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New City ~ Ongoing Thoughts ~ Perhaps a Diverging Path

G

otta admit... this newsletter has turned out to be a
hodgepodge of information!

New City ~
In June of this past summer, I moved to Virginia Beach. Why?
At my age, I needed a bit of adventure before it gets too late
to be on my own. So far, I’m settling in very well; it’s interesting to drive past some of the places I’ve written about in past
years: Children’s Hospital of the King’s Daughter, Mount
Trashmore’s accessible playground; the office of Angel Flight
Medical Transport and more. And I’ve applied to be a substitute teacher for Virginia Beach Public Schools. In fact, I’ll start
accepting assignments tomorrow!

Ongoing Thoughts ~
It was my plan for this year to help spread awareness – in a
small way– about the many disorders and conditions that
don’t get the same attention as those more well-known. In
January, I listed organizations to be found under the
Community Resources Tab of our site. In the spring, I highlighted Prader-Willi Syndrome, Williams Syndrome and Moebius
Syndrome. During the summer, we focused on Craniofacial
Anomalies, Fragile X, and Angelman Syndrome. Now, in this
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Fall issue, I’m posting information about Spina Bifida, Cystic
Fibrosis and Chromosomal Anomalies. My hope was certainly
not that I would turn anyone into an expert; the avaliable
information is far too vast to accomplish that task. But rather
simply, to peak interest so that additional information would
be sought.

Perhaps a Diverging Path ~
As grateful as we’ve been to receive financial
support from many people across the state,
it turns out that we didn’t receive enough
contributions in 2015 to remain on the
state’s approved list of charitable organizations for 2016 taxes. Our Chair of the Board,
Bonita Pennino, got the word earlier this
summer. So, it’s kind of back to the drawing
board to think of other ways to raise funding. I’ll be posting additional thoughts about
this in the January issue.
In the meantime...
Happy Holidays and see you in January!
Laura Nelson, Editor
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giving thanks for the past five years!
A big THANK YOU to our readers who made a contribution to
Celebrating Special Children via their Virginia income tax.

It is through the generosity of our donors that we were able to
to offer our on-line newsletter and services directory.
If you have completed your taxes for 2015 and forgot to include CSC,
you can still make a year end tax-deductible contribution
through Paypal on the DONATE button
on www.celebratingspecialchildren.org
or mail your check - made out to
Celebrating Special Children • C/O Bonita Pennino
101 Niblick Dr. • SE, Vienna VA 22180
Happy Holidays!
Laura Nelson, Editor

Look for the next issue of allAbilities Celebration Connection to be posted
during the month of January, 2017. Send us story ideas, interesting links,
and events. We can’t do it without you! Questions? Comments?
Use the CONTACT US form at www.celebratingspecialchildren.org
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Thanks to our Facebook followers!
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National Council on Disability
National Disability Policy: A
Progress Report - October 2016
Released: October 7, 2016
SCOPE AND PURPOSE: The 2016 edition of this
report, which fulfills NCD’s statutory mandate to
report annually on the state of disability policy in
key areas, focuses on how information and communication technology (ICT) continues to transform modern life, and the potential ICT and assistive technology (AT) holds for improving how
people with disabilities live in the world. People
with disabilities have a right to and need accessible technology that allows them to interact with
others in the virtual landscape that is increasingly
where Americans gather information, conduct
business and reach out to friends and family in
the same way they needed ramps and accessible
physical spaces a generation ago. Additionally, AT
can improve the lives of people with disabilities
by increasing independence and providing a
bridge to employment and opportunity.

Technology
that enables
access to full
opportunities
of citizenship
under the Constitution is a right. This report
examines the efforts of policymakers, technology
industry leaders, people with disabilities, and others to promote policies and practices that will
lead to technology that can be used by all and
offers policy recommendations to Congress, federal agencies, and industry that, if implemented,
demonstrate an unwavering commitment to
accessible ICT and AT. ■
Photo courtesy of
National Council on Disability

