A.R.ES. |

www.ehlersdanlosnetwork.org

Donor Information (please print or type)

Name

Billing address
City, State, Zip
Telephone (home)
E-Mail

Pledge in recognition of Research Fundraising efforts.

Pledge Information

Please except my donation of $

| (we) plan to make this contribution in the form of:
cash check credit card donation made on (Paypal)

Credit card type
Credit card number
Expiration date
Authorized signature

Gift will be matched by (company/family/f oundation). Please enclose form.

Acknowledgement Information

Please use the following name(s) in all acknowledgements:

_ I (we) wish to have our gift remain anonymous.

Please make checks, corporate matches, or other gifts payable to:
Ehlers -Danlos Syndrome Network C.A.R.E.S., Inc.

P.O. Box 66

Muskego, WI 53150

Thank you for your support of Ehlers-Danlos Syndrome Network C.A.R.E.S., Inc.
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EDS Network CARES, Read for Research Group Instructions

1. If you are thinking of starting the program in May, then the ideal solution is to work with the
schools to conduct Read for Research over summer break. If they send out emails or newsletters to
their student body reminding them to keep reading! But, the school should be involved in the time
frame and duration that works best, 2-4 weeks, or over summer break.

2. EDS Network CARES sends a Read for Research kit with customized master forms to

your school/agency. School information needs to be sent to

3. The students begin to read and to collect pledges (per book, or a fixed flat donatlon)

6. Students read for the duration of the Read for Research decided upon by the

school.

7. At the end of the reading period, students collect their pledges and return

the kits and the collected donations to their teacher/leader. EDS Network CARES would

prefer checks to assist with tax receipt distribution if requested.

8. Upon receipt of the checks from you school/agency, EDS Network CARES will

issue official tax receipt letters if requested and award certificates to

your school/agency.

9. A press release will be distributed before or after the Read for Research about the
school/agency’s participation if requested .

10. Any question on the EDS Network CARES Read for Research can be directed to Renee Hutchings
at or 815-524-5646
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EDS Network CARES Read for Reach-Group kit information

Here’s what to do:
Between and , find sponsor who will pledge a
certain amount of money per book that you read, or they can make a flat or fixed amount donation.

Add the sponsor’s name and pledge to the pledge sheet.

[1 Read the instructions carefully.

L] All reading counts, whether you are reading by yourself, reading to

someone else, or having someone read to you.

1 Read as much as you can.

L1 Small pledges are appreciated as much as large. Sponsors can indicate a maximum pledge.

**#2x2 o NOT GO DOOR-TO-DOOR OR ASK A STRANGER FOR A PLEDGE**##x##x
After , total the number of book you read and collect your pledges. Place the
Pledge Sheet and donations in a labeled envelope, and hand it to

on




EDS Network CARESG6Read for Research - Guidelines
Read for Research begins on
Every page you read counts. You will be reading for EDS Network CARES, a not for profit
organization that is raising money to fund research into a treatment for Ehlers-Danlos syndrome
(EDS). EDS is an inherited connective tissue disorder that affects a person’s collagen. Your
participation in this event will help fund vital research into a treatment for EDS. To learn more about
EDS, or the research being conducted please visit g.

You may use the attached reading record to keep track of your sponsors and how much they will
donate.

Reading that counts:

1. Reading before and after school and during recess.

2. Free time reading in the classroom counts.

3. Other people reading aloud to you counts.

4. Reading aloud to other people counts. If you read to your friend or your brother or
sister, it counts for both of you!

5. Reading aloud to the cat, the dog, or the fish counts.

6. Reading in a tree, on the bus, in the car, on an airplane, in a hotel and under the
bed covers with a flashlight counts.

7. Assigned reading for homework and book report reading counts.

8. Reading comic books, newspapers, or magazines counts.

9. Reading in another language counts.

Reading that doesndt count:

1. Reading before the official beginning of the Read for Research doesn’t count.

2. Reading after the official ending of the Read for Research doesn’t count.

3. Assigned reading during class time does not count.

4. Reading the same book more than once does not count.

Important Tips:

1. Record all the books you read.

2. Keep your reading record form handy at all times.

3. Do not go door to door to collect pledges and do not ask a stranger. Your parents, your
grandparents, your aunt, uncles, cousins, babysitter, doctor, dentist, family friends, are all good
choices.

The last day to read for the Read for Research is
Make sure you bring your reading chart and the pledged donations to your school or agency on

Please complete, sign and return to your school who will forward it to:

EDS Network CARES, Inc.i Research Fund
P.O. Box 66
Muskego, WI 53150
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Read for ResearchSchool/Agency ApplicationForm

Name of School or Agency:

Street Address:

City: State: Zip Code:
Phone number: Fax number:

Grade or age levels: to Total number of students:

Grades or age levels participating in the Read for Research:

Number of students participating in the Read for Research:

Do you have a library? Yes No

Read for Research Coordinator:

Phone number: Best time to call:
Email address:

My school or agency will organize a EDS Network CARES Read for Research for children for
weeks during the month of , or as a summer reading program to
conclude . Principal/Director’s Name:
Date:
Signature
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The announces a 2009 Read for Research during the weeks of
. Read for Research is a read-a-thon that will help promote

literacy and encourage reading , while helping fund potentially lifesaving research for people
suffering from Ehlers-Danlos Syndrome (EDS). EDS is a group of disorders that affect connective
tissues, which are tissues that support the skin, bones, blood vessels, and other organs. Defects in
connective tissue cause the signs and symptoms of Ehlers-Danlos syndrome, which vary from mildly
loose joints to life-threatening complications. EDS Network CARES is a non-profit organization,
established and driven by EDS patients and family members who share a belief in, and a passion for
research and education. This all-volunteer network is led by devoted members, enabling 100% of the
proceeds to be directed to the research fund.

By sponsoring Read for Research, your school will be encouraging a love of independent reading in
each student as well as promoting the belief that every child deserves a cure.

Please help your child to monitor his collection of pledges and submit the amount collected
(checks should be made out to EDS Network CARES-Research Fund) to your child’s teacher with the
pledge sheet.

Thank you for participating in the EDS Network CARES Read for Research. If you have any questions
contact your child’s teacher or call
at

Sincerely,

Principal/Agency Dir. Read for Research Chair




