www.upaboutdown.org

519-973-6486

email to info@upaboutdown.org

NEWSLETTER
December 2017

Page: 1

www.upaboutdown.org

519-973-6486

email to info@upaboutdown.org

Message from Sue Cyr, President of Up About Down…
The annual Christmas Party on November 26th was a big success with 215
members and their families in attendance! We distributed brand new UAD
logo t-shirts to each member and 40 more were purchased.
Thank you to Simone and Phil Hayes, and their volunteers. We are so happy
and grateful to have you involved!
Thank you DJ Amelia and the Greco family for wonderful music and fun
wreath crafts.
And a big, warm thank you to Santa for visiting with us! Such a special day
filled with good memories.

Merry Christmas to all of our families!

A Thank You Note From Our Board
Thank you to our many generous donors in 2017! Our Association receives no government funding
and relies exclusively on donations to support our activities, programs and initiatives.
As always, our annual walkathon was our biggest fundraiser. Thanks to the many families that come
out year after year and make such an effort to collect pledges from several hundred donors!
Thanks also to the following organizations for their very generous donations in 2017:
EllisDon

Rotary Club of Windsor (1918)

Holy Names High School

Talbot Trail Public School

Kingsville District High School

Transit Windsor

Parkwood Gospel Temple
Additionally, special thanks to those organizations who have so generously supported us not only
this year but for many years in the past:
Green Shield Canada

Pilot Flying J

Royal Arcanum

University of Windsor Disabilities Studies Student Association
“We make a living by what we get. We make a life by what we give”
Winston Churchill
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Upcoming Events!
Adventure Bay Water Park UAD are once again hosting a swim party at Adventure Bay on Sunday
January 7, 2018 from 1:00 till 5:00 pm. A flyer will be generated and circulated over the coming weeks
so mark the date and watch for more updates!
Spitfire Hockey Game UAD are also organizing a hockey game outing at the WFCU on Sunday,
February 18, 2018. Mark your calendars! More details to follow.
Seussical the Musical March 4th Matinee UAD are inviting our families to enjoy the musical on us,
and with us. We’ve already been collecting rsvp’s for advanced ticket purchases and hopefully you are
able to participate!

Announcements
Our Board continues to seek Special Education Advisory Committee (SEAC) representation for
both the Public and Catholic school boards. We currently have representation but require backup
positions in the event that a meeting cannot be attended. If you are interested in one of these positions,
please contact Sue Cyr at uadsue1@gmail.com
Cooking Classes at Zehr’s are underway and there are 2 available openings for Chefs ages 13 and
up. If you are interested please contact Mary for details. mtolmie@cogeco.ca
Physical Activity Donation Thanks to the generous ‘Physical Activity Donation’ from Flying J, physical
activity money will be made available to UAD members in the new year. Between Jan 1st and Dec 31st
2018, UAD members are eligible to receive $100 (maximum) reimbursement for any ‘paid for’ physical
activity (ie; gymnastics, dance, gym membership) and/or exercise equipment (ie; bicycle, trampoline,
running shoes). Receipts are required for reimbursement. Pleases contact Cindy for information and to
submit receipts. cindy.tracey@yahoo.ca
From Good to Great: Enhancing Quality of Life for People with Down Syndrome The conference
from last October was attended by 4 members of UAD. Anita, Jen, Tina and Sarah have provided notes
from the conference and are happy to share these with all of our membership. Please find their notes in
pages 8 through 16 of this newsletter. Very informative!
Night To Shine 2018 registration is going on now! Night To Shine 2018 is on February 9th, at Western
Secondary School. It is a special prom night (for ages 14 and up) which is sponsored by the Tim Tebow
Foundation and is hosted by The Gathering Church of Windsor. Many UAD members have already
registered and the more of us, definitely the merrier! You can register for the event at the following
link… Register Night to Shine. Volunteers are also needed and can register at the same link. A
volunteer is required to Buddy with each Special Guest. If you know someone who’d like to attend the
prom as a Buddy or other volunteer, please pass on the information to them.
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Fasten Your Seatbelt: A Crash Course on Down Syndrome for Brothers
and Sisters
Online review… “Even the closest brothers and sisters don't always
get along or understand each other. Add Down syndrome to the mix,
and that sibling relationship gets even more complicated, especially
for teenagers. ‘Fasten Your Seatbelt’ is the first book written
exclusively for teens with a brother or sister with Down syndrome. In
an easy-to-read, question & answer format, it tackles a broad range
of their most common issues and concerns. Nearly 100 questions--all
posed by teen siblings--are grouped into the following categories:
Facts and stats about Down syndrome; How people with Down
syndrome learn; Handling parent and family conflicts; Dealing with
your sibling's frustrating behaviours; Managing uncomfortable
situations; Sorting out your feelings; Becoming an advocate; What
the future holds for you and your sibling; and Finding local and
national resources.
Thoughtful, knowledgeable answers are provided by Brian Skotko,
the brother of a young woman with Down syndrome, and Sue Levine,
a social worker focused on sibling issues for the past 30 years.
Fasten Your Seatbelt gives teens the green light to explore their own
feelings and questions about their sibling with Down syndrome and
how their relationship may change in the future.”

