
 

  

A FAMILY GUIDE TO OPTIONS 

LLeeaarr nniinngg  yyoouurr   cchhii ll dd  hhaass  aa  ddii ssaabbii ll ii tt yy  ɀɀ    

MMeessssaaggeess  ffrr oomm  ffaammii ll ii eess  ttoo  ffaammii ll ii eess    

 
 

 

Call it a clan, call it a network, call it a tribe, call it a family.    

Whatever you call it, whoever you are, you need one.   

ï Jane Howard, Author 
 

 

 

 

 

 

 

 

 

 

 

This guide conveys 

the voices of 

experienced 

parents to assist 

new parents just 

beginning their 

journey.  Intended   

to help families get 

informed quickly,    

it provides many 

helpful suggestions.  
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         Just when you think you   have 

learned what you need to know in 

life someone truly special  comes 

into it and shows you just how much 

more there is . . . 

  ɀ Author unknown  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1-INTRODUCTION 

As parents, we 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 also say there are no 

ǎǇŜŎƛŦƛŎ άƘƻǿ-ǘƻέ ǊŜŦŜǊŜƴŎŜǎ ŦƻǊ ŜǾŜǊȅ ǎƛǘǳŀǘƛƻƴΦ  

Our children are a source of joy and present 

opportunities to learn about their development, 

ourselves, and how all emotions are 

experienced in the raising of a child.  

We know that all children offer their unique 

stamp on the earth, demonstrating their 

gifts, virtues, purpose and challenges 

along the way.  If you are reading 

this, you might suspect or have 

been given a diagnosis that 

indicates your child has a 

disability.  Like many 

parents before you, there 

are likely a number of 

feelings you are 

experiencing. You may be 

coming to the realization that this 

means additional challenges for you as 

a family.  All of these emotions are valid. The 

suggestions in this guide may help you deal with 

those emotions more effectively. 

What all parents need to learn along the way is 

that every child is ŀ άŎƘƛƭŘκǇŜǊǎƻƴέ ŦƛǊǎǘΤ ǘƘŜȅ 

are not the label they are given.  Our children 

play and learn as do other children, although 

they may not always learn in the same way.  To 

reach their own potential, they require love, 

appreciation, valuing, and an opportunity to 

learn and contribute with all their uniqueness.  

This guide was created to answer a need voiced 

by countless parents and professionals in  
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Manitoba.  Many people expressed the desire 

to have a guide to resources and options ς a 

road map that would reduce the number of 

wrong turns and detours that families of 

children with disabilities might encounter. It is a 

challenge for parents to find answers and 

opportunities that will enhance their lives. It 

ƛǎƴΩǘ ŀƭǿŀȅǎ Ŝŀǎȅ ŦƻǊ ǇǊƻŦŜǎǎƛƻƴŀƭǎ ŜƛǘƘŜǊΦ   

Experienced parents and their support networks 

want to offer their understanding, wisdom, and 

support through this resource.  There will be 

suggestions, ideas, or references that appear 

ƳƻǊŜ ǘƘŀƴ ƻƴŎŜΦ  ¢Ƙƛǎ ƳŜŀƴǎ ƛǘΩǎ ƛƳǇƻǊǘŀƴǘΦ  

Many of us have learned it takes more than 

ƻƴŎŜ ŀƴŘ ƛƴ ŘƛŦŦŜǊŜƴǘ ǿŀȅǎ ǘƻ άƎŜǘ ǘƘŜ 

ƳŜǎǎŀƎŜΦέ 

The collection of parents who had input and 

offered feedback in the development of this 

guide represents various disabilities, ages, and 

experiences. While this book offers valuable 

information, it cannot provide ŀƭƭ ƻŦ ǿƘŀǘ ȅƻǳΩƭƭ 

need to know.  It is only the beginning. The 

organizations, agencies, and societies in the 

community that parents belong and contribute 

to, offer a diverse understanding, views, and 

options.  

Before determining which step to take next, 

consider connecting with one or more of the 

resources offered at the back of this guide.  

Whether you take that step immediately or not, 

we hope that this guide is helpful.  We wish you 

the very best and welcome you to the άŦŀƳƛƭȅ of 

families.έ  

 

 

 

 

 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Life's not always fair.   

Sometimes you can get a 

splinter even sliding          

down a rainbow.  

~ Cherralea Morgen  
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2-LEARNING YOUR CHILD 

HAS A DISABILITY 

 

Welcome to Holland  

ñI am often asked to describe the experience of 

raising a child with a 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 trip - to Italy. You 

buy a bunch of guide 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 your bags and 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?? I 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 you must go out and buy new guidebooks. 

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 slower-paced than 

Italy, less flashy than Italy. But after you'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 Italy... and they're all bragging about 

what a wonderful time they had there. And for 

the rest of your life, you will say "Yes, that's 

where I was supposed to go. That's what I had 

planned."  

And the pain of that will never, ever, ever, ever 

go away... because the loss of that dream 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.έ 

Copyright 1987 Emily Perl Kingsley 
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After you receive the news  
 

When parents hear that their child has a 

disability, the waves of emotions they 

experience can be unexpected and 

overwhelming.  None of us react in the same 

way or even how we might have anticipated.  It 

is usual to experience some or all of the 

following five emotional stages of grieving at 

different times, ways and intensities.   

 

The following examples represent some 

thoughts you may be having. 

 

...  1 Denial ς άEverything is ŦƛƴŜΦ ¢Ƙƛǎ ƛǎƴΩǘ 

ƘŀǇǇŜƴƛƴƎ ǘƻ ƳŜκǘƻ ǳǎΤ ¢ƘŜǊŜΩǎ ƴƻǘƘƛƴƎ 

ǿǊƻƴƎ ǿƛǘƘ ǘƘŜ ōŀōȅΦέ 

 

...  2 Anger ς ά¢Ƙƛǎ ƛǎƴΩǘ ŦŀƛǊΗ ²Ƙȅ ŘƛŘ ǘƘƛǎ 

ƘŀǇǇŜƴ ǘƻ ƳŜκǳǎΚ LǘΩǎ ƘƛǎκƘŜǊ ŦŀǳƭǘΦ ¢ƘŜȅ 

ŘƻƴΩǘ ƪƴƻǿ ǿƘŀǘ ǘƘŜȅΩǊŜ ǘŀƭƪƛƴƎ ŀōƻǳǘΦέ 

 

