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Mark Your
Calendar

Three Cheers for...

Nicholas - has had a
very busy summer. He
participated in soccer,

poly hockey and
baseball. A special trip
was taken to Chicago to
see the Big Boy train;
Nicholas and Dad with
the train.

or e

Busi ness M
10:-1 am

Support Me
11 -d4am p

Wher e: -
Virtuadomis

us06web.zoom.us/
j/5604266326
Det anilld a

onFXAM FB
and FXAM.

Speci al E

Mary Beth
31883340
mbl angan@ho

PO Box 1
Troy, ML 4 24



https://us06web.zoom.us/j/5604266326
https://us06web.zoom.us/j/5604266326
https://us06web.zoom.us/j/5604266326
http://www.fxam.org/home.html
mailto:mblangan@hotmail.com
http://www.fxam.org/home.html
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MANY THANKS TO THE LIBERATIS!

Nina Liberati recently | et the FXAM boar dl hkenyd w et
been a major part of FXAM for two and half decac
our FXAM family.

The young parents of three sons joined the board
active i n Nmaray awmay skrank and their family and fr
FXAM gol f outings over the years whi chheyunwerde n
amazing support in sSo many ways.

Nina says we' |l sti |l | see them at FXAM events L
Supporting Indepenhhew'clel i mopve fcthlilgmnbe breaking
Antoni o ®eddpabostSuheromntrionng khdepenWMeencle ailns oMiha
at a future meeting to upWNeatad |ushaovne hmwow et teo pleaanr
Don't forget you can also make your day better |
and Bbhkbeyati Bdel st abim i s al ways nice to our sor
know Antonio and so théy spndwpopsthaantdhEragi pe X!



https://supportingindependenceinmichigan.org/#:~:text=We%20will%20build%20and%20maintain%20homes,%20where%20individuals%20with
http://www.liberatisdeli.com/
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2024-2025 FXAM Business and Support Meetings

We' ve had ups and downs with FXAMMaeagtitngneast tdared
family oblig&ti epsmeamédemonegs, especially wheAt we
some meetings, only aWhfielwe oefv euns twwou |pda rsehnotws ucpa.n
di scussion during these ti mes, it can be very di
up

Since Covid;botulpeimeen i agd -vhiarvteu anlo to pbteieoWwWeswe el ma d
di fferent sch20B25besRlasaderilset2 04 kmow ownh alta tyeoru, t\
have comments orWe dems,opératse sbda  WMeh au ehtgs adreftu
to share knowledge and erpwrionedcesg-awomecHkdAEsTf, an
our newsletters and on our Facebook page.

October 5, 2024 was held virtually (7 parents at
February 1, 2025 wi |l | be virtual onl vy.

10:-13 am Busi MNeososn /Sulplp oam

Apri |l &andun25, 2025 wi-perbvanmeoptrooal and in

Exact time and venue to be determined.

Zoom Link for all virtual meeting
https:/ /usO6web.zoom.us/j /56042663

Pl ease watch FXAM.org and our FXAM Facebook page
event s.

University of Michigan Fragile X Clinic

The University of Michigan Fragile X Clinic is a

children and adults with Fragile X syndr ome Cli

devel opment al behavioral pediatrician

Appoint ments can be scheduled in the UM &r gogiilmar

care physician or another specialist who-76-8bFF 8 ws
or by &M&r bgngeX@med. umi ch. edu

Peopl e who

a nt ments for FXTAS c
Cent er6 &56 77 r

an appointment wi

.8_1
D
Tow

Olncredible change happens in your life when you decide to take control of what you do
have power over instead of craving control over
-Steve Maraboli


mailto:UMFragileX@med.umich.edu
https://us06web.zoom.us/j/5604266326?fbclid=IwZXh0bgNhZW0CMTAAAR2YV2GUDqghx2js75M7hhxBE6fKGYToqFALF3g1r0b8b5BgYuP0oF3lZE4_aem_dfo0Nb-pFoihM3z7RwJnNQ
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What 0s goil ng

Through the Maze NPR and Fragile X

Fragile X held him back. An expeaifreumuaé Idirst
NPRand accompanying story).

nNpr . orgl/ secga-hhnied /shm2 48/ BDO7 @21 3kd X @mari il-dae théed Ipi ng
aut jagilidnt el -desbbal ity

The story mentions Zatol milast which iTsheBPtNMod 7c7l(
clinics participating in this research are at
Children's Hospital.