In the UAD Resource Library!
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Knights of Columbus Hall, McGregor
Hosted by the McGregor Squirettes of Mary
Friday, December 15th 2017

Doors open at 5PM
Dinner and
music start at
6:00PM

Menu Includes:
Pizza, Salad &
Dessert!

Dinner & Dance—$15.00 Dance Only—$7.00
Age 16 or over, YOUR ATTENDANCE MUST BE RESERVED & PAID FOR IN ADVANCE AS
CHRISTMAS ELVES WILL BE DELIVERING GIFTS!

This event requires tickets to be RSVPed by email and purchased in
advance by everyone who attends, including support staff.
Contact Holly Feeley at Community Living Essex County to reserve your tickets
hfeeley@communitylivingessex.org
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Notes Gathered During the “From Good to Great” Conference in Toronto October 2017
Anita, Jen, Sarah and Tina… Thank you for sharing such valuable information!

Supporting Goal-Directed Behaviour in Young Children with Down Syndrome
Dr. Deborah Fidler
Down Syndrome Behavioural Phenotype:
Related Strengths-receptive language
-visual processing
-social relations
Relative Challenges-expressive language
-verbal processing
-motor development
-self-regulation (goal directed behaviour, executive function)
Dr. Deborah Fidler showed different experiments in her presentation to show how children with
Down syndrome problem solve compared to the typical child the same age. Down syndrome
children will try one way only, become frustrated and show negative behaviour. Where typical
children will try different ways to solve the same problem until they achieve their goal.
Executive functioning is the cognitive process to adapt to met the desired goal. Dr. Fidler stated
Down syndrome people have low executive functioning skills.
Working memory is holding and manipulating information while completing a task. Example: multistep instructions.
Inhibitory Control is the control of pre-potent responses. Example: raising hand in class
Cognitive flexibility is the ability to modify thinking and/or across concepts. Example: changing
behaviour based on the setting.
Planning is to end behaviour reliant on some or all of the other constructs. Example: completing
work before recess is earned
Dr. Fidler suggests to help teach these skills is for adults to lessen the verbal's and increase the
visuals. Teach through, games, songs, modelling and repetition. Dr. Fidler expressed it is
important to have an Occupational therapist, Physiotherapist and Speech and Language therapist
involved at an early age.
OCD and Anxiety disorders in Individuals with Down Syndrome
Khush Amaria, Clinical Psychologist
In this session we learned why individuals with Down syndrome are at risk for Obsessive compulsive
Disorder (OCD) and other Anxiety Disorders.
Mental health is a state of well-being in which the individual realizes his or her own abilities, can
cope with normal stresses of life, can work productively and is able to make a contribution to their
community. About 50% of the Down syndrome population will experience some form of mental
health concerns in their lifetime.
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Internal mental health problems are anxiety, depression and social withdrawal. While External
mental health problems are ADHA, Conduct Disorders and Delinquent behaviours.
The following can lead to poor mental health:
-multiple medical problems
-language and communication issues
To help prevent mental health problems it is important for the person with Down syndrome to have
high self-esteem and self-worth.
Tips for developing healthy self-esteem:
-identity and focus on talents and strengths
-support the Down syndrome person to take control over as many areas of their life as
possible
-encourage friendships and independence with people with and without Down syndrome
If you feel your loved one may be struggling with mental health it is important to get a diagnostic
screening from a doctor who is skilled with working with people who have developmental
disorders.
Increasing Independence and Function in School Aged Children with Down Syndrome
Lillie Ryan, M.Sc. OT, Hina Mahmood, M. OT
It was stated that a child will perform at their best when there is a balance between person,
internal factors, and motivation.
Occupation: the task and its demands
Environment: external factors in the area
Personal Factors:
Internal: motivation and interests, cognitive skills and learning style
Physical: hypotonia, decreased strength, short limbs, hyper mobility, sensory processing
challenges, medical conditions
Occupation Factors are what is involved in the task and its demands.
Environment Factors are is the environment impeding or helping the learning, does the child have
the proper supports, change the environment to meet the needs of the child.
Children use 7 senses to help them learn.
1. Visual (sight)
2. Auditory (sound)
3. Tactile (touch)
4. Gustatory (taste)
5. Olfactory (smell)
6. Proprioception (body awareness)
7. Vestibular (movement)
If one of these senses are being impeded the child will have difficulty learning. It is the parents
responsibility along with the OT to correct the deficit when noticed. Example: vision is impeded,
