
 

OUR STORIES 

 
Geographical 

area/nick 

name 

Sex/age Body area 

affected and 

short 

medical 

history 

Treatment Hospital(s) Outcomes 

Europe 
Italy 

Blogger 

macrodactyl

y 

Female/6 

ys 

(February 

2014) 

2nd + 3rd toe 

right foot 

static form 

lots of bulk 

tissue under 

the foot 

Observation Private clinic in Turin See various updates on the blog 

As of December 2014 still under 

observation 

Italy 

Valentina 

Female/18 

yrs 
(January 

2014) 

index and 

middle finger  

- various unsuccessful surgeries  

- satisfied with new doctor found 

 

Prof. Marco Lanzetta, 

Monza, Italy 

 

Italy 

Claudio 

Quartu 

Female/5 

mos 

middle finger 

(left hand) 

- waiting to undergoe surgery to a nerve 

hoping to slow down growth 

prof. Pajardi, S. 

Giuseppe Hospital in 

Mailand 

 

Italy 

Dino 

Male/2 yrs 

old (March 

2014) 

Macrodactyly 

and syndactyly 

foot 

   

Italy 

Mariangela 

Female/9 

yrs old 

(April 

2012) 

her right hand 

(2nd and 3rd 

digit with 

deviation of 

the terminal 

phalanx of the 

3rd digit) 

1) February 2006: neurolisis of the terminal 

branch form the median nerve to the palm 

2) October 2006: reduction ostheotomy of 

the intermediate phalanx of the 3rd digit 3) 

December 2007: reduction ostheotomy of 

the proximal phalanx of the 3rd digit 4) 

epiphysiodesis in both digits. 

Clinica Humanitas, 

rozzano – Prof. 

Lazzerini 

Lost to follow-up 



UK - Scotland 

Karyn 

Female/A

dult 

(October 

2011) 

hand (middle 

finger) 

observation / I am struggling day to day as now its 

quite painful and am finding it really 

hard to fully bend my finger so 

making it more difficult to hide. I 

can’t even bring myself to go to the 

doctor as I am to ashamed. 

Update on January 2013 

She has decided to find a doctor 

 

UK - Scotland 

Becca 

Male/3 yrs 

old 
(November 

2011) 

left foot 

(second toe 

most affected, 

after surgery 

also first toe 

dably affected 

– 2 sizes larger 

than 

controlateral) 

custom made 

shoes 

- Second toe removed a month after 

second birthday 

- sees the surgeon every 6 mos 

At the last appointment they were talking 

about shortening and debulking but nothing 

is set in stone at the moment.  

I hope that there won’t be many more 

surgeries as it was a traumatic event the 

first time. 

-  

The consultant has 

only treated 1 case 

Dr Duncan at 

Yorkhill Children’s 

Hospital in Glasgow 

Update on January 2013 

Heading for hi second surgery on the 

15th to have a reduction in his toe 

(they can’t amputate as he woudn’t 

be able to walk so they are cutting 

the toe back to the joint to prevent 

that) at the same time he will be 

getting the debulking procedure 

through the open wound to prevent 

having to cut the sole of the foot. 

UK 

Adventures 

with my harp 

(Hiya) 

Female/31 

ys old  

(March 

2014) 

Middle and 

ring finger 

Initial plan: to leave me with an adult sized 

finger around age 16 

Age 5: growth plates removed in middle 

finger (it was already as long as my 

mum’s) 

Age 6: debulking in middle finger 

Age 11: bone removed from center line of 

middle finger (it was getting very wide) 

and from ring finger, which was starting to 

twist 

Age 15: debulking in middle finger and 

ring finger 

 Reading through the stories hear I 

was very lucky: my parents found 

excellent surgeons I’ve been well 

looked after. I’ve had 6 operations 

along the way and now have a very 

functional hand (I play harp). I’m 

left with a stump for my middle 

finger and a weird ring finger. I’ll 

always have to be extra careful with 

my hands but that’s ok. 

I think I’ve had it super lucky 

people-wise: I have no fear of my 



Whilst I was at uni it became clear my 

hand wasn’t working properly, problems 

with stiffness and grip. I had two years of 

faff getting seen by the doctors again. By 

the time I was seen it clear that medical 

consensus had changed and that it was too 

hard to try to leave you with a “normal” 

finger through plastic surgery. So… 

Age 22: amputation of middle finger 

Age 27: an op to let my stump bend 

properly again, the caspule (tendon sheath) 

for that joint had got very tight and stiff 

and affected the whole of my hand when I 

tried to make a fist. The docs shredded the 

capsule then I had three painful (but oh so 

worthwhile) months of physio to get the 

movement back. 

