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research and support.

The IFOPA Vision
Dear Member, is to search for a cure while
instilling HOPE worldwide.

| am so excited to let you know that Jeannie Peeper is being awarded the LIFETIME LEADERSHIP
AWARD from the Central Florida Chapter of Association of Fundraising Professionals. We are SO proud of Jeannie and the many
accomplishments she has had. Please take a moment to read more about this great honor in this edition of the Connection.

This has been a very busy summer at the IFOPA. We have been busy preparing the new medical binders and membership folders
that you should be receiving soon if you live in the US. For those members outside the US, we are working closely with your IPC
representative to provide you materials in your language and to ensure that they work for the medical system in your country. Our
goal is to have them to everyone by early 2011. We hope you find value in these materials; it has truly been a labor of love to
ensure they meet the needs of the community.

There are some exciting events coming up this fall, take a look at the list below and please be sure to support them if you live in
the nearby vicinity — and if you don't, | challenge each of you to consider hosting some kind of fundraiser before the end of the
year. We have some GREAT ideas (see below!) that are very simple and we can help you every step of the way. One example is
contacting your local Friendly’s restaurant and they will host a fundraising night where a percentage of the profits is donated to the
IFOPA. All you have to do is promote it to your family and friends and go have dinner there one night — it is that EASY! We have
lots of suggestions and we hope you will join us as we aim to raise additional funds for our programs and services that we are
implementing for you, our member. Just give us a call and we can find an idea that is the right fit!

If there is anything you need from YOUR IFOPA, please do not hesitate to give us a call!

Many thanks!
Karen Revels (407) 365-4194
Executive Director www.ifopa.org

* Upcoming Events

September 19, 2010 November 12, 2010
Racing for a Cure AFP National Philanthropy Day
Schnecksville, PA Orlando, FL
12:00pm ET 8:00am ET
September 19 and 26, 2010 November 13, 2010
Erin's Day 2010 Hayden's Hope Fundraiser
Carlsbad, California Sausalito, CA
6:00pm PT

October 9, 2010

Dinner, Dancing & Drinks for FOP
Schnecksville, PA

6:00pm ET

November 5, 2010

5th Annual Spencer Man Memorial Benefit Drawing
IFOPA Office

1:00pm ET



Announcements

Jeannie Peeper Announced Lifetime Leadership Award Winner

Each year, the Central Florida Chapter of the Association of Fundraising Professionals (AFP) honors individuals and corporations
that have made a difference in our communities. This year marks the 25th Annual National Philanthropy Day, an event which
provides an opportunity to publicly acknowledge and express appreciation for these outstanding individuals, corporations and
fundraising professionals in the community.

The IFOPA recently nominated it's founder and president, Jeannie Peeper, for the AFP National Philanthropy Day Lifetime
Leadership Award. This award is given to an individual who has demonstrated an enduring history of exceptional leadership, been
personally active in the community and has been instrumental in encouraging others to assume leadership roles and increase
community involvement. Indeed, Jeannie has achieved all three.

On Tuesday, August 25, 2010, the Chairman of the National Philanthropy Day Awards Committee called the IFOPA office with
exciting news: Jeannie has been chosen as the recipient of the AFP Lifetime Leadership Award for 2010!

Jeannie will be recognized in front of over 500 donors, foundations and grantors at the National Philanthropy Day Awards
ceremony, held this year on November 12, 2010 at the prestigious Ritz-Carlton Orlando Grande Lakes. To learn more about
National Philanthropy Day or the AFP, please visit www.afpcentralflorida.org

The IFOPA could not be more pleased with this news! We would like to extend our sincere congratulations to Jeannie, a true hero
in our community who is incredibly deserving of this award.

