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Ups and Downgi Calgary Down Syndrome Association

join us for our

*Ups & 'Downs
Coffee Morning

t hi
Meet began in September

Wyﬁaros St.Jr
eor e S e

et
i ng

up th

Mostpeoplepfindcceeingeass/ o |
and espressos for parents young and old..laarn. You have the sound of English in
~our monthly coffee morning. If you have a your head, and all you need to learn is
chilg with Down,syndrome this morning is how to sound it out on your hands, using
lending library. If you wantset aside for you to relax, chat and conneceight hand shapes for the consonants and

atte

with other families in the community. We four positions around the mouth for the
love to see the kids, so feel free to bring vowels. In one weekend workshop, you
can learn all the basics that will allow
you to cue any word you can say, slowly

them along!

Where: Ups and Downs Office (2nd flr)
West Hillhurst Community Centre,

19407 6th Avenue NW

Dates: Jan 19th
Time:

What 6s

Cued

9:307 11:30 am

Engli sh

Children with Down syndrome often re-

spond very positively to Cued English. It is

a multisensory technique for showing the
sounds you are saying while you are talk-
ing. It presents sounds very accurateigu-

ally, so the children like it, and the cueing i
near
are drawn to the speakers face so they att )
well. The cues show all the sounds they af®0 F N1 ngs!

done

t he

mout h

and accuratelyYes, even supercallifra-

galisticexpialadociousThen, just like

typing, you get better as you practice and

use it.

Marianne Flanagan will be talking ab

out

7

Cued English and Down syndrome re-

search at the coffee morning on Jan.

19th. Come out to meet her and ask

all

the questions you might have about this

interesting, easy to learn technique.

§t y &'unqd ﬁo& m%r%qugshspeglﬁe
workshops at our monthly cof
On F

ES e
ee

ebru

missing due to hearing loss or poor phonol€arning how to get the most out of

logical processingEven though the sound O U r

childrenos

spee

is visual, the information is processed in theions with our guest speaker Speech
auditory part of the brain.

Pathologist, Carmen Hengeveld.
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Year at a Glance

o January 18t& TELUS World of Science
o February 14th Teen Valentine Dance

e March 20221 William Watson Lodge

e« MarchTBAT AGM

e April 19th-Swim at Westside Recreation

e May-TBAT Teen Conference

e June 20th Street Meet 10K Run & 3K Walk

e JulyTBA- Our Lady Queen of Peace Ranch

e August 15t BBQ at Bowness Park

o Septembér TBAT Golf Fundraiser

September 26thCooking Fundraiser

October 30th Teen and Young Adult Dance
October 313t Pumpkin Hunt

November 6th Dinner Dance

December 12thKi d 6 s

Chri st mas

January 2009

Sun Mon Tue Wed Thu Fri Sat
1 2 3
4 5 6 7 3 9 10
11 12 13 14 15 16 17
ZI.ELBUSWWId ) 13 o 20 21 22 23 24
258 Zng h 27 28 29 30 31
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UPCOMING EVENTS

TELUS WORLD OF SCIENCE
Date: Sunday, January 18th

Time: 1lam start

Location: 701- 11 Street SW

Cost: Free

Come join us for a day of fun and excitement at the TELUS World of Sci-
ence and Creative Kidds Museum. )
provided in the Fun Lab. For desert the scientists will show us how to mak
ice cream from dry ice. To book your spot phone Amber at28331394.

t her

TEEN AND YOUNG ADULT VALENTINE DANCE

Date: Saturday, February 14th

Time: 7:00pm

Location: West Hillhurst Community Centrei Ups and Downs Office
Cost: $5/person

This year on Valentinebs day we ‘'
Valentine Dance. Bring your friends and join us for a fun night of dancing 4
and socializing. Those who might need help with transportation or a connee
tion to other families to carppl, please call Amber at the office @2403
4394,

WILLIAM WATSON LODGE
Date: March 20-22

William Watson Lodge is located in Kananaskis Country. It is a facility spe-
cifically designed and built to accommodate those with special needs. You
must have your child with special needs with you to stay there (note: fami-
lies who would like to attend but do not have a child with special needs will To Book your
need to stay with friends who do have a child with special needs). Units that families atten-
have one, two or three bedrooms are available foi$880per night, a cost

/ . a . A dance call
which you are responsible for. In addition, units may come with a fireplace, e
a shower or bathtub and some units allow dogs. The units are clean and well ~ William Watson
-maintained and, without a phone or TV, they are quite peaceful. Lodge at 403