Recently (aged 31) I had carpal tunnel 

symptoms in my hand, I have thicker 

muscles running through my wrist so it 

may be related to the m.d. Physio and a 

night splint fixed that. I also have ongoing 

physio to keep the stump joint working 

well. This has been really useful and my 

hand works much better as a whole now. 

hand or it looking ugly and am well 

aware how few people notice in the 

first place; also I have very rarely (in 

fact maybe only once) had a 

negative reaction to my hand. I teach 

and play music for a living, my 

hands are on display constantly and 

it’s fine. I think I’ve probably spent 

an extra seven years sorting out the 

technical problems my hands have 

presented me. 

UK 

Norma 

Male/31 

yrs old 

(Septembe

r 2014) 

Right foot. 

Started at 6 

mos. 

3 operations. At fourth he dad his middle 

toe amputated.  

 31 yrs old now and underneath his 

foot and along with the remaning 

toes are still growing. its a rare thing 

. but I doubt it will ever stop 

growing. . the surgen wasn’t much 

help at all . just wanted to remove 

his toe and nothing else hope this 

help anyone 

 



Spain 

Sara Merino 

 

Female/1 

yr old 

(December 

2012) 

right foot (2nd 

and 3rd toes) 

 

/ Specialist in 

Valencia, doctor 

Cavadas (called the 

miraculous doctor) 

Lost to follow-up 

Belgium 

An 

Female/32 

yrs old 
(March 

2013) 

right middle 

finger 

Recently 

started to 

affect the 

mobility of 

hand, causing 

lots of pain 

and making it 

more and 

more difficult 

to write. The 

finger does not 

bend at all 

underwent several surgeries 

Now suggested amputation. 

/ I would like to know more about 

your experiences with the 

amputation. 

I have finally accepted my hand as it 

is now. It stands out but I’m used to 

it. I’m wondering what it feels like 

once the finger has been removed. 

Does it feel like something is 

missing or does the improved 

mobility make up for it? 

 

Update February 2014 

I had my middle finger removed last 

year (I’m now 33) because it was 

starting to cause me pain and serious 

inconvenience. I had trouble writing, 

gripping, holding things… 

The surgeons did a ray amputation 

with a beautiful “new” hand (as I 

call it) as a result. I’m very happy 

with the new look and thoroughly 

enjoy the occasional manicure. I can 

finally wear normal gloves. I just 

have to remove one finger. 

The scar is obviously still visible but 

strangers rarely notice there’s a 

finger missing. 

I’m glad I had the surgery though 

the first weeks were absolute hell. 

Phantom limb pain does exist (even 



for a finger). I had excruciating pain 

for about 6 weeks and had to resort 

to very strong prescription 

painkillers.  

 

Thanks to an amazing team of 

physiotherapists I regained almost 

full use of my hand in no time. 

The nerve still causes discomfort 

(occasionally pain). Further testing 

revealed demyelination and axonal 

loss. Caused by the surgery or was 

the nerve already faulty? This also 

causes sensory loss in the top of the 

two fingers that were connected to 

the “faulty” nerve during the 

surgery. I have had corticosteroid 

injections. They offer relief for a 

couple of weeks. 

Romania 

Cristian C. 

Female/3 

yrs 

(February 

2014) 

Left hand, 

middle finger 

observation 

measuring fingers every month  

Children hospital, 

Cluj 

 

Germany 

Andrea 

Male/7 

mos old 

(February 

2014) 

Macrodactyly 

and 

syndactily, 

right foot, 2nd 

and 3rd toe. 

2 options, 1) to amputate the 2nd toe and to 

correct the length of the 3rd toe. 2) to 

combine shortening and debulking for the 2 

and 3 toe however. He does not 

recommend to separate both toes as based 

in his experience he said this could affect 

his foot functionality. 

It was a great help to read all your 

comments, i think in this case it is better to 

try the second option and hope for the best. 

Clinic in Hamburg. 

