
PATIENT &
FAMILY
RESOURCES

Click on the names of the

organization to visit their site &
learn more!

P L E A S E  N O T E  T H A T  T H I S  I S  N O T  A
R E F E R R A L  O R  A  R E C O M M E N D A T I O N  F O R  A

S P E C I F I C  S U P P O R T  G R O U P .  W A L K  T A L L
T E A M  H A S  N O  C O N N E C T I O N  W I T H  A N Y  O F

T H E  S U P P O R T  G R O U P S  L I S T E D  B E L O W
O T H E R  T H A N  T H E  W A L K  T A L L  G A L A

F A C E B O O K  P A G E .  T H I S  P A M P H L E T  I S  N O T
A N  E X H A U S T I V E  L I S T  A N D  I S  N O T

U P D A T E D  I F  T H E R E  A R E  A N Y  C H A N G E S  T O
T H E  I N F O R M A T I O N  B E L O W .  

W A L K T A L L
Disorders:  Limb differences in children
Cost: Free
Resources offered: Support and information
for patients and families, post-operation care
resources, research information for limb
differences

A M P U T E E  C O A L I T I O N  O F  C A N A D A
Disorders: Amputations
Cost: Free
Resources offered: Educational resources,
provide opportunities, coping techniques,
support systems, peer visitor program, quality
of life support

A M P U T T E E  C O A L I T I O N
Disorders: Amputations
Cost: Free
Resources offered: Education and support for
individuals with limb loss, mentorship/peer-
matching

A M P U T E E  C O A L I T I O N  O F  B C
S O C I E T Y
Disorders: Amputations
Cost: $25 per year
Resources offered: Social and emotional
support resources, information, assistance
finding a prosthetist, financial aid

B E C K W I T H  W I E D M A N N  S U P P O R T
G R O U P
Disorders: Beckwith Wiedmann
Cost: Free
Resources offered: Puts you in touch with
parents who live near you

B I R T H M A R K
Disorders: Arteriovenous malformation,
haemangioma, vascular tumours, stalk bite,
capillary malformation, venous malformation,
glomuvenous malformation, combined vascular
malformation, pigmented birthmarks,
congenital melanocytic navels
Cost: Free
Resources offered: Information, support group
events, peer support

B L O U N T ’ S  D I S E A S E  S T R O N G
Disorders: Blount’s Disease
Cost: Free
Resources offered: Peer support, share
resources and stories, ask and answer
questions

C H I L D  G R O W T H  F O U N D A T I O N
Disorders: Growth hormone deficiency,
patients without a diagnosis, bone dysplasia,
small for gestational age, russell silver
syndrome, SHOX, sotos syndrome, IGF-1
deficiency, weavers syndrome - MORE LISTED
HERE
Cost: $25 per year in the UK, $30 per year
overseas
Resources offered:  Updates on research,
personal stories, helpline (parents who can
help/support)

C L U B F O O T  C . A . R . E . S
Disorders: Clubfoot
Cost: Free
Resources offered:  Informational brochures,
product recommendations, exercises, activities
for children, and boot exchange/donations

C L U B F O O T  S U P P O R T
Disorders: Clubfoot
Cost: Free
Resources offered: Social support groups

C O N G E N I T A L  P S E U D O A R T H R O S I S
S U P P O R T  G R O U P
Disorders: Congenital Pseudoarthrosis
Cost: Free
Resources offered: Share stories, discuss
medical advances, ask and answer questions,
peer support
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https://www.facebook.com/walktallgala/
http://amputeecoalitioncanada.org/
https://www.amputee-coalition.org/
https://www.amputees.ca/
https://www.bwssupport.com/
http://www.birthmarksupportgroup.org.uk/types-of-birthmark/arteriovenous-malformation-(avm).aspx
https://www.facebook.com/groups/1633747536929800/
https://childgrowthfoundation.org/membership/
https://childgrowthfoundation.org/about-us/
https://www.clubfootcares.org/
https://www.facebook.com/groups/clubfeetsupport
https://www.facebook.com/groups/lisamcoffee/
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G R O W I N G  S T R O N G E R  S U P P O R T I N G
D W A R F I S M  
Disorders: Dwarfism (achondroplasia)
Cost: Free
Resources offered: Information and online
seminars, fundraising resources