See PBagHsor details on the Tetra Study at Rush.
Fun FTaettrra Therapeutics is |l ocated in Grand Rapi
phar maceuti cal company started in 1878 in Japan.

FXAM Momés: Letds do

Saturday, November 2, 2024 at 1

CrisgpeBakery & Pizzeri a
6690 Orchard Lake Rd.
We s t Bl oomfiel d, Ml 48322
24854760
crispellis.com

Let's get togeotnhleyr tfiome!s ome Mom
Emamd|l angan@hoitfmaydu caame not on FB.

Pl ease note: This EachofEXaAaMf Memm WKXAM beephying

Holiday Party- Our Annual Potluck Gathering

Saturday, December 7, 2024 at

Let's celebrate and | ook ahead to 2072

at the home of Andr ew, Ted and Me

51 Greenbriar, Grosse Pointe Shor e

Some parents make it a date night. Some Dbrin

Pl ease watch the FXAM FB page in November
and what delectable you'll add to tI

Cont act MablyvaBeah@aodad mad 83 3c4o0m



mailto:mblangan@hotmail.com
https://www.npr.org/sections/shots-health-news/2024/09/22/nx-s1-5076913/fragile-x-experimental-drug-helping-autism-adhd-intellectual-disability
https://www.npr.org/sections/shots-health-news/2024/09/22/nx-s1-5076913/fragile-x-experimental-drug-helping-autism-adhd-intellectual-disability
https://www.crispellis.com/
mailto:mblangan@hotmail.com
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An Introduction to the Cincinnati Fragile X Center

My
Center.

t o
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ResearchCi nci nnat i Chil drenos
Listed below are studies that we are currtr
outfrtaogi |l ex @cichmecewpwyrare Iinterested in part
1.Single Dose DrugTiCihal bendg Ssutlpyoking to see
sensitivity to sounds which is a common and di s
Memanti ne, Rofl umilast) and a placebd5wiykelarbeot e
el i gible.

2. FORWARNar ctThhi' s study wuses data from families wt
clinicians they see to advance our overall unde
treatmenttady ilti ie. day

3.Study of Visual PercephiensiaodyMadiems wtid hl &aXrSn
sensory stimuld. i mpact visual processing and bra
4 ENTRAITMiI s study aims to improve | earning and d
515 with FXS by playing speci al sounds through h
.EEG Study of Brmhaisn sAcadiyviitsy:!l ooki ng at how t he

X

5
FXS.

6.Study of Cognition an L a'rhg wsadgset guadayl Aidsu |l t ¢ lwve tt
b ' i

7

|

-

d
ain basics of specific cognitive and | anguage
dntell ectual Di dabeekieaychndt ADHDt o see i f exe

d t s a

C |

n individuals diagnose with intellectual di b
Research Resources and Registries

Clinical Tsreiaarlcsh. gopoyv condi tion, i.e., fragile X Syndron
The Fragile X Rieseardat Regsestofy peopl e who want t o be
is a confidential, convenient way for fdatmidriesi & ona oa
obligation.
FORWARD MARGHthe next step follsewirtcd asthidyliEphgicde &K
Online Registry With Accessible Research Database) 1t
The FORWARD study created the | argest database of i n-
FORWARD study is being used by researchers to | earn
contribute to FORWARD, researchers are |l earning about
devel opment over time. These findings are shared wit|
therapies and treat ment s.
Int ernati onal Fragil eTKePrematmaati oon&®legkFsagiyl e X Prem
facilitate and encourage Fragile Xapmemadiadadtoino m etsrees
intervention studies that could positayedgygi atmpaccoryai
i nclFudgialssoXi ated tremor/ anBElkagiasgodiamed( PXTAME)yyYy ov
(FXPOI ) .
Qur Fragi ltRegki sWorryl di s open, si @uup Fragli éeéear X Moo utd 3 tsu
community dedicated to gathering practical informati
and their families. We conduct studies and share fini

and i mpact policy.