For more information, visit www.ncd.gov/progressreport/2016/progress-report-october-2016
The full report can be accessed as a pdf at
www.ncd.gov/sites/default/files/NCD_ProgressReport_508.pdf
The Executive Summary can be accessed as a pdf at
www.ncd.gov/sites/default/files/NCD_ProgressReport_ES_508.pdf
_______________________________________________________________________________________
The National Council on Disability (NCD) is an independent federal agency charged with advising the President,
Congress, and other federal agencies regarding policies, programs, practices, and procedures that affect people with
disabilities. NCD is comprised of a team of Presidential and Congressional appointees, an Executive Director appointed
by the Chair, and a full-time professional staff. See more at www.ncd.gov
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News
Division of Policy and Communications • P.O. Box 2120, Richmond, Va 21218-2120

For Immediate Release: October 21, 2016

VDOE Surveying Public on School Quality
and Accountability Measures
RICHMOND, Va. — The Virginia Department of Education is asking parents, educators and other citizens
interested in the commonwealth’s public schools to complete a brief online survey on school quality and
accountability. Results from the survey will help inform the development of the commonwealth’s plan to
implement the Every Student Succeeds Act, the 2015 federal education law that replaced No Child Left
Behind.
“We are asking parents and other members of the public to tell us what they think is important when evaluating how well a school is serving students,” Superintendent of Public Instruction Steven R. Staples said.
“We’re asking them to think about achievement on state tests, graduation and dropout rates, absenteeism, parent satisfaction and other indicators of school quality and then tell us which of these they think
are extremely important, moderately important and so forth.”

The four-item survey may be accessed from the homepage of the VDOE website or directly at
https://www.surveymonkey.com/r/ESSAinVA.
The survey takes 5-10 minutes to complete and will remain active through Wednesday, November 9.
The survey is anonymous and participants are not asked to provide identifying information beyond describing themselves (e.g., parent, teacher, business professional) and where they live (e.g., Northern Virginia,
Hampton Roads, Southwest Virginia).
The Every Student Succeeds Act, also known as ESSA, provides states with new flexibility to improve their
accountability systems, assessment programs and overall approaches to closing achievement gaps and
school improvement. The state Board of Education is expected to approve Virginia’s implementation plan
in time for submission to the U.S. Department of Education in March 2017.
###

For more information, visit www.doe.virginia.gov
Contact: Charles B. Pyle, Director of Communications, (804) 371—2420
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Reflections on
Changing Vision
By Carrie Smoot

M

y work, writing and editing, depends on excellent eyesight. Nearly every hobby I enjoy—reading, blogging, painting, making latch hook rugs
and working on other crafts—involves using bright task
lighting and paying close attention to details. Of course,
anyone can always find joy being outside in nature, or
being with friends. All of us look at things all the time. It’s
so automatic that people don’t really think about it.
That is, until something goes wrong with the way one
sees.
I’m no stranger to wearing glasses; I’ve had them from the
age of seven. It took awhile for me to feel confident with
them on. I’ve always been nearsighted, or, as my grandmother called it, wall-eyed. My right eye is weaker than
my left. Growing up, I went through a pirate period when
I wore an eye patch over my left eye to strengthen my
right. Then I went through a vanity period when I wouldn’t put them on, thinking I looked better without them.
Eventually, I accepted them completely.

compresses for eyestrain.
By last March, I had enough. My eyesight became so blurry that I could no longer see signs well—or anything well
off in the distance. One night, I happened to be outside
looking at the full moon—and I saw two of them. Traffic
lights had unnatural rings of color around them. My handwriting worsened. It was no longer enjoyable to journal or
to send people cards and letters. I couldn’t read the newspaper or work the crossword puzzle—two other favorite
routines. I read books best with my glasses off—but for
shorter periods.
The computer was the worst. I could no longer see the
keyboard well, and it felt like I was at target practice each
day. I worked hard to get everything correct. Reading email was challenging, and even with my computer screen
enlarged and my magnifying glass at my side, I would
sometimes ask people to be sure of what I was reading.

In my late thirties and early forties, my
eyeglass prescription changed to trifocals
as it got more difficult to see. I developed
eyestrain headaches and eye soreness as
well. I gave up some activities and started
taking frequent breaks. I chalked all of this
up to aging. (Ugh!)

One morning, I just picked up the phone
and made an appointment for an eye
exam. “I need help!” I told the doctor,
outlining my experiences.
My cataract had indeed gotten worse,
and much denser. Cataracts form over
the lens of the eye, causing it to cloud
over and impede vision. “It’s time to
schedule the surgery,” my doctor said.
She assured me that people had cataracts
removed all the time, and that most people came through it very well. Even so,
she said, every procedure has a certain
amount of risk. I felt better when she
said that I would be a good candidate.