On the day of the award ceremony, the IFOPA would like to present Jeannie with a special keepsake full of letters to her from the
IFOPA community. We would like to ask each of you to please take a moment and to let Jeannie know how much she is
appreciated. Please submit all letters and emails to Erin Turner, Development & Communications Manager, at
erin.turner@ifopa.org by October 15, 2010 to ensure inclusion in the keepsake. **Please Note: Jeannie has been excluded
from this email as we wish to surprise her with the sentiments keepsake. Therefore, we ask that you please keep this a
SECRET!! Thank you!**

New Member Center on IFOPA Website

The new Member Center on the IFOPA website is up and ready for use! When logging in, you will notice that the Login screen has
a different look to it. We encourage all members to explore this new Member Center and all that it has to offer! We will be hosting
an E-Learning Event later this month to present a demo of how to use the new features and answer any questions - please see
details below.

As part of Phase Il of the website redesign, we are implementing a more interactive, social networking system for IFOPA families
and friends. Members will be able to create a personal profile, add friends, upload photos, join specific Member Groups, discuss
topics amongst these Member Groups, locate past discussion topics to review previous advice given and control their privacy
settings. In addition, this new system will allow easier access to the Membership Directory and an interactive map showing nearby
IFOPA members in a specified location or zip code.

It is our plan to eventually transfer our current message group, FOPonline, from Yahoo! Health Groups to our IFOPA website. As
Yahoo! owns and maintains the program currently, when problems arise the IFOPA is unable to resolve or manage any issues.
We will be transferring FOPonline to one of the discussion groups in the new Member Center on the IFOPA website; FOPonline
will remain as it is currently, viewable to IFOPA members only. To ease this transfer process, we will not remove FOPonline from
the Yahoo! Health Groups until the end of this year.

We want every member to have the opportunity to learn each of these new functions so that they may easily be connected with
other IFOPA families. Therefore, we will be hosting an E-Learning Event to discuss features of this new Member Center and
answer any questions you may have. We will be holding two (2) E-Learning Events for the Membership Center, to hopefully make
it more convenient for everyone to attend. In addition to hosting to sessions of this E-Learning Event, they both will be recorded
and posted on the IFOPA website for future viewing and reference.

Please join us on:

Thursday, September 23 - 8:00pm ET
-Or-



Friday, September 24 - 10:00am ET
To Register for Thursday, September 23 at 8:00pm ET, please visit https://www1.gotomeeting.com/register/915430657
To Register for Friday, September 24 at 10:00am ET, please visit https://www1.gotomeeting.com/register/555175424

Any questions or concerns regarding this new system will be addressed on this E-Learning Event, so be sure not to miss it!

Research News

Letter from Dr. Kaplan
Dear members of the FOP community,
Recently, Dr. Kitterman sent out an important survey on neurological symptoms in FOP patients.

An enormous amount of work and preparation went into developing his survey based on the desire of the FOP community to learn
more about possible association of neurological symptoms with FOP. To date, | understand that very few completed surveys have
been returned. In order to help us help you and others with FOP, please take the time to complete this survey (if you have not
already done so) whether or not you have neurological symptoms. If you need assistance with filling it out, Wendy Cooper at the
IFOPA office will be happy to complete it for you over the phone.

The more people who complete this survey, the more accurate the information will be. | personally appreciate the time and effort
you take to do this.

Sincerely,
Fred

Frederick S. Kaplan, M.D.

Isaac & Rose Nassau Professor of Orthopaedic Molecular Medicine
Chief, Division of Orthopaedic Molecular Medicine
Department of Orthopaedic Surgery

Hospital of The University of Pennsylvania
Silverstein-2

3400 Spruce Street

Philadelphia, PA 19104-4283

tel: 215-349-8726

fax: 215-349-5928

email: frederick.kaplan@uphs.upenn.edu

IFOPA website: www.ifopa.org

POHA website: www.pohdisease.org

To Complete the Survey, please visit the IFOPA website at www.ifopa.org

If you have already completed the Survey, we would like to thank you for your assistance in this matter; it is greatly
appreciated!

