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Our_Mission Statement: The Proteus Syndrome Foundation is a voluntaryfemeprofit organization dedicated to
PI’O\_/I_dIng family s_upPort In the form of education and networking individuals’living with Proteus syndrome with othe
amilies and medical professionals. We are also dedicated to raising money to provide far reaching professional h
education with our ultimate goal of finding cause, treatments, and the cure for Proteus syndrome.

GOT CROCO0S?

Difficult shoe issues was addressed at the Family ConferenCarisGracey, MPT,
CPed,: Rehabilitation Medicine Department, NIH Clinical Center.

The procedure goes like this:
Purchase a heat gunom a hardware store like Home Depdtou start by putting something like
jar or some round large object that can take heat in the crocs and heat with the heat gun to stretch,
when you get them big enough to put your foot in, you put on several layers of socks and then apply
the heat, being very careful.lhey get real hotOr you can use some other rounded object to put in
the crocs and gradually stretch to make them the size you want.
This will allow special fitting of the shoe to the foot.
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KI M6S CORNER

First, | welcome Julie, Pam and Jon on
board! Their experience will go a long
way in helping our foundation grow and NAMes.
thrive. WELCOME!

and Dr. Biesecker have announced th
diagnoses of CLOVE syndrome. Along

children were raliagnosed with CLOVE.
Although some might welcome
opportunity to leave PS behind it also lead
back to the quest:i

oOwhere do | belonghd

The PSF wants to make clear that althoug
a diagnosis may change, if a family
chooses to remain with our Proteus family™-
we welcome them with open arms. Thes

family
ompany for the race this year. It was so
fun all the runners really enjoyed meeting
It allowed them to finally meet
someone who has Proteus syndrome. We

had

ouslﬁ

New PSF Board members

Jon Cohnjoined the board of the PSF in
2008. Jon work in public radio in LA. He cur-
rently serves as a founding Artistic Director of
Mutineer theatre Company in LA. He is a

proud recipient of the The
Goldwater Award for Excellence in Acting as

well as a Helen Hayes Award for Outstanding

Lead Actor in a Resident Play. You can read

more of Jonds story about

the conference keynote speech later in this
newsletter.

Pam Goddardjoined the board in May, 2009.
She has given generously of her time and tal-
ents to PSF for many years and is deeply com-
mitted to our cause. Pam has a sales back-
ground in computer services for national and
international companies.

Julie Chevalier Sapp Genetic Counselor at

the National Institutes of Health has joined the
PSF Medical Advisory Board. Julie has been
an integral part of the PSF for some time now.
She has presented at the family conference on
the psychosocial issues related to coping with
a condition like Proteus syndrome. Julie also
assists with our family conference planning.

We welcome all three with open arms and a
determined look towards the future!

syndromes are often so closely relatecare very hopeful that he will be
that we will still learn things from each able to come back to Colorado
other even though we now share differenSprings next year and attend the

event. See some pictures inside.

Please refer to the PSF website for
updated doctors speeches from

As some of you may be aware, Dr. CoherfONference as we receive them.

would like included in this

eI'he Alex Run went well this year. A little newsletter!
scold but still a wonderful experience. We

raised approximately $14,000 and were

the lucky enough to have Miller Lite and

S'Cheers Liqguor Mart as our Presenting

ShPNsoys The@f ch)d us ke fhié eveti\tn d e\(\((\

8 success tremen

ur running '\ oV

t he pl easur e

theAs always please send me any
articles and pictures that you




in OUR news...

see pg- 1
for Croc news

WWW.KEEPINGPACE.COM
FOR YOUR

EXTRA WIDE SHOE NEEDS!