This clinic has a large 

experience in this sort 

of cases 

October was the term for operation 

 



Swiss 

Nadine 

Female/8 

mos old 

(July 

2014) 

Macrodactyly, 

right foot 

2
nd

 and 3
rd

 toe 

and syndactyly 

   

Asia 

Vietnam 

Loan Nguyen 

Female/13 

mos (June 

2011) 

left foot (1 

toe affected 

not specified 

which) 

Proposed treatment (at age 3) 

- surgery to cut short macrodactyly toe and 

remove hypertrophy of adipose tissue  

- cut off a blood vessel that feeds 

macrodactyly toes to prevent further 

overgrowth of it 

 

/ Lost to follow-up 

Jakarta, 

Indonesia 

Finnora 

Male/14 

mos 
(March 

2013) 

right index 

and middle 

finger 

Middle 

finger 

swollen and 

curvy to 

right side. 

The index 

finger is 

bigger than 

the left index 

finger but 

not so much. 

The middle 

finger can’t 

be bent 

In doubt as to resort to surgery or not / Lost to follow-up 

 

 

 

 

 



Canada, USA and Latin America 

The 

Caribbean 

Sam 

Male/6 yrs 

old 
(October 

2011) 

6 fingers 

affected 

(middle 

finger of 

right hand 

severely 

affected) and 

back of 

hands 

raising funds for surgery in 2011 Badia Hand to 

Shoulder Centre in 

Doral Miami, Florida 

(staff helpful and 

sweet) 

Now 7 yrs old (May 2012)  

First surgery done on middle finger 

right hand. 

Debulked on one side and shortened 

it. 

He is doing really well. 

Further debulking planned 

USA 

patolsen2 

(Forum) 

Female/55 

yrs old 

(January 

2014) 

two big toes 

on one foot 

(the second 

has no nail) 

Buyin shoes 

has always 

been an issue 

- surgery at birth (but does not know 

which kind, supposedly debulking) 

- 4 surgeries in total since then (16 

procedures) to enable to walk without 

a limp. All surgeries to try to remove 

bone that continues tro grow from the 

base of the second toe under and 

down towards the ball of the foot. 

- plans to remove the second toe and 

replace the joint of the first toe 

 Dr. Schuberth, in 

San Francisco, 

For the past 5 years I’ve had a lot of 

trouble with my toe and foot I can 

not walk much on it now and my toe 

is getting so much bigger now. I can 

not stand on my feet for very long so 

now I can not work over my foot 

Now. I called the hospital back 

where I went to as a Kid. They 

Couldn’t find my doctor or NO one 

Could help me, The Doctor’s I’ve 

seen tell me they not seen anyone 

with Macrodactyly and are afraid to 

touch my foot. I’ve been the last 5 

years looking for a doctor to help me 

now with my Toe and foot.I’ve had 

not luck! So Can your show Please 

help me fine a DOCTOR to help me 

Fix my Toe and foot. I’m dont want 

to lose my foot. I Pray I can get back 

on my feet again! 

USA, 

Boston 

Michelle 

Male/unkn

own age 

(November 

2014) 

1
st
 and 2

nd
 

toe, right 

foot. 

- Plans amputation and debulking Boston Childrens 

Hospital 

 



USA,  

Kentucky 

Betsy 

Coleman 

Female/43 

yrs old 

(Septembe

r 2014) 

Big toe, right 

foot 

- 13 surgeries (last at 16) Shriners Hospital in 

Lexington Ky. 

 

Texas 

Brittanaca 

Female/4 

yrs old 
(December 

2011) 

left foot (big 

toe and 

bottom of 

foot). Run 

purple and 

swell. 

Not able to 

wear a shoe 

by the time 

she was 3 

first surgery probably performed in January 

2012 

a series of debulking planned (no 

amputation) 

Doctor in Dallas 

The doctor made us 

feel so welcomed, he 

had a smile on his 

face the entire time, 

and he made my 

daughter feel like 

there was nothing 

wrong with her foot 

at all,  

Pediatric plastic 

surgeon at the 

Children’s Medical 

Center in Dallas – 

very familiar with the 

disorder 

Lost to follow-up 

Santa Clara, 

CA 

Priscilla 

Marquez 

Male/3 yrs 

old (May 

2012) 

left foot and 

to lesser 

extent right 

foot 

No toe nails 

on left foot – 

3 middle 

toes short, 

webbed, 

fused and 

deformed. 

One bone 

only in each 

toe  

she is going to publish a blog on 

macrodactyly 

/ Lost to follow-up 



Boston 

Morgan2000 

(Forum) 

Female/12 

yrs old) 

(November 

2012) 

middle 

finger right 

hand 

- finger amputated at age of 2 Childrens Hospital in 

Boston 

It has been 10 years since her 

surgery and not once did we ever 

feel that we made the wrong 

decision. 