Two summers ago, I learned that a cataract
was forming in my left eye. My eye doctor
asked me to think about cataract surgery,
but that it was not an emergency. My right
eye also has a cataract, but surgery isn’t
needed right now. However, it would be
better to deal with my left eye sooner than
later. My eye doctor recommended warm

continued next page
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continued from last page
But I was still very nervous, because I had never liked anything near my eyes. Eyedrops had been a frustrating and
hilarious adventure during exams for years. My first eye
doctor, his nurse, and my mom always had to hold me
down and pry my eyes open. Thankfully, I grew out of it.
She said I would not be completely anesthetized, but that
she and the surgical team did their best to make everyone
comfortable during the procedure. I had visions of freezing
up, panicking, and kicking or pushing people away. I tried
not to think about the day of surgery. Instead, I went to the
library and got a fairly recent book about cataract options.
The more I read, along with conversations with my eye
doctor, the more comfortable I felt. I decided not to mentally rehearse the experience before it happened.
Because of my cerebral palsy, I use a motorized wheelchair,
have the help of a Personal Care Assistant (PCA) for a
good portion of the day, and have to put up with a Hoyer
lift, so my doctor felt it was best to schedule the surgery at
a local hospital where she has operating privileges. It took
time to schedule it, and there were insurance and payment
issues that had to be worked out. Finally, early this past
August, we had a date.
My pre-op appointment brought an unexpected obstacle; I
couldn’t reach the machine my eye doctor uses to get readings, so we did a lot of adaptations. These include lowering and raising the table, putting phone books under the
machine to raise it. Finally, as I leaned forward, my doctor
helped me stay in place while her assistant took the readings. I thanked them both profusely for their help and
patience. My doctor joked that she’d gotten her workout
for the day. The experience taught me something. No matter how independent you are, always bring your PCA with
you to a doctor’s appointment. She would definitely be
with me at the hospital.
Two weeks before surgery, I had to follow a strict regimen
of three eyedrops, with help from my PCAs. I came
through it fairly well.

explaining procedures. They really liked my PCA. She
taught them how to use the electric Hoyer lift. (They hadn’t used it very often for other patients.) The other medical
professionals were equally adept at putting people at ease
and explaining what would happen.
Finally, we were ready to go. During the surgery, I saw various shades of pink, black, purple, and red. My doctor was
able to get the cataract out in one piece. When my doctor
put the new lens in, I saw a rainbow. The whole thing took
about twenty minutes. And I was calm throughout.
After the recovery room, it was amazing! I could see much
better! When I left the hospital, I went back to the eye doctor’s office for my post-op appointment. I had no eye pain,
and all of us were amazed at how much my vision had
improved. I kept saying, “Wow!” The next step would be
to discuss new options for eyeglasses. I was still using eyedrops as well, and would for three more weeks.
The only drawback is that I need glasses to read now.
While waiting for the lenses, I used reading glasses that I
bought at the drugstore. Now I use my glasses, which I
wear all day.
When it came time to find an optometrist, it took a couple
of tries to find one that was covered by my insurance plan.
I would be keeping my current frames. (When they are a
delightful mix of dark blue and purple, you don’t change
them right away—especially if you like them.) I found an
office nearby, and they were great to work with. (But I still
miss my previous optometrists.) I would have bifocals and
Transitions lenses, where glasses turn into sunglasses outside, and return to normal indoors.
In December, I’ll have another eye exam to see how everything is going. I’m so glad that I can see more clearly. And,
as much as I don’t like dealing with medical issues, I’m
finally realizing that some things aren’t so bad. ■

Carrie Smoot is a Northern Virginia freelance writer.

The big day arrived. And even more eyedrops and a gel to
deaden my left eye. The nurses were great. They did a
wonderful job of making everyone feel comfortable and
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Links I Love~
Polls in the Commonwealth of Virginia are open from 6:00 a.m. – 7:00 p.m. on Election Day. It is
best to arrive early but as long as you are in line by 7:00 p.m., you will be allowed to vote. For
your vote to count, you need to be at the correct polling place.

Next Election is: November
8th, 2016

Deadline to request an absentee
ballot to be mailed to you:
November 1, 2016

The Department of Elections has extended their customer service hours and is available to
answer your voter related questions from the hours of 7:00 a.m. to 6:00 p.m. Customer service
hours have also extended to Saturday from 8:00 a.m. to 4:00 p.m.
Please call us at 800-552-9745 and select Option 1.

