EINS, 14 Court Street, Suite 200, Unit 129, Truro, NS,
B2N 3H7

Update from Our Board Chair

November 3, 2008
Dear EINS Members,

Fall is here and my clocks have all been set back. | enjoy the crisp clear air of fall; at the same time | miss the long
daylight hours of summer. We in the Maritimes are blessed to experience the changing seasons as it reminds us
that change is a constant. Many of you have seen changes on your caseloads as children transition to school. Still
others have seen the exciting changes of maturation and new skills mastered. Working with children uniquely
equips you to celebrate and observe the many changes of life.

It was great to see so many of you at the AGM. Sarah continues to work on collecting the information for the Hay
review. | am so excited that EINS was able to fund this initiative, as it will be so important as we continue to
advocate for salary increases. The government recognizes the Hay Group; in fact it was the Hay report that led to
the major salary increases for our MLA's. Here’s hoping that the result will be as positive for Early Intervention
positions.

The Partnership for Inclusion project finished its work with early learning and childcare centers in June. The last
task for the project facilitators was to present on Nova Scotia’s project at a national conference in Winnipeg. It was
a project that provided excellent support to the early learning and childcare centers of Nova Scotia.

The Credit Union has a new executive director Anne Stephaniuk. Anne attended our September EINS Board
meeting. She is very energetic and interested in creating a positive working relationship between the Credit Union
Charitable Foundation and EINS. Our PR committee has been working closely with Anne since the September
meeting. We look forward to many joint ventures and photo opportunities.

The work continues on the procedure manual. We are hoping to have it completed by Early Intervention month in
February. If anyone is training new staff and would like to pilot the use of what we have to date we would be
pleased to share and we would appreciate feedback.

It was with a sad heart that | heard the news that Denise Stone will be leaving her position as the Special Needs
Policy and Program Development Coordinator at the Department of Community Services. | will miss working with
Denise as | found her to be a thoughtful, and creative voice for Early Intervention. We wish Denise well in her new
position and we look forward to those times when our paths will cross again.

Sincerely,
Brenda Putnam
Chair EINS
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YOU KNOW YOU LIVE IN NOVA
SCOTIA WHEN.....

If someone in a Home Depot store
offers you assistance and they don't
work there, you live in Nova Scotia.

If you've worn shorts and a parka at
the same time, you live in Nova
Scotia.

If you've had a lengthy telephone
conversation with someone who
dialed a wrong number, you live in
Nova Scotia.

If you measure distance in hours,
you live in Nova Scotia.

If you have switched from "heat" to
"A/C" in the same day and back
again, you live in Nova Scotia.

If you install security lights on your
house and garage, but leave them
both unlocked, you live in Nova
Scotia.

If you design your kid's Halloween
costume to fit over a snowsuit, you
live in Nova Scotia.

You know all 4 seasons: almost
winter, winter, still winter
and road construction.

You have more miles on your snow
blower than your car.

If you find O degrees "a little chilly”,
you live in Nova Scotia!

1'd shovel my walk excepf

for one reason.

Vigifors might
come.

In June of this year at
our AGM, we were
pleased to honor
Tricia Morse,
Executive Director of
the Progress Centre
for Early Intervention,
the

in
recognition of her
dedication and
commitment to
children and families.

g™

We have learned, and
will continue to learn
so much from you!

We all extend a
sincere thank you for
all you have done, not
only for children and
their families, but for ,
the profession of

Early Intervention as
well. You have paved $
the road for all of us
to follow and have
been such a positive e BARLY N
role model for new Nova scoTIa
Early Interventionists.
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What you Need:

1 can (14 oz.) artichoke hearts, drained, chopped
1 cup KRAFT Real Mayo Mayonnaise

1 clove garlic, minced

1 cup KRAFT Grated Parmesan Cheese

2 Tbsp. chopped tomatoes
2 Thsp. sliced green onions

To Make

HEAT oven to 350°F. Mix all ingredients except tomataed onions.
SPOONInto shallow ovenproof dish or 9-inch pie plate.
BAKE 20 to 25 min. or until hot and bubbly. Sprinkle vibmatoes and onions. Serve with Wheat Thins erack




| am the mother of a three year old
girl who has Down Syndrome. The
day she was born was the day we
learned of this. At the time, my
impressions of what this meant for
her were cloudy at best. I'd had
absolutely no experience with
anyone with special needs and kept
thinking about things | believed she
wouldn’t get to do or experience,
how she would be treated by
others, whether | had the
knowledge and experience to be
the Mom she needed. It was all so
new, including being a Mom. | had
no idea at the time that there are
students attending university who
have Down Syndrome. My
husband, Tim, has had experience
with special needs, so he had a
much better understanding of what
this meant for all of us and
remained totally calm - an
admirable (and very irritating) trait
at a time when | was in “worry
mode”.