 

Then lost to follow-up 

Dallas, Texas 

Liz 

Broughton 

Male/10 

yrs old 
(Septembe

r 2012) 

right foot 

(2nd and 3rd 

digits – also 

fused 

together) – 

also has only  

3 toes  

Although he 

plays 

basketball 

and lacrosse 

it has started 

building up 

fatty tissue 

on the 

bottom and 

may start 

have 

affecting his 

third toe. We 

are now 

debating 

taking him to 

Scottish rite 

but my son is 

scared and 

says he does 

not want to 

- at 15 mos two toes amputated  Doctor in Florida at 

Sacred Heart Hospital 

Lost to follow-up 



go.  

Columbus 

Ohio 

Jenn Duska 

Male/ 5 

yrs old 

(May 

2014) 

Macrodactyl

y and 

syndactyly,  

right foot, 

2
nd

 and 3
rd

 

toe. 

Large mass 

on the ball of 

his foot 

We were also told the same two options from 

our surgeons in (Columbus, Ohio, US) and 

have opted for option 2. 

1) to amputate the 2nd toe and to correct the 

length of the 3rd toe. 2) to combine 

shortening and debulking for the 2 and 3 toe 

however. 

 Nordtrom’s for shoes (sandals) 

He is now 5 years old and couldn’t 

be more active! He even rollerskates 

and plays soccer. 

Canada 

Kait 

Female/21 

yrs old 

(February 

2014) 

left hand 

middle and 

index finger 

- middle finger amputated when 2 yrs old 

- plans to have some tissue in index finger 

removed for cosmetic reason 

/  

Canada 

JacquiW 

(Forum) 

Female/33 

yrs old 

(August 

2013) 

at 6 yrs 

trouble 

walking and 

hurt to wear 

shoes (2 

different 

sizes) 

- second toe amputated (entire digit, 

including metatarsal bone) in order to 

prevent any future damage. 

- howeve, after a while (at puberty) 

even the great toe became enlarged 

and burning pain in the joint, necrosis 

shown by bone scans (dead bone) 

inside the joint of the great toe so 

surgery n. 2: drilling of the joint and 

removal of dying bone. 

- a few years later pain returned 

- joint removed and replaced with a 

prosthetic joint 

 Lost to follow-up 

Canada 

(Edmonton) 

Jillian 

Walker 

Female 

(21 yrs 

old/Februa

ry 2014) 

Just 

diagnosed 

Right hand 

middle 

finger 

- I am looking to get surgery and am 

looking for surgeons who specialize 

in Macrodatyly 

  

 

 

 

 



 

Canada, 

Toronto 

Maureen 

Female/2 

yrs old 
(Septembe

r 2014) 

Second toe  Children’s Hospital 

(Sick Kids in 

Toronto) 

 

Australia 

Australia 

Kelinda 

Fisher 

Female/7 

yrs 

old/April 

2014 

Right hand 

(first 

affecting 

only the 

thumb) 

- her first surgery was at the age of 2 

when they had to also do a carpel 

tunnel release as the huge nerves 

were compressing on her CT giving 

her permanent tingling in her hand .  

- At the age of 4 she underwent a 2nd 

operation where they removed some 

of the bone to try and straighten her 

thumb and also removed her growth 

plate . she now has macrodactyly 

now starting on her right index finger 

which means more surgery  

 but one thing im worried about is 

she had a fall a few months ago and 

landed on that hand . at first they 

thought she may have broken it but 

xrays showed old breaks due to the 

surgeries she had already undergone. 

but since the fall she has a huge 

lump on top of her hand between her 

thumb and index finger close to the 

size of a golf ball which is making it 

difficult for her to do anything .i 

know she is suppose to be seeing her 

sugeons again in the next month 

which im certain will be another 

operation . what worries me is she’s 

getting to the point she cant take it 

and asks me why the doctors cant 

just take it away . how do you 

explain that to a 7 year old why they 

cant 

Geographical Area N/A 

N/A 

Naweed 

 

Male/17 

yrs (May 

2011) 

both feet No surgeries / Lost to follow-up 

N/A 

Emily 

Female/20 

ys old 

(June 

2011)  

left foot + 

entire leg 

visibly 

different 

- at 6 mos wo largest toes on left foot 

amputated 

- at 5 yrs debulking surgery 

- at 12 another surgery where they removed 

 While I look different, I have a fully 

functional foot. Although I can’t 

wear high heels or Converse, I do 

get to wear sheep skin slippers made 



growth plates, shaved down bones, and 

removed more soft tissue 

specially for me. 