...  3 Bargaining ςάLΩƭƭ Řƻ ŀƴȅǘƘƛƴƎ ƛŦ ȅƻǳ Ŏŀƴ 

change this, ŎǳǊŜ ǘƘƛǎΣ ŦƛȄ ǘƘƛǎΧέ 

 

...  4 Depression ς άLΩƳ ǎƻ ǎŀŘΣ ǿƘȅ ōƻǘƘŜǊ 

ǿƛǘƘ ŀƴȅǘƘƛƴƎΚ  ²ƘŀǘΩǎ ǘƘŜ ǇƻƛƴǘΣ ƛǘ ǿƻƴΩǘ 

ƘŜƭǇ ŀƴȅǿŀȅΦέ 

 

...  5 Acceptance ς άLǘΩǎ ƎƻƛƴƎ ǘƻ ōŜ ƻƪŀȅΦ  

²Ŝ ŎŀƴΩǘ ŎƘŀƴƎŜ ǘƘƛǎΦ  [ŜǘΩǎ ǎŜŜ ǿƘŀǘ ǿŜ 

Ŏŀƴ Řƻ ŀōƻǳǘ ǘƘƛǎΦ [ŜǘΩǎ ƭŜŀǊƴ ƳƻǊŜΦέ    

These five stages do not necessarily come in the 

order noted above, nor are all steps experienced 

by all people.  However, Dr. Kubler-Ross stated 

a person experiencing a loss will always 

experience at least two.1 

                                                             
1 Kubler-Ross, E (1973) On Death and Dying, 
Routledge, ISBN 0415040159 

There are other emotions you may experience.  

Here are some others you may feel or have felt: 

  

¶ Shock is a common emotion after a 

diagnosis is given.  How intense it feels 

combined with how prepared you are to 

deal with that intensity makes this 

experience feel traumatic. 

 

¶ Fear surfaces frequently.  It might be fear of 

the disability, of the unknown, or the 

future.  This experience can bring forward 

all kinds of questions about how this will 

affect your child, your family, and your lives.  

Your confidence about parenting may be 

totally shaken.  Where do you begin this 

journey? 

 

¶ Grief for the loss of the child you thought 

you were going to have is also common for 

many parents.  The feelings of sorrow and 

disappointment that your child may not be 

ƘŜŀƭǘƘȅ ƻǊ άƴƻǊƳŀƭέ ŀǊŜ ǳǎǳŀƭΦ  No matter 

how old your child is when you hear this 

news, you will feel some of this. 

 

¶ Overwhelmed feelings, similar to grief are 

common.  You will have these feelings as 

your child grows and ages, especially when 

milestones are missed or delayed. 

 

¶ Frustration is often described as a feeling 

we have when we know something is 

ǇƻǎǎƛōƭŜ ŀƴŘ ƛǘΩǎ just not happening fast 

enough.  It also arises when we feel 

deprived of the ability to stand up for 

ourselves and no immediate solution is 

obvious. 

 

¶ Guilt, shame and anger often tag-team.  

First you might fŜŜƭ ƭƛƪŜ ƛǘΩǎ ȅƻǳǊ Ŧŀǳƭǘ ŀƴŘ 

http://en.wikipedia.org/wiki/Special:BookSources/0415040159
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you have not lived up to expectations.  Then 

you might 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 be draining 

and leave you feeling powerless.  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, 

consolations, and ideas that can lead to 

confusion.  There is lots of information to 

suddenly absorb.  This may add to anxiety or 

stress which leads to sleepless nights, poor 

health and general reduced well-being.  

Whether you have experienced all or some of 

these emotions depends on your past 

experiences, beliefs and attitudes and on how 

ȅƻǳ ŀǇǇǊƻŀŎƘ ŎƘŀƭƭŜƴƎŜǎΦ  9ǾŜǊȅƻƴŜΩǎ 

circumstance is individual.  If you as a family 

have prior experiences or some knowledge 

about people with disabilities, this may or may 

not be helpful in dealing with the information 

you receive and the help you request.  

 

Experiencing any or all of these emotions is a 

common part of the adjustment period.  

Adjusting to the situation is different for 

everyone and the time it takes to find a sense of 

stability after the chaos varies too.  Over time, 

families find their own strength.  With support 

from others, they manage to handle whatever 

they are facing.  Most parents focus their 

intention, attention, and energy in finding out 

what they need, to feel they are doing their 

best as parents for their child.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

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 of these 

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. 
 ς Jill Bolte Taylor, Ph.D.  

Neuroscientist and Author 
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Before Birth    

 

Most parents receive this diagnosis after their 

child is born.  If you are a parent who has been 

given a diagnosis άin uteroέ (before your child is 

born) you are facing a bigger unknown since 

you do not have your child 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.  Connecting with the appropriate 

disability-specific organization could be 

beneficial too.  There are no easy answers or 

suggestions to help you move through this 

experience.  Again, everyone responds 

differently, in their own way, and in their own 

time.   

 

 

 

7ÈÉÌÅ ÙÏÕȭÒÅ ÉÎ ÔÈÅ ÈÏÓÐÉÔÁÌ  

 

Learning that your child has a disability is often 

experienced shortly after birth, while 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 and suggestions  that may be 

useful: 

 

ăConsider 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.  

ăNursing a baby with a disability can be more 

difficult for some.  Do not be discouraged. 

Enlist the assistance of others who can 

guide you through this challenge.  

Establishing this delicate relationship with 

your baby will be well worth the effort and 

patience.  

ăIt is uncommon for doctors or other health 

professionals to have extensive knowledge 

ƻŦ ȅƻǳǊ ŎƘƛƭŘΩǎ ŘƛǎŀōƛƭƛǘȅκŎƻƴŘƛǘƛƻƴΦ  How 

ǘƘŜȅ ǇǊŜǎŜƴǘ ŜȄǇŜŎǘŀǘƛƻƴǎ ƻŦ ȅƻǳǊ ŎƘƛƭŘΩǎ 

potential can vary.  You may receive a 

positive, hopeful prognosis or you could 

hear something more negative.  

Professionals of many disciplines can only 

offer their opinion or best guess based on 

their knowledge and experience.    

ăDuring 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.  

 

 

 

The first few weeks at  home  

Once you return home from the hospital you 

may want to consider meeting with one or 

more of the following people:  

 

4 A public health nurse from your regional 

health authority will pay you a visit. 

4 You could be contacted by someone from 

an early intervention child development 

program.  