Before Anna was three months old,
Brenda and Sylvia, of the
Antigonish ~ Guysborough  Early
Childhood Intervention Program
(AGECIP), arranged to visit us at
home. They explained their
program and offered to make
contact with all the agencies we
might need, such as Physiotherapy

(for gross motor skills),
Occupational Therapy (for fine
motor  skills), Hearing Tests,

Speech/Language Therapy, and the
list goes on. All we had to do was
sign the permission form and they
did the rest. This service alone is
invaluable, as we could not have
predicted what assistance she
might need, or who to contact. In
providing this service, they also
receive updates on children in their
program from the various
specialists involved and utilize them
to tailor their services to each client
family.

Anna sees an Early Interventionist
from AGECIP, who visits her at day
care and at home, monitoring her
development and accomplishments,
and providing advice and assistance
with any issues that come up. This
can be anything from helping her learn
to walk, to potty training. Maria also
facilitates meetings us and the
day care to keep us all current, and
was instrumental in identifying the fact
that our girl was speaking at home,
but not at the day care. They weren't
aware that Anna was using words,
and since the expectation wasn't
there, she chose not to. Meanwhile,
we had assumed that, since she was
speaking at home, she was speaking
at day care. Now that they are aware
and involved, her speech has grown
considerably and continues to do so.

The AGECIP also holds a library of
developmental toys, which are loaned
to client families and day care centres
as the need arises. They assist
children from birth to school age with
developmental delays, be they
environmental or biological, and their
support to families is invaluable. The
fundamentals children pick up during
the first five years are the building
blocks for their future in every way.

Anna is now walking on her own,
talking more every day and hasn't
needed Occupational Therapy for
about a year, as her fine motor skills
are equal to those of the other kids at
her day care. She’s a book fiend and
her  verbal comprehension is
impressive. She understands
everything we say to her (or in front of
her, so we end up spelling things
already), and is a happy, healthy,
incredibly determined little girl.

My initial fears about her future (and
my ability go guide her through it) are
gone. Like any child, Anna’s limits are
unknown: opportunities, support and
encouragement are the key. We will
never assume she can’t do something
because of her genetic makeup, any

more than we would assume that her
size or gender preclude an activity.
Anna’s already been in swim class,
ridden a horse (and sometimes our dogs
when we don’t catch her in time - we
have such good dogs), is potty training
and has figured out on her own how to
drag a chair across the kitchen so she
can climb up and help make dinner.

She will have every opportunity to
become an independent, capable adult,
and the early intervention we've all
received were a crucial start. Of course,
my husband Tim has known much of
this all along - and’it’s still
admirable......and somewhat irritating,
although “worry mode” has shifted to the
same level all parents feel.

I very recently finished my three year
term on the AGECIP Board and
Executive, but continue to serve on
other committees. | can’t begin to count
the volunteer hours provided by all the
staff at this organization. There are
committee meetings, fund raising
initiatives, public education, school
liaison, networking with related agencies
to coordinate services, public relations,
pilot projects, summer student funding
and hiring, liaison with Early Intervention
Nova Scotia, parental support and so
much more. This just is the tip of the
iceberg.

In writing this, | realized that this is one
of the few organizations where the
personnel need to seamlessly blend a
professional approach with a personal
touch, and they do it beautifully. If you
know of any children who may be
having difficulty in their development,
the very best thing you could do for
them is get a checkup and, if your
concerns are verified, get them into this
program. Denial is such a natural
response, but it only serves to hold back
a child in need. Ironically, while children
will benefit and learn so much, their
families will learn that much more.




“Take time to appreciate
the little things in life for
one day, you will realize

they were really the big

things.”
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The Nova Scotia Down Syndrome
Society (NSDSS)

NSDSS is pleased to offer the CDSS “New
Parent Packages” to families with a
newborn with a diagnosis of Down
syndrome. NSDSS also has an
established visiting parent-to-parent
program if a family would like a visit or
contact with other parents of children with
Down syndrome. For more information,
please contact Susan (835-8539) or
Christine (865-9278) or by email at
mail@novascotiadownsyndromesociety.com.
They encourage you to visit their website:
www.novascotiadownsyndromesociety.com.