I do experience some pain and 

discomfort in my joints because of 

the excess tissue but at the end of the 

day, I’m healthy and happy.  

 

Update May 2012. 

I’m 21 now, and nothing has 

changed. I guess I’ve come to a 

point where based on limited blood 

flow, surgeries have become more 

dangerous so I can either risk that or 

amputate which seems completely 

pointless seeing as while it’s 

enlarged and looks freaky to some 

people, my foot is completely 

functional. 

 

Afterwards Lost to follow-up 

N/A 

Jen 

36 yrs 

(June 

2011):  

right foot - as a child tried a few surgeries but toes 

continued to grow 

webbed toes together 

- at 15 yrs ray resection and debulking of 

adipose tissue  

 21 yrs since surgery  

for the most part things have gone 

well. I have had a few episodes of 

phantom pain that have driven me 

nearly insane! I have developed 

osteoarthritis in the joints that were 

operated on and I have recently 

developed some newer problems but 

overall I have been able to wear 

most kinds of shoes and be very 

active and live a very normal life. 

 

 

 

 



N/A 

Bri 

Female/21 

yrs old 

(2 brothers 

and a sister 

unaffected)

(October 

2011)  

big toe (right 

foot) 

6 surgeries for de-bulking, shortening of the 

bone in big toe, amputations, and half of my 

toe nail removed in big toe because of severe 

in-grown toe nails. 

2nd and 3rd toes amputated at young age for 

preventing spread 

/ It didn’t spread although the bulk is 

still there. 

It kills me to see flip flops, cute peep 

toe shoes, and those who swim so 

freely and myself standing off to the 

side wearing one sock in the pool 

and blaming it on “past surgeries to 

correct a broken bone when I was 

three.” I am proud to have played 

varsity sports such as soccer, 

basketball, softball, and for a short 

while lacrosse. I even did Irish step 

and a very short lived year of ballet. 

My balance wasn’t as great during 

basketball but I was tall and ran like 

nothing abnormal was in my 

sneakers. I even worked as a floor 

model for Abercrombie and Fitch, (I 

wore converse sneakers that were 

allowed for the dress code! lucky 

me!) Sure, shoe shopping sucks but I 

manage to find cute shoes 

eventually, winter is great boots and 

no one can wear flip flops. 

 

Update on August 2013 

I’m now 23 and nothing’s changed 

with me as well.  

Parents, don’t be afraid, yes your 

child will bare more than other 

children but they’re healthy, 

beautiful, and alive. They’ll be 

devastated, angry, and want to cry 

and let them it’s natural I did it and 



still do.  

 

Needs another debulking surgery 

N/A 

Natz 

N/A/33 

yrs old 
(October 

2011) 

progressive 

macrodactyl

y in right 

hand thumb 

diagnosis at 

age of 31 

Pins and 

needles at 

age of 30 at 

night 

- debulking surgery but pain returned 1 yr 

after surgery 

- second surgery on December 2011 

 Update on March 2012. 

Hi, well i’m still unanble to work as, 

i have not recovered full use of my 

hand after my surgery on the 6th 

December 2011. I have lost alot of 

sensitivity in two of my fingers, my 

thumb and the palm of my hand and 

once i start to use my hand i 

eventually loose the feeling all 

together. My surgeon says it could 

take upto six months to regain the 

feeling, if it comes back at all. 

the surgery was not that succesfull 

as my median nerve and my thumb 

nerves are completly invaded by the 

benign tumours, he adds that the 

only way of dealing with this would 

to complety remove the nerve.  

N/A 

Mike 

Male/Adu

lt 

left hand - Ring finger removed as an infant 

- half dozen debulking surgeries as a child 

Doctors that perform 

MD procedures are 

not your typical 

“plastic surgen”. 

They are highly 

skilled at what they 

do because of the 

complexity of the 

procedures they 

perform, and likewise 

they are very 

understanding to your 

needs and emotions. 

