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COMMUNITY GUIDE: SPREADING THE WORD ABOUT SCOLIOSIS




SCOLIOSIS MEDIA

ADVOCACY:
EDUCATE YOUR COMMUNITY ABOUT SCOLIOSIS

There are many ways you can help spread the word about scoliosis in your community, from writing a
letter to the editor of your local paper to organizing “Call to Action” events. You can educate more
people about this important issue by using the following tools to assist you in your mission.

HOW TO WRITE A LETTER TO THE EDITOR

Writing a Letter to the Editor of your local weekly or daily newspaper may be an effective way to
communicate your opinion to the community, local politicians, opinion leaders and policy makers.

The editorial section is known to be one of the most-widely read sections of the newspaper, so getting
published there is a great way to have your voice heard. You can find a list of weekly and daily
newspapers in your area in your local telephone directory or on the Web.

Before you write a letter, here are some useful tips to consider:

= Newspaper Policy — Find out the submission policy of the news organization you are
targeting. Some may require you to e-mail the letter to a specific address, while others may
suggest sending it via regular mail. Most media will require you to include your first and last
name, town and phone number when submitting a letter. Your phone number and address
will not be printed, just your name. Many publications will contact you prior to publishing
your letter to confirm you wrote it. Some newspapers may also have word count limitations.
It is best to keep your letter to 150 words or less.

= Shorter is Better — Your letter should be one to four short paragraphs. A sentence should be
less than 20 words. Get to your point in your first paragraph because not every reader will
have time to read your entire letter. Use simple language and exclude the use of jargon.

= Timing is Everything — Submit your letter in a timely fashion after an article appears about a
particular issue. Be sure to mention the headline and date you are referencing. You can also
connect the letter to a specific event or health awareness month.

= Localize the Issue — Include local statistics about scoliosis, if available, by contacting your local
health department. Stress the importance of screenings in schools, pointing out which
schools in your area are conducting routine tests. Also, if a local legislator supports or
opposes a particular issue, note the name of the politician. Finally, encourage other readers
to take action by contacting their legislators to request they support continuing education on
scoliosis.

= Personal Story — If you or a loved one has scoliosis, discuss your personal story. Personal
stories help put a face on the condition and help others understand the issue. Describe how
scoliosis has affected your life or the life of someone you know, how the scoliosis was
detected and the importance of diagnosing scoliosis as early as possible.

 Expert Opinion — If you are a school nurse, medical expert or healthcare professional who
treats scoliosis patients, don‘t be afraid to use your educational background to leverage your
point of view and note it in your letter.
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SAMPLE LETTER TO THE EDITOR #1

LETTER 1 - Send in September

[INSERT DATE]

[INSERT NAME]
[INSERT PUBLICATION NAME]
[INSERT MAILING ADDRESS]

Dear Editor:

With the school year in full swing, we are reminded again of scoliosis and the importance of early detection
and screenings.

Many national societies recommend school screenings in order to prevent severe scoliosis. In a joint statement, the
American Academy of Orthopaedic Surgeons, the Scoliosis Research Society, the Pediatric Orthopaedic Society of North
America and the American Academy of Pediatrics recommend that females are screened twice, at age 10 and 12 and
males once, at age 13 or 14.!

One quarter of children with spinal curves require medical attention?. Girls are eight times more likely than boys to
have a curve that will progress, requiring treatment’. The primary age of onset for scoliosis is between 10- and
15-years-old, so the time to screen our young people is now.

We urge our schools and local representatives to continue to support screenings in our community to help prevent
severe spinal deformity and the consequences that it may bring to our children.

Sincerely,

[INSERT NAME]

[INSERT TOWN]

[NSERT PHONE NUMBER]

SOURCES
" Richards BS and Vitale MG. Screening for Idiopathic Scoliosis in Adolescents: An Information Statement. J Bone Joint Surg Am. 2008; 90:195-198.

2 American Academy of Orthopaedic Surgeons. Available online at: http://orthoinfo.aaos.org/connect/psa.htm.

3 National Scoliosis Foundation. Information and Support. [cited: 14 April 2008]. Available from: http:/Avww.scoliosis.org/info.php.
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SAMPLE LETTER TO THE EDITOR #2

LETTER 2 - Send in late May/early June

[INSERT DATE]

[INSERT NAME]
[INSERT PUBLICATION NAME]
[INSERT MAILING ADDRESS]

Dear Editor:

I wanted to commend the National Scoliosis Foundation for taking the lead in making June National Scoliosis
Awareness Month. We can now reflect on this health condition where there is no cure, but there is treatment for those
suffering from severe spinal deformity.

As a mother of a child with scoliosis, I have seen first hand what it is like to live with the condition. 1f it wasn't for
a school screening, my daughter might not have received the proper care for her scoliosis.

1 urge our community to continue school screenings for scoliosis.

Sincerely,

[INSERT NAME]

[INSERT TOWN]

[INSERT PHONE NUMBER]
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HOW TO CONTACT YOUR LEGISLATORS

Governmental officials can help spread the word about health issues, including scoliosis. You can gain
their support for an issue you strongly believe in by calling or writing them about the topic. Before
reaching out, consider the following questions:

=Who are your legislators?
= How do you contact your legislators?

“What do you hope to achieve by working with legislators?

WHO ARE YOUR LEGISLATORS?