go to the eye doctor, child now wears glasses.
A child with Down syndrome can also be lagging in fine motor, gross motor and self care skills. An
OT can help with strategies and give tools to aide in correcting these skills.
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Introduction to Oral Motor Development in Down Syndrome: Impacts on Speech and Feeding
Riley Rosebush, M.Sc, SLP
This session focused on 3 keys areas:
1. Oral sensorimotor skills: Ability to use the parts of the mouth to take in information (sensory)
and perform activities (motor)
2. Feeding: the ability of eating, from accepting and gathering food to preparing to suck or chew,
and then swallow it.
3. Speech: the ability to communicate verbally, consists of how we make sounds and use our voice.
Movement: muscle tone and strength, range of motion, speed, coordination and dissociation of the
muscles of the face all help to move the lips, jaw, tongue and cheeks. In turn help with feeding
and speech.
Some health issues that may affect feeding and speech are the following:
-hypotonia (low muscle tone)
-congenital heart abnormalities (50%)
-thyroid disease (4-18%)
digestion issues
-celiac disease (5%)
-diabetes
-ear infections (50-75%)
-gastroesophageal reflux (heartburn)
-tooth decay
-frequent respiratory and sinus problems
-respiratory infections
-mental health or behavioural problems
It is suggested for people with Down syndrome to have regular check-ups with the appropriate
doctor.
People with Down syndrome often have experienced difficulties with sensory in the mouth. They
have difficulties with processing touch, responsiveness to touch and tactile defensiveness can
develop.
Some clues there may be a sensory issue are they may respond or react differently to sensory input
such as, intolerance of smells, sights, sounds, texture, temperatures and colours. They may not
be able to tell if they are hungry or full, swallow food that is not chewed properly, put non-food
items in their mouth, store pockets of food, gag or choke, have lots of drool and be a very messy
eater. If you are noticing the above behaviour to food in your child, an OT can recommend
different strategies and tools to use to overcome these issues.
Speech in Down syndrome is moderately to severely reduced continuing into adulthood. Brain and
nervous system differences, mouth structure and hearing all affect speech development. People
with Down syndrome can get help with these issues at an early age from a Speech and Language
Pathologist.
Early Reading: Building a Foundation
Danielle McKinney, BEd
Where to start? Build a bank of high meaning sight words, then use increasingly longer texts and in
phonological awareness and phonic skill building.
Method? “Match, Select, and Name” Approach
1. Match: Have child match a word to word on a stationary grid
2. Select: Child to select word that parent asks for from an array of word cards
3. Name: Child names or signs the word
Use visual aids, and repeat, repeat, repeat! Make it fun!
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Providing Positive Behaviour Support for Children with Down Syndrome
Susan Fawcett, M.Sc. RSLP
Child with DS may ‘overuse’ their social skills to compensate for other weaker domains of
functioning.
Don’t just look at the problem behaviour alone. You need to look at what happens around it; at 4
different points in time:
1. Setting Events: Before or simultaneously with problem behaviour
2. Antecedents: Immediately before problem behaviour
3. Problem Behaviour: Problem behaviour itself
4. Consequences: Right after problem behaviour
Figure out why the behaviour is occurring:
1. Attention: when child is trying to get attention
2. Escape: when child doesn’t want to do something/it’s too hard
3. Tangible: when child wants something
4. Automatic reinforcement: “self-stimulatory” behaviour to help a person feel more calm or
more awake (like nail biting, jewellery playing, twirling hair)
Toilet Training
Lillie Ryan, M.Sc. RSLP, Hina Mahmood M.O.T
Children with DS have low muscle tone with can affect bladder & bowel control.
Things to look for prior to beginning toilet training:
1. Medical considerations
2. Child & parent readiness
3. Asses child’s skills, including physical, language, cognitive, and social/emotional
Toilet Training Steps:
1. Preparation (materials – social stories, books, clothing, etc) – App: One Step at a time Toilet
Tips
2. Environment (positioning, equipment, adaptation, sensory) – Feet supported flat on floor
or on foot stool
3. Toilet schedules
• Use a visual schedule to maintain records
• TELL child “it’s toilet time” – don’t ask!
• Bring child to sit on toilet approx. 10-15 minutes prior to their average elimination
time
4. Rewards – Social reinforcement (praise & positive feedback)
5. Visual supports – sequence of toilet process
6. Accidents will happen!
7. Teaching skills – dressing, hand washing, flushing, wiping
8. Generalizing to other toilets – prepare child for using other restrooms
9. Expectations – be realistic & have achievable goals. Regression might occur and that’s ok.