mailto:fragilex@cchmc.org
https://www.clinicaltrials.gov/
https://www.cidd.unc.edu/registry/Fragile-X/
https://fragilex.org/professional-resources/projects/forward-registry-database/
https://fragilex.org/our-research/projects/premutation-registry/
https://www.ourfragilexworld.org/
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Research Northwestern University

Study ATiFtalme:!l y Genetic Study of Fragile X

Principal MolVEegt Lgahpr PhD
The Neurodevel opment al Disabilities Lab at North
through the Family Genetic Study of Fragile X ¢
Nati onal I nstitutes of Heal t h. I n this new phas
FMR1 premutation and individuals with fragile X
related skills in individuals with the FMR1 pr e
interested in understanding how you wuse | anguag
speaking are related, and how the brain processe
Participation involves completing different | anq
noni nvasive measures of brain activity, and prov
or 2 wvisits on MNMBvahweehecamposversatya | ocation
you wi || be compensated for your time as well as
amount of tasks you compl ete.
I f you would I|Ii ke to participate, emai/l us at :

kylie. robinshaw@nfoanmihlwessttuedyn@neaodrut hwestern
You may al so c a8 446k dt6ol asbp epahko nteo adne of our | ab
hearing from you!

Research Rush University Medical Center
RECONNECT Study
Dr. Eli z&batvh sBatr Rush is currently recruiting f
RECONNECT, evaluating an investigatianald bepmpiaval
The trial i's recruiting:

T Mal e and female participants with full mut ati
i Between the ages of 3 and 29 years of age.

The trial includes 8 total visits, over approxim

Pl ease contact the Rush RECONNECT Study Coordina
3126B2®4Anni ek m vanaaoem@ aghl edbel p. com

The business of biomedical research is mostly about failure.
Few projects we commission will ultimately result in success.
But every study we do contributes to the body of knowledge that brings
science and society closer to a solution.
~Kenneth Frazier


mailto:kylie.robinshaw@northwestern.edu
mailto:familystudy@northwestern.edu
mailto:anniek_m_vanaarem@rush.edu
http://fragilexhelp.com/
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Research Rush University Medical Center

Rush UniverMangy Caon@®@rawcsh. edu
Tool box Qui-Mei wmart cuurueynwtly | ooking for participants
especlioaolkliypgigr If ® r a nadn dwornmeeanl | y need participants The o
i Phadsed cognition test, the NIH Toolbox Cognitive E
di sabilities. The Quillivant component of the study
FDA approved ADHD medication Quilli-24a4nye&XR3 . wiWe axili
and inattentive symptoms and who have an intellectual

There -peesdniwisits over the course of

Research Stl.ldv Egsh University Medical
nter

1725 W Harrison 5t

Intervention for Children and | s

For a map and directions,

Young Adults with Intellectual | =™ """
Deficits and Attention Deficit | ™
Hyperactivity Disorder (ADHD)

What A study to learn whether innovative tests that measure
focus and thinking are sensitive to the FDA approved
ADHD medication Quillivant XR in individuals with
intellectual or developmental disabilities

Additional Information:

hitps://clinicaltrials.gov/stu
dy/NCT05301361

Who Males and females 6-24 years of age

Must have an intellectual or developmental disability

[e.g- fragile X, Down syndrome, or other forms of
intellectual disability)
Must have ADHD or have symptoms of ADHD

Length 13 weeks

Requirements An initial screening with a parent via phone or video call
4 in-person visits for testing via an iPad

Participants will take a placebo for 5 weeks and
Quillivant XR for 5 weeks

Parents will observe their child's behavior using the
iBehavior app

Compen sation 525 for the screening

$50 for each completed in-person visit

5100 gift card for iBehavior cbservations

For more information, contact ws:

Nancy Cao at 312-563-9329 or Nancy Cac®rush.edu

Ahigail Ayemoba at 312-942-2815 or
Abigail Ayemoba@rush.edu

$ RUSH Excellence i just the beginning.


mailto:Nancy_Cao@rush.edu
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Research Rush University Medical Center

For

detail s on t he RuLsihn al eB aramaRe@reuasr hc.he d w

Research Study
Rush University

Male AdOIescents Medical Center

1725 W Harrison 5t.
Chicago, IL 60612

with Fragile X e

visit:

Syndrome Phase Il ===
Clinical Trial

The purpose of this clinical trial is to test the safety and
efficacy of the stody drug, BPN14770, when compared to a
placebo sugar pill

Male adolescents, ages 9 to < 18 years with a confirmed
MIAETIESIS OF TAEUE A SYTATOIE WILH 3 Ml MNTETo.