The easiest way to find out your legislators’ names and contact information is on the Internet.
The following URLs should point you in the right direction:

= To find your U.S. House of Representative via name, go to:
http:/Avww.house.gov/house/MemNameSearch.shtml

= To find your U.S. House of Representative via state, go to:
http:/Avww.house.gov/house/MemStateSearch.shtml

= To find your U.S. Senator by state, go to: http:/Avww.senate.gov

The search will provide you with your representative’s contact information including his or her mailing
address and phone number. An e-mail address will be provided when it is available.

HOW DO YOU CONTACT YOUR LEGISLATORS?

You can reach out to your legislators via e-mail, mail or phone. Since it is their job to represent you, there
is a staff member in every legislator’s office dedicated to reading about and responding to your concerns.
The staff person may record the number of phone calls that come into the office on a particular issue, and
that could encourage your legislator to champion that issue. You may receive a response to your letter or
e-mail from your representative addressing your concern or validating his or her support or opposition of
a particular bill or issue.

WHAT DO YOU HOPE TO ACHIEVE BY WORKING WITH LEGISLATORS?

Support from your legislators can help your mission when it comes to promoting scoliosis awareness.
Legislators can influence the allocation of funding for research, awareness and screenings. They can also
attract media attention to an issue through public speaking, or by attending an event focused on a
particular issue. Be sure to invite your representatives to any educational or awareness events you hold.
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SAMPLE LETTER TO LEGISLATOR

[INSERT DATE]

[INSERT TITLE, NAME]

[INSERT MAILING ADDRESS]

To [INSERT NAME]:

1 urge you to support scoliosis screenings in our schools.

With the school year in full swing, we are reminded again of scoliosis and the importance of early detection and
screenings. In a joint statement, the American Academy of Orthopaedic Surgeons, the Scoliosis Research Society, the
Pediatric Orthopaedic Society of North America and the American Academy of Pediatrics recommend that females are
screened twice, at age 10 and 12 and males once, at age 13 or 14'.

One quarter of children with spinal curves require medical attention®. Girls are eight times more likely than boys
to have a curve that will progress, requiring treatment®. The primary age of onset for scoliosis is between 10- and 15-
years-old, so the time to screen our young people is now.

Please help our community prevent severe spinal deformity and its consequences in our children, and support scoliosis
screenings in our schools.

Thank you for your time.

Sincerely,
[INSERT NAME]
[INSERT TOWN]
[INSERT PHONE]

SOURCES
! Richards BS and Vitale MG. Screening for Idiopathic Scoliosis in Adolescents: An Information Statement. J Bone Joint Surg Am. 2008; 90:195-198.

2 American Academy of Orthopaedic Surgeons. Available online at: http://orthoinfo.aaos.org/connect/psa.htm.

* National Scoliosis Foundation. Information and Support. [cited: 14 April 2008]. Available from: http://www.scoliosis.org/info.php.
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HOW TO SECURE A TOWN RESOLUTION

A town resolution is a formal stamp of approval from a government entity, such as a mayor or local official,
supporting a particular issue or topic such as scoliosis. Before you secure a town resolution from your
government official, you will need to determine the message you want to communicate about scoliosis.

WHAT IS YOUR MESSAGE

Consider the following questions to determine the key message of your resolution:
= Do you want your town to support additional funding for scoliosis research?
= Do you want your school to continue yearly scoliosis screenings?
Do you want your town to host educational health seminars on scoliosis?

= Do you want your town to organize and provide support groups on scoliosis?

HOW TO OBTAIN A TOWN RESOLUTION
Once you have determined your message, follow these steps:

= Contact your local government official’s office and find out the person who handles
processing town resolutions.

= 1dentify the steps needed to obtain a town resolution.
= Submit the proper paperwork.
= Continue to follow up with the official’s office.

= Secure a formal resolution via fax or e-mail once the government official has agreed
to support your cause or mission.

AFTER OBTAINING RESOLUTION

After you have obtained your town resolution, make sure that people know about it. Follow up with
government officials to ensure it is published on the appropriate city and state Web sites. Email a copy of
the resolution along with photos and stories to the National Scoliosis Foundation for publication on the
National Scoliosis Awareness Campaign Web site. Let the media know that your resolution has been
adopted; this may be a good reason for them to cover a story on scoliosis.
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HOW TO PLAN A "CALL TO ACTION" EVENT

Organizing a public event can help draw attention to the issue of supporting scoliosis screenings in
schools, secure additional funding for scoliosis research or generally increase awareness of the condition.
In order to execute a “Call to Action” event, you may want to consider the following steps to help you
prepare for a successful outcome.

MESSAGE

Similar to a town resolution, you will need to define what your message is prior to executing an event.
Some of the messages you may want to consider include:

= Support additional funding for scoliosis research

= Continue yearly scoliosis screenings in schools

= Create awareness of National Scoliosis Awareness Month — June
= Connect scoliosis patients with one another

= Increase awareness of the signs and symptoms of scoliosis

AUDIENCE

You will need to determine the specific audience you want your event to impact the most. To whom are
you trying to communicate your message? Consider the following audiences:

= Government officials
= School leaders
“Media

= Scoliosis patients

= Teens

“ Parents

= Local community

RECRUITMENT

There is power in numbers. Gain support for scoliosis by building a strong list of supporters who believe
in your mission. Pick a name for your group. Gather the names and contact information of local parents
and children with scoliosis via research on the Internet, contacting scoliosis support groups, or calling the
National Scoliosis Foundation. Supporters may be more likely to take the time to participate in an event
because of their personal connections to the cause. You may also want to invite friends and family
members to participate.