4 You may receive information while still in 

the hospital that is disability-specific and 

have an opportunity to talk with another 

parent if you choose.   
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4 These professionals and others may be able 

to offer the resources and information 

ŀōƻǳǘ ȅƻǳǊ ŎƘƛƭŘΩǎ ŘƛǎŀōƛƭƛǘȅΦ  

 

Sometimes additional medical problems will 

need to be addressed.  These will vary. There 

are common conditions that arise with certain 

disabilities.  If your child has, or could 

experience additional medical circumstances, 

obtain any information ŀōƻǳǘ ȅƻǳǊ ŎƘƛƭŘΩǎ ƴŜŜŘǎ 

so you can address them.  Ask the professionals 

you encounter questions if you are not clear.  

You might find it helpful to ask family and 

friends to be present when you attend 

appointments.  If you need to have additional 

moral support, ask 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 need to go 

through this alone.  When you are ready, other 

parents will be there if you need them, for 

information or additional support.  

 

 

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

 

 

Receiving a diagnosis later  

 

Although receiving an early diagnosis is fairly 

common, there can be delays in finding out 

whether your child has a disability. This can 

occur months, sometimes even years later. 

There are different conditions and disabilities 

which do not present at birth.  Conditions found 

within the autism spectrum, some global 

developmental delays or intellectual disabilities, 

muscular dystrophy, or general learning 

disabilities are not always apparent in the very 

early stages of development.   

 

Parents, other family members or friends often 

identify ƻǊ ǎŜƴǎŜ ǘƘŀǘ άǎƻƳŜǘƘƛƴƎ ƛǎƴΩǘ ǉǳƛǘŜ 

ǊƛƎƘǘΦέ   CƻƭƭƻǿƛƴƎ ǘƘǊƻǳƎƘ ƻƴ these concerns 

with a medical professional is the first step.  

Receiving a diagnosis for your child may occur 

quickly, or, depending on the circumstances, it 

could take longer.   

 

It is possible you could encounter medical 

professionals ƻǊ ƻǘƘŜǊǎ ǿƘƻ ŘƻƴΩǘ ǎǳǇǇort your 

concerns.  As a parent you may hear that 

άƴƻǘƘƛƴƎ ƛǎ ǘƘŜ ƳŀǘǘŜǊΦέ  If your intuition tells 

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 

×ÈÁÔȭÓ ÐÏÓÓÉÂÌÅ ×ÈÅÎ ×Å ÃÈÁÎÇÅ ÏÕÒ 

focus.  Not everyone has this awareness 

or experience.    
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What other questions could you ask yourself?  If 

you ÄÏÎȭÔ ËÎÏ×ȟ ÃÏÎÓÉÄÅÒ ÔÁÌËÉÎÇ ×ÉÔÈ ÓÏÍÅÏÎÅ 

who could help you identify some good questions.   

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

you otherwise, you may need to be persistent in 

order to obtain an accurate diagnosis.  Although 

it may feel frustrating becŀǳǎŜ ȅƻǳΩǊŜ ƴƻǘ ŀōƭŜ 

to get definitive answers, keep asking 

questions.  Eventually you will be led to the 

appropriate experts.  There might be a feeling 

of relief once your worries are verified and/or 

your concerns are addressed.   

 

No matter when a diagnosis is received, there 

will be emotions tƻ ŘŜŀƭ ǿƛǘƘΦ  LǘΩǎ ŀ ƎƻƻŘ ƛŘŜŀ 

at this stage to begin gathering information, 

support, and exploring what options and 

services are available . . . not just for your child, 

but also for yourselves as parents, and for other 

members of your family.   

 

Find ways and make attempts to stay positive. 

Connect with people who enable and inspire 

ȅƻǳΦ  ¢ƘŜǊŜΩǎ ŀ ƭƻǘ ƻŦ ƛƴŦƻǊƳŀǘƛƻƴ άƻǳǘ ǘƘŜǊŜέ 

ŀƴŘ ǎƻƳŜ ƻŦ ƛǘ ƛǎƴΩǘ ŜƴŎƻǳǊŀƎƛƴƎ ƻǊ ƘƻǇŜŦǳƭΦ  

There are many parent support groups that 

meet on a regular basis to learn about their 

ŎƘƛƭŘΩǎ Řƛǎŀōƛƭƛǘȅ and to find strength to face the 

challenges.   

 

If you feel comfortable you can connect to the 

Internet and interact through parent chat 

rooms, web casts, or web logs (blogs).  Keeping 

on top of helpful information needs to be 

balanced and comfortable however you choose 

to collect it.   

 

You should track how much time you spend 

collecting information from various sources.  Be 

certain that the information is useful in some 

practical manner. This will help you realize what 

information sources are useful to you.  

Ask yourself some questions:  

 

4 Who do you trust to get information from? 

4 What criteria will you set in order to 

measure that trustworthiness, from a 

professional, another parent, or an 

organization?  

4 What exactly are you searching for? Are you 

looking for ς hands on help, emotional 

support, inspiring stories, research material, 

opportunities for networking, or workshops 

ς all of this information cannot be found 

and understood in one day.   

 

 



    

 11 

3-HOW TO USE THIS GUIDE 

 We would encourage you to use this guide as you need to.  You may choose to 

review it a bit at a time, or immediately read it from cover to cover.  Everyone 

handles unexpected news in their own manner.  Either way, we suggest you keep this 

guide handy for your reference.  

Let your extended family, friends, and close colleagues know that you have some 

information that offers ideas and resources.  The more everyone learns about the 

possibilities and various disabilities, the 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 of what happens as a child grows.  This is likely to become a big part of 

your life when you have a child with a disability.  Being organized has helped many 

families stay on top of what they need to know. 

 

    We encourage you to consider trying these ideas:   

 

1  Set up a portion of a room that is dedicated to your ŎƘƛƭŘΩǎ ŘŜǾŜƭƻǇƳŜƴǘΦ  

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 

ƳŜƳōŜǊΩǎ ƭƛŦŜ ŜȄǇŜǊƛŜƴŎŜǎΦ 

 

1  ¦ǎŜ ŀ ŎŀƭŜƴŘŀǊ ǘƘŀǘ ƳŜŜǘǎ ȅƻǳǊ ƴŜŜŘǎ ŀƴŘ ǎŜǊǾŜǎ ǘƘŜ ŦŀƳƛƭȅΩǎ ƭƛŦŜǎǘȅƭŜ ς a 

personal pocket calendar, a large one in the kitchen, or electronic, etc. 

