A FAMILY GUIDE TO OPTIOI

Learning your child has adisability z
Messages from families to families

- 8

Call it a clan, call it a network, call it a tribe, call faenily.
Whatever you call it, whoever you are, you need one.

T Jane Howard, Author

This guideconveys
the voicef
experienced
parents toassist
new parents just
beginning their
journey. htended
to help familieget
informed quickly,
it provides many
helpful suggestions.
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1-INTRODUCTION

As parentswe see our children as treasures and

are often amazed by their creation. Every

parent will tell you that having children will

alter your life They will alssaythere are no

ALISOA FhDE aMBRBSNBEY O0Sa T2NJ S¢
Our children aresource of joy and present

opportunities to learn aboutheir development,
ourselvesand howall emotions are

experienced in the raising of a child

We know that all childen offer their unique
stampon the earth, demonstrating their
gifts, virtues, purpose and challenges

J,l _ along the way If you are reading
st when you think you have this, youmight suspect or have

learned what you need to know in been given a diagnosis that
life someone truly special comes indicates your child has

. . . disability. Like many
into it and shows you just how much parents béore you, there

more there is .. .. are likely a number of
feelings you are
experiencingYou may be
coming to the realization that this
means additional challenges for you as

a family All of these emotions are validhe
suggestions in this guidaayhelp you deal with
those emotions more effectively.

Z Author unknown

What all parents need to learn along the way is

thatevery childis G OKAf RKLISNER2YEé TFA
are not the label they are given. Our children

play and learn as do other childrealthough

they may notalwayslearn in thesame way.To

reach their own pagntial, they require love,

appreciation, valuing, and an opportunity to

learn and contribute with all their uniqgueness

This guidevas created to answer a need voiced
by countless parents angrofessionals in




Manitoba. Many people expressed the desire
to have a guide to resources and optiana
road map that would reduce the number of
wrong turns and detours that families of
children with disabilities might encountdt is a
challenge for parents to findnsvers and
opportunities that will enhance their livest
AayQid Ftglea Slae

Experiencegbarentsand their support networks
want to offer theirunderstanding, wisdom, and
support through this resourceTherewill be
suggestionsideas, or references that appear
Y2NB (GKIFy 2y0So
Many of us havéearned it takes more than
2y 0OS
YySaar 3So¢

The collection of parents who had input and
offered feedback inhe development of ttd
guide represergvariousdisabilities, ages, and
experiencesWhile this book offers valuable
information, it cannot providd- £ f 2 ¥
need to know.It is only the beginninglhe
organizations, agencies, and societies in the
communitythat parentsbelong and contribute
to, offer a diversaunderstandingyiews,and
options.

Before determining which step to takeext,
consider connecting with one or more of the
resources offered at the back of this guide.
Whether you take that step immedidteor not,
we hope that this guidés helpful. We wish you

families¢

——
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Life's not always fair.
Sometimes you can get a
splinter even sliding
i @& 2 dzQddwn a rainbow.

~ Cherralea Morgen
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the very best and welcome you to tlie ¥ | 6fA £ &
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2-LEARNING YOUR CHILD
HAS A DISABILITY

Welcome to Holland

fil am often asked to describe the experience of
raising a child with disability- to try to help
people who have not shared that unique
experience to understand it, to imagine how it
would feel. It's like this......

When you're going to have a baby, it's like
planning a fabulous vacation trio Italy. You
buy a bunch ofuide books and make your
wonderful plans: the Coliseum, the
Michelangelo David, the gondolas in Venice.
You may even learn some handy phrases in
Italian. It's all very exciting.

After months of eager anticipation, the day
finally arrives. You pack yourdmand off you
go. Several hours later, the plane lands. The
stewardess comes in and says, "Welcome to
Holland.”

"Holland?!?" you say. "What do you mean
Holland?? | signed up for Italy! I'm supposed to
be in Italy. All my life I've dreamed of going to
Italy."

But there's been a change in the flight plan.
They've landed in Holland and there you must
stay.

The important thing is that they haven't taken
you to a horrible, disgusting, filthy place, full of
pestilence, famine and disease. It's just a
different place.

——

So ya must go out and buy new guildeoks.

And you must learn a whole new language. And
you will meet a whole new group of people you
would never have met.

It's just a different place. It's slowgraced than
Italy, less flashy than Italy. But aftgou've been
there for a while and you catch your breath, you
look around.... and you begin to notice that
Holland has windmills....and Holland has tulips.
Holland even has Rembrandts.

But everyone you know is busy coming and
going from lItaly... and they'rall bragging about
what a wonderful time they had there. And for
the rest of your life, you will say "Yes, that's
where | was supposed to go. That's what | had
planned."

And the pain of that will never, ever, ever, ever
go away... because the loss of tithieam is a
very, very significant loss.

But... if you spend your life mourning the fact
that you didn't get to Italy, you may never be
free to enjoy the very special, the very lovely
things ... about Holland.