Plan your event at least three months in advance, let people know early and then remind them as the
event draws closer.
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LOCATION

Choose wisely when determining the location of your event. Consider that people will need to know how
to find the event’s location and will need parking places. Additionally, if you would like the media to
attend, think of how a particular location may connect to your event or draw attention to it. Some places
to consider holding an event are:

= State capitol

= Public area, such as a park or playground
= A local school

= A local hospital

Once you select a location, you will need to notify the necessary parties (i.e. police, public authority
officials, etc.) and obtain the required paperwork to get permission to hold your event at that site.
Some cities or towns may request you to submit information about the event, such as the name of your
organization or group, a list of participants, the location, the time and date and the agenda.

TIMING
Timing is one of the keys to the success of your event. Here are some things to think about:

= Weather - Pick a day and month when the weather is not too cold, since your event may be
held outdoors and your volunteers may need to participate outside. This may help you
recruit a larger amount of supporters.

= Time of day - Choose a time most accommodating to your group. Mornings and early
afternoons tend to be the best times of the day to hold an event.

If you are planning on media coverage, think about media deadlines. Television stations may
need to have stories for a particular newscast, or newspaper stories may need to be written
before a deadline in order to be published.

= Time of year - Holding an event around a particular time of year, such as the beginning
of school or a National Scoliosis Awareness Month, June, may help draw more attention to
the event.

MATERIALS

Create posters, flyers, buttons and shirt stickers that speak your message such as “Support Scoliosis
Screenings Now — Early Detection is Key” at least three weeks in advance of your event. Each person
participating in the event should have at least one of the materials communicating your message.

MEDIA

If you want to draw media attention, you will need to create a media advisory outlining the details of your
event (see an example of a media advisory on page 16. Research the local media outlets in your area and
invite the television stations, radio stations, newspapers and Web sites to your event at least two weeks in
advance and then again closer to the event.

Appoint a responsible person in your group to serve as the media contact and official spokesperson for
your cause. Take high-resolution photographs at the event for possible submission to your weekly
newspaper. Following the event, you can also create and submit a post-event press release to your local
weekly newspaper with notable photographs.
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NETWORK: LEARN MORE FROM OTHERS

Scoliosis is a condition that affects two to three percent of the population — so if you, or someone you
love, is diagnosed with scoliosis it is important to know that you and your loved one are not alone.

Being diagnosed with scoliosis can be a scary experience if you don’t know much about the condition or
how it will affect your life. One way to learn more is to reach out to other scoliosis patients and their
families. Learning that people have faced the same issues you are facing, or hearing about their
experiences of diagnosis and treatment can be both informative and therapeutic.

The following section of this guide offers two ways to learn from the experience of others: 1) start a
support group and 2) read profiles of other patients’ personal experiences.

SOV O ORGANIZE A SCOLIOSIS SUPPORT GROUP

You and your loved one do not have to suffer alone when it comes to dealing with scoliosis. You can
attend a local support group in your neighborhood or form your own group if one does not exist in your
area. Follow these steps to create a support group:

CONTACT THE NATIONAL SCOLIOSIS FOUNDATION

The National Scoliosis Foundation (NSF) can help you get started by connecting you with other patients in
your area, identifying scoliosis specialists to contact or invite as guest speakers, referring patients who
contact NSF throughout the year, promoting your meeting, providing educational materials and answering
your questions.

COMPILE A PARTICIPANT LIST

You will need to obtain a list of people interested in attending a support group. Use contacts from the
National Scoliosis Foundation and from schools that may be able to provide you with a list of people
interested in learning more about scoliosis and seeking personal support and sharing experiences.

CHOOSE A FACILITATOR

The person leading the group discussion should be knowledgeable about scoliosis, have a personal
connection to the issue and be able to facilitate a lively discussion among the group.

PICK A DESIGNATED DATE AND TIME

Determine if you want to hold a group on a weekly, monthly or quarterly basis. This will depend on the
level of involvement and participation of your group members.

PICK A LOCATION

For safety reasons, you may want to consider exploring a public place to hold your support groups instead
of your home or place of residency. Sometimes schools and local churches may be open to offer you a free
room to hold your group if you are member of the community or congregation.
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GATHER RELEVANT EDUCATIONAL MATERIALS

Contact the National Scoliosis Foundation or your local health department to obtain educational materials
on scoliosis that may be useful to your group. Some of these materials can be found in the community
section of the guide on pages 26-31.

PUBLICIZE THE EVENT

Local weekly or daily newspapers and radio stations will often publicize a local event in their newspaper or
on their station free of charge. You can send them a calendar listing that briefly describes the support
group. Please see the educational seminar section that begins on page 22 of the guide.

You can also consider posting your meeting in the “Scoliosis Support Meetings, Events, Conferences &
Clinics” calendar section of the National Scoliosis Foundation’s Web site: www.scoliosis.org.

CONTACT PARTICIPANTS

E-mail or mail flyers to your potential participant list a few weeks before your first meeting, and encourage
them to bring any guests. There is an example of a flyer on page 24 of this guide. Remind them a week
before meetings.