Programs and Services

New Membership Packet

When members join the IFOPA, they receive a New Membership Packet that welcomes them to the community and provides them
important information, medical contacts and resources. We have noticed that throughout the years the material in this packet has
become outdated and slightly cluttered. Therefore, we have revised these items to provide up-to-date information in a clear, more
specific way. The new Packet includes pages about Mentoring, Emergency Tools, Medical Binders, E-Learning Events, Quality of
L.I.LF.E. Awards and FOP Online.


mailto:wendy.cooper@ifopa.org?subject=Neuro%20Survey

The Packets are currently being translated by volunteers into the following languages: Chinese, Dutch, French, German, Hindi,
Italian, Polish, Portuguese, Russian, Serbian, Spanish and Swedish. New Membership Packets will be sent, as completed, to all
IFOPA members in the coming weeks.

If you have any questions, please contact Wendy Cooper, Programs and Membership Manager, at wendy.cooper@ifopa.org or
(407) 365-4194.

Medical Binders Soon Available

New Medical Binders have been sent to all FOP members in the United States. The Medical Binders are currently being translated
by volunteers into the following languages: Chinese, Dutch, French, German, Hindi, Italian, Polish, Portuguese, Russian, Serbian,
Spanish and Swedish. We will begin sending English versions of the Binders to English-speaking international FOP members in
2011, and will send translated versions to international FOP members as they are completed.

The IFOPA will provide all FOP members with one Medical Binder, USB drive and waterproof pill container
free of charge. You can purchase additional materials as a set or each item individually from the IFOPA
Store at www.ifopa.org. Pre-order additional copies now by contacting Wendy Cooper, Programs and
Membership Manager at wendy.cooper@ifopa.org or (407) 365-4194.

Mentor Program

When individuals and families affected by FOP contact the IFOPA, they often want to speak to another family dealing with FOP.
To facilitate this process, the IFOPA has created a Mentor Program, which is designed to provide a family-to-family connection in
addition to staff support.

If you would like to be a mentor, be matched with a mentor or simply would like more information, please contact Wendy Cooper,
Programs and Membership Manager at wendy.cooper@ifopa.org or (407) 365-4194.

Request for E-Learning Event Topics

The IFOPA E-Learning Events have been very successful thus far thanks to our wonderful presenters and fantastic, interactive
audiences. To continue these events, we need your help! Please tell us topics you would like to present information on, discuss,
or learn more about. This will help us better prepare E-Learning Events to meet the needs of our members! Please send your
requests to Wendy Cooper, Programs & Membership Manager at wendy.cooper@ifopa.org or (407) 365-4194.

Emergency Information Readily Available on IFOPA Website
Emergency Medical Treatment Information is just a click away on the IFOPA website!

When visiting www.ifopa.org, you will notice a red symbol at the top right-hand corner of the page next to the wording "Emergency
Medical Treatment Information”. This is a symbol for a medical emergency.

If ever there is an emergency, this link will immediately provide you with contact information for Dr. Kaplan and Dr. Pignolo as well
as a direct download to the Current Treatment Considerations document.

Though we sincerely hope no one ever has to use this, we want everyone to be aware of its availability and location if ever it is
needed.



Focus on Fundraising

Calling All Families
Help us reach our fundraising goal!

The IFOPA only exists because of families that help fundraise. Please consider doing a fundraiser this year in support of the
IFOPA. No matter how large or small, every bit counts.

To get you started, here are some simple ideas that make a world of difference:

Letter Drive

WE NEED 40 FAMILIES!!!! “Easy as 1, 2, 3!” A letter drive is simply sending a letter of request for support to everyone you know
that explains why raising money for FOP is so important to you. All you have to do is provide a list of names and addresses to the
IFOPA and we will take care of the rest! We will create a letter (that you approve of course!), print, stuff and send to your list of
contacts! This is a VERY effective way to reach out to everyone you know. We could raise $20,000 with just 40 participants
agreeing to send out letters, and if each letter had 50 responses of friends and family donating just $10! Won't you join us in
finding a cure for FOP??? Think of the impact we can have if we all do a little!