Lost to follow-up 



N/A 

Cecily Van 

Llew 

Male/16 

yrs (Dec 

2012) 

left foot 

(middle toe) 

- at 10 mos toe amputated to the first digit to 

be able to wear shoes by first doctor 

- at 3 yrs entire middle amputated and 

debulking 

Second surgery bu 

Shriners Hospital – 

recommended  

because wonderful 

staff, and free of cost. 

www.shrinershospital

sforchildren.org 

Has competed in many athletic 

events and it hasn’t bothered him 

unless he runs for great distances. 

He is embarrassed by his unusual 

foot.  

Lost to follow-up 

N/A 

Alana 

Campana 

Female/11 

yrs (May 

2012) 

right foot 

4th and 5th 

toes and 

bottom 

This 

condition has 

not caused 

her any pain 

in her daily 

life and has 

not stopped 

her from 

running, 

playing 

sports and 

gymnastics. 

It does 

present a 

problem in 

buying shoes 

– we usually 

have to buy 

two different 

sizes.  

- 2 debulking surgeries at 3 and 4 yrs 

- then referred to a podiatrist who plans to 

watch her growth and and when her foot 

stops growing, perform a debulking surgery 

and possibly shortening of the toes. 

/ Lost to follow-up 

N/A 

Yajaira 

Female/23 

yrs (March 

2012) 

right foot  

much pain 

when it 

- 5 surgeries (last one at 18 yrs) 2nd toe 

removed (1st surgery), 2st toe crossed over 

(2nd surgery) and growth stopped with 3rd 

/ Lost to follow-up 



rains, when 

it’s cold, 

can’t wear 

heals, can’t 

stand for 

long. 

surgery.  

- last 2 surgeries to debulk 

- No further surgeries recommended due to 

nerves.  

N/A 

Noelle 

Female/9 

mos (April 

2012) 

first 3 toes of 

left foot 

seems 

progressive 

and 

syntactily is 

also present  

No shoe 

fitting 

possible. She 

doesn’t seem 

to bare 

weight on it 

- first consult still to be done / Update on December 2012 

Half of the foot amputated in 

September 2012 due to great 

progression. Top part of the foot 

amputated; use of some of the 

abnormal tissue to cover the 

amputation. Operation was smooth 

and recovery fantastic. 

I’m happy to report that she is taking 

2-3 steps at a time by herself as of 

this week. She is 15 months 

N/A 

Amber 

Female/50 

yrs old 
(Septembe

r 2012) 

static 

macrodactyl

y in left 

middle 

finger 

+ left ring 

finger 

longer, a 

little larger 

and bent on 

the end 

- first all the veins were stripped to stop the 

growth, but that did not work  

- at 6 months old they decided to amputate 

the middle finger 

-12 yrs old 2nd or 3rd surgery to remove scar 

tissue build up in the palm of hand  and to 

have ring finger broken and set with pins to 

try and straighten it. 

- at 19 ysr, since straightened ring finger was 

long, surgery to remove upper joint and 

calcium shaving from pointer and ring 

fingers.  

during this surgery she almost lost both 

fingers. Advised by surgeon to avoid further 

surgery in the future  

/ I consider myself blessed due to the 

fact that my parents never let this be 

an obstacle for me. I went through 

16 years of school and not one 

person ever made a rude comment 

about my hand. I was a cheerleader 

in school, on many social 

committees, Secretary of my Senior 

Class, Homecoming Court and a 

sorority member in college, so my 

“little” flaw did not hold me back.  

wrote again on August 2013 

No significant news 



My finger is shorter but at my age calcium is 

now building up on both the ring and pointer 

finger joints. 

N/A 

Macrodactyl

yMan 

Male/20 

yrs old 
(February 

2013) 

Currently 

fighting for 

disability in 

california 

where they 

believe i can 

work a 6-8 

hour job 

with breaks 

.. i cant even 

fit inside a 

shoe with 

out having to 

take it off 

every 

30mins .. 

after the 

surgery i 

would have 

to say the 

only good 

thing is that 

it looks a 

little better.. i 

dont have a 

huge toe nail 

on a hook 

anymore .. 

now i have a 

nub.. bone is 

at the top as 

 - prior surgery at the age of 4 but it only left 

scars 

-second operation on September 2012) – 

partial amputation. Suffers from phantom 

limb syndrome.  

Nerve pain,itching,burning, and stabbing 

feeling .. did i mention severe muscle spasms 

/ Muscle spasm and pain, balance 

problems. 