18 weeks, with 4 in-person visits to Rush & 2 remote. Each
visit takes approcdmately 3 hours, Participants will be invited
to continue study participation on the actual drug for 2 years
after trial ends.

$50 for each visit, up to $300. Bockings are made for hotel,
flight, and train. Reimbursement is provided for mileage

and food.

For more information, contact ws:

Loren Escot at 312-942-2164 or loren_escot@rush.edu
Abipail Ayemoba at 312-942-2815 or

abigail ayemoba@rush.edu

Lina Berman at 312-563-4925 or
lina_berman@rush.edu

m RUSH Excellence is just the beginning.


mailto:Lina_Berman@rush.edu
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Research Rush University Medical Center

For

detail s on t he RuLsihn al eB aramaRe@reuasr hc.he d w

Research Study
Rush University

Male Adults with

1725 W Harrison 5.
Chicago, IL 60612

Fragile X Syndrome 770

visit:

Phase Il Clinical ==
Trial

‘The purpose of this clinical trial is to test the safety and
efficacy of the study drug, BPN14770, when compared to a
placebo sugar pill.

Male adults, ages 18 to < 45 years with a confirmed diagnosis
of fragile X syndrome with full mutation.

18 weelks, with 4 in-person visit to Rush and 2 remote, Each
wisit takes approximately 3 hours. Participants will be
invited to continne study participation on the actual drug for
2 years after trial ends.

%50 for each visit, up to $300. Bookings are made for hotel,
flights, and train. Reimbursement is provided for mileage
and food.

For more information, contact us:

Loren Escot at 312-942-2164 or loren_escoti@rush.edu
Abigail Ayemoba at 312-942-2815 or

abigail ayemoba@rush.edu

Lina Berman at 312-563-4925 or
lina_bermani@rush.edu

(I} RUSH Excellence is just the beginning.


mailto:Lina_Berman@rush.edu
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Research Rush University Medical Center

For det alEIm$ | gorlCt ¢ tmm@r us h. edu

Research Study

FXTAS Research
Opportunity

What

Who

Length

Requirements

Compensation

We are researching brain activation during
cognitive and walking assessments in people
infrared spectroscopy (fNIRS) technology.
You will be asked to:

— Have your walking tested while wearing
mmltiple sensors om the outside of your clothing
and a brain imaging cap

— Perform a series of thinking tasks and
fonctional balance tests

— Have a short nenrological examination

— Receive an MRI within two months of vour

Men and women with a clinical diagnosis of FXTAS

Testing will last approximately 2 hours + 1 hour MBI
and can be completed in one visit or split into two

Participants must:
— Be = go years of age
— Have the ability to: 1) Balance and ambmlate
unaided for 5 minutes, and =) Follow step-by-
step directions
Parl]npanlsmnstﬂ'ﬂr'[‘
Have had any lower imb orthopedic surgeries
within the past 12 months
— Have any other neurological /musculoskeletal
— Have a history of significant head trauma

Individuals will receive a $100 gift card for
participation in this study

{]} RUSH ‘ Ewcellence |5 Just the beginning.

Rush University Medical
Center

Armour Academic Facility
Suite 505

600 5. Paulina Street
Chicago, IL 80612

Jelke Building

Suite 871

1750 W. Harmizon Street
Chicago, IL 60612

Kellogg Building
Suite 235

1620 W. Congress Parkway
Chicago, IL 60612

Joan & Paul Rubschlager
Building

Suite 5156

1520 W. Harrison Street
Chicago, IL 60607



mailto:Emily_C_Timm@rush.edu

\% \%
et r aAt ea

Pag 12

Research