This is the contact information for the maker of
Kierrabés shoes:

Steve Fletcher, Certified Pedorthist
Richey & Co. Shoes
5335 Wisconsin Ave., NW
Washington, DC 20015

To find a certified pedorthoist in your area go to
this link and enter your zip code:

www.cpeds.org

2008 PSF
FAMILY CONFERENCE

We are posting as many of
the conference speeches ¢
possible on our website.
For more conference
information go to:

WWW.proteus-syndrome.org

1S

WEBSITE

UPDATE

New Board members Pam Goddard
and Jon Cohn are working with Peter
Freeman to improve the effectiveness
and functionality of the website to
serve the members of PSF as well as
to help raise awareness with regard to
the medical field and the general pub-
lic.

Pam and Jon will be in touch with our
families to get their input/feedback on
what can be done to improve and in-
crease their PSF online experience as
well as its usefulness.



http://www.cpeds.org

PSF Family Conference
October 4, 2008
Keynote speech

JON COHN

Wh a't a conference, huh?! As i f Proteus Syndrome w
about. There were other memorable and highly techni
Shoes, or Dr . Choykeds revelation that it was KI DO6s
ago, and my personal favorite was when Dr. Darling took the podium, looked at the audience and said in all seriousne
ANoWw am going to show you some skino. ?2?21012?2 Oh, ri
I was at lunch with one of my coll eagues when | rece
me a call. I have a question for you. And the answ
So | guickly returned Kimés call and was fl oored to

the PSF Family Conference and, as Kim had instructed me in her voicemail, the answer | provided to her was inde
Afyeso.

It really wasnét that |l ong until the buzz of this he
talk about? What could | possibly have to say about Proteus Syndrome that anybody at this conference would
interested in hearing? I dondét have Proteus Syndrom

| possibly offer to the family, friends, and medical experts who live and deal with Proteus Syndrome every day? | beg
to panic.

Then it comes to me. While | have not been affeMdH_Proteus Syndron@e| have been certainly affectdgly
Proteus Syndrome and, with your indulgence, | decided to share with you how.

After a very fortunate career as a stage actor in Washington, DC, | decided to move to Los Angeles to expand |
horizons and diversify my life experiences. Once there, | felt inspired to revive various creative stage or film projeci
that | had begun to conceive back east but never managed to find the time to develop. Once such project was a p
about Joseph Carey Merrickébetter known as the EI eph
David Lynch film about the Elephant Man and despite being wonderful pieces of work, | had always felt that there we
something missing. | felt as though | was being made to pity Joseph Merrick when really what | wanted to do we
celebrate him. Despite all of the challenges that this man endured and hardships that he faced, Merrick remained, b
accounts, a very kind, loving, and imaginative soul.

| began to research Joseph Merrick so that | could write something that truly embodied who he WAS and not simg
what he looked like. Perhaps it would be a play that would allow the audience to experience his life through his eyes ¢
not merely look at him from afar and judge. No small feat.

So | began my research on the internet and soon di s
diagnosed. Instead, it was widely believed that he had an extremely rare condition called Proteus Syndrome. Anc
wasnot | ong after that that | came across the name o

It was a little over two and a half years ago (February, 2006) that | first emailed Kim asking her for resources for moi
information regarding Proteus Syndrome. And it was a little over two and a half years ago that Kim emailed me bax
asking why | wanted to know. Not long into our email exchange | found myself on the roster of volunteers for the Ale
Hoag Run for Sunshi@ean annual 5K race in Colorado Springs intended to raise money for the Proteus Syndrome
Foundation. Now, while I like to fancy myself as impulsive, | can tell you that | am not in the habit of flying a thousanc
miles to volunteer for a group of people that [ hav
about , in a place that | h a"t 20064 reponted foraletynat the SKY SoxeStadiumeénl e
Colorado Springs at 6am in the morning as | had been instructed to.