Thereds nothing particular planned f orb91-AR7Fri da
morning Ups and Downs provides the breakfast supplies a the main lodge

and al l the daddés are expected to wake up, get t
cook a big breakfast for all the families. B¥Y®30 am, all the families

gather at the main lodge to chow down on pancakes, eggs, sausages, bacon

and much more. After breakfast, Ups and Downs will have various activities

planned for the families, (to be announced). On Saturday night, there will be

a big potluck dinner at the main lodge for all the families starting at approxi-

mately 5 pm. After that socializing is usually the rule of thumb, unless its

bedtime for the kids, in which case a quiet night in your own private unit is

yours to enjoy.
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Alberta supports new federal disability savings plan

(News Released by the Alberta Government on November 27th, 2008)

Savings will not affect eligi- to save money to supplementtheiri Thi s exempti on of
e C Al fi ) income and maximize their inde- peace of mind knowing that they

b.'“:y for. provincial finan pendence, 0 sai d cahasaveforthe fotere ol afdorlilyo n -

clal assistance programs ski, Minister of Seniors and Com- member without affecting their pro-

Edmonton... The Alberta govern- munity Supports. vincial benefit,o

ment will ensure Albertans with The Alberta government is ensuring(?]ugreallj' rl\r/lllrr;ll?teé ?f En:plioyc:nr?nt

disabilities who have a federal  Apertans with disabilities will con- & " ! @
Registered Disability Savings  inye to qualify for benefits as they family members maintain a good
Plan (RDSP) will not have their qyid without an RDSP, by fully Y & ity of life.o
provincial benefits affected. exempting the RDSP as income angore information on RDSPs is
The RDSP is a new federal pro- assets when determining eligibility available on the Canada Revenue

i : for provincial financial assistance Agency website atww.cra
gram that will help parents and p arc.gc.caor by calling 1800959

others to save to ensure the lonc Programs. Government programs g, o7 (TTY users call-B00-665
term financial security of a child affected by this crossinistry ini- 0354).

=]

with a severe disability. tiative include the Assured Income
N , , for the Severely Handicapped
AThi s will enccpsH)program, the Alberta Sen-

plan for their future needs, as We -ome Support progrém.
as help Albertans with disabilities

Media ReleaseDisability

The Learning Disabilities Association territories do not require Canadian

of Canada (LDAC) Releases a-XYear teachers or psychologists to take even

Study on the Lack of Training about  one course on learnirdisabilities.

Learning Disabilities in Canada on Canadawide, there are no regulations

www. RightToLearn.ca to help guide consistent and informed
practice to recognize and accommodate

OTTAWA, Dec. 8 |ICNW Telbec/ To-  students with LD.

day, the Learnin@isabilities Associa-

tion of Canada releases a new study orAbout the Learnindpisabilities Asso-

the knowledge base of Learnibys- ciation of Canada (www.lda@ac.ca)
abilities (LD). The new applied re-
search study, "A Pa@anadian Per- Over 3,000,000 Canadians have Learn-
spective on the Professional Knowl-  ing Disabilities. The Learnindis-
edge Base of Learnirfgisabilities," abilities Association of Canada is a
took 2 years to develop. volunteerled association representing a
network of 10 provincial and 2 territo- Learning Disabilities
The study found that the Ministries of rial LearningDisabilities Associations. Association Releases a
Education of Canada's provinces and LDAC formulates public policy state- 2 year Study . See
ments on critical issues in the field of article (Left) for more

learningdisabilities. details.
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Here | Am,by krista Sandrelli

Her e | amé
The pitter patter of little feet,
Here | am for all to meet!
I may look different, somewhat small,
But here | am after all!

Labor was tough as you know,
But here | am to feed and grow!
I may be hungry, peedd or poodd
That és just something babies do!

10 little fingers, 10 little toes,
Almond eyes, a wee flat nose.
My limbs are flaccid, hold me tight
Hugs and kisses feel just right!

A single palmer my little hands show
What that means, | do not know!
The results are in, Down syndrome is shown,
Would I still be here had you known?

An extra chromosome came to be
Making my siblings different from me!
But | will strive through the challengese Gakd,
Just reaching my milestones at a different pace.

| may grow slower with different needs,
But with support kansucceed.
There washothingdifferent you could have done,
To prevent whatoés called Trisomy 21!

I hope to bring lots of joy to you,
Grandma, Grandpa and Daddy too!
Just know that there are others like me

With parents to help yosupportis key!

My future will bring laughter and tears,
Which I hope to experience for many years.
| do not know what the future will hold,
But | hope to be here when you grow old.