MAKE ARRANGEMENTS FOR FOOD AND DRINKS

Consider bringing refreshments and snacks to the meetings. Depending on the size of your group, you
may want to ask for volunteers to bring different items, such as water, soda, chips, pretzels, paper napkins,
plates and cups.

SET UP ROOM ONE HOUR PRIOR TO EVENT

Arrive at least one hour early to set up chairs, food, drinks and educational materials. You may also want
to have a sign-in sheet so you can keep track of participants and contact information.

SET UP GUEST SPEAKERS

After your first few meetings, consider asking guest speakers to attend your support group. Perhaps there
are members of your community who can be resources. Doctors and clinicians at local hospitals and
practices may be able to speak on relevant issues and offer new information or guidance. There may also
be scoliosis patients who are willing to speak about their experience, or parents who can speak about
what it is like to have a child living with the condition. Remember that a member of your group can also
be chosen to be a guest speaker on occasion.

BRAINSTORM WITH YOUR SUPPORT GROUP

Every meeting or two, check in with the members of your support group to find out what they hope to get
out of the meetings. There may be a topic they would like to know more about, or a speaker they would
like to invite. They could have new ideas of ways to structure meetings. You won't know how the group
feels about the meetings until you ask.
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SHARE PERSONAL STORIES

Reading the personal stories of other patients with scoliosis can help you to learn more about the
condition and what to expect through diagnosis and treatment. There are many stories published both
in books [see pages 52-54 of guide] and on the Internet from which you can choose and learn.

The following pages contain the personal profiles of a few scoliosis patients to help you get started.
Feel free to pass these profiles out at support groups and to encourage others to write and share
their own stories.

MELANIE'S SCOLIOSIS STORY
For Melanie McCarroll, 22, scoliosis is a condition that caused her physical and emotional
pain, taught her she is stronger than she ever imagined and created within her a fierce

determination to become an orthopedic surgeon.

Melanie was first diagnosed with scoliosis in fifth grade, when a school nurse noticed her spine
was curved and sent her home with a note to see her doctor. By seventh grade, her curvature

had increased significantly, and she got her first brace.

“I had various braces all through middle and high school but I didnt wear them as much as I
should have,” said Melanie. “They wete painful and I was so embarrassed because I felt like I

looked different and couldnt wear the same clothes everyone else was wearing.”

By age 17, Melanie’ curve had progressed to 125 degrees and she was having trouble breathing
because her chest cavity was so collapsed. She traveled four hours from home to see a specialist

who recommended spinal fusion surgery to straighten her spine.

“I started researching more about scoliosis after I found out I needed surgery,” Melanie said. “I didn’t know anyone else

who had scoliosis. I felt really alone, really hopeless. I needed to learn more.”

Melanie had surgery on July 24, 2003. She was a junior in high school. The surgery took 10 hours. She spent weeks in the
hospital, re-learning how to sit up and walk. When she read a description of her surgery, she was in complete awe at what

the doctors had done.

“I felt like WOW — just complete amazement at the surgery. I went from a curve of 125 degrees to a curve of 10. I gained
five inches in height. I could have been paralyzed, T could have died, but there I was, all straightened out. Something just
clicked in my head and I knew I wanted to do this kind of surgery some day.”

Melanie graduated from Oklahoma State University in May 2008 and will start medical school at the University of North
Dakota in the fall. She wants to study orthopedics to help people the way her surgeon helped her; and knows she will be

able to empathize with her patients in a way not everyone can.

“Having scoliosis has created in me this passion for the spine that I know will never go away,” said Melanie. “Millions of
people have this condition and there is help and support out there. When I was going through this, I wish I had known that

I was not the only one.”

*Scoliosis patients should consult with their doctors for treatment and before engaging in strenuous activities.



JESSICA'S SCOLIOSIS STORY

These days Jessica Fides, 26, can lift one-and-a-half times her body weight straight up over her
head. But there was a time, not too long ago, when the petite 5°4” Floridian worried she might
never walk again. At age 13, Jessica was diagnosed with a form of scoliosis so severe she had to
have surgery to straighten her spine. Now, she’s a pre-med college student and a competitive
weight-lifter qualifying for Olympic trials. Jessica is walking proof that people with scoliosis

can live active lives.

“Jessica was a competitive dancer growing up and always really skinny,” said Jessica’s mother;
Janice. “One day, in sixth grade, she was wearing her leotard and I saw her little shoulder
blades sticking out. I thought it was because she was thin, but I looked closer; and her backbone

was curved.”

Jessica remembers getting diagnosed with scoliosis as a really scary and suspenseful time

because she didn’t know anything about the condition or how it would impact her life.

“When I first found out that I had scoliosis, I had no idea who to talk to,” said Jessica. “I saw three doctors, but I didn’t
know anyone who was going through what I was or anyone who had been through it. I remember my mom and I crying

because we didnt know what having scoliosis meant.”

The curve in Jessica’ spine got worse very quickly following her diagnosis. She was fitted for a brace, but by the time it
was ordered and arrived at the doctor’ office, her spinal curve had progressed so much she couldn’t even wear it. That’s

when Jessica, her family and her doctors decided that having surgery was her best option.

“I knew that if I didn’t have the spinal fusion surgery then, my back would have gotten worse,” said Jessica. “As my
curvature progressed, it could have affected my lungs and my heart. It was upsetting and I knew surgery was risky and I

didn’t know if I would dance again.”