Copyright 1987Emily Perl Kingsley
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After you receive the news

Whenparents hear that their child has a
disability, the waves of emotionthey
experiencecan be unexpected and
overwhelming. None of us react in the same

way orevenhow we might have anticipated. It

is usual to experience sonee all of the
followingfive emotional stages of grieving at

different times,ways and intensities 1
The followingexamplegepresent some
thoughts you may be having.
. 1 Denial¢ EverythingiF Ay S® ¢ KA a
KFELIWISyAy3a G2 YSkiG2 daT
GNRYy3d gAGK GKS o0l oeoé

There areother emotionsyou mayexperience
Here are sme others you may feel or have felt:

T Shock is a common emotiaiter a

diagnosis is giverHow intense it feels
combined with how prepared you are to
deal with that intensity makes this
experience feel traumatic

Fearsurfaces frequently. It might be feaf
the disability, of the unknown, ahe
future. This experience can bring forward
all kinds of questions about how this will
affect your child, your family, and your lives.
A oyr @Qdinfidence about parenting may be
1ot&lIE Mk AVhefe2dd You hegin ik
journey?

.2 Angercd ¢ KA& AayQi T ANM Griéfdor theNoBs ofitHé hild you thought

KFELIWSY (2 YSkdzaK Li

Qa

K yod wefe §dilly  hadz islao conkirom for

R2y Qi 1y26 o6KIFG (KS@ QNBmdhy parenisy Fhe feedngsiasirové and

disappointment that your child may not be

.3 Bargainingcd L Qf £ R2 | yBUIKAYRSKT (&2dz2 QF ¥ yNoNddtterf ¢ | NB  d
i K A Rowéld your child is when yduear this

change thisDdzNB (KA & FAE

.4 Depressiocd L QY a2 &l RX

KSEtLI Fyeagl e dé

.5 Acceptancega L 1 Qa 3I2Ay 3
28§ OFyQiG OKIy3aS (KA
Oy R2 | 062dzi GKA&D

These five stagedo not necessarily come in the

order noted above, nor are all steps experienced
by all people.However,Dr. KublefRoss stated
a person experiencing a loss will always
experience at least two.

1 Kubler-Ross, E (19730n Death and Dying
Routledge,ISBN 0415040159

——

news you will feel some of this.

gKe 020KSNJ
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common. Youwill have these feelirgas
your child grows and ages, especiallyen
onfilesned afethissed or defed.
[ SGQa aSS gKIG S
QRrustrafioh NJftenddsbibe® &s a feeling
we have when we know something is
LJ2 & & A 0 f j@st nbtyidppening ast
enough. tlalso arises when we feel
deprived of the ability to stand up for
ourselves and no immediate solution is
obvious.

Guilt, shame and anger often tagam.
Firstyoumight$ St f A1 S AdQa @& 2 dzN
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you havenot lived up to expectationsThen
youmight worry how others interpret your
situation. This could be closely followed by
anger over all of it and your sense of
helplessness.

Experiencing all these emotions can baiding
and leave you feelingowerless You may feel
you have little control over the circumstances
or your life, and feel weighed down by your
responsibilities.

What next? Everyone offers advice,
consolationsand ideas that can leao
confusion. Thee is lots ofinformation to
suddenly absorb. This may amdanxiety or
stress which leads to sleepless nights, poor
health and generareduced welbeing.

Whether you have experienced all or some of
these emotionglependson your past
experiences, betifs and attitude andon how

82dz I LILINR I OK OKLIfftSy3asSao

circumstance is individual. If you as a family
have prior experiences or some knowledge
about people with disabilitieghis may or may
not be helpful in dealing with the information
you receive and the help you request.

Experiencing anyrall of these emotions is a
commonpart of the adjustment period.
Adjusting to the situation is differerior
everyone andhe time it takes to find a sense of
stability after the chaosaries too Over time,
familiesfind their own strength Wth support
from others theymanage to handle whatever
they are facing. Most parents focus their
intention, attention and energy in findingut
what they needto feel they are doing their
best as parents for their child.

——
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How science says we
experience emotions:

Although there are
certain emotional
systems that can be
triggered automatically,
it takes less than 90
seconds for one ahese
programs to be triggered,
surge through the body
and then be completely
flushed out of our blood
system. If the emotion
remains then it is a
chosen circuit we

continue to run.

¢ Jill Bolte Taylor, Ph.D.
Neuroscientist and Author

\ J
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Before Birth

Most parents receive thidiagnosisafter their
child is born. If you are a parent who has been
given a diagnosi@n utero¢ (before your child is
born) you are facing a bigger unknowince

you do not have youchild in your arms yet to
love and appreciate

If you have received your diagnosis in utero
you might find it helpful to actually hold a baby
or talk with a family of a child that has that
disability. Connectingith the appropriate
disability-specificorganization could be
beneficial too. There are no eaagswers or
suggestions to help you move throutitis
experience Again,everyone responds
differently, in their own way, and in their own
time.