| was issued my official bright turquoise Alex Hoag Run For Sunshine Volunt&hirT and was assigned to
another firsttime volunteer, Pam Goddard who later revealed herself to be a sort of Wonder Woman. Now, as a first
-timer, | had assumed that my responsibilities would be considerably light. | fully expected to be handed a clipboard

to merely check names off of a |ist, or attach saf
Instead-we were sent to the Volunteer Coordinator, Sally Sever who subsequently charged us with the coordination
of the starting line. The coordination of the starting line? | was afiistme r . There must be s

know anybody. | had no idea what | was doing. Mercifully, Pam handled the starting pistol, the hanging of the Alex
Hoag Run for Sunshine banner, the roll out of the starting line, the beginning of the Mizuno Mile, the actual start of
the 5K, and even managed to fill in for the drummer in the band who stepped away to get some breakfast from the
Pancake booth that the Fire Department had set up. | came to find out later that she also did extensive comput
work.  Incredible. Anywaythe race began without a snag and | am happy to report that nobody was killed or
injured. Mission accomplished.

Just when | thought my work was done and | could get down to being nothing more than an observer, Volunteer
Coordinator, Sally Sever sends me to the finish line and | fool myself into believing that | had finally landed the
aforementioned Gatorade Duty. So | make my way into the Sky Sox Stadium and down to the track. When | get
down to the dugout | am asked if | am a volunteer. Wearing my official bright turquoise Alex Hoag Run For

Sunshine Volunteer-8hi rt and | ooking to both sides and seeing
point that | am handed the numeric keypad timing device. Timing device? | am justtiméirst There must be

some mistake. I am surely not qualified for this Kk
me . ACan you see?0 she asks me. | say fAyeso. i C

qualifiedd she says an dglowbrange offidiabracingstaff vedt o galover mebrighty  ©
turquoise official Alex Hoag Run For Sunshine Voluntee8tirt. As it turns out | was merely the safety timer so |
am here to tell you that no runnersé6 times were tar|

So there | stood on the finish line of the Alex Hoag Run for Sunshine wearing clashing fluorescent apparel and
plugged into some sort of analog timing device feeling kind of official. It is a beautiful clear, crisp, and sunny day in
Col orado Springs. It isndét | ong until the first ru
and not even breaking a sweat. In the next few minutes there is a smattering of mnaingelland superbly fit
runners crossing the finish line and | am able to handle my s~ :

timng responsibilities rathe
until the runners begin finishing in groups that | am faced wit
predicament of discerning their numbers as they claw past each
cross the line and get into the chute. In between finishers | be
look around. The trained and experienced runners are now repla
ot her peopl e. People that d
normally exercise. Older people. Younger people. People
REALLY younger people in strollers. People even running bare
And the community nature of this event kind of hits me. As |
across the baseball field to where the racers are entering the stadium,
can actually see them change when they set foot on the warning track that encircles the field. People that look lik
they are about to expire. But then they enter the stadium and catch a glimpse of the finish line. And they all seen
to regain their energy, lift their heads up high, and set their sights on the finish linéd INewt 6 s --thezeisc | e a
nothing at stake for these people. Top competitive honors have been attained. There are no awards. N
qualifications. No trophies. These individuals seem to desire nothing more than to finish the race. Giving
everything they have and holding nothing back. So mangthietically inclined individuals coming out and
engaging in what would be, for them, a grueling undertakimgupport the memory of a boy with an amazing
spirit, a courageous mother with an unrelenting drive, and the Proteus Syndrome Fouhda®overcome by a
display of such selflessness. So overcome, in fact, that | am not ashamed to admit to you that | began to cry.

Now--as surprised as Kim Hoag may have been that some dude from Los Angeles actually showed up to voluntee
for a race in Colorado Springs, I donét think she w
5K with the image of the safetyimer bawling his eyes out on the finish line.