Page: 11

www.upaboutdown.org

519-973-6486

email to info@upaboutdown.org

Optimizing Physical and Mental Health
Dr. Brian Chicoine
Life expectancy of individuals has drastically improved over the years.
1907: 9 years
1984: 28 years
Today: 60 years
“People who can participate in their own health promotion have a significant increased likelihood
of being healthy”.- NIH Health Literacy
A couple important points:
• Promoting physical health promotes mental health and vice versa.
• Behavioural changes can be a possible communication tool.
• There are common characteristics of people with Down Syndrome, but each individual still
has their family genes.
• Self-talk and imaginary friends are a normal developmental stage, it can help a child cope,
relieve boredom, but a change or increase can be a sign of stress or mental illness.
• Individuals with DS are great at remembering visual data, however, they have a limited
sense of chronological order, they can relive memories as if they are just happening.
• Our children also have a higher pain tolerance and a reduced responsiveness to pain
Common Health Issues in individuals with DS
• Hypo/hyperthyroidism
• Hearing problems
• Vision problems
• Testicular and ovarian cancer
• Celiac disease
• Leukemia
• Sleep apnea
• Auto-immune disorders
• Cervical subluxation
• Vitamin B12 deficiency
• Gastroesophageal reflux disease
• Constipation
• Boils
• Fungal infections
• Osteoarthritis
• Obesity
• Secondary diabetes
It is important to note that nutrition as well as physical activity are essential in keeping everyone
healthy. Obesity is common in DS because these individuals actually burn calories slower. Ways to
increase healthy eating: participate in food preparation, portion control, limit carbohydrates, pay
attention to protein and eat a variety of colours.
Exercise and activity are crucial for weight management. It also improves sleep and sense of
wellness, even disease prevention.
Mental health can be addressed by getting involved. Volunteer, attend social groups!
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Sleep’s Role in Supporting Cognitive Development in Down Syndrome
Jamie Edgin
The University of Arizona was the first to link poor sleep and language deficits in individuals with
Down Syndrome. They use cutting-edge Neuroimaging to study brain development in individuals
with Down Syndrome.
Sleep is integral to our lives, it regulates health and cognition.
Sleep deficiency can lead to strain on the body systems:
Deficiency can cause irritability, cognitive impairment, memory loss, impaired moral
judgment, symptoms similar to ADHD, increased heart rate, growth depression, and risk of
diabetes to name a few.
When we sleep, our brain enters distinct stages of activity, important for learning, memory,
including language acquisition. (This is why a nap after learning can be beneficial to young
children)
Types of sleep problems include settling at bedtime, waking up, co-sleeping, and night wetting.
These problems and others are more prevalent in individuals with Down Syndrome.
One of the biggest concerning causes of sleep problems is Obstructive Sleep Apnea. This occurs
when the upper airway collapses and the airflow is stopped. The differences in craniofacial
structures of individuals with DS, as well as their decreased muscle tone and increase in fatty
tissue, are all contributing factors.
The full cycle looks like this:
Loud snoring, airway in throat closes completely or partially, breathing stops, oxygen level falls,
effort made to breath rises, brain makes the person partially wake up, the person may or may not
be aware of the waking, breathing starts again (often with a gasp or body movement).
Your loved one can have a sleep study done to test for sleep apnea.
The study measures EEG, EOG, EMG, airflow, chest/abdominal movement, pulse oximetry, endtidal CO2, trachea microphone and video recording.
Treatment options include:
• surgery- removal of adenoids and tonsils