Contact Your Local Restaurant

Helpful and delicious! Many local restaurants (Boston Market, Friendly’s and Uno’s Pizzeria are some examples) offer Fundraising
Nights where they will donate a percentage of all sales made that night to your cause. Once you set a date with the restaurant, it
is up to you to advertise the fundraiser and get people to come out to the restaurant that night. Word-of-mouth, fliers and
Facebook events work well for inviting local residents of the community.

Fundraising extra: At the event, hold a small drawing for prizes (that you have had donated — also ask the restaurant if they will
donate gift certificates or coupons). Also consider selling IFOPA Awareness bracelets at the event!

Create a FirstGiving Page

Very similar to a Letter Drive, but virtual! Visit http://www.firstgiving.com/ifopa, click the Get Started button under “Want to raise
money?”, choose your Event Type/Reason for Fundraising, and follow the steps from there. Once your page is created, you can
send a personalized e-mail to your friends, family, neighbors and coworkers including a link to your FirstGiving page! If you would
like help creating your FirstGiving page, please contact the IFOPA for assistance!

Dress-Down Days

These are fun and simple! Speak with your work supervisor or school principle/administrator to see about getting permission to
host a “dress-down” day for FOP. For work, this could mean employees who donate (usually a set amount between $1 - $10) in
return get to wear jeans to work instead of their usual business attire. For schools, dress-down privileges would work in the same
manner, however would depend on the school's existing dress code. Who doesn't love casual days?!

To get started, to learn more simple fundraising ideas, or to inquire about more advanced fundraisers, please contact Erin Turner,
Development & Communications Manager at erin.turner@ifopa.org or (407) 365-4194.

Whichever you choose, the IFOPA will be by your side every step of the way. We are here to help in any and every way
that we can!

5th Annual Spencer Man Memorial Benefit Drawing

It's that time again! The 5th Annual Spencer Man Memorial Benefit Drawing will be held on Friday, November 5, 2010 at 1:00
p.m. EST! Proceeds from this fundraiser will assist the IFOPA in continuing our mission of eliminating FOP as a health concern
through education, advocacy, research and support.

Tickets will be available through Thursday, November 4th, 2010. Suggested donation is $5 per ticket or 7 tickets for $25; however,
no purchase or contribution is necessary to participate in the drawing.

Tickets are also available on consignment to sell to your friends, family, co-workers and neighbors! To learn more or request
tickets on consignment, please contact Erin Turner, Development & Communications Manager, at erin.turner@ifopa.org or (407)
365-4194..

To purchase tickets, please contact the IFOPA office at (407) 365-4194!



Benefit Concert for FOP featuring Rapper Sam Adams

On Sunday, June 20th, 2010, The Community Theatre at Mayo Center for the Performing Arts of Morristown, New Jersey was
booming with teenagers, all gathered to support their friend and classmate, FOP member Whitney Weldon, as well as to see an

unforgettable performance by up and coming rapper, Sam Adams.

Rapper Sam Adams sporting FOP Awareness
bracelets.

Whitney Weldon (secorid from Ieff) and friends.:. the concert promoters!

In addition to Sam Adams, there were performances by Christina Kay, 18E, Dean Anthony, DJ Out Loud and Music is Luv.

Publicity and promotion of the concert was led by Whitney and her friends through word-of-mouth, fliers and utilizing Facebook as
an additional promotion tool; a successful strategy as the concert ultimately sold out and raised nearly $50,000 for FOP research!