Thank you for all the stuff you bring,
Breast milk is my favorite thing!
It will make me big and strong
So | may come home, before too long!

The pitter patter of little feet,
Here | am for all to meet!
I may look different, somewhat small,
But here | am after all!
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From Down syndrome online: The use of Gi

A combination of drugs recom- fits that have been made.

mended for depression and attention Because we care about your children,
deficit and hyperactivity disorder is m?ssitrlr%r;?r%tlijc;gevjﬁ(glgfnts? dceor?nSIdt?]re
.l.) €ing W|de"Iy promoted as a claims for this "treatment". J
treatment” for Down syndrome.

There is no scientific support for the The protocol

routine use of this protocol by people An organization called the Changing
who have Down syndromdt is im- Minds Foundation is promoting a
portant that families and healthcare "new treatment for Down syndrome"

professionals are aware of the lack o that leads to "life changing” results.

evidence for safety and benefits from 1he "treatment” includes regular doses
use of this protocol of Fluoxetine (Prozac), Dexmethyl-

phenidate (Focalin XR) and Ginkgo

doi:10.3104/statements.2106 bil oba, Phosphatidy
_ Bi o Balanced Oil 0 a
Introduction Some of these substances are associ-
AThere 1 s no anelare @ froup ofthealthcare profes- ated with potential harmf_ul side
support for the routine sionals, scientists and support organi €ffects. Some of these siééfects are
use of this protocol by zations who care for and about peopl of particular concern for people with
with Down syndrome. We wish to Down syndrome and younger children.
people who have provide families with information Fluoxetine (Prozac) is used to treat

Down syndr omeabauta proposed "treatment" for depression, obsessite@mpulsive dis-
Down syndrome. We recognize that order, bulimia nervosa and panic dis-
all parents wish to improve the lives order. Dexmethylphenidate (Focalin
of their children with Down syn- XR) is used for the treatment of atten-
drome and are interested in treat-  tion deficit and hyperactivity disorder
ments, therapies and interventions  (ADHD). Their use should be initiated
that can help. We respect these and monitored by an appropriately
wishes. At the same time, we are cor qualified physician and should be lim-
cerned that these "treatments” are pcited to applications and treatments for-
tentially dangerous. mally reviewed and approved by ap-
We are all aware of the advances the propriate governmental and medical
have been made in the basic science drug regulatory agencies.

of memory and cognition in animal :
models of Down syndrome and are EVvidence of effects and safety
hopeful that these studies may lead t There is no scientific evidence to sup-
new ways to improve the lives of  port the use of any of this protocol
people who live with the condition. with pe0p|e with Down Syndrome of
Physicians and biomedical scientists any age in order to improve memory
evaluate potential interventions on th o 5y other aspect of cognition. Nor

ggﬁg o'gssa‘/gt%; Ss”friggnbeefif\,vtotﬁg' is there any evidence that this protocol

"treatments" that the Changing Minds is safe for routin_e use with people who
Foundation recommends have not Dexmethylphenidate (Focalin XR)
passed either test: there is no inform: The use of stimulant medication

Ginkgo Biloba tion whether these compounds are  should be carefully considered for
safe for children, especially young  children with unusual heart structures,

children. Furthermore, there is no evi,hich includes about half of children
dence to support the claims for bene:
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nkgo, Prozac and Focalincas r e a tfomowrt sgndrome.

with Down syndrome. Again, use is not recommended for babies or very young children.
http://www.nlm.nih.gov/medlineplus/druginfo/meds/a603014.html

The few studies referenced in support of this protocol are studies of mice. These mice have been engineere
carry extra copies of some genes similar to genes found on human chromosome 21. (People who have Dow
syndrome have an additional copy of this chromosome). These studies may or may not be good indicators o
aspects of memory and learning for people who have Down syndrome. Studies in mice alone are not sufficie
to support use of this (or any) protocol in children or adults with Down syndrome.

The Changing Minds Foundation promotional videos do not prove the claims of benefit from the protocol.
While the people shown are clearly doing well, none of the individuals shown are functioning beyond the wid
range seen in others with the syndrome. Cl ai med
factors. Only a controlled trial can give clear evidence of treatment effects.

Scientific progress

Scientific research has improved our understanding of Down syndrome considerably over the past 30 years.
This has led to the better healthcare and education received by many people with Down syndrome today.
Many scientists and organizations continue to work to improve our knowledge and understanding of effective
ways to improve quality of life for people who live with Down syndrome.

Although the pace of further progress is often slow and this can be frustrating, only careful research and rigo
ous controlled trials can provide the evidence necessary to demonstrate that a therapy is useful and safe.