 

1  Dedicate a spot for resources ς books, 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.  
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Inclusive language: 
 

¶ Does not infer that people with disabilities are 
abnormal by referring to people without 
ŘƛǎŀōƛƭƛǘƛŜǎ ŀǎ ōŜƛƴƎ άƴƻǊƳŀƭέΦ 

 

¶ Portrays people with disabilities as active 
participants in society.  άaƛƪŜ ǾƻƭǳƴǘŜŜǊǎ ŀǎ ŀ 
ƎǊŜŜǘŜǊ ƛƴ ŎƘǳǊŎƘ ŜǾŜǊȅ ƻǘƘŜǊ {ǳƴŘŀȅΦέ 

 

¶ Defines people in terms of their interests and 
other characteristics rather than by their 
disability.      For example:  άaȅ ŘŀǳƎƘǘŜǊ ƛǎ ŀ 
brown haired, brown-eyed child who loves dolls 
and horses. She has cerebral palsy and uses a 
wƘŜŜƭŎƘŀƛǊέ rather than άaȅ ŘŀǳƎƘǘŜǊ ƛǎ ŀ 
wheelchair-ōƻǳƴŘ /t ŎƘƛƭŘ ǿƘƻΦΦΦέ 

 
 
 
 
 
 
 

 

 

 

 

 

 

 

 

 

 

4-TALKING TO OTHERS  

ABOUT YOUR CHILD 
 
Telling Others about Your Child  
 

Sharing the news is the first step.  Recognizing 

and acknowledging that this experience will 

affect the entire family follows.  Truthfully, it 

Ŏŀƴ ƛƳǇŀŎǘ ȅƻǳǊ ŜƴǘƛǊŜ ƭƛŦŜ ƛƴ ǿŀȅǎ ȅƻǳ ƘŀǾŜƴΩǘ 

yet imagined.  Learning about and using 

inclusive language early on will role model for 

others acceptance of diversity and 

respectfulness.   

 

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 visit, they will receive the  

information then.  They will want to stay 

connected and learn more about how things are 

going for you and your baby after you leave the 

hospital.   

 

Other families have found these tips helpful:  

 

¶ Offer people the information you have and 

explain things the best you can based on 

what you know.  Let people know that this 

is all new to you and there is a learning 

curve to cover. 

¶ !ƴǎǿŜǊ ǇŜƻǇƭŜΩǎ ǉǳŜǎǘƛƻƴǎ ǘƘŜ ōŜǎǘ ȅƻǳ ŀǊŜ 

able.  Family and friends will follow your 

lead.  Answering their questions in ways 

that dispels some myths and brings value to 

people with disabilities is a good thing.   

¶ Let people know that your child is a child 

first and not the disability.  Expressing and 

showing people that you love your child 

sends a clear message too.  

¶ Sharing emotions with people who you feel 

safe with also works.  aƻǎǘ ǇŀǊŜƴǘǎ ŘƻƴΩǘ 

want sympathy.  It might be useful to 

explain your situation to help others 

understand more fully what you are 

experiencing. 

For more information on how to use language 
that portrays people with disabilities in a 
dignified and respectful fashion, you can visit 
the Human Resources and Skills Development 
Canada website at www.hrds.gc.ca  and search 
for A Way with Words and Images.  

 

Society must do everything in its power 

to eliminate remaining prejudices and 

stereotypes. Choosing words and 

images that help shape positive 

attitudes will promote the person 

rather than the disability.  

ς Excerpt from A Way with Words & Images  

 

http://www.hrds.gc.ca/
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Telling Your Other Children  
 

It is 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 ongoing as your 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 

classmates or playmates who have disabilities.  

This will 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 experiences to be very 

positive.  It has the ability to teach acceptance of 

difference and diversity.  Learning about family 

responsibility, helpfulness and many other 

virtues will assist siblings in a variety of ways as 

they grow up.  It is not uncommon for siblings to 

choose careers based on their experiences with 

their sister or brother with a disability.  

 

LǘΩǎ also 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 be a whole and healthy 

family inside your home and being part of the 

community happens in all kinds of ways. 

Exploring different resources to assist you in 

making that possible can help. 

 

2ÅÓÐÏÎÄÉÎÇ ÔÏ ÐÅÏÐÌÅȭÓ ÒÅÁÃÔÉÏÎÓ 
 

When you tell people ς your family, friends, 

colleagues, neighbours, even strangers ς that 

your child has a disability you will receive mixed 

reactions.  Some people will be supportive and 

respond in a positive way while others will 

display discomfort 

or react awkwardly.  

Others may show 

pity while some 

find it difficult to 

say anything.   

 

As hard as it might 

be, it helps to 

remember that 

people react in 

these ways due to lack of understanding.  If 

people have had no exposure to people with 

disabilities, they can feel awkward and may act 

differently.  Acceptance is common in 

communities where people with disabilities are 

involved.  

 

Here are some ways other parents and families 

ƘŀǾŜ ŘŜŀƭǘ ǿƛǘƘ ǇŜƻǇƭŜΩǎ ǊŜsponses: 

 

¶ Respond to inappropriate reactions as 

positively as you can. Unexpected 

experiences will always surface.  You can 

only do your best in each circumstance and 

learn from it. 

¶ Present your child positively.  Talk about 

ǘƘŜƛǊ άƎƛŦǘŜŘƴŜǎǎέ ŀƴŘ ǿƘŀǘ ǘƘŜȅ can do 

instead of dwelling on what they cannot do 

(yet).  You need not buy into the limitations 

of the label.  People respond with 

understanding when they recognize a child 

is first a child ς someone to be loved and 

cherished.  

¶ Refuse to accept pity as a valid reaction and 

let others know this is something you 

neither need, nor want. 

¶ Everyone you tell will handle the news 

differently.  Occasionally people will deny 
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that your child could have a disability and 

try to calm your anxieties as a result.  

¶ LǘΩǎ ƻƪŀȅ ǘƻ ŜȄǇŜǊƛŜƴŎŜ ǘƘŜ ŜƳƻǘƛƻƴǎ ǿŜ 

have mentioned.  You may feel safe and 

comfortable enough with some people to 

authentically share your experiences.  It can 

help them further underǎǘŀƴŘ ǿƘŀǘ ȅƻǳΩǊŜ 

going through. 

¶ [Ŝǘ Ǝƻ ƻŦ ǿƻǊǊȅƛƴƎ ŀōƻǳǘ ƻǘƘŜǊ ǇŜƻǇƭŜΩǎ 

ǊŜŀŎǘƛƻƴǎΦ  LǘΩǎ ƻƪŀȅ ǘƻ ōŜ ŘƛŦŦŜǊŜƴǘΦ  ¢Ƙƛǎ 

country is built on diversity and disability is 

part of that.   