In addition to raising funding and awareness of FOP, the Benefit Concert has made big headlines! Coverage of the event has
been published on the Vanity Fair and Teen Vogue websites as well as nj.com and the Recorder Newspaper. (Please follow links
to view the articles)



http://click.icptrack.com/icp/relay.php?r=17384139&msgid=269169&act=81H1&c=601396&destination=http%3A%2F%2Fwww.vanityfair.com%2Fonline%2Fdaily%2F2010%2F06%2Fmove-over-justin-bieber-introducing-sam-adams.html
http://click.icptrack.com/icp/relay.php?r=17384139&msgid=269169&act=81H1&c=601396&destination=http%3A%2F%2Fwww.teenvogue.com%2Findustry%2Fblogs%2Fentertainment%2F2010%2F06%2Frapper-sam-adams-lends-his-voice-to-a-good-cause.html
http://click.icptrack.com/icp/relay.php?r=17384139&msgid=269169&act=81H1&c=601396&destination=http%3A%2F%2Fwww.nj.com%2Fmessenger-gazette%2Findex.ssf%2F2010%2F06%2Fstudent_at_martinsvilles_pingry_school_organizes_morristown_concert_fund_raiser_to_find_cure_to_fop.html

Boston-native rapper, Sam Adams, performed
at FOP benefit concert on June 20, 2010.

Thank you to Whitney, the entire Weldon family, Whitney's friends and everyone who supported this event and helped raise
funding and awareness for FOP!

Pitching in for FOP
By Ben Muller

“Pitching in for FOP” was a fundraiser aimed to raise funds to help find the cure for the rare disease, FOP, held on Wednesday,
May 19th, at 7:00 pm. The event was held at the TD Bank Ballpark in Bridgewater, New Jersey, home of the minor league
baseball team, the Somerset Patriots. Just under 100 spectators came out to support their fellow student and friend at the Pingry
School, Whitney Weldon, who is diagnosed with FOP. The night began with the 2011 Student Body President throwing out the
first pitch to kick off the game between the Somerset Patriots and the Camden River Sharks. It seemed as if people forgot there
was a game being played as they relaxed in their seats and laughed with their friends for hours under the perfect 70°, clear skies.
The ! group was displayed on the jumbo-tron in their “Pitching in for FOP” t-shirts and many had their pictures taken with the two
mascots, Sparkee and Slider. Student spectators enjoyed one of the best school nights of their lives as they wolfed down funnel
cakes and sodas, trying their best to keep the night alive for as long as they could. At the end of the day, the event raised an
astounding $2,430. The night was a great success, and we hope that next years will be even sweeter.

Runner will Participate in Charleston Marathon in Honor of FOP Member

Richard Blalock, a remarkable person and good friend of FOP member, Ashley Kurpiel, will be running the Charleston Marathon
on January 15, 2011 in honor of Ashley. Like Ashley, Richard is an amputee; Richard’s leg was amputated below his knee a little
over a year ago. This will be his first marathon post-amputation. To help raise funding and awareness, Richard has created a blog
called “My Marathon for FOP” which is linked to his FirstGiving page. All proceeds raised will be donated to the IFOPA.

Please join us in supporting Richard in his efforts to raise awareness and funding for FOP!

Matching Gift Programs

Many empl! oyers sponsor matching gift programs and will match any charitable contributions made by their employees. To find
out if your company has a matching gift policy and possibly double your donation to the IFOPA, please visit the IFOPA website!

A Simple Way To Help

Remember to add the GoodSearch toolbar to your Internet Explorer or Firefox, and each time you shop at one of the more than
1,300 participating stores, a percentage of what you spend will be donated to the IFOPA at no extra cost to you! You can even
save money as the toolbar provides coupons and deals.

In addition, the toolbar also has a search box and each time you search the Internet, a penny is donated to the IFOPA! No
registration is required. For more information, please visit www.goodsearch.com



Media News

Award Presentation Featured on Local News

On Thursday, July 8, 2010, the Noontime Kiwanis Club of Santa Maria, California, the first-ever recipient of the Jeannie Peeper
Outstanding Community Involvement Award, presented the award to their Chairperson for the past 12 years, Jill Parry. FOP
members Cassie Eckart and Stephanie Snow personally helped present the award to Jill.

With the help of Don Brister of the Noontime Kiwanis Club and former Chairman of the IFOPA Board of Directors, local news
station KCOY was in attendance and published an article on the event along with video footage.