For more information, visit
www.elections.virginia.gov/voter-outreach/index.html
Editor’s note:
In years past, we published voting information from the Virginia Board for People
with Disabilties (www.vaboard.org), but in this epic election year, I thought that
additional information from various sources would be especially helpful.

The Americans with Disabilities Act and Other Federal Laws

~ Protecting the Rights of Voters with Disabilities
Posted on U.S. Department of Justice, Civil Rights Division – Disability Rights Section
www.ada.gov/ada_voting/ada_voting_ta.htm

ELECTION 2016 VOTER GUIDE - #CRIPTHEVOTE

#CripTheVote is a nonpartisan campaign to engage both voters and politicians in a productive
discussion about disability issues in the United States, with the hope that Disability takes on greater
prominence within the American political landscape. This is intended as a resource for voters with
disabilities to prepare for voting, and learn more about the 2016 General Election.
http://disabilitythinking.com/election-2016-cripthevote/
continued next page
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2016 Presidential Questionnaire

The American Association of People with Disabilities (AAPD) , the National Council on Independent
Living, and the REV UP Campaign are pleased to release the 2016 Presidential Candidate
Questionnaire. These questions have been sent to all of the current presidential candidates. To see
responses of those candidates who replied:
www.aapd.com/our-focus/voting/2016-election/presidential-candidate-questionnaire/

10 Tips for Voters With Disabilities

The U.S. Election Assistance Commission, created a quick reference guide with 10 tips for voters with
disabilities. The tips include information on topics such as registering to vote, accessibility of polling
places, and knowing your rights.
www.eac.gov/assets/1/Documents/508%5b1%5d_14Disabilities.pdf

Resources for Voters with Disabilities

Page on U.S. Election Assistance Commission with many relevant resources, both statewide and
national.
www.eac.gov/voter_resources/resources_for_voters_with_disabilities.aspx

ADA Checklist for Polling Places

This document is an updated technical assistance publication on polling place accessibility for voters
with disabilities. The publication includes information about key areas of a facility that must be
accessible to voters with mobility or vision disabilities, options for low-cost temporary measures for
removing barriers, and a survey to guide election officials in evaluating the accessibility of facilities
used or being considered for use as polling places. (2016)
www.ada.gov/votingck.htm
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Happy Halloween from

The International Down Syndrome Coalition (IDSC)

Download our trick-or-treat cards and our Halloween tips to remember.
Bring these cards with you while out trick-or-treating!
http://theidsc.org/resources/halloween-safety.html.

The International Down Syndrome Coalition (IDSC) is dedicated to helping and advocating for individuals
with Down syndrome from conception and throughout life. We promote the dignity and respect of individuals with DS and assist the families who love them. We provide support, education and connection
to other families as well as to local resources. The IDSC operates and advocates independent of any
political cause or religious affiliation and we welcome all to our community. http://theidsc.org
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The Teal Pumpkin Project
The Teal Pumpkin Project®, which launched as an international campaign in 2014 by Food Allergy Research &
Education (FARE), provides an alternative for kids with food allergies, as well as other children for whom candy is not an
option, and keeps Halloween a fun, positive experience. Participating in the campaign is as simple as painting a pumpkin teal, buying inexpensive non-food treats such as glow sticks or small toys and placing the teal pumpkin on your
doorstep to show non-food treats are available. FARE’s goal in 2016 is to have at least one home on every block in the
U.S. with a teal pumpkin.

fall 2016
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Seeing the World in
Sound Seeing the Worl in Soun
By Carrie Smoot

’ve known about ReelAbilities
disability film festival for several years now. This year’s festival was from September 18th to
the 24th, 2016, with screenings
throughout Northern Virginia.

I

When I heard about a 2014 documentary called The Case of the
Three-Sided Dream on the schedule, I was immediately intrigued.
I had never heard of jazz musician Rahsaan Roland Kirk, and I
didn’t know his music. It was time
to learn what he was all about. As
it happens, Kirk became blind
from infancy as a result of poor
medical treatment.

household objects, he fashioned
his own instruments and experimented with making different
sounds with them. As he grew up,
whatever sounds he heard—conversation, laughter, angry words,
the noise of New York City,
rhythm of the traffic, the hiss of
an apartment radiator, even birdsong, insects, the sound of the
sun shining or the rain falling—
all of that made it into his music.

