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KANSAS FRAGILE X LINKS GROUP 

Who are we? 
We are the Kansas Fragile X LINKS Group, a member of the National Fragile X Foundation’s LINKS Support Network. The 

LINKS (Leading in Information, Knowledge, and Support) Network is the national volunteer program of the NFXF and is 

typically organized and run by volunteers. Together with the National Fragile X Foundation, our goals are to provide 

emotional and educational support to Kansas families, to promote public and professional awareness of Fragile X, to 

advance research towards improved treatments, and ultimately, to find a cure for Fragile X. Our members are located 

throughout the state of Kansas from Johnson County, to Wichita, to Manhattan and beyond. Our group has only been 

in existence since 2011, but we have already begun to have a big impact on Kansas families affected by Fragile X. Our 

accomplishments in our first year include:  

Hosting the first “Walk for the Faces of Fragile X” at Shawnee Mission Park on October 8, 2011 where we 
raised over $17,000 for our educational efforts. 

Working with the National Fragile X Foundation to establish the KU Medical Center’s Center for Child Health 
and Development (CCHD) as a member of the Fragile X Clinical and Research Consortium, a group of the lead-
ing US research centers working to advance and develop treatments for Fragile X-associated disorders.  

Co-sponsoring the “New Directions in Fragile X” seminar on April 21, 2012 with KU Medical Center’s CCHD, the 
KU Life Span Institute’s Kansas Center for Autism Research & Training and the Fragile X LINKS Group of Kansas 
City with renowned researchers and speakers Elizabeth M. Berry‑Kravis, MD, PhD and Jayne Dixon Weber. 

Participating in the National Fragile X Advocacy Day in Washington D.C. March 1-2, 2011 and March 6-7, 2012. 

Hosting a flapjack fundraiser at Applebee’s Neighborhood Bar and Grill on April 28, 2012.  

What is Fragile X? 
You may not have heard of Fragile X, but it’s very likely that a friend, family 

member, employee, co-worker or neighbor is impacted by a Fragile X-

associated disorder. Many may not even know it. According to the National 

Fragile X Foundation, over 1,000,000 individuals nationwide have or are at risk 

of developing one of three Fragile X disorders. Some families may have multiple 

members and generations affected by one of these disorders, while other fami-

lies may have only a single diagnosed member. 

Fragile X Syndrome (FXS) is a genetic condition that causes intellectual disabil-

ity, behavioral and learning challenges. FXS is the only known genetic cause of 

autism spectrum disorders. In addition, most people with FXS have significant 

intellectual disabilities. Physical characteristics of Fragile X Syndrome may in-

clude large ears and a long face. Behavioral characteristics can include Attention 

Deficit Disorder (ADD), Attention Deficit Hyperactivity Disorder (ADHD), autism, 

social anxiety, hand-biting, hand-flapping, and sensory disorders. Family mem-

bers who are carriers of the Fragile X mutation can experience the Parkinson’s-

like symptoms of Fragile X Associated Tremor/Ataxia Syndrome and/or female 

reproductive health issues from Fragile X Associated Primary Ovarian Insuffi-

ciency. Unfortunately, Fragile X often goes undiagnosed or misdiagnosed due to 

lack of awareness for these conditions.  The National Fragile X Foundation was 

founded in 1984 to help families, spread awareness, find improved treatments, 

and support research leading to an eventual cure for all Fragile X-associated 

Disorders. 

FXS occurs in approximately 1 
in 3600 to 4000 males  and in 
approximately 1 in 4000 to 
6000 females.   

Approximately 1 in 260 females 
and 1 in 800 males are carriers 
of the FMR1 premutation 
worldwide. 

Physical features may include 
large ears, long face and large 
testicles (macroorchidism) in 
post-pubertal males.  

Connective tissue problems 
may include ear infections, flat 
feet, high arched palate, double
-jointed fingers and hyper-
flexible joints.  

Behavioral characteristics can 
include ADD, ADHD, autism and 
autistic behaviors, social anxi-
ety, hand-biting and/or flap-
ping, poor eye contact, sensory 
disorders and increased risk for 
aggression.  

FXS FFXS FFXS FACTSACTSACTS   
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http://www.facebook.com/KansasFX
http://www.fragilex.org/
http://www.kumc.edu/cchd/
http://www.kumc.edu/cchd/
http://fxcrc.org/
http://kcart.ku.edu/
http://www.facebook.com/KansasFX#!/FXLINKSKC
http://www.facebook.com/KansasFX#!/FXLINKSKC
http://www.fragilex.org/fragile-x-associated-disorders/fragile-x-syndrome/
http://www.fragilex.org/fragile-x-associated-disorders/fxtas/
http://www.fragilex.org/fragile-x-associated-disorders/fxpoi/
http://www.fragilex.org/fragile-x-associated-disorders/fxpoi/


 

What do we do? 