To view the article and see the video clip, please visit: http://www.kcoy.com/Global/story.asp?S=12777923

International Updates

New IPC Page on IFOPA Website

The International President's Council (IPC) now has an official page on the IFOPA website! This page includes biographies and
contact information for each of our IPC Representatives, links to each country's website, and resourceful IFOPA information that
has been translated.

To view the International President's Council page and Information for Non-English Speaking Visitors, please visit the IFOPA
website at www.ifopa.org

The IFOPA Welcomes 2 New IPC Representatives
Surinder Oberoi - India

Surinder is presently working as Communication Responsible at International Committee of the Red Cross, (ICRC) Regional
Delegation based in New Delhi, and has been for the last five years. He left journalism as his son, Rabjyot, was diagnosed with
FOP and needed his attention at home. He wanted to find a job where he could spend more time with his children and family. He
is happy with his decision as for the first time he didn't have to worry about news deadlines; he no longer has to keep his "mental
antennas" up in the air to smell the news and for the first time in the last five years, he is enjoying his weekends.

Before joining ICRC, Surinder worked as a journalist, both for print and television for thirteen years. He covered conflict in J&K
and Kargil war. If you type his name into the search engine Google you will find hundreds of his stories that were picked up by
several known newspapers/Televisions/blogs, including National Geographic and the New York Times. Surinder states he is lucky
enough to have survived a couple of kidnappings while working as a journalist in Kashmir.

Regarding his educational qualification, Surinder has completed his Masters in Zoology (Kashmir University) and Bachelor of Law
(Academic).

Surinder's family consists of his wife, Inpreet Kaur, and two sons. His oldest is named Ivjyot Singh Oberoi. He is nhow 16 years old,
in the tenth standard (grade) and doing well in his studies and other activities. He loves playing guitar and painting. He is a normal
healthy child and helps take care of his younger brother.

Surinder's younger son, Rabjyot Singh Oberoi, is nine years old. He is in the fourth standard (grade), is good at singing and plays
the keyboard with one hand. He is also learning to play chess and loves reading. His FOP was detected when he was two years
old. We take our utmost care of him but allow him to grow in his own speed and style. He is studying in a normal school and takes
part in regular extracurricular activities. Surinder is very proud of both of his sons.

Juliana Louise - Malaysia
Juliana lives in Ipoh, west Malaysia. She was born in 1981 and diagnosed with FOP when she was six years old. She is a single

mother with a son who is 9 years old (born in 2001) and does not have FOP. She also has two older sisters who are married and
live elsewhere. She is a Social and Community Development Assistant in an NGO for people with disabilities in Malaysia. They



implement the Community Based Rehabilitation approach and Juliana is the only disabled staff working there. They are the only
organization that deals with vehicle modification for people with disabilities. Occasionally they hold other clinics that focus on
rehabilitation, orthopedics and even podiatry which is relatively new in Malaysia. As part of her job, Juliana says she is lucky to
have met many children and adults with disabilities and people who care for those with disabilities. There are many times she
thanks God how lucky she is even with FOP. She stands for more than 10 hours a day! as she is unable to sit without assistance,
which means she also works standing up. There are quite a number of practicum students she has met and exchanged
information with from Canada and Norway, and a few local ones. Juliana's interests are reading, completing jigsaw puzzles and
being online. She is extremely happy to be an IPC representative and says will try to be of any assistance she can be to the FOP
community.

Please join us in welcoming Surinder and Juliana to the IPC!

FOP Family Meeting in Buenos Aires, Argentina
By Moira Liljestrom, FOP mother and IPC Representative for Argentina

On July 3, 2010, the FOP Family Meeting was held in Buenos Aires, Argentina; a preliminary gathering to the upcoming Il Latin
American FOP Meeting in 2011, which brought together FOP families and professionals from Argentina as well as Dr. Patricia
Delai from Brazil. The meeting was supported by the COPIDIS (Commission for the Full Participation and Inclusion of People with
Disabilities) office of the Buenos Aires City Government.