Further information

Ginkgo

Although bilobalide, a component of Ginkgo Biloba, has been shown to be a GABA antagonist, the activity
has been tested only in isolated cells and in only one subtype of GABA receptors. No controlled studies have
been done in animals or humans to establish safe doses, or to prove the claimed benefits.

http://www.nlm.nih.gov/medlineplus/druginfo/natural/patigimkgo.html

Fluoxetine (Prozac)

The action of fluoxetine on the growth of new nerve cells seen in one part of the brain of Ts65Dn mice has n
been replicated in humans. Published case reports suggest that medications like Prozac used in pregnancy
harm the fetus. The potential impact on developing minds of babies and young children is unknown. A gen-
eral, or uncontrolled, increase in nerve cell growth is not necessarily a good thing, especially over long perio
of time.

http://www.nIm.nih.gov/medlineplus/druginfo/meds/a689006.html

Folinic acid

Folinic acid supplementation has been shown to have no significant effects for infants and children with Dow
syndrome on a range of developmental measures.
http://www.nlm.nih.gov/medlineplus/druginfo/natural/patiéotate.html
http://www.bmj.com/cgi/content/full/336/7644/594

0 Of f | abel 6 use

Families and healthcare professionals should understand that use of the protocol at this time is essentially e
perimental, with none of the benefits of a controlled trial. Monitoring for adverse effects would be the respon-
sibility of the prescribing physician, with no one collecting that information to determine real risks. Similarly,
positive effects would not be collected in a credible way that could be used by healthcare professionals to
gauge the value of the treatments. While there is no current evidence of the treatment's effectiveness for pe
ple with Down syndrome, there are significant risks of harm.

Page7
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Make

a difference!

We are currently
looking for one new
board member to
join our board in
Mar c h.
have the time? As
our board only
meets once a
month, your total
volunteer commit-
ment would be be-
tween 8 8 hours
per month.

Want more details?
Give our Executive
Director a call at:
4032894394,

Donot

Other Community Events

2009 Preschool PUF Program Resource Fair
Date: January 24th ,2009

Location: Society for Treatment of Autism, 4@8%th Ave SE
Admission isFREE

For
9158.

more information contact -t he

The Sleeping Beauties Present: How to Fall Asleep
Without a Potion
Date: January 20, 200%:30 pn® 8:00 pm

Location: YMCA Parent Link Centre, 320 5 Ave SE
Child care available.

To register visit the new website WWW.FCRC.SACYHN.CA or contact
ces@sacyhn.ca (485%657420).

real ly

Exploring Disability and Sexuality in Youth An Ad-
vanced Session

Date: February 4, 2009:30 an® 11:00 am

Location: Al berta Childrenods
2888 Shaganappi Trail NW

To register visit the new website WWW.FCRC.SACYHN.CA or contact
ces@sacyhn.ca (46855 7420.

Movement and Physical Theatre for all Abilities,

ATake off your socks and joi

Come and Join Pamela Boyd and Guests on Tuesday After-
noons

Date: January 8to March 18' 2009, 1:30 to 3:00pm

Cost $25 for 10 classes or $3 drop

Location: West Hillhurst Community Association, 1948 Ave NW.
For info and registration call Catherine @ 40883-3445.

Hospital

C



The application details for the Calgary Parent Advisory Commit-

ReSOU rce SeCtlon tee can be found on the Calgary & Area Child and Family Ser-

vices Authority website at the following link:

This section is a selection of_exceptlonal and usefu‘1ttp://WWW.calqaryandareacfsa.qov.ab.ca/CRV.nsf/(Search)/

resources for our membershlp. If you are aware of Family+Support+for+Children+with+Disabilitie@verview

any that you feel should be included in this section _ . _ . _

please contact info@upsdowns.org. If you require any further informationrmail the Parent Advisory
Committee aCalgaryarea.PAC@gov.ab.ca

Brilliant Beginnings
Brilliant Beginnings Educational Centre, run by MelanieC hil drenos Link

Gushnowski, MSc, is a new addition to the Calgary IandHolds regular coffee socials for parents and caregivers of chil-
scape of early education. Just down the street from Ups 9 p 9

& Downso main offices, thagWiflspedangeds. Vafioysfines and logaops;arg fergel
for children at birth to the age of 4. Children with special '

needs as well as typical children are all welcome to par- .

take in the specialized programs offered in aseparated? @ I e nt s For ever , Chil d
integrated setting. Other services provided include Shan-
tala baby massage, baby signing classes, parenting coNpate:

) . X The first Tuesday evening of each manth
sultation and workshops, and special needs services.