7EETI A Ul O60A EI

Learning that youchild has a disability is often
experienced shortly after birttwhile mother

and baby are still in the hospital. Dealing with
these circumstances in a hospital environment
can be stressful.Based on experience, we offer
some thoughts anduggestionsthat may be
useful:

-

A Consider the most private setting you can
manage in the hospital. The more privacy
you can arrange the more beneficial the
quiet time. Spending time with minimal
distractions will benefit you and your
child/other loved ones.

Q)¢

Nursing a baby with a disability can be more
difficult for some. Do not be discouraged

——
(o]

Q)¢

Enlist the assistance of others who can
guideyou through this challenge.
Establishing this delicate relationship with
your baby will be well worth the effort and
patience.

It is uncommon for doctors or other health
professionals to have extensive knowledge

2F @2dzNJ OKAf RQaHORA &l 6 A€ A
GKSe& LINB&aSyild SELISOGEGAZ2YAE
potential canvary. You may receive a

positive, hopeful prognosis or you could

hear somethingnore negative.

Professionals of many disciplines can only

offer their opinion or best guess based on

their knowledge and experience.

(@]}

During your stay in the hospital there may

be other professionals who come to visit.
You could have visits from a hospital social
worker, a physician specialist, a psychologist
or psychiatrist, clergy or spiritual advisor.
Many of them can provide links to
community connections or supports.

OEA EI OPEOAI

The first few weeks at home

Once youeturn homefrom the hospital you
may want to consider meetingith one or
more of the following people

4

A public health nurse from youegional
health authority will pay you a visit.

You could be contded by someone from
an early intervention child development
program

You may receive information while still in
the hospital that is disabilitgpecific and
have an opportunity to talk with another
parent if you choose.

—



4 These professionatnd othersmay be able A
to offer the resources and information \

I o2dzi &2dzNJ OKAf RQa RA . _
People with disabilities have surprised

and inspired many people by their

potential and successes. They have and
continue to shatter all kinds of illusions
people hold of them by demonstrating
xEAOB6O DPI OOEAIT A xEAI
focus. Not everyone has this awareness

or experience.

Sometimes additional medical problems will

need tobe addressed. These will varjefe

are common conditions that arise with certain
disabilities. If your child hasr could
experienceadditional medicatircumstances
obtainanyinformation 6 2 dzi & 2 dzNJ OK
so you caraddresghem. Ask the professionals
you encounteiquestions if you are not clear. \ j

You might find it helpful to ask family and
friends to bepresent when you attend
appointments. If you need ¢ have additional
moral supportask your family and friends for
that too.

Many of the organizations involved in the
development of this guide have peer support
options available. At no time do you ret&o go
through this alone.When you are ready, other
parents will be there if you need therfor
information or additional support.

At no time do you need to go through this alone.

——
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Receiving a diagnosis later

Although receivingmearly diagnosis fairly
common, there can be delays in finding out
whether your child has a disabilitffhis can
occur months, sometimes even years later.
There are dierent conditions and disabilities
which do not present at birth. Conditions found
within the autism spectrum, some global
developmental delays or intellectual disabilities,
muscular dystrophyor general learning
disabilities are not always apparent imetvery
early stages of development.

Parentspther familymembersor friendsoften

identify2 NJ aSyasS GKI{d daz2YSGKAY
NRA IKGPE C 2 théseeonkgmd (i K NP dz3 |
with a medical professional is the first step.

Receiving a diagnosis for your child may occur

quickly, or, depending on the circumstancgs

could take longer.

It ispossible yowcouldencounter medical

professional2 NJ 2 § KSN& @Ky@wurR2y Qi &
concerns. As a parent you may hear that

Gy 20 KAY 33 A Hyolri®itioNtells i S NJp ¢
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you otherwisgyou may need to be persistem Askyourselfsome questions
order toobtain an accurate diagnosi&lthough
it may feelfrustratingbed dz& S @ 2 dzQNB  y42 Who-dé yobtrust to get information fra?

to getdefinitive ansvers,keep asking 4 Whatcriteriawill you set in order to

guestions Brentually you wilbe led to the measurethat trustworthiness, from a

appropriate experts.Theremight bea feeling professional, another parent, or an

of relief once your worries are verifiexhd/or organizatior?

your concerns are addressed. 4 What exactly are you searching fok®e you
looking fa ¢ hands on help, emotional

No matter when a diagnosis is receivétere support, inspiring stories, research material,

will be emotions2 RSIFf GAGKOD L { Q ®dppérturitiesFoRnetivdrkdhgor workshops

at this stage to begigatheiinginformation, ¢ all of this information cannot be found

support and exploringvhat options and and understood in one day.

services are available . . . not just for your child,
but alsofor yourselves as parents, afat other

members of your family. What other questions could you ask yourself? If

youART T80 ETTxh AT1T OEAAO
Find ways and make attempts to stay positive. | \hq could help you identify some good questions.
Connect with people who enable and inspire
& 2 dzod CKSNBQa | 20 2F AYyF2N¥IGA2Y a2dzi §GKSNJ
FYR a2YS 2F Al AayQid ByO2dzNF IAy3 2N K2LISTFdA &
There are many parent pport groups that
meet on a regular basis to learn about their
OK A f R Qaandaifiad stiegth foidiage the
challenges.