Recommended Reading: Babies With
Down Syndrome — A New Parents’
Guide — The complete, compassionate
guide to your child’s first five years -
Third Edition Edited by Susan J.
Skallerup.

And lastly, The Canadian Down
Syndrome Society (CDSS) is excited
to host the 22™ National Conference at
the Delta Halifax, May 15-17, 2009.
We encourage all citizens with Down
syndrome, their families, their friends,
health care professionals, educators,
and representatives from parallel
organizations within the disability
community to attend. The conference
is a platform to share developments
and information on current medical,
health, social, research, education and
advocacy issues. Find out more at

www.cdss.ca.




Teachers, speech therapists, occupational therapists, doctors, psychiatrists, visual trainers, dentists, auditory trainers, social workers,
physicians... this is a partial list of the professionals who may become a part of life for parents of challenged individuals. Too often, parents
seek the help of a professional and seem to get nowhere, except to the point of total frustration. Another professional in the same field with
an amazingly similar set of credentials can be a tremendous help. What makes the difference?

I think that the first and foremost characteristic of a good professional is a positive attitude . Is there an attitude of respect toward the
individual? Are the individual's deficits the only thing the professional sees? Does the professional look for the personality of the individual
and appreciate it? An example of positive versus negative attitude is often related by Dr. Temple Grandin, who has autism. She said that
during her childhood most of her teachers and therapists tried to stifle her obsessional interests. Then she encountered a teacher who
began using those interests to increase her learning in other areas. For instance, he built her interest in cats into further study of biology.
Her obsession with cattle holding devices led her to a PhD and a lucrative and successful career in designing cattle loading systems for
major meat purveyors around the world.

The best training and experience possible does not culminate in a truly excellent professional unless creativity is present. People with
disabilities are just that — people. They don’t all have exactly the same needs or abilities, and each has their own unique personality.
Parents are often looking for someone who is willing occasionally to not do what they have done for their other clients or students and try
something new. This doesn’t mean forget what is known and try something irresponsible, but be open to new ideas.

Being punctual is very important. Most of us feel that there aren’t enough hours in the day. However, we will all still accomplish the same
amount of work each day, whether on time or not. When parents are forced to wait, especially when this occurs consistently, the unspoken
message they hear is, “I am superior to you. Your time is not as important as mine.” This is certainly not an effective basis for collaboration.

Be reassuring . My husband and | employed the services of many physicians over the last 24 years of our daughter’s life. The one who
remains dearest in my memory simply hugged me one bleak day when our daughter had come in — once again ill and unable to tell us what
hurt. He said, “You are doing a great job. Don't ever give up.” This isn’t to suggest that professionals should be “Pollyannas”. We need
reality, not false hope. This wonderful physician simply encouraged us to continue and was supportive.

Along with reassurance, | would add warmth . Most parents of individuals with special needs can relate far too many stories of being treated
as though they weren't fully human by professionals who appeared distant and cold. Parents sometimes feel as though their son or
daughter was treated like a laboratory rat instead of a person who needs help. It is a lot easier to accept tough information or to follow
difficult courses of action if we feel the person leading us is compassionate and truly cares about our loved one.

Be realistic in what you expect of families and what you guide parents to believe. Don't expect all families to be able to turn their homes
into a therapeutic clinic. We may have other children to consider, or our own personalities and needs may make us less than ideal
“therapists”. All the warmth and reassurance on earth won't undo the harm which can be done by not keeping us realistic in our
expectations about the progress of our loved ones. This doesn’'t mean we should be encouraged to give up hope, it means we need to fully
realize any risks involved when we try something new and to be fully advised of our options. If we give up our hopes, we will lose our spirit.
Our hopes and dreams for our children may not be what they were before we knew they had a life-long disability, but we still have many
hopes and dreams for them, just the same. The challenge for the caring professional is to gently guide us toward attainable goals and more
realistic hopes and drams.

Don't be afraid to admit fallibility . Nothing always works. Parents begin to distrust people who claim that they have never made a mistake
or don’t admit to a negative circumstance they might have caused.

Last, communicate clearly and give direct answers . Avoid technical language when communicating with parents. While terms like PDD,
ADD, SMI certified OT's, etc. are sometimes used when communicating with fellow professionals, these terms can be intimidating,
confusing, or misleading to parents. If you're not sure as to whether your language is too technical for the parents with whom you are
dealing, you can always encourage them to stop you and ask the meaning of any word you say. Sometimes it is not just the use of what we
parents sometimes call “professionaleese”, it may be that your vocabulary is sufficiently extensive as to include words or phrases that the
average person does not comprehend. This must be balanced by not “talking down” to parents. The fact that we have produced a child
with special needs does not mean we are intellectually inferior.