H E M I  H E L P  A N D  H O P E
Disorders: Hemihypertrophy
Cost: Free
Resources offered: Information and social
support

H E M I H Y P E R T R O P H Y /
H E M I H Y P E R P L A S I A  G L O B A L  S U P P O R T
Disorders: Hemihypertrophy/hemihyperplasia
Cost: Free
Resources offered: Resource for people to ask
questions and connect with others

H U M A N  G R O W T H  F O U N D A T I O N  
Disorders: Any disorders, diseases, and
syndromes of growth abnormalities
Cost: Free
Resources offered: Research support, family
education, education and training, links to
online support groups on facebook

Disorders: Patients having treatment with
Ilizarov/taylor spatial frame
Cost: Free
Resources offered: Share stories and advice,
support for patients and families, ask and
answer questions

I L I Z A R O V / T A Y L O R  S P A T I A L  F R A M E
S U P P O R T  G R O U P

L I T T L E  P E O P L E  O F  A M E R I C A
Disorders: Any disorders that cause short
stature (top being achondroplasia, diastrophic
dysplasia), skeletal dysplasia
Cost: Online resources free, $55 per year for
membership
Resources offered: Social support, medical
support and information for patients and their
families, scholarship and research grants

L I T T L E  P E O P L E  O F  B C
Disorders: Achondroplasia
Cost: Online resources free, $25 for family
membership
Resources offered: Resources (newsletters,
information), sports opportunities, social
activities, parent support group, workshops,
scholarship opportunities and tutoring

L I M B S  4  L I F E
Disorders: Amputees + families
Cost: Free
Resources offered: Peer support program,
resources and information, social events and
activities, help with funding and prosthetics

L I M B S  4  K I D S
Disorders: Children with limb deficiences or
anyone who underwent an amputation early in
life, congenital femoral disease
Cost: Free
Resources offered: Information and social
support for patients and families, help find and
fund prosthetics and other equipment

L E G  L E N G T H  D I S C R E P E N C Y
Disorders: Caudal regression syndrome, leg
length discrepancy
Cost: Free
Resources offered: Support & information for
families

F I X A T O R  S U P P O R T  G R O U P
Disorders: External Fixator
Cost: Free
Resources offered: Share stories and advice,
ask and answer questions, peer support

G E N E T I C  A L L I A N C E
Disorders:  Achondroplasia, tibial hypoplasia,
tibial/fibular hemimelia, hemiplegia, clubfoot,
genu valgum, congenital amputation,
hemihypertrophy, bowing of bones, tibial
hypoplasia, arteriovenous malformations of
brain, skeletal dysplasia, geny valgum and
more
Cost: Free
Resources offered: Support and information
for patients and families, opportunities for
research

F I B U L A R  H E M I M E L I A  A N D
A M P U T A T I O N  A W A R E N E S S
Disorders: Fibular Hemimelia and
Amputations
Cost: Free
Resources offered: Info for parents,
treatment options, peer support

http://www.growingstronger.org/lp-doc-talk.html
http://www.growingstronger.org/lp-doc-talk.html
https://hemihelpandhope.wordpress.com/help/
https://www.facebook.com/groups/1639416629696738/
https://www.facebook.com/groups/1639416629696738/
https://www.hgfound.org/about
https://www.hgfound.org/about
https://www.facebook.com/groups/229167244615/
https://www.lpaonline.org/faq-#Resource
https://littlepeopleofbc.org/about/
https://www.limbs4life.org.au/
https://limbs4kids.org.au/about-us/subscribe
https://www.facebook.com/groups/1432322566984867/
https://www.facebook.com/FixatorSupportGroup/?ref=page_internal
http://www.geneticalliance.org/
https://www.facebook.com/groups/178947568794507/about