Once, while taking his kids to the
zoo, he tried afterward to copy
the sounds of the animals in his
compositions. All types of musical instruments fascinated him.
Best known for playing the saxophone, he also played the didgeriWhat jumps out at viewers from
doo, the large bamboo or wooden
the very start of the film is how
trumpet of the Australian aborigindependent the man was. As
ines, flutes, and many other
filmmaker Adam Kahan sees it,
instruments. Sound was a lanbarriers didn’t intimidate Kirk,
guage as natural to him as breathand he made it his mission to
bulldoze through them and knock ing, and it helped him navigate
the world. He often saw in musithem down.
cal notes, which Kahan portrayed
From childhood, Kirk did his
in vibrant color.
own thing. From garden hoses to

14

Kahan interviews Kirk’s family,
fellow musicians, and friends. He
also presents footage from Kirk’s
TV appearances, interviews, and
concerts. Moviegoers see an
amazingly creative and joyful person who was very much at home
in front of audiences—usually in
small jazz clubs. The teamwork
and rapport between Kirk and the
musicians he worked with was
supportive and truly collaborative. Everyone learned a lot. Kirk
would often keep the lights off in
his dressing room while he and
the band rehearsed, which
freaked club management and
other bands out at first. At other
times, he invited members of his
band to his apartment after a performance to listen to various jazz
recordings. Again, he kept the
lights off so that others could, in a
way, experience what he did. No
one needed to help him, because
he knew where everything was.
He probably would not ask for
help, either. As the film portrays
it, Kirk got along well with people.
continued next page
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Occasionally, however, he dealt
politely and firmly with occasional jerks who didn’t believe he was
capable—as we all have to do.
Rahsaan Roland Kirk was born
Ronald Theodore Kirk on August
7, 1935 in Columbus, Ohio. The
inspiration to change his name—
transposing two letters in his
given name—came from a dream.
Melodies came to him in dreams
as well.
Breathing is essential to singing
and playing wind and other
instruments. As a saxophone
player, Kirk was unusual in that
he used the ancient technique of
circular breathing to play three
saxophones or more at once—
sometimes playing one of the

reeds with his nostril. He was a
true one-man band. His musicians would sometimes be so
mesmerized that they would forget to join in at the right
moment, which led afterward to
good-natured ribbing.
Music was so much a part of his
life that he would not—could
not—give it up. In 1975, a stroke
paralyzed him on one side. So, he
taught himself how to play with
one hand. He continued performing until he had a second stroke
two years later. He passed away
on December 5, 1977.
However, the music lives on. Kirk
played with John Coltrane,
Charles Mingus, and other
famous players. In addition to
contributing unique sounds to

jazz and bebop, he tried to bring
it more mainstream through his
TV appearances, including a 1971
performance on The Ed Sullivan
Show. Kirk did not like the term
jazz. Instead, he called it “Black
classical music.” Whatever you
call it, it sounds great. ■
Learn more about the film at
www.rahsaanfilm.com
Check out local ReelAbilities
offerings and other programs at
http://northernva.reelabilities.org/
.
Carrie Smoot is a Northern
Virginia freelance writer.
Some of Rahsaan Roland Kirk’s
recordings may be found on
YouTube. While working on this
piece, Smoot listened to the recordings The Case of the Three-Sided
Dream and Bright Moments.

Sound was a language as natural to him as breathing, and it helped him
navigate the world. He often saw in musical notes,
which Kahan portrayed in vibrant color.
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The National Human
Genome Research Institute
What are Chromosome Abnormalities?
Editor’s note:
This fact sheet is excerpted with thanks from The National Human Genome Research Institute (NHGRI),
which has produced a series of fact sheets to provide an overview of the institute, explore the social
implications of genetic research, and explain complex genetic concepts and research techniques to a
non-scientific audience. Visit www.genome.gov/10000202/fact-sheets