• dental therapy- rapid maxillary expansion, mandibular advancement
• medical therapy- CPAP/BiPAP
• weight loss and positioning
The University’s research shows that Obstructive sleep apnea correlates to verbal IQ. Individuals
with DS that had a good sleep had an average of 195 more words than those that had poor sleep.
Aside from the diagnosis of sleep apnea, there are things you can do to help your child have a
better night’s sleep:
• Set a calming, short, predictable night-time routine
• Be aware of activity timing (plan dinner well before bedtime, no sugary drinks
afterward, no stimulating activities)
• Create a comfortable, relaxing sleeping environment (dark, quiet, soft blankets)
• Reduce lights from devices and television
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Supporting Positive Behaviour in Children and Teens with Down Syndrome:
The Respond but Don’t React Method.
David Stein, Psy.D. (Pediatric Psychology)
~Children with Down Syndrome are three times more likely than typically developing children to
have a diagnosable behaviour condition.
- This can be due to brain differences, such as reduced growth in the frontal lobe,
smaller brain stem and cerebellum, as well as problems in the temporal lobe and
hippocampus.
- Consequences of brain differences
o Social
▪ Hyper aware and hyper engaged
▪ Aggressive social problem solving
o Language
▪ Stronger receptive vs. expressive
▪ Difficulties with articulation and formulating ideas which creates
frustration
o Information Processing and Memory
▪ Strong visual
▪ Difficulties with encoding and prefer repetition
o Motivation Differences
▪ Greater frustration which can lead to greater avoidance, even stopping
o Executive Functioning
▪ Impulsivity, struggle to plan a behaviour or consider its consequences
Common Behaviours in individuals with Down Syndrome
- Escape/Avoidance (A task is too hard, they stop or run)
- Attention-seeking (don’t know how to ask another child to play, they hit them)
What can we do?
- Reinforce what you want to see more of
- Do this by giving your child your attention and praise them when they have
favourable behaviour
- Give them choices
- Redirect their task/play
- Offer them “first-then” instructions (First set the table, then read a book together)
Our children have brain –based strengths, which include visual, social, and routine/predictability.
As well, they have weaknesses which include verbal, impulse control and inconsistency.
Tap into their strengths by keeping a routine, and make it visual. Use images that show the steps
to routine/task.
(I.e. Wake up, use washroom, get dressed, eat breakfast, brush teeth, etc.)
These visual steps can also be used for difficult situations. “Social Stories” can be made with lots
of pictures, sequencing events, and modelling desired behaviours.
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Promoting the Mental Health of Families of Children and Adults with Down Syndrome
Dr. Yona Lunsky
This seminar focuses on finding healthy balance, in all aspects of life, in the here and now, as
whole families, and how to deal with the issues before us from day to day. The segment addresses
how some family members may feel pressure to always appear “strong” even though they may
struggle with higher levels of stress than typical families, in relation to their care giving roles. We
are taught to be aware, to acknowledge our state of health and to be prepared for what may
come. Tools were provided for self monitoring and regular “checking in” with oneself as
suggested.
The speaker has developed a successful parent/family led workshop, guided by professionals, in
which families learn connectedness, resilience in numbers, mindful living, to discover their values
and to live life according to those values. The group meetings promote a holistic sense of
belonging and unity, nourishing the needs of family members, not just the person diagnosed with