P R O X I M A L  F E M O R A L  F O C A L
D E F I C I E N C Y  /  C O N G E N I T A L  F E M O R A L
D E F I C I E N C Y
Disorders: Proximal femoral focal deficiency,
congenital femoral deficiency
Cost: Free
Resources offered: Information and peer support
for families and patients

P O S T E R O M E D I A L  T I B I A L  B O W I N G
S U P P O R T  G R O U P
Disorders: Posteromedial Tibial Bowing
Cost: Free
Resources offered: Support for parents,
children, and adults to share experiences and
concerns, answer each others questions and
help each other

P A T I E N T  A D V O C A T E  F O U N D A T I O N
Disorders: Any disease/disorder that is not in
the public spotlight / does not have enough
awareness brought upon it
Cost: Free
Resources offered: Healthcare and financial
support

P O N S E T I  I N T E R N A T I O N A L
Disorders: Clubfoot
Cost: Free
Resources offered: Training healthcare
workers to treat clubfoot in infants,
educational resources (information for
parents), support for healthcare providers,
training internationally

R A R E  D I S E A S E S  I N T E R N A T I O N A L
Disorders: Diseases affecting less than
1/2000 people.
Cost: First year free then 50 euros/year
Resources offered: Online seminars, articles,
and information

S T E P S  W O R L D W I D E
Disorders: Coxa Vara, Fibular Hemimelia, Hip
dysplasia, Leg discrepency, metatarsus
adductus, perthes, PFFD, positional
talipes/clubfoot, slipped upper femoral
epiphysis, tibial hemimelia, vitamin D
deficiency
Cost: Free
Resources offered: Support for patients and
families, financial support to purchase
specialized car seats for children

U N D E R S T A N D I N G  D W A R F I S M  
Disorders: Dwarfism (achondroplasia)
Cost: Free
Resources offered: Outreach program, support
for families and patients

U P O P O L I S
Disorders: Any chronically ill or hospitalized
youth 10-18 in North America
Cost: Free
Resources offered: Answers to medical
questions, medical information and videos for
children, volunteer opportunities and social
support for children

T H E  W A R  A M P S - C H A M P S
Disorders: Child amputees (under 18) +
families
Cost: Free
Resources offered: Financial assistance
towards artificial limbs and recreational
devices, regional seminars,  peer support for
both children and parents, JUMPSTART
program for children with multiple
amputations, 

N A T I O N A L  O R G A N I Z A T I O N  F O R
R A R E  D I S O R D E R S
Disorders: Rare diseases
Cost: Free
Resources offered: Email and phone number
for any questions, social media pages with
support and contact information

O R T H O K I D S
Disorders: Common pediatric orthopaedic
conditions
Cost: Free
Resources offered: Help finding a paediatric
orthopaedist, question and answers,
information and videos about the condition
and treatment, links to other support groups

Disorders: Achondroplasia, growth factor
deficiency, idiopathic short stature,
intrauterine growth restriction, fibrous
dysplasia, precocious puberty, turner
syndrome, hemihypertrophy,
hypochondroplasia, skeletal dysplasia and
more
Cost: Free
Resources offered: Helps families learn about
children's growth, support for undiagnosed
children, peer-matching parents for support

T H E  M A G I C  F O U N D A T I O N
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https://www.facebook.com/groups/73225863084/
https://www.facebook.com/groups/311379235660148/
https://www.patientadvocate.org/
http://www.ponseti.info/contact-us.html
https://www.rarediseasesinternational.org/
https://www.stepsworldwide.org/
http://www.udprogram.com/
http://www.udprogram.com/
https://www.upopolis.com/
https://www.waramps.ca/home/
https://rarediseases.org/
https://orthokids.org/About-Us/About-Us-More
https://www.magicfoundation.org/About/