If you feel combrtable you can connect to the
Internet and interact through parent chat
rooms, web casts, or web logs (blogkeeping
on top of helpful information needs to be
balanced and comfortable however you cse
to collect it.

Youshould trackhow much time you spend
collecting informatiorfrom various sources. Be
certain that the information is useful in some
practical mannerThis will help you realize what
information sources are useful to you.

U»
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3-HOW TO USE THIS GUIDE

We would encourage yow use this guide as you need t&¥ou may choose to
review it a bit at a timgor immediatelyread it from cover to cover Everyone
handles unexpected news their ownmanner. Either way, we suggest ydeep this
guide handy for your reference.

Letyour extended family, friendgndclose colleagues know that you has@me
information thatoffers ideas and resources. The more everyone learns about the
possibilities andrarious disabilitieghe better children and families are supported,
remain strong, and grow within their communities.

Record keeping, paper trails, storytelling and history documenting is the art of
keeping track ofvhat happens as a child grow$his is likely to becomelag part of
your life when yothave a child with a disabilityBeingorganized has helped many
families stay on top ofvhatthey need to know

We encourage you to considying these ideas:

1  Setup aportion of a room that is dedicated toy@K A f RQ&d RS@St 2LIYSy (o
Desk and storage space will be needed.

1 Include items such as a binder or files for medical appointments, therapy
sessions, childcare or school meetings

1 Dedicate a photo album to keep track of special events and accomplishments.

1 Consider scrapbooking as a way to add value to the memories of your family
YSYOSNDRE tAFTS SELSNASYyOSao

1 1asS I OFtSYyRIFINJGKIFIG YSSia e2dgdJ ySSRa | yR
personal pocket calendar, a large one in Kileghen or electronic, etc.

1 Dedcate a spot for resourcesbooks, pamphlets, guides, CDs, DVDs,
downloads, etc. that you have gathered or purchased and keep them within

easy reach.

We hope this guide will be the beginning of your resource gathering on this new journey.

11
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4-TALKING TO OTHERS wantsympathy It might be useful to
ABOUT YOUR CHILD explain your situation to helpthers

understand more fully what you are
experiencing.

Telling Others about Your Child

Sharing the news is the first step. Recognizing Inclusive language:

and acknowledging that this experience will

affect the entire family follows. Truthfully, it Does not infer that people with disabilities arg
Oy AYLI OG &2dzNJ Sy dAN alnzarsnal dy refe i ) pe-dele suit e ut
yetimagined. Learning about and using RA&IOAEAGASE & O0SAY
inclusivelanguage earlyon will role model for

others acceptance of diversity and Portrays people witllisabilities as active
respectfulness. participants insocietya a A1 S ©@2f d

ANBSGSNI AYy OKdzZNOK S @

Telling your family and friends generally needs
to occur soon after you have received a
diagnosis. If you are still in the hospital and
friends or family visitthey will receie the
information then. They will want to stay

Defines people in terms of their interests and
other characteristics rather than by their
disability. Forexampled a @ R dz3aK
brown haired, browreyed child who lovedolls

. and horses. She has cerebral palsg ases a
connected and learn more about how things are WK S 8 f Odtherkhbidd a @ R dz3 K i

going f(l)r you and your baby after you leave the wheelchaird 2 dzy R O/t OKAf R
ospital.

Other families have found these tips helpful ) )
For more information on how to use language

that portrays people with disabilities in a

T Offer people thenformation you have and dignified and respectful fashion, you can visit
explain thngs the best you can based on the Human Resources and Skills Development
what you know. Let people know that this Canada webt atwww.hrds.gc.caand ®arch
is all new to you and there is a learning for A Way with Words and Images

curve to cover.
T ' yagSN LIS2L) SQa ljdfSail i yauRo—ooau &z wb

able. Family and friends will follow your

lead. Answering their questions in vy

that dispels some myths and brings value to

people with disabilities is a good thing.

Society must do everything in its power
to eliminate remaining prejudices and
stereotypes. Choosing words and

f Let people know that your child &child images that help shape positive
first andnot the disability. Expressing and attitudes will promote the person
showing people that you love your child rather than the disability.

sends a clear message too.
1 Sharing enotions withpeople who you feel
safewithalsoworks.a 2 80 LI NBy da R2y Qi

¢ Excerpt fromA Way with Words & Images

12

——
| —


http://www.hrds.gc.ca/

Telling Your Other Children

Itis important for you to talk with your other
children about their sibling. There are many
resources that address this subject at different
age levels. This will be ongoingyasir child
goes through different stages of development
and helping your other children understand will
create strong bonds and advocates as they grow
older. Your other children may also have
classmate®r playmateswho have disabilities.
Thiswill help them apply information you give
them to other children they know.