Wakes up at night due to spasms 

MACRODACTYLY HAS MADE 

ME A STRONG YOUNG MAN 

Lost to follow-up 



well as 

stitches on 

the top 

crown all the 

way down  

the right side 

of the foot .. 

my disability 

was left in 

my hands 

because my 

mom didnt 

know what 

to do so ive 

been living 

like this for 

20 years.. 

Fat tissue 

around ankle 

No shoe 

fitting 

possible 

Legs 

different 

lengths 

causing back 

issues 

Extra 

sensitivity 

N/A 

Sharon 

 

Female/68 

yrs 
(February 

2013) 

left foot two 

shoe sizes 

larger 

(middle two 

toes larger) 

No surgeries because of lack of diagnosis 

and afterwards because she is against it. 

/ Lost to follow-up 



growth 

begun in the 

early teens. 

Some aches 

and pains 

(insoles) 

overgrowth 

stabilised in 

her 20s  

In the late 

40s the 

hormonal 

change 

brought 

about restart 

of 

growth.whic

h hasn’t 

stopped.  

Severe 

mobility 

issues + 

arhtritis and 

imbalance 

N/A 

Charity 

Christensen 

Male/22 

mos 

macrodactyl

y and 

syndactyly 

on left 

middle and 

pointer 

fingers 

- at 6 mos middle finger amputated because 

his surgeon thought it may have been pulling 

his pointer finger along.  

- later also the pointe finger was amputated 

(during surgery nerve enlargement in the 

palm was noticed) 

Also the arm is affected (it is getting 

progressively bigger) 

/ Lost to follow-up 



N/A 

Lise 

Female/13 

mos (May 

2013) 

hand and 

palm and 

entire arm 

affected 

/ / Lost to follow-up 

N/A 

Peaches 

 

Male/24 

yrs  (May 

2013) 

foot 3 surgeries and in the last the toe has been 

removed (age 24) 

/ Lost to follow-up 

N/A 

B 

 

Female/4 

yrs 
(August 

2013) 

left foot 

toes n. 2 and 

3 are fused 

together by 

skin and 

exponentiall

y bigger than 

the rest. 

Large mass 

on the ball of 

foot 

Toes 4 and 5 

small and 

never fully 

formed. toes 

n. 2-5 do not 

touch the 

ground 

because of 

the large 

mass. 

No issues 

walking. 

Biggest 

problem: 

/ / Lost to follow-up 



buying shoes 

(3 sizes 

difference) 

N/A 

Rebecca 

Male/2 yrs 

old 
(November 

2013) 

middle and 

index finger, 

and 

hyperextende

d thumb. 

Lately crying 

and can’t 

sleep 

No surgeries yet / Lost to follow-up 

N/A 

anonymous 

N/A/Adult 

(February 

2014) 

left hand - middle finger removed. /  

N/A 

Anna 

Female/22 

ys old 
(April 

2014) 

Right hand 

(thumb and 

index) 

Concerning medical decisions, I would say 

go for the debulking procedures however, 

seek second opinions 

 I can’t say it wasn’t hard growing up 

with it and not feeling insecure, 

which is still kind of an issue today 

at 22yo. However, it makes me the 

person I am today, and I can truly 

say that those around me never 

consider it a distinguishing feature 

of my life. For all those whose 

newborn or young children are 

suffering with it, it’ll most likely be 

just fine! Don’t look at it as being a 

roadblock in their lives. 

Pretty much anything that could go 

wrong with this condition (carpal 

tunnel, surgical hematoma, 

lymphatic edema) other than 

amputation has happened to me in 

the past and even recently, but it’s 

still manageable. Fortunately, I can 

say I’m pretty well rounded; I 



participate in any and every sport, 

play the violin and now applying to 

become a doctor, if anything it gave 

me the advantage of being 

ambidextrous (since I’m naturally 

inclined to be right-handed). In fact, 

I think MD influenced me in proving 

to myself and those around me that I 

can do almost anything I put my 

mind to, that it won’t impact my life 

in a negative way. 

N/A 

Anna 

Female/48 

ys old 
(April 

2014) 

Left foot Several surgeries, 3
rd

 toe amputated.  my second toe will be amputated in 

one week , my last surgery was 

about 20+ years ago I am 48, the 

remaining deformed to can’t be 

repaired the bone has deformed 

where I am constantly in pain and 

with discomfort. I have never been 

able to wear high heel or converse . I 

hope this helps you. And I can tell 

you that for the past 48 years my 

mom has felt guilty about my 

deformity, I tell her it was not your 

fault. 

 