FOP Family Meting in Buenos Aires, Argentina

The meeting had as its main objective to increase families' knowledge about FOP and provide them new tools for day-to-day living
by giving them the opportunity to meet with other families as well as professionals, facilitating the exchange of experiences and
information about essential aspects on FOP.

Another objective of the meeting was to get experience and discuss aspects of FOP that may serve as a precedence to the Il
Latin American FOP Meeting that will be held in Buenos Aires on May 2011, with the attendance of Drs. Kaplan and Shore.

The group gathers for breakfast at the FOP Family Meeting.
The Meeting had the attendance of 10 families from Buenos Aires and other cities of Argentina.

We had also the attendance of, Dr. Carmen De Cunto from the Hospital Italiano de Buenos Aires, Dr. Gabriela Scagnet, dentist,
Dr. Romina Armando, geneticist, Lic Nurit Jacubovich, psychologist, all from Buenos Aires, and Dr. Delai from Brazil.



Also in attendance were industrial designers of a research project of the University of Buenos Aires, who designed a reading and
writing lectern especially for the Meeting. In addition, they participated in the design of a questionnaire of the main needs that
people with FOP may have, regarding tools for increase autonomy as well as home adaptations. On the other side, the
guestionnaire asked about any home adaptations and tools that families have, in order to make a catalogue that could give ideas
to all of us.

A reading and writing lectern designed especially for the meeting.

As special guests, Dr. Lucrecia Manfredi from the National Ministry of Health and Ms. Alcira Mugica from the COPIDIS attended
and gave some words about their work experience.

During the morning, we had the following talks:

- Moira Lilijesthrom, “Welcome to families”

- Dr. Patricia Delai, “What is FOP?”

- Dr. Carmen De Cunto, “FOP: Care and treatments”

- Dr. Gabriela Scagnet, “Dental Care”

- Lic Nurit Jacubovich, “How to stimulate independence living?”

- Andrea Gémez , “Living with FOP: the point of view of a mother”
- Dr. Gisela Romano, “Living with FOP”

During lunch time, everyone had the opportunity to speak with each other informally for about 2 hours. Afterward, clinical
consultations and two workshops began. The clinics were led by Dr. Patricia Delai, Dr. Carmen De Cunto and Dr. Romina
Armando.

One of the workshops was about tools for living independently. The industrial designers showed the reading and writing lectern
that they’d designed, and each person with FOP was given one. During that time, every family answered the questionnaire
regarding needs for living independently and tools they have or may have made in order to create a catalogue of ideas.

Then we had another workshop altogether to speak about living with FOP and autonomy.

Group photo at the FOP Family Meeting in Buenos Aires, Argentina



Finally, | made a presentation about how the FOP community is organized around the world, and about the IFOPA, its beginning
and the FOP lab. In addition, everyone completed an evaluation form of the meeting, to learn needs of the families for future
meetings.

It was a nice time for everyone and we felt the importance of being together and to share our experiences and knowledge about
FOP.

| invite you to watch the films we made of the morning talks that are on YouTube. The links to them are in our website:
http://www.fundacionfop.org.ar/lafundacion/fsnoticias.htm

Despite that the talks are in Spanish and the one of Patricia Delai in Portuguese, there is also a nice film of Gisela showing some
adaptations she’d made for living independently that it's very interesting and you can watch it in:
http://www.youtube.com/watch?v=B_LKn90OW4cA

Traveling Newspaper

The Traveling Newspaper has just been to Argentina and is now on its way to the United States and then France! Visit
http://www.fopsverige.se/gallery.asp?page=472 to see all of the places the Traveling Newspaper has been! Please use Google
translate if needed as this website is in Swedish.

If you wish to be an added stop on the Traveling Newspaper's worldwide trip, please contact Marie Hallbert at
marie.hallbert@telia.com!

Membership

To join the IFOPA, please contact us at together@ifopa.org or call (407) 365-4194.