Siblings who have a brother or sister with a
disability often find their eperiences to be very
positive. It has the ability to teach acceptance of
difference and diversity. éarning about family
responsibility, helpfulnessndmany other

virtues will assist siblings in a variety of ways as
they grow up. Itis not uncommon for siblaty
choose careers based on their experiences with
their sister or brother with a disability.

L (a@@important to be aware that your other
children may react negatively, particularly if
they feel the child with the disability is
receiving more attention. There are ways to
ensure that all children feel appreciated and
loved. Learning how to & a wholeand healthy
family inside your home and being part of the
community happens in all kinds of ways.
Exploring different resources tssist you in
makingthat possible can help.

2A0DPT T AET ¢ OI

When you tell people your family, friends,
colleagues, neighbours, even strangetbhat

your child has a disability you will receive mixed
reactions. Some people will be supportive and

——
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respond in a positive way while others will
display discomfort
or react awkwardly.
Othersmay show
pity while some
find it difficult to
sayanything.

As hard as it might
be, it helps to
remember that
people react in , |
these ways due to lack of undganding. If
people have had no exposure to people with
disabilities they can feel awkward ahmay act
differently. Acceptance is common i
communities where people with disabilities are
involved.

Here are some ways other parents and families
KI S RSt G gpbnses

I Respond to inappropriate reactioRs
positively as you catunexpected
experiences will always surfacébu can
only do your best in each circumstance and
learn from it.

1 Present your child positively. Talk about
G§KSANI a3IATFiGSRY&:ER ¢
instead of dwelling on what they cannot do
(yet). You need not buinto the limitations
of the label. Peoplerespond with
understandingvhenthey recognize child
is first a child; someoneto be loved and
cherished.

DAT Bl AREued to Bpipifk © &vhlid re@etion and

let others know this is something you
neither need, nowant.

1 Everyone you tell will handle the news
differently. Occasionally people will deny

—
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that your child could have a disability and 5-LIFE GOES ON

try to calm your anxieties as a result. Home & Community
T LGQa 21le& (G2 SELSNASYOS (GKS SY2iAazya 685

have mentioned You may feel safe and ] )
comfortable enouglwith some peopldo Getting More Information
authentically share your experiences. It can o 5
help themfurtherunded G I Y R ¢ KI G & 2@ Ngb UKS SELISNI FyR &e2dz
going through. advocate. It is important that you become
T [SG 32 2F g2NNEBAy3 | o 2NpnedAgYREbREIN (S gnkiowenparenting
NEIFOGAazyase LiQa 21 & jogneyyawildikely indilgogssay 0 ¢ K A &
country & built on diversity and disability is gather more information o variety of topics
part of that. and issues.You may also want to access
services that are available in your community,

WhenyouK S NJ ¢ O2 y ANI § dzf I § A 25¢Meof wiighyop may have heard of, otse

someone embracethis positive experience you may need to research furtheithere will be
wholeheartedly. You will receive this kind of increaseccontact with a variety of professionals
feedback along with the less positive. Keeping ~ @nd other service providers as your child
things balanced and in pgpective means matures.

becoming aware thayour child is a wonderful

gift. Althoughwe encourage you to sedielpful

information,we also cautioryou to keep things
in balance.Your son/daughter is a child first.
Medical appointments and therapy sess$on
need to be tempered with plagroups,
community recreation and leisure activities.
Whether in your home or community, it is
important that your child experiences the same
things as other children amuch as possible.

Other parents have found it invaluable to be
informed on a variety of topics. Being informed
will enable you as a parent to be a better
advocate for your child. Here are some things
you might vant to get more iformation on:

1 AnythingNBf I SR G2 @2dz2NJ OKAf R
and how it might affechis/her life.
Consider different sources to gain a wide
perspective.
1 Ways that you can effectively assysiur
child to develop and grow.

14
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1 Ways to support your child to bevolved in
the community will help build natural
friendships and support.

1 Services and supporthrough goverment
or norrgovernment agencieare available
to assistyour child and family.

More resources to trynclude

9 Talking to other parents who haved
similar experiences in raigj a child with a
disability.

1 Many of the organizations listed #te end
of this book are parenbased with access to
information, often at no cost.

I Books are availabl®r families who are
raising a child with a disali.

9 There are also DVIs VHS tapethat can
be accessed through these organizations or
parent resource libraries.

1 Internet sitesoffer quick easyavailability in
written and visuatontent.

We find it necessary to add another word of
caution here. Much of the material you will
come across contains outdated terms/language
that is no longr appropriateto describe your
OKA f RQa Sane\fRvkai yo@oxied
acrossmay producauncomfortableemotions

and more confui®n. Overloading on infer
mationis not something we recommend. Try to
keep things in balance, researching a bit at a
time, digesting carefully all that you find.

Please consider the suggested resources at the

end of this guide @ a starting point in accessing
information and developing contacts.

15

——

Locating & Accessing Services

There are programs and services that have been
developed to assist children and adults with
disabilities, and their families. How readily
accessible these services and programs are may
depend on where you live. Urban settings tend
to have more accessibiervices whereas

people living in rural areas may find themselves
having to travel further.