DS…to cultivate a sense of “being present in the moment” emotionally, instead of endlessly
collecting information and data in a detached manner.
We are encouraged to identify our needs, to meet those needs, to learn how to help others to
understand our needs, to seek balance and to behave towards ourselves with the compassion and
attention that we apply to our loved ones, affected by Down syndrome.
Healthy Aging and Reducing the Risk of Alzheimer’s Disease
Elizabeth Head, PhD
This course aims to familiarize participants with the definition and diagnostic understanding of
what Alzheimer’s disease (leading to dementia) and focuses on the fact that people with DS are at
extremely high risk for developing this disorder and why. Alzheimer’s results in the progressive
and dramatic loss of brain tissue, thereby interrupting cognitive and executive functioning,
memory, normal behaviour patterns and so dramatically impairs activities of daily living.
The seminar focuses on the fact that diagnosing those with Down syndrome is challenging, and
why. Neurologically speaking, the bodies of those with DS make too much of a particular protein
from birth and develop plaques within brain tissue over the years, so symptoms increase with age
in DS. The condition cannot be cured or reversed and not everyone with Trisomy 21 develops
dementia but if they do, it is usually developed into an undeniable case by the time they reach
their 40’s. There are certain ways to manage the symptoms and it is important that as supportive
caregivers we focus on becoming aware of what to watch for as well as learning how to slow down
the progression of the disease early on instead of waiting until it is too late to address the issue.
The presenter spoke very adamantly about the need for families to speak up and become active in
pressuring and petitioning their local government through the Down Syndrome Associations in
regards to funding research efforts, making monitoring and observation a priority for people with
Down syndrome. The financial resources currently offered in this regard are paltry even though
Alzheimer’s affects a huge number of the Trisomy 21 population, in trial studies, people with DS
are excluded!
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Supporting Early Communication Skills in the Home and Classroom Settings
Jillian Baldwin, M.Sc. RSLP
This seminar was designed to help us to learn what it takes to communicate effectively with our
children/students based upon the general, relative tendencies, strengths and weaknesses of the DS
population. Obviously this helps with connection with community/society as well as the function
of meeting needs, sharing information, social interaction and building of long term relationships.
We are taught methods of learning what level of understanding a child is at. Factors in
communication development are highlighted and all the things within a child that contributes to
how they learn and interact with their environment are covered. The list is extensive with many
variables. Lots of great information was offered in this area. Also signs of understanding or lack
thereof are discussed as well as optimal ways of being responsive to, acknowledging and paying
attention to child’s efforts to communicate.
Lots of suggestions were offered in regards to methods on how to handle your own understanding
or misunderstanding of the child’s expressions as well as how to encourage elaboration on their
part to enhance clarity and understanding. There are many ways of continuing conversations via
asking questions, prompting, and providing visual stimuli to enhance engagement of the child. It is
encouraged that we work on communication skills at home, at school and in the community
naturally throughout the day. Capitalize on strengths and target challenging areas. Most
importantly, make it relaxed and fun so that the child wants to participate and enjoys expanding
their skills in a non-anxious, natural manner.

Page: 16