We hold meetings at least every quarter to provide as a means of providing  networking and resource-sharing 

opportunities for parents and individuals that navigate through the challenges accompanying Fragile X-associated 

disorders.  Among the topics discussed in 2012: 

“Medications: An Update on Promising Drug Trials Through Seaside Therapeutics”— A presentation by 

Donna Beauchamp about medications in development by Seaside Therapeutics to treat Fragile X Syndrome 

and autism 

“Individual Educational Plans (IEPs) for developmentally disabled individuals”— A presentation by Erin 

Crapser, an independent targeted case manager for adults and children with developmental disabilities in 

Johnson County, Kansas, with tips and training for parents about their rights regarding IEP development. 

“Snacks and Smoothies for Health”— A presentation by Karen Manley Duggan, a holistic nutrition coach, 

about how to improve nutrition and health. 

“Navigating the Kansas Service System”—A presentation by Donna Beauchamp with tips for special needs 

parents on how best to understand the services offered by the state of Kansas for developmentally disabled 

individuals. 
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Brooke and her husband Jay found out that their son, Ryan had Fragile X 

Syndrome (FXS) when he was 3½ years old. Brooke was unaware that she 

was a carrier of Fragile X until her son was diagnosed.  With the help of fam-

ily members, they have traced Fragile X back to her paternal great-

grandfather. This gene was unknowingly passed to her grandmother, her 

father, her two sisters, six great aunts and several first and second cousins.   

Shortly after the diagnosis of their son, Brooke and Jay attended the 1st Fun 

Run/Walk for Knowledge Fragile X fundraiser in Fenton, Missouri hosted by 

the Fragile X Resource Center of Missouri. It was in this setting that they 

realized that they were not alone in the journey and made valuable connec-

tions with other parents living with FXS. After attending two more walks 

hosted by this group, Brooke took the next step and attended the Interna-

tional Fragile X Conference in St. Louis in 2008 with her mother JoAnne.  

In 2010, Brooke attended the International Fragile X Conference in Detroit 

where she listened to a panel presentation about how to start a local LINKS 

group to provide support, education and resources to local families and 

professionals since she knew that raising awareness and having a support 

group in her area was desperately needed. After attending this presentation 

with four other mothers affected by Fragile X, Brooke contacted the Na-

tional Fragile X Foundation with the hope of starting the first Fragile X sup-

port group in the state of Kansas. In January 2011, the Kansas Fragile X LINKS Group was formed whom she became the 

co-leader with her father’s cousin, Donna Beauchamp. 

Since then, she has attended the National Fragile X Advocacy Day in Washington, D.C. twice, asking the congressional 

delegation from the state of Kansas to support legislation 1) to enable individuals with disabilities to have a better qual-

ity of life  and 2) to  support funding for Fragile X research since this research has the potential to help researchers better 

understand autism, Parkinson’s disease and Alzheimer’s disease.  Most recently, Brooke attended the 13th International 

Fragile X Conference in Miami, Florida with her husband, mother, mother-in-law and cousin. 

Brooke and Jay know that they are very blessed to have the support of their amazing family and friends while they go 

through this journey that Fragile X has brought them.  Fragile X might be challenging but they could not image their lives 

without their amazing son that brings joy to their lives every day. 

Our Members 
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"The only disability in life is a bad attitude.”  – Scott Hamilton  

BROOKE STACK 
MOTHER AND CO-LEADER 



Angie Grantman is the mother of two beautiful children – a college graduate 

daughter and a son who was born with Fragile X Syndrome and autism.  

When Josh was born, Angie was an assistant vice president for an investment 

banking firm in Washington, D.C.  Now she is the primary caregiver for her 

adult son, and they live in Kansas.  Since Josh was diagnosed with FXS, Angie 

has faced a life of challenges and one that did not happen as she planned.  

However, through this life changing experience, she realized the most impor-

tant things to her are to enjoy life, to help others, to cherish time with family 

and friends, and to squeeze in time for her passion for sewing.  She discov-

ered her sewing passion after moving to Kansas and becoming a stay-at-

home mom, where sewing became her creative outlet for emotional survival.  

She has won many awards for her competitive dance costume creations.  

Over the past few years, Angie has become very active in the Fragile X com-

munity by means of fundraising, advocacy and social network.  She was one 

of the founding members of the Kansas Fragile X LINKS Group, and she is the 

Kansas contact for the FRAXA Research Foundation.  She recently partici-

pated in the filming of a video produced by the KU Medical Center on transi-

tioning your special needs child to adulthood. While happily married for 28 

years to her wonderful husband Mike, her journey is only just beginning.  She 

hopes by sharing her life experiences, she can bring comfort and help to oth-

ers along the way.  

Donna Beauchamp is a Targeted Case Manager for people with develop-

mental disabilities in Johnson County KS. Her career has involved working 

as family faculty in the Child Center for Health and Development at KU 

Medical Center and as a program assistant at the Beach Center on Disability 

on the KU Lawrence campus. Donna’s work developed from her personal 

experience. She and her husband, Mark, have two sons affected by Fragile X 

Syndrome.  Jonathan and Ben were diagnosed 18 years ago when FXS was 

only beginning to be recognized as a cause of autism and intellectual de-

lays. Their daughter is a carrier who has two young children who are not 

affected nor carriers. 