Provincial government departments often fund
some support serviceor progranswhich
specifically addresses people with disabilities of
all ages andheir families. Sometimes
community agencies/organizations that receive
government funding offer the services or
government may provide the services directly.

—



In this province there are several departments
whichwork collaboratively in supporting
children and familiesln supporting your child
you could learn more about the following:

Manitoba Family Services & Housing
> Children Special Services
> Child & Family Services
>Healthy Child Manitoba
> Supported Living Program (for adults)
>Employment & Income Assistance
> Vocational Rehabilitation

Manitoba Health
>Regional Health Authorities

Manitoba Education Citizenship & Youth
>School divisions

Periodicallytime limited optionsare offered by
community agencies/organizationgn

opportunity to participate in new initiatives may

be something you may want to consider if you
findA 0 Qa | aFAdE

There may be services that you believe would

Once you begin getting more referrals and
contacts to help you in finding the appropriate
ddzLJLI2 NI 2NJ aSNBAOS

are calling (or who is contacting you) and why.

T2Nl e2dzNJ ¥l YAt eod

be helpful however, the sBllA OS R2S&ay Qi

presently exist. Because a service is not
available does not mean families cannot
request it from government. Families have
beenl YR O2yiliAydzS (2 o8
informinggovernment and communitgf their
issues and needajong withpossible solutions.

The programs and servictsat follow may be
some you want to consider. The brief
descriptions will help you identify what is age
appropriate for your child. Plse refer to the
resources page for contact information.

——
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Contact Information Example
oo | Nangy Camplell
Position Childven ffwm‘;vl fewvices (CSS)Wovlcer
Place Moasitelin Fami lj ervices & Honding (MFfH)
Address 123 Mais Street, Steinlach, MR
Phone 333-08¢¢
Fax 333-7777
Email Moy Crompleell@yov. sls. cic
Reason %WL/M with vesonrces, vefervads, getting information

\
b

Who's on your list?

%
<

Manitoba Family
Services Housing

Medical

Respite

Community
Organization

Therapist

Support Group

Child Care Centre

Education

K()ther

17
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mailto:Nancy.Campbell@gov.mb.ca

The Types of Supports/ailable
CHILDREN'S SPECIER\ACES

Besides counselling, information and referral,

Manitoba Family Services & Housing under the support for families with childremvho have
Children's Special Servige®gramprovides disabilities depends on thiadividual family
support to families to care for children who have circumstance, the needs of the childhat
physical and/or mental disabilities. supportextended familyprovides along with
any reighbourhoodsupports Youcan let your
Who is eligible? Family Services Worker know what your needs

are. In turn, theywill outline what services

Natural, extended or adoptive families who might be availablen your region

have a child 17 years of age and under living _
with them are eligible if a child has one or more ~ Family support reduces stress encountered by
of the following: families and helps them maintain their children
with disabilities in their own homes to the
T a mental and/or phySicaI dlsablllty, greatest extent possib|e.
1 adevelopmental delay;
It is the intention of Family Servicstaff
1 responsible for the Children's Special Services
)l

a pevasive developmental disorder Programto work as partnersn developinga
such as autism; or

a risk of developmental delay;

family support plan that addresses each family's
1 life-long extreme complex medical individual needs.
needs which result in a dependency on
medical technology. The types of service and the level of supports

you are able to access is dependent on the

_ ) _ ) _ needs of your child with a disability along with
Manitoba Family Services & Housing office. A d82dNJ FIF YAf 2Qa OANDdYaidl yos
Family Serviced/orkerwill contact youand
arrangea convenient timeao meet with you

and your family.Initially you will be asked some
basicquestions such agour name addressand
other contact information You will be asked
what type of assistance you are lookifag, so

do give this some thought.

The procesfvolves calling the local/regional

services can change when your family
circumstances chaye. This change occurs
naturally andor in unexpected waysYour
Family Services Worker will be available to
discuss the needs of your family and the
availability of support.

Duringsuch a meeting yowill be provided with
counselling, information, and/or referral to

other services, if necessary. The worker will tell
you about the suppogavailable. They
recognize that each child and family has unique
needs.

18
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Family supportsnayinclude:

1

General Support, This includes things like
counsellingjnformationand referral

Respite Care A dhort-term, regular period
for parents to take a break from caring for a
child with disabilitiesThere are several
options that you can inquire about.

Child developmert ¢ Anearly intervention
program doneby trained child development
counsellors to help children reaelverage
development stagesFamilies are offered
opportunities to develop skills to care for
their children in their home and
community. Counsellors uslly offer this
service irthe child's homelt can also be
done inother settings such as thehild care
centre ornursery school

Therapy serviceg These consist ofogech
and language therapy, physiotherapy,
occupational therapy and behavioural or
developmental therapy for preschool
children with lifelong disabilities.

Supplies and equipmeng, Speciakupplies
can cover items suchs formula and diapers
that gobeyond the usual costf raising a
childand because a child has eability.
Strollers and adaptations tequipmentplus
one-time purchases for items like seizure
helmets, bath lifts, or lifts for varere
included in this category.