 

When you ƘŜŀǊ άŎƻƴƎǊŀǘǳƭŀǘƛƻƴǎέ ŦǊƻƳ 

someone, embrace this positive experience 

wholeheartedly.  You will receive this kind of 

feedback along with the less positive.  Keeping 

things balanced and in perspective means 

becoming aware that your child is a wonderful 

gift.   

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

5-LIFE GOES ON ɀ  
Home & Community  

 

Getting More Information  
 

¸ƻǳ ŀǊŜ ǘƘŜ ŜȄǇŜǊǘ ŀƴŘ ȅƻǳǊ ŎƘƛƭŘΩǎ ōŜǎǘ 

advocate.  It is important that you become 

informed. As you begin this unknown parenting 

journey, you will likely find it necessary to 

gather more information on a variety of topics 

and issues.  You may also want to access 

services that are available in your community, 

some of which you may have heard of, others 

you may need to research further.  There will be 

increased contact with a variety of professionals 

and other service providers as your child 

matures. 

 

Although we encourage you to seek helpful 

information, we also caution you to keep things 

in balance.  Your son/daughter is a child first.  

Medical appointments and therapy sessions 

need to be tempered with playgroups, 

community recreation and leisure activities.  

Whether in your home or community, it is 

important that your child experiences the same 

things as other children as much 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 want to get more information on: 

 

¶ Anything ǊŜƭŀǘŜŘ ǘƻ ȅƻǳǊ ŎƘƛƭŘΩǎ Řƛǎŀōƛƭƛǘȅ 

and how it might affect his/her life.  

Consider different sources to gain a wide 

perspective. 

¶ Ways that you can effectively assist your 

child to develop and grow. 
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¶ Ways to support your child to be involved in 

the community will help build natural 

friendships and support. 

¶ Services and supports through government 

or non-government agencies are available 

to assist your child and family. 

 

More resources to try include: 

¶ Talking to other parents who have had 

similar experiences in raising a child with a 

disability. 

¶ Many of the organizations listed at the end 

of this book are parent-based with access to 

information, often at no cost.   

¶ Books are available for families who are 

raising a child with a disability.   

¶ There are also DVDs or VHS tapes that can 

be accessed through these organizations or 

parent resource libraries.  

¶ Internet sites offer quick, easy availability in 

written and visual content.    

 

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 longer appropriate to describe your 

ŎƘƛƭŘΩǎ ŎƻƴŘƛǘƛƻƴΦ  Some of what you come 

across may produce uncomfortable emotions 

and more confusion.  Overloading on infor-

mation is 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 as a starting point in accessing 

information and developing contacts.   

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

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 accessible services whereas 

people living in rural areas may find themselves 

having to travel further.   

 

Provincial government departments often fund 

some support services or programs which 

specifically addresses people with disabilities of 

all ages and their families.  Sometimes 

community agencies/organizations that receive 

government funding offer the services or 

government may provide the services directly.   
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In this province there are several departments 

which work collaboratively in supporting 

children and families. In 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 

 

Periodically, time limited options are offered by 

community agencies/organizations.  An 

opportunity to participate in new initiatives may 

be something you may want to consider if you 

find ƛǘΩǎ ŀ άŦƛǘέ ŦƻǊ ȅƻǳǊ ŦŀƳƛƭȅΦ    

 

There may be services that you believe would 

be helpful, however, the seǊǾƛŎŜ ŘƻŜǎƴΩǘ 

presently exist.  Because a service is not 

available does not mean families cannot 

request it from government.  Families have 

been, ŀƴŘ ŎƻƴǘƛƴǳŜ ǘƻ ōŜ άŎƘŀƴƎŜ ŀƎŜƴǘǎέ ōȅ 

informing government and community of their 

issues and needs, along with possible solutions.  

 

The programs and services that follow may be 

some you want to consider.  The brief 

descriptions will help you identify what is age 

appropriate for your child.  Please refer to the 

resources page for contact information.  

 

Once you begin getting more referrals and 

contacts to help you in finding the appropriate 

ǎǳǇǇƻǊǘ ƻǊ ǎŜǊǾƛŎŜ ǘƘŀǘ ƳŜŜǘ ȅƻǳǊ ŦŀƳƛƭȅΩǎ 

needs, remember to keep track.  Know who you 

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

Position 

Place 

Address 

Phone 

Fax 

Email 
 @

 
Reason 

  

 

 

Manitoba Family 
Services & Housing    

Medical   

Respite   

Community 
Organization   

Therapist   

Support Group   

Child Care Centre 
 

Education 
 

Other   
 

mailto:Nancy.Campbell@gov.mb.ca
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CHILDREN'S SPECIAL SERVICES 

Manitoba Family Services & Housing under the 
Children's Special Services program provides 
support to families to care for children who have 
physical and/or mental disabilities. 

 
Who is eligible? 

Natural, extended or adoptive families who 
have a child 17 years of age and under living 
with them are eligible if a child has one or more 
of the following:  

¶ a mental and/or physical disability;  

¶ a developmental delay;  

¶ a risk of developmental delay;  

¶ a pervasive developmental disorder 
such as autism; or  

¶ life-long extreme complex medical 
needs which result in a dependency on 
medical technology.  

The process involves calling the local/regional 

Manitoba Family Services & Housing office. A  

Family Services Worker will contact you and 

arrange a convenient time to meet with you 

and your family.  Initially you will be asked some 

basic questions such as your name, address, and 

other contact information.  You will be asked 

what type of assistance you are looking for, so 

do give this some thought.  

 

During such a meeting you will be provided with 

counselling, information, and/or referral to 

other services, if necessary. The worker will tell 

you about the supports available. They 

recognize that each child and family has unique 

needs.  

 

The Types of Supports Available  

Besides counselling, information and referral, 

support for families with children who have 

disabilities depends on the individual family 

circumstance, the needs of the child, what 

support extended family provides along with 

any neighbourhood supports.  You can let your 

Family Services Worker know what your needs 

are.  In turn, they will outline what services 

might be available in your region.  

Family support reduces stress encountered by 

families and helps them maintain their children 

with disabilities in their own homes to the 

greatest extent possible. 

It is the intention of Family Services staff 

responsible for the Children's Special Services 

Program to work as partners in developing a 

family support plan that addresses each family's 

individual needs.  