Time: 7:00 pm- 9:00 pm
So if b heck Y Location: Phoenix Foundation.
o if you are a new parent be sure to check out and/or Bay #1, 2821 4 Ave NE

register at their website www.brilliantbeginnings.ca , call
283 KIDS (5437), or visit their establishment at 207A

19th Street NW. A grief support group for parer

disability pass away.

Aids to Dain Living T.his group is facilitated by parents Who have had a child with a
A new pilot project is assisting Albertans wimn- disability pass away. We will be sharing, celebrating and honor-
not speak. The proiect. which runs until March 2009 ing the journey we shared with our children as well as the journey
proviges fimdingpto JAIbértans with severe communicél- we are now on. Connecting with other parents is a great way to
tion disabilities to purchase speech generating devices get support and to support those that are at a different point on

. SO ' " their path. Call Children's Link @ 230158 for more informa-
All Albertans with severe communication impairments .

may be eligible to use a speech generating communica—tlon'

tion device. The impairment must be severe enough that

the person cannot speak or be understood by others. o
Down Syndrome Clinic

To be considered for assistance, a person needs to be Tregtment Group

assessed at the Augmentative Communication and Edu- ¢y, have a child with Down syndrome whotfsee years of
cational Technology Service (ACETS). _ age or youngerand isnot accessing Program Unit Funding
Contact Alberta Aids to Daily Living for more detailed  (pyyF) 1o attend a program, this group may be of interest to you.
information by calling (780) 420731. To dial the num-  pamilies have been enjoying our Friday morming groups where
ber toll free, dial 31@000 and then the number, includ- ey have been able to access support from our full team
ing the area code. (Physiotherapy, Occupational therapy, Social Work, Speech Lan-

guage Pathology, Clinical Nutrition and nursing). We are now
The Calgary Parent Advisory Com- able to add an alternative to our Friday group sessions for parents
mittee who want to focus on motor skills only.

The Calgary Parent Advisory Committee (CPAC) is  The ACH Down syndrome team invites you and your child to
composed of 12 parents, who have a current agree-  attend our motor treatment group to address any concerns you
ment with the Family Supports for Children with Dis- may have that you feel require the advise or input from an Occu-
abilities program (FSCD), together with representation pational or Physiotherapist. Group sessions with will be offered
from management from Calgary & Area Child & Family on designated Thursdays from 10:00 &1@. noon in room B2
Services Authority (CFSA)The purpose of the CPACis 200 at Al berta Childrends Hosp
liaison between families of children with disabilitesandj ust feel free to fAdrop byodo on
CFSA and related agencies to insure input to policies,

procedures, services and future developments of the e Please bring along a snack for your child & his or her favor-
FSCD program. ite toy.
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e Since space is limited, we regret that we are unable
to have brothers and sisters come along so please
make alternative arrangements for their care. You
may wish to use Emilyds Backyard (the short term
child care service at ACH) 95%00.

e Since treatment will occur in a group, we will be
reminding families of the need to honor the privacy
& confidentiality of other families in attendance.
If you wish to speak privately with any of the
therapists, please let us know & a private conversa-
tion can occur on the day of the group (if the con-
cern can be addressed with a brief conversation) or
at a later time.

e If an interpreter is needed, we do require at least
one week advanced notice to make arrangements.
Please contact our clinic secretary (94&10) who
will endeavor to organize interpretation

e Educational or information sessions may also be
of fered based on the groupds wishes if there are
common themes, and in this case advance notice
will be provided.

Please call Donna Heerensperger at-B8%5 if you
have further questions or concerns, or talk to your Child
Developmental Specialist.

2009 Group Dates:
January 8, January 22, February 5, February 19, March
5, March 19, April 2, April 16, April 30, May 14, May

28, June 11, June 25, July 09, July 23 .. Inclusionfor Life

The PREP Programp r esent s é

A=

Family to Family Connections s

Family to Family Connections orients, supports and en- oty
courages family volunteers to connect with a requesting ks
family member who needs to talk, ask questions and re - \&§* *
ceive support regarding the health and well being of a
child or youth.

Learning Through Play

Call the Coordinator to set up a time to talk about your ...a play group that is just as much for you as your

family and your need for information and support. child! Come play, celebrate
e The Coordinator will connect you with a Suppor- achievements, and learn the motivating magic of
tive Family Volunteer who will call you. music, puppets & games!

Typically, families and volunteers will connect through
one to four phone calls over two months, but this can
vary. To learn more, call 468652456 or see
www.fcrc.sacyhn.ca
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