Jessica had spinal fusion surgery in 1995. Sections from her upper thoracic to lumbar spine were straightened and fused
and four rods were inserted for support. She was in the hospital for less than a week and was walking four days after

surgery. Within two months she was dancing again.

“I know the surgery changed my movement. I can’t bend backwards, there are certain things I cant do,” said Jessica. “But
still, I was shocked at how much I could do. When I went into the operating room, I didn’t know if I would ever walk

correctly again.”

Since then, Jessica has tackled any challenge that comes her way. In high school, Jessica discovered that she was good at
weight lifting and has been doing it ever since. She is part of Team Florida Gulf Coast and consistently places second in her
weight division. Most recently, she qualified to compete in the 2008 Olympic trials. She’s also double majoring in biology
and biochemistry at the University of Central Florida and plans to apply to medical school this summer: Jessica is also a

spokesperson for the National Scoliosis Foundation.

*Scoliosis patients should consult with doctors for treatment and before engaging in strenuous activities.
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ANGELYN'S SCOLIOSIS STORY

Angelyn Traylor; 17, was diagnosed with scoliosis when she was in the fourth grade, but only

because the school nurse thought her older brother had the condition.

“My mom was researching scoliosis on the Internet and she learned it runs in families,” said
Angelyn. “So when my brother was checked out by our pediatrician, so was I. As it turned out,

my scoliosis was more severe than his and I had a double curve.”

Though her brother’s curvature never progressed to a degree requiring treatment, Angelyn’
curves increased as she got older. When she was in sixth grade and her bottom curve reached 25

degrees, her doctor recommended she wear a brace.

“Wearing the brace was really hard — especially at first,” said Angelyn. “I had to wear it for 20

hours a day. It was painful and I was really self-conscious about the way I looked. But you get
used to the brace the longer you wear it and we found little tricks for it. I used to wear pants
with adjustable waists so I still had something to wear when I took the brace off and I wore shirts with collars to hide the

shoulder straps of my undershirts.”

Angelyn wore a brace for 2 years. Her curves did not progress significantly, and according to her doctor; as long as they

remain stable, she won't need spinal surgery.

Having scoliosis does not slow down Angelyn’ active life at all. She plays the flute, the piano and the organ. She is in her
schools chorus and belongs to a handbell choir at her church. Shes a dancer and a baton twirler. Most recently, she was

crowned the 2008 Miss Troup County’ Outstanding Teen in her home state of Georgia.

Angelyn plans to compete in the Miss Georgia’s Outstanding Teen Pageant. Her platform is called “When Life Throws You
a Curve — Spreading The Word About Scoliosis.” She will answer questions about the topic and how she plans to promote
it. Currently, Angelyn speaks at community clubs and parent-teacher organizations about scoliosis and the importance of
early detection and school screenings. She has also become a spokesperson for the National Scoliosis Foundation. In the

future she hopes to speak at elementary schools and assist school nurses as a volunteer screener:

“Iwant to talk directly to other kids who are at the age I was when I was diagnosed. I remember being really scared about
what was happening to me because I had never even heard about scoliosis before my brother and I were diagnosed,” said
Angelyn. “I also want to tell parents that they should allow their kids get screened at school. The fact that I was diagnosed

early meant that I could get braced while I was still growing. That may have saved me from needing surgery.”

*Scoliosis patients should consult with doctors for treatment and before engaging in strenuous activities.




Golfweek/Tracy Wilcox

STACY'S SCOLIOSIS STORY

Stacy Lewis is a professional golfer and a rookie on the LPGA Tour. But, this blonde, blue-eyed
girl-next-door type is no ordinary golfer. She not only amassed an incredible record of
achievement during her collegiate and amateur careet; but she has done it after overcoming the

debilitating effects of scoliosis.

At the age of 11, a school screening discovered that she had scoliosis — an excessive curvature of
the spine. For 7 Y2 years, she wore a back brace for 18 hours a day, everyday and even slept in
it. She only took it off to play golf. At the age of 18, when she had stopped growing, she knew
that she would be able to finally shed the back brace. Unfortunately, without the brace for
support, her spine curvature began to reappear such that surgery remained the only option.
This was nearly devastating to Stacy because just months earlier; she had accepted a golf
scholarship to the University of Arkansas. Now, she wasn't sure if after surgery, she would be
able to play golf at that level again. After being told by the Arkansas golf team coach that she would hold a spot for her;
Stacy had surgery to fuse a metal rod and 5 screws into her spine. Knowing that she was a golfer; Stacy’ surgeon
deliberately chose not to use 2 rods in order to allow Stacy to turn more freely. After 3 more months in a brace and then
another 6 months of rehab, during which she couldn’t hold anything heavier than 5 pounds, Stacy began to putt and chip
(very well) and slowly worked her way back unto the Arkansas golf team in 2004

By the time she graduated in 2008, Stacy had accumulated an incredible 12 NCAA wins including the 2007 NCAA
individual championship! In addition, while playing as an invited student during the inaugural LPGA NW Arkansas
tournament, Stacy “won” the tournament only to have it declared unofficial when they cancelled the rest of the tournament
due to rain. After staying all four years and graduating with a double major in finance and accounting from Arkansas,
Stacy played in her final amateur event — the prestigious Curtis Cup at the Old Course at St. Andrews, Scotland. During
that tournament, Stacy not only helped the United States win, but she set a record to become the first player in Curtis Cup

history to record 5 wins against O losses.