——
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1

Home modificationsg This is for when your
child needs a ramp, your home needs to
accomnodatea wheel chair, or if other
modificatiors are requiredrelated to your
OKAft RQa RAAlOAfAGEOD
Transportationg There isassistance
available for families who are facedth
extraordinary costs associated with
transportation to medical appointments,
mostly forpeople who live inural and
northern Manitoba

Trainingq There maybe opportunities for
you to attend special training with regard to
medical practices your child needs,
educational, or therapy trainingOffered at
no charge, these sessiomdll assistyou in
your parentingskills.

—



OWhat is Inclusion ?0
Inclusion is about ALL of us

Inclusion is about living full lives 0 about learning to live together.
Inclusion makes the world our classroom for a full life.

Inclusion treasures diversity and builds community.

Inclusion is about our 'abilities’ - our gifts and how to share them.

Il nclusion is NOT just a o6disabilityd

Inclusion.com creates & shares tools, resources, capacities, so all can live full lives
Inclusion.com idor citizens: educators, families, individuals, organizatianall of us.

Source: www.inclusioncom .

Appropriate Educational Programming

7EAO0 EO - AT EOI AABO PEEITOIPEU T &£ )T A O0ET T e
71 Inclusion is a way of thinking and acting that allows every individual to feel

accepted, valued, and safe. An inclusive community consciously evolves to
meet the changing needs of its members.

1 Through recognition and support, an inclusive community proviés
meaningful involvement and equal access to the benefits of citizenship.

71 In Manitoba, we embrace inclusion as a means of enhancing the wdling of
every member of the community. By working together, we strengthen our
capacity to provide the foundation for a richer future for all of us.

1 The philosophy of inclusion goes beyod the idea of physical location and
incorporates basic values and a belief system that promotes the participation,
belonging and interaction.

Source:www.educ.gov.mb.ca
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http://www.educ.gov.mb.ca/
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Inclusive Child Care in /

~

Manitoba Early childhood supports such as daycare and other services
must be available to all children. Programs such as early

Government funding is availablto
licensed, norprofit childcare centres,
nursery schools and licensed family chil
care homes. Staffing grants are the mai
grant support at facilities caring for
children with special needs and can
cover the entire cost of the special
ySSRa ¢2NJ] SNna al f\
contributions. Parents do not pay

childhood interventions must include the entire family,
wherever possible, as the primary teacherstiogir children.

As children grow, supports and services must be provided in
an inclusive environment. We must respect individuality and
I £#£AO Al 1 AEEI AOAT OEA 1 DI
differences.

Source: Community LivingManitoba

/

additional fees for their children, other

than the cost of dailgare which is the same for
all children. Financial assistance may be
available through the provincial government for
lower income families.

For childreninclusionrmeans to be

meaningfully involved with families, friends and
neighbours and to have opportunities to learn,
play and recreate with other children and
community members. The fact that at times
some children may need extra support must
never be used as arxeuse to exclude a child
from participating andtontributing. The truth is
that ALL children, youth and adults need

~

All staff at the centre feel equally
comfortable in working with children with
special needs

Child care facilities make the best usfe
available funding and mutdisciplinary
O2yadzZ GFyida G2 &dzd2 NI
inclusion

Parents are key partners in all decisions
being made about their children

Staff and parents act as advocates for the
entitlement of children with special needs
for high quality child care services

O

e 2

WA LISOAF f &dzLJLJ2 NI a4 Q F NE Y Thg kapagliangAgsocipiiog-farommunity Liings | 5 §

recommends that measures of inclusion must

know that your young child CAN access full
time, part time, or before and after school care
in a community program close to your home,
work, or school.

What can you expect when you get thergé®ery
OKAf RNByQa LINPINIY A&
will want to find one with a good fit for your

T I Y MéedsCriithe highest quality centres
we expect to see

1 Arange of children with special needs are
meaningfully included in ALL aspects of the
childcare day

——
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be built in alongside other elements that are
O2y&4ARSNBR (2 06S | LI NI 2

learning and care. High quality lduarelS
inclusive child care.

- Fophelg finging @nmepfeRyiate Bacemengiors 2 gz
your child, please contact the Manitoba Child
Care Program at 948776 or toll free at 4888
2134754, or check out the government website
at www.gov.mb.ca/childcare

—
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~ _ you may feel unable tohallenge what
t I NByua O2YyuNRC professionals say or do. It is important that

growth, development and wel yourviews and ideas arleeard andrespected.

being. Professionals contribute

There will be times when you and the

special knowledge or expertise. professional may not agree on important issues
concerning your childThis is not unusual or
uncommon. In a balanced pareptofessional
relationship differences areesolvedwith open
communication. Being able to find common