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 

ȅƻǳǊ ŦŀƳƛƭȅΩǎ ŎƛǊŎǳƳǎǘŀƴŎŜǎΦ ¢ƘŜǎŜ ǎǳǇǇƻǊǘǎ ŀƴŘ 

services can change when your family 

circumstances change.  This change occurs 

naturally and/or in unexpected ways.  Your 

Family Services Worker will be available to 

discuss the needs of your family and the 

availability of support.  
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Family supports may include:  

¶ General Support ς This includes things like 

counselling, information and referral. 

¶ Respite Care ς A short-term, regular period 

for parents to take a break from caring for a 

child with disabilities. There are several 

options that you can inquire about.  

¶ Child development ς An early intervention 

program done by trained child development 

counsellors to help children reach average 

development stages.  Families are offered 

opportunities to develop skills to care for 

their children in their home and 

community.  Counsellors usually offer this 

service in the child's home. It can also be 

done in other settings such as the child care 

centre or nursery school.  

¶ Therapy services ς These consist of speech 

and language therapy, physiotherapy, 

occupational therapy and behavioural or 

developmental therapy for preschool 

children with lifelong disabilities. 

¶ Supplies and equipment ς Special supplies 

can cover items such as formula and diapers 

that go beyond the usual costs of raising a 

child and because a child has a disability.  

Strollers and adaptations to equipment plus 

one-time purchases for items like seizure 

helmets, bath lifts, or lifts for vans are 

included in this category.   

 

 

 

 

¶ Home modifications ς This is for when your 

child needs a ramp, your home needs to 

accommodate a wheel chair, or if other 

modifications are required, related to your 

ŎƘƛƭŘΩǎ ŘƛǎŀōƛƭƛǘȅΦ 

¶ Transportation ς There is assistance 

available for families who are faced with 

extraordinary costs associated with 

transportation to medical appointments, 

mostly for people who live in rural and 

northern Manitoba. 

¶ Training ς There may be opportunities for 

you to attend special training with regard to 

medical practices your child needs, 

educational, or therapy training.  Offered at 

no charge, these sessions will assist you in 

your parenting skills. 
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òWhat is Inclusion ?ó 

Inclusion is about ALL of us  

Inclusion is about living full lives ð 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.  

Inclusion is NOT just a ôdisabilityõ issue. 

 

Inclusion.com creates & shares tools, resources, capacities, so all can live full lives. 

Inclusion.com is for citizens:  educators, families, individuals, organizationsτall of us. 

                                Source:  www.inclusion.com  

 
 

 

 

Appropriate Educational Programming  

7ÈÁÔ ÉÓ -ÁÎÉÔÏÂÁȭÓ ÐÈÉÌÏÓÏÐÈÙ ÏÆ )ÎÃÌÕÓÉÏÎȩ 

¶ 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.  

¶ Through recognition and support, an inclusive community provides 

meaningful involvement and equal access to the benefits of citizenship.  

¶ In Manitoba, we embrace inclusion as a means of enhancing the well-being 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.  

¶ The philosophy of inclusion goes beyond 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 

 

  

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

Manitoba  

Government funding is available to 

licensed, non-profit child care centres, 

nursery schools and licensed family child 

care homes. Staffing grants are the main 

grant support at facilities caring for 

children with special needs and can 

cover the entire cost of the special 

ƴŜŜŘǎ ǿƻǊƪŜǊΩǎ ǎŀƭŀǊƛŜǎ ŀƴŘ ŜƳǇƭƻȅŜǊ 

contributions.  Parents do not pay 

additional fees for their children, other 

than the cost of daily care which is the same for 

all children.  Financial assistance may be 

available through the provincial government for 

lower income families.  

 
For children, inclusion means 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 an excuse to exclude a child 

from participating and contributing. The truth is 

that ALL children, youth and adults need 

ΨǎǇŜŎƛŀƭ ǎǳǇǇƻǊǘǎΩ ŦǊƻƳ ǘƛƳŜ ǘƻ ǘƛƳŜΦ {ƻΣ ǇƭŜŀǎŜ 

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 there? Every 

ŎƘƛƭŘǊŜƴΩǎ ǇǊƻƎǊŀƳ ƛǎ ŀ ōƛǘ ŘƛŦŦŜǊŜƴǘΣ ŀƴŘ ȅƻǳ 

will want to find one with a good fit for your 

ŦŀƳƛƭȅΩǎ needs.  In the highest quality centres 

we expect to see: 

¶ A range of children with special needs are 

meaningfully included in ALL aspects of the 

child care day 

 

¶ All staff at the centre feel equally 

comfortable in working with children with 

special needs 

¶ Child care facilities make the best use of 

available funding and multi-disciplinary 

Ŏƻƴǎǳƭǘŀƴǘǎ ǘƻ ǎǳǇǇƻǊǘ ȅƻǳǊ ŎƘƛƭŘΩǎ Ŧǳƭƭ 

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 

The Canadian Association for Community Living 

recommends that measures of inclusion must 

be built in alongside other elements that are 

ŎƻƴǎƛŘŜǊŜŘ ǘƻ ōŜ ŀ ǇŀǊǘ ƻŦ ΨƘƛƎƘ ǉǳŀƭƛǘȅΩ ŜŀǊƭȅ 

learning and care.  High quality childcare IS 

inclusive child care.   

For help finding an appropriate placement for 

your child, please contact the Manitoba Child 

Care Program at 945-0776 or toll free at 1-888-

213-4754, or check out the government website 

at www.gov.mb.ca/childcare  

 

 

 

Early childhood supports such as daycare and other services 

must be available to all children. Programs such as early 

childhood interventions must include the entire family, 

wherever possible, as the primary teachers of their children. 

As children grow, supports and services must be provided in 

an inclusive environment. We must respect individuality and 

ÏÆÆÅÒ ÁÌÌ ÃÈÉÌÄÒÅÎ ÔÈÅ ÏÐÐÏÒÔÕÎÉÔÙ ÔÏ ÌÅÁÒÎ ÆÒÏÍ ÅÁÃÈ ÏÔÈÅÒȭÓ 

differences.     Source: Community Living-Manitoba  

Resolution passed 1997 Annual General Meeting 

 

 

http://www.gov.mb.ca/childcare
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tŀǊŜƴǘǎ ŎƻƴǘǊƛōǳǘŜ ǘƻ ŀ ŎƘƛƭŘΩǎ 

growth, development and well-

being.  Professionals contribute 

special knowledge or expertise. 