After composing myself and relinquishing my official raday duties and while still in the glow of my finidihe
experience, I had the great pleasure of spending tim
Benson (Al exdéds grandmot her and who insisted that | a
arms that an onlooker would never have guessed that we had met just hours earlier. They shared such beautiful a
intimate stories about Patrick and Alex. About how the run was named for Alex because Kim wanted to create a way
for him to |Iive on forever. About Patrickbés magi cal
stories about ALL of the children that lived with Proteus Syndrome. Favorite colors. Where they lived. What they
wanted to be when they grew up. And I think it was then that it occurred to me: To be a Proteus parent, you are .
parent of all of the children that cope with this condition past and present. You love and care for every child as if they
were your very own. If a child of Proteus passes on from this life;a®@a Proteus parertontinue to be present

and involved. Selflessly. Your presence here this evening is a testament to that. From all over the world you have
come here to aid and be aided. Dr . Bi esecker said i
out before we dido. The truth is that you are al/l
that the rest of should learn frénhand that is that it is absolutely impossible to love too much.

While we are in the topic of parents, the day after
share some family time with Kim, Meemaw, Cooper, and lan. Amidst the conversation Kim presented me with the
stark reality of what the PSF family has to face. She saidtgimnéeobody you know has Pr ot e
knows anyone with Proteus. Nobody you know will eve
three sentences, Kim was able to effectively impart to me the key formidable challenge of the PSF and the potentiall
overwhelming sense of isolation that many of you have probably felt. And that rang very loud and very clear.

Alex Hoag was just a few years old when he began to show some physical signs of Proteus Syndrome in his face. O
particular day Meemaw was minding Alex while Kim was out. Meemaw put him in front of a mirror to look at his
reflection and asked him to | ook at himself. ALook
| ook right in the reflection. So she took him to an
until Meemaw had tried all the mirrors in the house and was quite dismayed to discover that NONE of them cast ar
honest reflection. So, with a head full of steam, Meemaw waited for Kim to get home to scold her for having a house
full of faulty mirrors. When Kim arrived home, Meemaw let her have it. And Kim took a moment and then calmly

A

repliedéMom. Itds not the mirrors. ltds | ove. O On

And so | left Colorado Springs that day with an exhilarating new perspective on life. It was quite clear to me that what
began as a research trip for a play or film about Joseph Merrick had evolved into something entirely more significant.
| became determined to conceive a way to raise awareness of Proteus Syndrome in a creative medium. In a mann
that would not only tell the honest and true story of the condition but also inspire others in the way that | had beern
inspired.

Two and a half years later | find myself humbly standing here before you as a newly minted member of your Board of
Directors and delivering your keynote speech. And that same challenge that Kim imparted to me has not changec
Except for one caveat. Now | DO know somebody with Proteus. Now | DO know somebody who knows somebody
with Proteus and now | am going to do everything | can to make sure that as many people as possible will know
ABOUT Proteus. | have since returned to the Alex Hoag Run for Sunshine every year since and was honored to b
invited and to attend the PSF Family Conference two years ago where | had the opportunity to meet many of you, you
families, and more friends of PSF. Like Rick Giudotti, the photographer who took photographs of the Proteus kids anc
proved that they are the most beautiful children on earth. And James the airline pilot who got on stage and
spontaneously gave $1000 to support Dr . Tossi 6s ortt
him my interest in Joseph Merrick, managed to recite from memory a poem that Merrick used frequently in his letters.
To be perfectly honest was going to put Brian on the spot tonight and see if he could recite it again but he and his
parents returned to Delaware a few hours ago. Wh e n
of my plan and he once again recited the poem from m
with you:



'Tis true my form is something odd
But blaming me is blaming God.
Could | create myself a new,

| would not fail in pleasing you.

If I could reach from pole to pole

Or grasp the ocean with a span.

| would be measured by the soul
The mind's the measure of the Man.

I n Brianbés <case | think you can add body and heart
martial arts, weighlifting and skydiving ...And all while offering himself up as a mentor, guide, and friend.

Brian inspires me to believe that anything is possible. He encourages me to continue to develop my strengt
overcome my obstacles, and use my mind and chase my passion. Mstdodiong passion has always been the
theatre. My slightly more recent passion is the Proteus Syndrome Foundation. And, interestingly enough, they bc
have ties to the ancient Greeks.