Working with Professionals interests anchaving a willingness to resolve any
differencesin a respectful manneenables both
There are different times and different ways of you and the professional tappropriately
workingwith professionals. Whetheroy give support your child.
birth, foster, or adopt; if your child has a
disability, the odds are pretty good that a Even with the best efforighe communication
variety of professionals will enter you and your between parent and professional can break
OK A f Rhese coldB8uble down. Working through your differences may
» medical professionals requiretimeort Y2 G KSNJ LISNE2Yy Qa Ay D
» social workers This may not always be possilfi¢hey are not a
» child development specialists NB3dzZ I NJ YSY 5 SNI ZRerednaydzNJ OK A |
» educators be a variety of different professionals in your
» therapists or others OK A f Rakithef wilfcBange as your child
develos/matures.Getting to kow the
The relationship you establish with them is professionals at those different stages will
important. The ideal situation is one in which provide you with aliverse view This offers you
the professional and you have respectful, somethingon which tobase yourdecisions
trustworthy, open communication. Parents regarding how to parent and support your child
contributetof OKAf RQa 3INRBgGKX RSGSt2LIVSyYyd |yR
well-being. Professionals contribute special Connecting with family networksrovides an
knowledge or expertise. opportunity to talk with other parents and
family members about your concerns or
No child comesvith aparentmanual least of intentions. Members of family networks can
all a child with a disability There is uncertainty encourage you to ask questions, offer examples
for all parents and many parents remain of good questionsandprovide suggestions.
hopeful andoptimistic. There will be times Remember, no one knows everythirguch
whenas a parentyou might feel challenged or networks canalsoprovideopportunitiesto
defensivelt is easy foparentsto think locate experienced and empathetic/supportive
professionals know best and feel inadequate. professionals

Youmayd KAy 1 GKI G thezghtttR2y Qi KI @S
ask questionsvhen youR 2 y Q érstattm/dR

22

——
| —



If you are dealingvith peoplewithin an
unfamiliar systemsuch as mediciner
education here are some helpful suggestions:

Take notes or bring someone along who
will take notes for you.
Prepare your questions grour
concerns prior to your appointments
with professionals.
Establisha record keeping system
Keeprecords ofe 2 dzNJ :OKA f RQa
o0 medical history,
0 milestones, or delay and
0 notes relevant to his/her
developmentwhich provide
clarity andhelp keepyou
organized

There may be times wimeyou do not agree

with what aprofessional suggests or statels.is

appropriae to say soalong withthe reasons

gKe @2dz R2y Qi F3INBSo® L¥ &2dz
AYF2NNYSR 2y dig,doNiwakok f RQa RA al
learning, andheir communication style you will

be able to speak with conviction and knowledge

based on experienceMaintaining good records

will help ransition new professionals when

there isachange or additional people becom

involved.

Some parents have found it helpful to ask the
professional to review the chart or file before
they attend a meeting. If it helps and you are
able to do so, creatingn abridged version (a
one page outlingfor exampl@ can assist in
helping a new professional understand your
child more quickly.Of course, hilding a
relationship wherever possibl&ith
professionadg A f f Syl ot S @2dz2NJ OKAf RQa y
be met in a way tht is congenial and supportive

of everyoneconcerned

(0p))
(0p))
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6-FINDING SUPPORT
Respite and self-care

Finding andacceptingpersonal supports or help
can be valuable for parents who have children
with disabilities. This can occur by connecting
with various people in different ways$:riends
and family that are close tpou may offer their
support willingly. Sometimes others may not
know how to approaclyouwith their offer of
help and itmaybe necessary to ask. Ymight
want to consider the following suggestions to
help you in this process.

P Consider who you already know
and who you feel comfortable with. These are
the folks who you have close relationships with
and who might offer their help freelyEven
when cbse friends and family are willingou
needto be prepared What kind of support do
you think would be helpfulTan they assist
with child care, offer to listen, be there for
general moral support, or help in some other
way that would be of great benefib you?
Sometimes people hesitate to offer their help
because they think you might be offended.

al1S Al SlFrae FT2NJ 0KSY
and want.
P Findanother parent with a

similar experience or situatiomhismay be
mostvaluable. A parent whbas a child that is
older can offer their knowledge from
experiences that include challenges, struggles,
and successes. Other parents can provide a
perspective thats similar towhat you are
dealing with, along with information about
programs, servicesrsuggestions on how to
handle your own family situations. There are
various organizations and groups which
represent people with disabilities who may help
you connect with a parent who can provide this

24
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kind of support. Please refer to the resource
pagein this guide for some of those contacts.

P Join a arent networking group
Many parents have found support groups to be
very helpful. Lifelong friendships have
developed as a result of this kind of networking
and sharing of common life experiences.

P Communicate with your
partner. The support we receive from our
spouse or partner should not be oveoked.
The ability to communicate with each other in a
safe environment, sharing feelings, concerns,
hopes and dreams strengthens your
relationship and ulmately your family.
Keeping your relationship strong and healthy is
crucial while trying to support your child with a
disability. Do not underestimate the value of
this.

P Utilizerespite servicef the
best way possibleThere are lots of stories
aboutfamilies who found themselves amisis
unable to copeand we stro