 

 

Working with Professionals  
 

There are different times and different ways of 

working with professionals.  Whether you give 

birth, foster, or adopt ς if your child has a 

disability, the odds are pretty good that a 

variety of professionals will enter you and your 

ŎƘƛƭŘΩǎ ƭƛŦŜΦ These could include:  

» medical professionals  

» social workers  

» child development specialists  

» educators 

» therapists, or others  

 

 The relationship you establish with them is 

important.  The ideal situation is one in which 

the professional and you have respectful, 

trustworthy, open communication.  Parents 

contribute to ŀ ŎƘƛƭŘΩǎ ƎǊƻǿǘƘΣ ŘŜǾŜƭƻǇƳŜƴǘ ŀƴŘ 

well-being.  Professionals contribute special 

knowledge or expertise.  

 

No child comes with a parent manual, least of 

all a child with a disability.  There is uncertainty 

for all parents and many parents remain 

hopeful and optimistic.  There will be times 

when as a parent, you might feel challenged or 

defensive. It is easy for parents to think 

professionals know best and to feel inadequate. 

You may ǘƘƛƴƪ ǘƘŀǘ ȅƻǳ ŘƻƴΩǘ ƘŀǾŜ the right to 

ask questions when you ŘƻƴΩǘ ǳƴŘerstand, or 

you may feel unable to challenge what 

professionals say or do.  It is important that 

your views and ideas are heard and respected.  

 

There will be times when you and the 

professional may not agree on important issues 

concerning your child.  This is not unusual or 

uncommon.  In a balanced parent-professional 

relationship, differences are resolved with open 

communication.  Being able to find common 

interests and having a willingness to resolve any 

differences in a respectful manner enables both 

you and the professional to appropriately 

support your child.  

 

Even with the best efforts, the communication 

between parent and professional can break 

down.  Working through your differences may 

require time or ŀƴƻǘƘŜǊ ǇŜǊǎƻƴΩǎ ƛƴǾƻƭǾŜƳŜƴǘΦ 

This may not always be possible if they are not a 

ǊŜƎǳƭŀǊ ƳŜƳōŜǊ ƻŦ ȅƻǳǊ ŎƘƛƭŘΩǎ ǘŜŀƳΦ There may 

be a variety of different professionals in your 

ŎƘƛƭŘΩǎ ƭƛŦŜ, and, they will change as your child 

develops/matures. Getting to know the 

professionals at those different stages will 

provide you with a diverse view. This offers you 

something on which to base your decisions 

regarding how to parent and support your child.   

 

Connecting with family networks provides an 

opportunity to talk with other parents and 

family members about your concerns or 

intentions.  Members of family networks can 

encourage you to ask questions, offer examples 

of good questions, and provide suggestions. 

Remember, no one knows everything. Such 

networks can also provide opportunities to 

locate experienced and empathetic/supportive 

professionals. 
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If you are dealing with people within an 

unfamiliar system, such as medicine or 

education, here are some helpful suggestions: 

 

- Take notes or bring someone along who 

will take notes for you.   

- Prepare your questions or your 

concerns prior to your appointments 

with professionals. 

- Establish a record keeping system.  

Keep records of ȅƻǳǊ ŎƘƛƭŘΩǎ:  

o medical history,  

o milestones, or delays, and 

o notes relevant to his/her 

development which provide 

clarity and help keep you 

organized. 

 

There may be times when you do not agree 

with what a professional suggests or states.  It is 

appropriate to say so, along with the reasons 

ǿƘȅ ȅƻǳ ŘƻƴΩǘ ŀƎǊŜŜΦ  LŦ ȅƻǳ ƪŜŜǇ ȅƻǳǊǎŜƭŦ 

ƛƴŦƻǊƳŜŘ ƻƴ ȅƻǳǊ ŎƘƛƭŘΩǎ Řƛǎŀōility, their way of 

learning, and their communication style you will 

be able to speak with conviction and knowledge 

based on experience.  Maintaining good records 

will help transition new professionals when 

there is a change, or additional people become 

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, creating an abridged version (a 

one page outline, for example) can assist in 

helping a new professional understand your 

child more quickly.  Of course, building a 

relationship wherever possible with 

professionals ǿƛƭƭ ŜƴŀōƭŜ ȅƻǳǊ ŎƘƛƭŘΩǎ ƴŜŜŘǎ ǘƻ 

be met in a way that is congenial and supportive 

of everyone concerned.   

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

ASK YOURSELF . . . 

What skills do I have when it 

comes to dealing with 

professionals?   

How can I use those skills to 

advocate and support? 

What additional skills would 

be helpful to me? 

Who do I know who might 

help me gain more skills?  

What can we as a family do to 

prepare for meetings? 

Am I clear about what I want 

to happen for my child?   

Are there any examples from 

other parents that I can model 

or use? 

What other resources can I 

tap into to help me gain more 

information? 

 

xzxzxzxzxzxzx 
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6-FINDING SUPPORT 
Respite and self -care    

Finding and accepting personal supports or help 

can be valuable for parents who have children 

with disabilities.  This can occur by connecting 

with various people in different ways.  Friends 

and family that are close to you may offer their 

support willingly.  Sometimes others may not 

know how to approach you with their offer of 

help and it may be necessary to ask.  You might 

want to consider the following suggestions to 

help you in this process. 

PPP   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 freely.  Even 

when close friends and family are willing, you 

need to be prepared. What kind of support do 

you think would be helpful?  Can 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 benefit to you?  

Sometimes people hesitate to offer their help 

because they think you might be offended.  

aŀƪŜ ƛǘ Ŝŀǎȅ ŦƻǊ ǘƘŜƳ ƛŦ ǘƘŀǘΩǎ ǿƘŀǘ ȅƻǳ ƴŜŜŘ 

and want.   

PPP   Find another parent with a 

similar experience or situation. This may be 

most valuable.  A parent who has a child that is 

older can offer their knowledge from 

experiences that include challenges, struggles, 

and successes.  Other parents can provide a 

perspective that is similar to what you are 

dealing with, along with information about 

programs, services or suggestions 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 

kind of support.  Please refer to the resource 

page in this guide for some of those contacts.   

PPP   Join a parent 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.    

PPP   Communicate with your 

partner. The support we receive from our 

spouse or partner should not be overlooked.  

The ability to communicate with each other in a 

safe environment, sharing feelings, concerns, 

hopes and dreams strengthens your 

relationship and ultimately 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.    