T

here are many types of chromosome abnormalities.
However, they can be organized into two basic
groups: numerical abnormalities and structural
abnormalities.
● Numerical Abnormalities: When an individual is missing
one of the chromosomes from a pair, the condition is
called monosomy. When an individual has more than two
chromosomes instead of a pair, the condition is called trisomy.
An example of a condition caused by numerical
abnormalities is Down syndrome, which is marked by
[mental retardation], learning difficulties, a
characteristic facial appearance and poor muscle tone
(hypotonia) in infancy. An individual with Down
syndrome has three copies of chromosome 21 rather
than two; for that reason, the condition is also known
as Trisomy 21. An example of monosomy, in which an
individual lacks a chromosome, is Turner syndrome. In
Turner syndrome, a female is born with only one sex
chromosome, an X, and is usually shorter than
average and unable to have children, among other
difficulties.
● Structural Abnormalities: A chromosome's structure can
be altered in several ways.
~ Deletions: A portion of the chromosome is missing or
deleted.
~ Duplications: A portion of the chromosome is
duplicated, resulting in extra genetic material.
~ Translocations: A portion of one chromosome is transferred to another chromosome. There are two main types
of translocation. In a reciprocal translocation, segments
from two different chromosomes have been exchanged. In
a Robertsonian translocation, an entire chromosome has
attached to another at the centromere.
~ Inversions: A portion of the chromosome has broken
off, turned upside down, and reattached. As a result, the
genetic material is inverted.
~ Rings: A portion of a chromosome has broken off and
formed a circle or ring. This can happen with or without
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loss of genetic material.
Most chromosome abnormalities occur as an accident in
the egg or sperm. In these cases, the abnormality is present in every cell of the body. Some abnormalities, however,
happen after conception; then some cells have the abnormality and some do not.
Chromosome abnormalities can be inherited from a parent
(such as a translocation) or be "de novo" (new to the individual). This is why, when a child is found to have an
abnormality, chromosome studies are often performed on
the parents.

How do chromosome abnormalities
happen?
Chromosome abnormalities usually occur when there is an
error in cell division. There are two kinds of cell division,
mitosis and meiosis.
Mitosis results in two cells that are duplicates of the original cell. One cell with 46 chromosomes divides and
becomes two cells with 46 chromosomes each. This kind
of cell division occurs throughout the body, except in the
reproductive organs. This is the way most of the cells that
make up our body are made and replaced.
Meiosis results in cells with half the number of chromosomes, 23, instead of the normal 46. This is the type of
cell division that occurs in the reproductive organs, resulting in the eggs and sperm.
In both processes, the correct number of chromosomes is
supposed to end up in the resulting cells. However, errors
in cell division can result in cells with too few or too many
copies of a chromosome. Errors can also occur when the
chromosomes are being duplicated.

www.celebratingspecialchildren.org

continued next page

Other factors that can increase the risk of chromosome
abnormalities are:
Maternal Age: Women are born with all the eggs they will
ever have. Some researchers believe that errors can crop
up in the eggs' genetic material as they age. Older women
are at higher risk of giving birth to babies with chromosome abnormalities than younger women. Because men
produce new sperm throughout their lives, paternal age
does not increase risk of chromosome abnormalities.
Environment: Although there is no conclusive evidence
that specific environmental factors cause chromosome
abnormalities, it is still possible that the environment may
play a role in the occurrence of genetic errors.

Resources
In addition to the many resources for Down Syndrome found on the Celebrating Special Children
website, these are additional sources found on our site.
www.celebratingspecialchildren.org/main/community-resources
Support Organization for Trisomy 18,13, and Trisomy Related Disorders
Network of families and professionals dedicated to providing support and understanding to families involved in the issues
and decisions surrounding the diagnosis and care in Trisomy 18, 13 and related chromosomal disorders.
www.trisomy.org

Chromosome Deletion Outreach, Inc.
Education, advocacy, information and support for all those affected by any rare chromosome disorder.
www.chromodisorder.org

Unique The Rare Chromosome Disorder Support Group
An international group, supporting, informing and networking with anyone affected by a rare chromosome disorders and
with any interested professionals. As part of its services, Unique offers helplines for new and existing member families and
professionals to find out more information about the group and about specific rare chromosome disorders.
United Kingdom
www.rarechromo.org

National Fragile X Foundation
Provides support and resources to families of individuals with Fragile X Syndrome. Also participates in activities to raise
awareness and funds to support research.
Newport News • 757-223-6254 • SoutheastVA@fragilex.org
Burke • NorthernVA@fragilex.org
www.fragilex.org

FRAXA
Supports scientific research aimed at finding a treatment and a cure for Fragile X syndrome.
www.fraxa.org