Faced with the challenges of rearing two unique boys with FXS, Mark and 

Donna chose a divide-and-conquer style of parenting. Donna pioneered in 

special education advocacy, community education, and parent support. She 

was very involved in her sons’ schools and helped to build knowledge and 

friendships with their classmates. Mark was also an active parent focusing 

on the areas of personal hygiene, building athletic skills, and coaching Spe-

cial Olympics sports teams. He strengthened the understanding of their 

peers through basketball and softball.  

Jonathan and Ben are now young men. Jonathan lives in his own apartment and has a part time job in the community 

with support through residential and day services. Ben is living at home pending the funding of his services. Mark and 

Donna seek opportunities to share their journey.  

DONNA BEAUCHAMP 
MOTHER AND CO-LEADER 

ANGIE GRANTMAN 
MOTHER AND CO-FOUNDER 

”You’ve developed the strength of a draft horse while holding onto the 
delicacy of a daffodil … you are the mother, advocate and protector of a 
child with a disability.” – Lori Borgman   
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Lisa, a network administrator for API 

Foils in Lawrence, KS, received a 

phone call on December 23, 2009 

informing her that her 1 year old son 

Adam tested positive for Fragile X 

Syndrome. With the Christmas holi-

day upon them, she and her sister 

Lois, a scientist working for a con-

tract research organization, immedi-

ately turned to the internet to learn 

as much as possible about FXS and to 

identify any local support groups. 

Fortunately, they came across a local 

support group based in Kansas City, 

Missouri. Through this group, Lisa  

and Lois connected with Kansas 

families and became a member of 

the Kansas Fragile X LINKS group. 

Unlike many others affected by Frag-

ile X, Lisa and Lois, both carriers of Fragile X, had long suspected an unknown 

genetic condition on among their extended family. Within their extended family, there were a number of people (mostly 

male), who were considered “slow” because of childhood illness. When Lisa and her husband Larry decided to have children, 

they sought advice from a genetic counselor for this and other reasons. The counselor told them that they had nothing to 

worry about, and no tests were 

needed.  

Lisa and Larry had a son, Mathew, 

followed two years later by a daugh-

ter, Arelyn. Both children developed 

according to “normal” guidelines for 

children. However, their third child 

Adam seemed to develop at his own 

slower pace. Starting in the hospital 

shortly after birth, he had difficulties 

swallowing and other symptoms that 

ultimately landed him in the Neona-

tal Intensive Care Unit, despite his 

being a full-term baby. Adam’s physi-

cal development seemed to lag be-

hind that of his siblings. This delay 

was attributed to low muscle tone. 

At his one year check-up, a different 

doctor in his pediatrician’s practice 

saw him and recommended that he 

see a neurologist for his delays. After 

viewing Adam’s physical characteris-

tics, the neurologist recommended 

running a series of genetic tests. The 

first test - the screening for Fragile X 

- was the only test needed for a diagnosis. 

FXPOI occurs in about 20-25 
percent of adult female FMR1 
premutation carriers.   

Common symptoms of FXPOI 
include absent or irregular 
periods, symptoms of meno-
pause such as hot flashes, etc, 
early menopause and infertility. 

FXPOI differs from menopause 
in that women experiencing 
FXPOI can still become preg-
nant, and they can still experi-
ence menstruation . 

About 2 percent of women with 
unspecified ovarian insuffi-
ciency are found to have an 
FMR1 premutation, as do about 
7 percent of those women with 
a personal and family history of 
ovarian insufficiency. 

FXPOI FFXPOI FFXPOI FACTSACTSACTS   

LISA LAWRENCE 
MOTHER AND VOLUNTEER 

LOIS HAUPT 
AUNT AND VOLUNTEER 
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“Being disabled should not mean being disqualified from having access to 
every aspect of life." – Emma Thompson    

Symptoms of FXTAS include 
balance problems, tremors, 
memory loss, irritability, per-
sonality change, Parkinson’s-
like symptoms , dementia and  
cognitive decline. 

FXTAS usually occurs in males 
over 50 years of age, most  of 
whom had no related medical, 
developmental or neurological 
problems prior to the appear-
ance of symptoms; however, 
females can also experience 
the symptoms associated with 
FXTAS. 

FXTAS is usually diagnosed by a 
neurologist, a specialist in 
movement disorders, a geneti-
cist, or psychiatrist. Individuals 
exhibiting any FXTAS symptoms 
should be evaluated by one of 
these specialists.  

FXTAS FFXTAS FFXTAS FACTSACTSACTS   



KANSAS FRAGILE X LINKS IN ACTION 
ADVOCACY DAY 2012 

US FRAGILE X LINKS GROUP DELEGATION WITH US SENATORS 
ADVOCACY DAY 2012 

777   

In the Community 
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KANSAS FRAGILE X LINKS ON THE ROAD 
WICHITA, JUNE 2012 