PPP   Utilize respite services in the 

best way possible. There are lots of stories 

about families who found themselves in crisis, 

unable to cope, and we strongly recommend 

ȅƻǳ ŘƻƴΩǘ ƭŜǘ ȅƻǳǊǎŜƭŦ ƎŜǘ ǘƘŜǊŜΦ  Respite can 

offer all kinds of opportunities for the entire 

family.  There are a variety of models available.  

Check with your family services worker about 

options.   Accept support from your family and 

friends if they offer you support in this way. If 

you have not yet secured access to any 

government services, you may want to ask 

family or close friends to help you with respite.  

Respite is one of the outcomes that contribute 

to a balanced life. Any efforts to make that 

possible will pay off in the long-run.   
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Respite: A Definition 

5ŜŦƛƴŜŘ ŀǎ άǊŜƭƛŜŦ ŦǊƻƳ ŘǳǘƛŜǎ ƻŦ ŎŀǊŜΣέ ǊŜǎǇƛǘŜ ƛǎ ŀ 

funded service available to families eligible for 

/ƘƛƭŘǊŜƴΩǎ {ǇŜŎƛŀƭ {ŜǊǾƛŎŜǎΦ 

It is intended to provide families with a short-term 

break. 

Families can choose from a number of options: 

¶ Office-administered respite, where a respite 

agency hires staff and matches available staff 

to family needs; 

¶ Self-administered respite, where families 

receive funding and hire their own respite staff; 

¶ Facility-based respite, where families can 

choose a location outside the home as a 

temporary respite provider, such as 

o a designated respite apartment or 

room in a community agency,   

o a hospital or a personal care home, 

based on availability. 

For detailed information about respite, find 

/ƘƛƭŘǊŜƴΩǎ {ǇŜŎƛŀƭ {ŜǊǾƛŎŜǎ ƻƴ ǘƘŜ Manitoba Family 

Services & Housing website at www.gov.mb.ca/fs/   

There you will find links to a government of 

Manitoba web page detailing a variety of respite 

options.  

In Winnipeg, Community Respite Services also offer 

a variety of options including a respite apartment, 

which can be booked for your eligible family 

member and his/her respite staff, or a family 

member who will provide support.  Refer to the 

resources pages for contact information.  

 

 

  
A WHALE OF A TIME 

On one of their many visits to 

#ÈÉÌÄÒÅÎȭÓ 2ÅÈÁÂ ×ÉÔÈ ÔÈÅÉÒ ÓÏÎ 

Tyler*, who has complex medical 

needs, Jane and Laurence 

noticed a flyer on the bulletin 

board; it was information about 

a fund established to enable 

children of low income families 

to attend summer camp.    

Ȱ"ÏÔÈ ÏÆ ÕÓ ÈÁÄ ÔÈÅ ÓÁÍÅ ÉÄÅÁ ÁÔ 

ÔÈÅ ÓÁÍÅ ÔÉÍÅȱȟ ,ÁÕÒÅÎÃÅ 

ÒÅÃÁÌÌÅÄ ÌÁÔÅÒȢ  Ȱ7Å ÔÈÏÕÇÈÔ 

ÁÂÏÕÔ 4ÙÌÅÒȭÓ ÌÏÖÅ ÏÆ ÄÏÌÐÈÉÎÓ 

and whales, and decided to 

ÁÐÐÌÙȢȱ   

The result was a subsidized trip 

to BC to go whale-watching.  

Tyler, his parents and foster 

ÓÉÂÌÉÎÇÓȟ ÁÌÏÎÇ ×ÉÔÈ 4ÙÌÅÒȭÓ 

support staff enjoyed the 

vacation immensely.   

Ȱ)Ô ×ÁÓ ÁÎ ÁÍÁÚÉÎÇ ÅØÐÅÒÉÅÎÃÅ 

for all of us,ȱ remembers Jane.  

Ȱ4ÈÅÒÅ ÉÓ ÓÏ ÍÕÃÈ ÁÖÁÉÌÁÂÌÅ ÏÕÔ 

there; although your dreams 

may look different than what a 

fund is usually designated for, it 

never hurts to apply.  You just 

might have the experience of a 

ÌÉÆÅÔÉÍÅ ÁÓ Á ÒÅÓÕÌÔȦȱ 

*Names and some details changed to 

protect identity. 

 

 

http://www.gov.mb.ca/fs/
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Reframing Circumstances    

Children come into our lives in a variety of 

ways  

- by natural birth 

- by adoption 

- through fostering 

- in grand parenting 

- through relationship/marriage 

- through an unexpected circumstance 

Everyone handles unforeseen situations 

differently.  Dwelling only on the negative has 

been proven to produce more of the same.  

Every family exǇŜǊƛŜƴŎŜǎ ǘƘŜ άŘƛǎŀōƛƭƛǘȅ ŦŀŎǘƻǊέ 

in their lives differently.  There are many ways 

of looking at a circumstance. Reframing what 

appears to be a negative into a positive is not an 

automatic process.  It is, however, a necessary 

step for moving forward.  

Finding ways to remain strong and supported in 

a positive ways takes practice.  People who 

inspire and help you recognize your own 

possibilities are beneficial to be around. 

Resources such as books, websites, DVDs, offer 

many different exposures that can help identify 

ways of reframing. 

If we perceive something as a liability, that's 

the message we deliver to our brain. Then the 

brain produces states that make it a reality. If 

we change our frame of reference by looking 

at the same situation from a different point of 

view, we can change the way we respond in 

life.  We can change our representation or 

perceptions about anything and in a moment 

change our states and behaviours. This is what 

reframing is all about.2 

 

                                                             
2 Anthony Robbins, Unlimited Power (New York: 
Ballantine, 1987) 291 

 

Reframing how you perceive things means 

learning to be in tune with your child in ways 

you might not have thought of before.  Your 

intuitive side offers ways of stretching how you 

may have seen and done things in the past.  It 

means being more mindful of how you live your 

life, which also takes practice.  Clarity around 

what questions you need answered or problems 

you need resolved often produces results that 

ŀǇǇŜŀǊ ŀǎ άŎƻƛƴŎƛŘŜƴŎŜέ ς moments of just the 

right person, book, meeting, etc. coming along 

when you need it.   

On the following pages we offer some examples 

of how others reframed their experiences.   

 

 

 

 

TO REFRAME:  To frame again or 

anew; to look at something from a 

different perspective; to take an 

undesirable behaviour or trait and 

transform it into a positive intention.  