Stacy turned pro in mid-summer 2008 just in time for the US Women’s Open. Showing the poise and skill of an LPGA
veteran, Stacy took the lead of the most prestigious women’ tournament in the world after 3 rounds and played in the final
group in the final round before finishing in 3rd place. In December 2008, Stacy officially earned her LPGA “Tour Card” by
winning the LPGA Qualifying Tournament by 3 strokes over the strongest Q-school field in LPGA history.

Today, Stacy is playing a full schedule on the LPGA Tour but is careful to stretch regularly and to not play too many
consecutive weeks in a row. As an LPGA player; Stacy is an inspiration as someone who has done it right and overcome so
much to succeed. As a spokesperson for the Scoliosis Research Society, Stacy is now able to be an inspiration to millions of

kids around the world who no longer have to be fearful that scoliosis is the end of an active and normal life.

*Scoliosis patients should consult with doctors for treatment and before engaging in strenuous activities.



FAMOUS PEOPLE WHO HAVE SCOLIOSIS

Scoliosis is a condition that affects people from all walks of life. It is important to know that if you are
diagnosed with scoliosis, you are not alone. Here are the names of some people you might recognize who
have been diagnosed with scoliosis:

= Jessica Andrews | Singer

= Linda Blair | Actress

= Kurt Cobain | Singer

= Laura Dern | Actress

= Sarah Michelle Gellar | Actress/Model
= Janet Evans | Swimmer

= Daryl Hannah | Actress

= Dudley Hart | Golf Player

= Jeanette Lee | Pool Player

= Robert Loudermilk | Football Player
“Yo-Yo Ma | Cellist

= Liza Minnelli | Actress/Singer

= Jon Olsen | Swimmer

= Catherine Oxenburg | Actress/Model
= Sarah Polley | Actress

= Isabella Rossellini | Actress/Model
“Renee Russo | Actress/Model

= Chloé Sevigny | Actress

= Jenny Thompson | Swimmer

= JoBeth Williams | Actress

= James Blake | Tennis Player

= Stacy Lewis | LPGA Golfer

= Elettra Rossellini Wiedemann | Model (the daughter of Isabella Rossellini)
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RESOURCES

ORGANIZATIONS

AMERICAN ACADEMY OF ORTHOPAEDIC SURGEONS (AAOS)

Address: 6300 North River Road
Rosemont, IL 60018

Phone: (847) 823-7186

Web Site: www.aaos.org

AMERICAN ACADEMY OF PEDIATRICS (AAP)

Address: 141 Northwest Point Boulevard
Elk Grove Village, IL 60007

Phone: (847) 434-4000

Web Site: www.aap.org

AMERICAN ASSOCIATION OF NEUROLOGICAL SURGEONS (AANS)

Address: 5550 Meadowbrook Drive
Rolling Meadows, IL 60008

Phone: (847) 378-0500

Web Site: www.aans.org

AMERICAN PHYSICAL THERAPY ASSOCIATION (APTA)

Address: 1111 North Fairfax Street
Alexandria, VA 22314

Phone: (703) 684-2782

Web Site: www.apta.org

INTERNATIONAL RESEARCH SOCIETY FOR SPINAL DEFORMITIES (IRSSD)

Address: The University of Liverpool

Sherrington Building

Ashton Street

Liverpool L69 3GE UK

Phone: 44 151 794 5502

Web Site: www.liv.ac.uk/HumanAnatomy/phd/irssd

NATIONAL INSTITUTE OF ARTHRITIS AND MUSCULOSKELETAL
AND SKIN DISEASES (NIAMS)

Address: 1 AMS Circle
Bethesda, MD 20892

Phone: (301) 495-4484

Web Site: www.niams.nih.gov
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ORGANIZATIONS CONTINUED

NATIONAL SCOLIOSIS FOUNDATION (NSF)

Address: 5 Cabot Place
Stoughton, MA 02072
Phone: (800) 673-6922
Web Site: www.scoliosis.org

NORTH AMERICAN SPINE SOCIETY (NASS)

Address: 22 Calendar Court, 2nd Floor
LaGrange, IL 60525

Phone: (877) 774-6337

Web Site: www.spine.org

PEDIATRIC ORTHOPAEDIC SOCIETY OF NORTH AMERICA (POSNA)

Address: 6300 North River Road, Suite 727
Rosemont, IL 60018

Phone: (847) 698-1692

Web Site: www.posna.org

SOCIETY ON SPINAL ORTHOPEDIC AND REHABILITATION TREATMENT (SOSORT)

E-mail: kotwicki@amp.edu.pl
Web Site: www.sosort.org

SCOLIOSIS RESEARCH SOCIETY (SRS)

Address: 555 East Wells Street, Suite 1100
Milwaukee, WI 53202

Phone: (414) 289-9107

Web Site: www.srs.org

THE SCOLIOSIS ASSOCIATION, INC.

Address: PO. Box 811705

Boca Raton, FL 33481

Phone: (561) 994-4435

Web Site: www.scoliosis-assoc.org
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BOOKS: FICTION

ABBY'S TWIN (BABY-SITTER'S CLUB, 104)
by Ann Matthews Martin

Abby’s twin has just been diagnosed with scoliosis, and she tries to help her through her condition.