The Greeks are the ones that formalized theatre as an aé ftefining comedy and tragedy. In Greek mythokbgy
Proteus was a god believed to have been able to tell the future to anybody who could catch him but would change
form to avoid having to. Sometimes | think | found Proteus while other times | think that Proteus found me. Becaus
while Proteus is the one reputed to change his form, | know that, in this case, it is | that has changed. From r
experience that sunny day in Colorado Springs, to the Family Conference two years ago, to this very moment in tir
tonight. Many of vyou | havendt mentioned specifica
on me and | appreciate having met you and look forward to getting to know you better. | have been welcomed in
this loving extended family with open arms and an open hea#.irScontrast to Proteusather than change to avoid
telling you your future, | have changed and | want to be a part of your future.

And thus I return to the question | asked myself earlier: Why me? | can provide no medical advice. | can offer r
relevant practical experience. Why me? And the an
home that day. An answer so incredibly obvious as
you for sharing it with me.

At one point during this conference we were encour a
now be devoted to telling yours.

Thank you.

Cooper, Jon, and Jeffery at the
2009 Alex Run.



Jordan's tough decision

Published Date:19 May 2009 in the Bexhill Observer

He is at an age when most boys still dream of running on at Wembley to score the winning goal for England.
Instead 14 year old Jordan Whitewelddal is faced with the grim reality of having his leg amputated because

he is in so much pain.
Jordan, who has Proteus Syndrome, has been undergoing tests at the Royal National Orthopaedic Hospital in
Stanmore, Middlesex, since January.

He is waiting for the results before he finally makes up his mind but says he is "95 percent" sure he will go
ahead.

"I try to think of the advantage and not the disadvantage of having it done," he said this week.

"l just think of the good side of it."

The amputation would be the right leg just above the knee and Jordan hopes if it is done during the summer h
day he won't miss too much schoolwork.

He was diagnosed with Proteus Syndrome when he was just two years old. It's a condition which causes over-
growth of body tissue, which can mean skin or muscles, but with Jordan it is mostly pangsularly legs,
hands, spine, ribs, and knees.

A pupil at Bexhill High school Jordan, of Watermill Close, has reached the point where his mobility is so af-
fected that he barely walks now except when he is at home and feels he might get on better with a prosthetic
limb.

He commented: "I have thought of this a couple of times before. | have been thinking of it for a couple of years
I think it has got to the point where it is time to do it now. | have said at other times maybe | can last one more
year, or a few more monthdut | don't think I will last another year."

Jordan will soon find out if he is to be given theajead by his consultants and the amputation will go ahead.

His mother Tracey commented: "It has taken a long time because Jordan has so many complications. He's ha
CAT scan, MR, blood test, heart scan and so on, and the Conquest Hospital helps out by whatever tests they
do locally and sending the results up to Middlesex because it is such a long journey up there and back for us."

A bronchioscopy last year revealed indication of an obstruction in his throat and needed further investigation b
now Jordan is waiting for the consultants’ verdict before making his own decision and being admitted for a cou
ple of days to find out about the procedure, where it will happen, and meet the team involved.

He commented: "I will probably ask my friends and people at school just to see what they think...but | know
they will say its up to me.

"I am not really frightened of it. | have been assured by the doctors that it is not a dangerous operation. But | a
a bit fed up with the pain now.



"It's not really about walkingit is not to walk easier, but it would be a plus if after the operation | could
walk. They said there was a possibility | might not be able to use the prosthetic but anyway that's not the
main reason | am doing it...It is the pain.”

One of Jordan's family nicknames is Twigletlled that because of his "knobbly" legs. To himself he oc-
casionally refers to his legs and his stick as his "three Twigleteers” and admits he is "slightly" nervous at
the thought of losing one of them, but added: "It's like a tripod you use for a camera. If one of those legs
were broken it would be pointless. You can keep it, or just throw it away because it's no good."

To support Jordan go to www.protesgndrome.org.uk, and visit Jordanspages, or sponsor Tracey's
friends from Bexhill Runners who are this weekend running the Luxembourge Marathon.