I have discussed this subject form the parent’s perspective. However, as someone who has worked on the professional’s side of the fence,
| want to end with the point that no one can be all things to all people. For the most part, I've known very few professionals who didn’t care
about the people they tried to serve. Their personalities, abilities, and approaches vary. But most of them are giving their all to make things
better for us and our loved ones. Itis up to us as parents to select those professionals who can best meet our children’s needs and/or ours.

Reprinted and adapted from THE MORNING NEWS, Spring 1996- Susan J. Moreno, M.A.




Our Board
Brenda Putnam
Sarah Melanson

Jenny Gillis

Bernie Borden
Ashley Matthews
Donna Dexter
Suzanne McCurdy
Mary Hanington
Janice Ryan
Denise Lowe-
Whynott
Mary Oxner
Barb Shea

We're on the Web!

WWwWWw.eins.ca

Join online discussion
panels for

parents, EI's & more
(www.eins.ca/forum)
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Get your name added to the mailing distribution list for NS Partnership on Respite
(nspartnershiponrespite @gmail.com). They are great for keeping you updated on
new things happening for families in Nova Scotia.

Take a minute to check out all of the information on www.SNIS.ca. This is a great
resource about available programs in our areas, and one parents could be directed
to as well.

Think about whether you would like to purchase some EINS logo keychains- we still
have some available, along with some EINS posters if you need some.

Send along anything you would like to see added to an upcoming newsletter....we
welcome your submissions!!

Renew your EINS membership in June 2009. Memberships are now being renewed
on an annual basis only- still $5 individual, $25 for program.
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A- Alcohol. My child was exposed to alcohol before birth.

B- Brain. Alcohol use during pregnancy can permanently damage the child's brain.

C- Corpus Callosum. The part of the brain that passes information between the left side (rules) and the right
side (impulses). May be damaged or absent with FASD.

D- DSI, Dysfunction of Sensory Integration. My child is sometimes sensitive to florescent lights, tags on
clothing, visual over-stimulation, noises, smells, etc...

E- Emotional. My child can be very emotional and often has a low frustration tolerance.

F- Fetal Alcohol Spectrum Disorders (FASD), the "umbrella term" for the damage done when alcohol is
used during pregnancy.

G- Give my child praise when he does something well or when he tries hard.

H- Hyperactivity. My child might have a hard time sitting for long periods of time.

I- Immaturity. Because of his FASD, my child may often act half his age.

J- Judgment. My child may exhibit poor judgment. This is from the damage to the frontal lobe of his brain
and because of this he needs supervision and lots of reminders.

K- Kindness and redirection is far more effective than punishment.

L- Learn. My child CAN learn but he learns differently.

M- Mental retardation. FASD is the #1 cause of mental retardation in North America but most people with
FASD have 1Qs within the normal range.

N- National Organization on Fetal Alcohol Syndrome (__ '
their state affiliates!

O- Other drugs. "Of all the substances of abuse, including heroin, cocaine, and marijuana, alcohol produces
by far the most serious neurobehavioral effects in the fetus, resulting in life-long permanent disorders of
memory function, impulse control and judgment.” (Institute of Medicine 1996 Report to Congress)

P- Parenting. My child's behaviors may appear, to those who do not understand FASD, to be the result of
poor parenting. Please be slow to blame and quick to consult me.

Q- Quiet time to regroup. My child has problems with self-regulation and may need a quiet time and space
to calm down. Providing this will reduce unwanted behaviors.

R- Repetition. Memory issues are very frustrating for my child, repeat and reteach often.

S- Sleep disorders. My child often has trouble sleeping; please understand if he is tired.

T- Time. Time is an abstract concept and my child does not “feel" it like you and | do.

U- Understanding. Understanding that my child has a disability rather than trying to change something he
cannot control will make both his life and yours a lot easier!

V- Visual. Many people with FASD learn best with visual and hands-on type lessons.

W- Willful. Behaviors may appear willful...remind yourself often of the brain damage!

X- X-ample. My child needs examples of good behavior and appropriate role models.

Y- You will make a difference in my child's life. It is my prayer that it is a positive one.

Z- Zero alcohol during pregnancy.

) - visit their website as well as those of

Please help me spread the word that FASD is 100% preventable!