Mosaic Down Syndrome on the Web
Website designed to disseminate information about Mosaic Down Syndrome.
www.mosaicdownsyndrome.com
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For additional information, call 757-953-2935
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What is Cystic Fibrosis?
Editor’s note:
This page is compiled with thanks using information from U.S. National
Library of Medicine https://medlineplus.gov/cysticfibrosis.html and the
Cystistic Fibrosis Foundation www.cff.org
ystic fibrosis (CF) is an inherited disease of the mucus
and sweat glands. It affects mostly your lungs, pancreas, liver, intestines, sinuses, and sex organs. CF causes your mucus to be thick and sticky. The mucus clogs the
lungs, causing breathing problems and making it easy for bacteria to grow. This can lead to repeated lung infections and
lung damage.

C

The symptoms and severity of CF can vary. Some people have
serious problems from birth. Others have a milder version of
the disease that doesn't show up until they are teens or young
adults. Sometimes you will have few symptoms, but later you
may have more symptoms.
More than 30,000 children and adults in the United States
have CF (70,000 worldwide).
CF is diagnosed through various tests, such as gene, blood,
and sweat tests. There is no cure for CF, but treatments have
improved greatly in recent years. In the past, most deaths from
CF were in children and teenagers. Today, because of
improved medical treatments and care, almost half of people
with CF are age 18 or older. Some people who have CF are
living into their forties, fifties, or older.
People with CF inherit two copies of a defective gene -- one
copy from each parent -- that produces a faulty protein, causing a buildup of thick mucus in the lungs, pancreas and other
organs.

Symptoms
Cystic fibrosis causes changes in many parts of the body,
including the lungs, pancreas, liver, intestines, sinuses, reproductive system and sweat glands.
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When mucus clogs the lungs, it can become very difficult for a
person to breathe. The thick mucus also allows for germs to
thrive and multiply, which can result in infections and inflammation and often leads to severe lung damage and respiratory
failure. Respiratory problems are the most serious and persistent complication for people with CF.
In the pancreas, the buildup of mucus prevents the release of
digestive enzymes that help the body break down food and
absorb important nutrients. People with CF often have malnutrition and poor growth.
The thick mucus can also block the bile duct in the liver and,
in some people with CF, can cause liver disease. In men, CF
can affect their ability to have children. However, CF does not
affect sexual development in either men or women.

Treatment and Therapies
Treatment plans help people with cystic fibrosis maintain their
health so they can live longer, more fulfilling lives. Although
every treatment plan is unique, comprehensive CF treatment
plans usually include quarterly visits to a CF care center and
the following components: airway clearance techniques; oral,
inhaled and nebulized medications; nutrition therapies; and a
fitness plan.
Babies with CF grow, develop and do what other babies do.
Children with CF go to school, play sports and get their driver's licenses. People with CF can go to college, pursue successful careers and have families of their own.
For more information, visit the websites listed
above.
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The Autism Society of Central Virginia (ASCV) hosts bi-monthly Sibshops as an opportunity for
brothers and sisters of children with any developmental disabilities to obtain peer support and education in a fun recreational environment.
Sibshops acknowledge that being the brother or sister of a person with special needs is for some a
good thing, for others a not-so-good thing, and for many somewhere in between. They reflect a
belief that brothers and sisters have much to offer one another. The Sibshop model intersperses
information and discussion activities with recreation and games (designed to be unique, off-beat,
and appealing).
Sibshops are not therapy, although the effect may be therapeutic for some children. While Sibshop
facilitators always keep an eye open for participants who may need additional services, the Sibshop
model takes a wellness approach.
WHO: Our Sibshops are open to any sibling, ages 7-12, of a child with a special need. (Siblings older
than age 12 are encouraged to contact us and volunteer with our Sibshops.)
WHEN: November 12 (registration deadline, November 7)
HOW: If your child has never attended one of our Sibshops we ask that your fill out a Registration
Form. Fill out the Registration Form online here
http://ascv.org/meetings-events/sibshops/sibshop-registration/
or you can download it here and mail it in.
PAYMENT: There is a non-refundable fee of $10 per session ($5 for ASCV members).
All meetings take place at River Road United Methodist Church, 8800 River Rd, Richmond, VA,
unless otherwise specified. For additional information, please contact us at
http://ascv.org/contact/
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