DEENIE
by Judy Blume

Deenie is a beautiful girl who just got diagnosed with scoliosis and is nervous about wearing
a brace for four years or more.

NOTHING HURTS BUT MY HEART
by Linda Barr

The story of a young gymnast dealing with the issues of wearing a brace.

PLASTIC BACK
by Anna Rakes

Anna Beth is an excited 7th grader until she finds out she has scoliosis and has to wear a brace,
but she discovers how great life can be, even while wearing a brace.

STAND TALL, HARRY
by Mary Mahony

Harry is an African-American student who endures a serious hockey injury, an eventual diagnosis
of scoliosis and then finds himself as a possible United States chess star.

THERE'S AN S ON MY BACK: “S"” IS FOR SCOLIOSIS
by Mary Mahony

Told in first person, this book discusses a 5th grader’s understanding of scoliosis through
the whole process of diagnoses to treatment.
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BOOKS: NON-FICTION

SCOLIOSIS AND THE HUMAN SPINE
by Martha Hawes

This book is the product of an exhaustive analysis of the peer-reviewed literature describing the history,
biology, and clinical approach to treatment of spinal deformity, and includes a bibliography of more than
700 medical and scientific papers. The book is written to serve as a reference for patients, parents,
physicians and other clinicians.

SCOLIOSIS: ASCENDING THE CURVE
by Brooke Lyons

A well-rounded book that covers causes, diagnoses, treatment and surgery.

SCOLIOSIS SURGERY: THE DEFINITIVE PATIENT'S REFERENCE
by David K. Wolpert

Written in plain English by someone who has been through it, this book explains in detail everything you
need to know about what is involved in scoliosis surgery, how to decide if surgery is the right treatment,
what the surgical options are, what alternatives to surgery exist, and how to prepare for surgery and
recovery process.

STOPPING SCOLIOSIS:
THE WHOLE FAMILY GUIDE TO DIAGNOSIS AND TREATMENT

by Nancy J. Hooper

Author’s experience with scoliosis with discussions of non-surgical treatments and research into the causes
of scoliosis.

STOP A LA ESCOLIOSIS (EN ESPANOL)
by Nancy J. Hooper

Author's experience with scoliosis with discussions of non-surgical treatments and research into the causes
of scoliosis, translated into Spanish.

THE SCOLIOSIS SOURCEBOOK
by Michael Neuwirth and Kevin Osborn

A complete guide to help understand scoliosis and its importance.




RESOURCES

ON\N -

WHAT CAN | GIVE YOU: THE MOVING ACCOUNT OF ONE FAMILY'S JOURNEY
TO UNDERSTAND THE MANY FACES OF THEIR CHILD'S CHRONIC CONDITION

by Mary Mahony

A story of a mother's journey with her daughter, Erin, who was diagnosed with congenital scoliosis when
she was fourteen months old.

WHEN LIFE THROWS YOU A CURVE: ONE GIRL'S TRIUMPH OVER SCOLIOSIS
by Elizabeth Golden

An author’s battle with scoliosis, filled with lessons about courage, acceptance, grace, and the importance
of family and friends.

THE CONSERVATIVE SCOLIOSIS TREATMENT

The first of a series of Instructional Course Lectures (ICL) Books of the International Society On Scoliosis
Orthopaedic and Rehabilitation Treatment (SOSORT). The philosophy of the commencement of such ICL
book series is the achievements of an ultimate aim, the improvement of early detection and non operative
treatment of the patient care pathway for scoliosis.
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VIDEOS

ELLIE'S BACK

An 8-year-old and her mother worked together
to produce a film that portrays life with scoliosis
as viewed through the eyes of a young child.

CATCH THE CURVE

An educational unit produced by the National
Scoliosis Foundation for the pre-screening
education of students in grades 5-9. This video
explains what scoliosis is and how it is detected,
illustrates the normal screening procedure,
emphasizes the importance of follow-up after
screening, encourages peer support for students
who have scoliosis, and encourages young
people to follow their prescribed treatment.

SCOLIOSIS, AN ADULT PERSPECTIVE

A doctor and five female patients provide an
overall perspective of what adult scoliosis is, who
gets it, the types of curves, myths about the
disorder and options for treatment.

SHARING SCOLIOSIS: YOU'RE NOT
ALONE

Patients share their experiences with scoliosis
including diagnosis, wearing a brace, surgery and
recovery.

UNDERSTANDING SCOLIOSIS

Kaiser Permanente's educational video in which
four teenagers at various stages of treatment talk
about their experiences with scoliosis.

WHAT'S THIS THING CALLED
SCOLIOSIS?

A comprehensive overview of scoliosis and its
impact on patients, using the latest computer
technology.

YOGA FOR SCOLIOSIS WITH ELISE
BROWNING MILLER

Three 17-minute sessions at a beginner level
appropriate for most people with scoliosis.
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GLOSSARY

ADOLESCENT SCOLIOSIS — A type of scoliosis
that develops before the onset of puberty and
before the skeletal system matures

ADULT SCOLIOSIS - A type of scoliosis that
presents after the skeletal system has matured

AUTOGRAFT - Tissue transferred from one part
of the body to another in the same individual

AUTOLOGOUS BLOOD - Blood collected from
a person for a later transfusion to the same
individual. This can be used to avoid blood from
unknown donors and significantly reduces the
risk of acquiring transmitted diseases

AUTOTRANSFUSION - The practice and
technique of transfusing previously drawn
autologous blood to the same patient

BONE GRAFT - A surgical procedure in which
healthy bone is transplanted from one part of the
person's body into the affected area

BRACE — A semi-rigid plastic device that pushes
on the muscles and ribs next to the spine in order
to prevent an abnormal curve from progressing.
There are daytime and nighttime braces

CERVICAL SPINE — Part of the spine consisting of
the top seven vertebrae, starting at the base of
the skull

COBB ANGLE — A measurement defined by a
technique used to evaluate the magnitude of a
scoliosis curve

COMPENSATORY CURVE - A secondary curve
located above or below the structural curvature,
which develops in order to help maintain the
body’s normal alignment

CONGENITAL SCOLIOSIS — Type of scoliosis that
is caused by bony abnormalities of the spine,
which are present at birth

DECOMPENSATION — The loss of spinal balance
when the thoracic cage is not centered over the
pelvis

DISCECTOMY - The removal of all or part of the
soft tissue that acts as a shock absorber between
the vertebral bodies

DOUBLE CURVE - Two lateral curvatures in the
same spine

DYNAMIC TENSION BRACE — A new concept
and style of bracing using softer, more flexible
components to prevent abnormal spinal curves
from progressing

GENETIC SCREENING — The review of a patient’s
genetic material to determine the prevalence of a
particular disease and/or its likelihood of
progression

HEMIVERTEBRA - A hereditary anomaly of the
spine caused by an incomplete development of
one side of a vertebra resulting in a wedge shape

HYSTERICAL SCOLIOSIS — A type of scoliosis in
which a non-structural deformity of the spine
develops as a manifestation of a psychological
disorder

IDIOPATHIC SCOLIOSIS — The majority of
scoliosis cases, in which the cause of the
condition is unknown

INCLINOMETER (also called a scoliometer) —

A level used to measure the ‘rib hump,” which is
helpful in detecting scoliosis and monitoring
progression of curve

INFANTILE SCOLIOSIS — A type of scoliosis that
appears before three years of age

JUVENILE SCOLIOSIS — A type of scoliosis that
appears between the ages of three and 10

KYPHOSCOLIOSIS — A type of structural
scoliosis associated with an increased rounding of
the back
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GLOSSARY CONTINUED

KYPHOSIS — A posterior-angled curve of the
spine

LORDOSCOLIOSIS — A type of scoliosis
associated with a combined flattening and lateral
curvature of the spine

LORDOSIS — An anterior-angled curve of the
spine in the sagittal plane

LUMBAR CURVE - A spinal curvature between
the first and fourth lumbar vertebrae

LUMBOSACRAL CURVE - A lateral curvature
between the fifth lumbar vertebrae and sacrum

NEUROMUSCULAR SCOLIOSIS — A type of
scoliosis caused by a neurologic disorder of the
central nervous system, associated with muscle
dysfunction

NONSTRUCTURAL CURVE - A description of a
spinal curvature that is not a fixed deformity

MINIMALLY-INVASIVE SPINAL FUSION
SURGERY - A surgical technique using specially-
designed surgical tools that result in smaller
incisions, less tissue trauma, minimal scarring,
and shorter recovery as compared to traditional
spinal fusion

MAGNETIC RESONANCE IMAGING (MRI) —
An imaging technique that uses magnetism,
radio waves, and a computer to produce images
of an internal organ or structure, especially the
brain and spinal cord

POSTERIOR FUSION - A technigue that
stabilizes two or more vertebrae by bone grafting
with an approach from the back

PRIMARY CURVE - The first or earliest curve to
appear in the spine

RISSER SIGN — Crescent-shaped lines of bone
formation that appear across the top of each side
of the pelvis which indicate spinal maturity

SACRUM - A set of five fused vertebrae that
connect the base of the spine to the tailbone

SCOLIOSIS — A condition in which there is an
abnormal lateral curve of the spine greater than
10 degrees and a rotation of the vertebrae
towards the inside of the curve

SPINAL DISC (Also known as vertebral disc) —
A soft, gel-like cushion found between each
vertebra of the spine

SPINAL FUSION SURGERY - A procedure used
to remove a damaged disc by joining vertebrae
together with a bone graft to stabilize the spine

SPINAL INSTRUMENTATION - The rods, hooks,
screws and wires that are attached to the spine
to improve spinal deformity while the fusion
matures

SPONDYLITIS — An inflammatory disease of the
spine

SPONDYLOLISTHESIS - A condition, usually
developmental or degenerative, in which one
vertebra slips forward relative to the vertebra
below it

STRUCTURAL CURVE — A segment of the spine
that has a fixed lateral curvature

THORACIC CURVATURE — A spinal curvature in
which the curve is between the second and
eleventh thoracic vertebrae

THORACOLUMBAR CURVE - A spinal curvature
that has its apex at the twelfth thoracic or first
lumbar vertebra

THORACOLUMBOSACRAL ORTHOSIS (TLSO) —
A type of brace that incorporates the thoracic
and lumbar portions of the spine and does not
extend above the shoulders

VERTEBRAL COLUMN - The flexible supporting
column of vertebrae separated by discs and
bound together by ligament
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