Babies like me

A guide for parents of babies who have other disabilities as well as vision impairment

with thanks to Celine and her Nana, Suzanne

Adapted from Getting It All Together by Margaret Bull
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This booklet was written in response to the universal question of parents, "How can I help my child?"

The booklet evolved from the combined knowledge and skills of staff and families. It describes the strategies we developed together. Use the booklet as a guide only, as you know your child best; the way you and your child interact and play together will be unique and individual. 

Vision Australia provides a range of services for children and adults who have vision impairment. Over 50% of young children referred to Vision Australia have additional disabilities.

Celine

Born 2nd March 1998

by Suzanne Nyssen, 

Celine’s Nana

Her name is Celine,

A rare, precious and beautiful person,

Who mostly reaches out to you

By her interesting and varied sounds.

A child who never

Should feel alone, for I am there

Always to cuddle and touch her;

She doesn’t ask for much, just care.

Love shines from Celine

And acceptance enriches your own self,

Including all the very special people

Who come to caringly share, advise and help.

Responding is natural;

Enclosing her little hand around your finger.

And she loves to snuggle into your chest;

Cheek to cheek our time can linger.

With gentle speaking

Celine listens and really concentrates,

Making her own responsive sounds;

Knowing she really wants to communicate.

Celine is part of our world

And she has chosen to be.

May love and care be given her

And all other special lives.

From you and me.

Welcome to Holland

by Emily Pearl Kingsley

a parent of a child with Cerebral Palsy

I am often asked to describe the experience 

Of raising a child with a disability,

To help people, who have not shared that unique experience, 

Understand it 

And imagine how it would feel.

It's like this…

When you’re going to have a baby, 

It's like planning a fabulous trip to Italy;

You buy a bunch of guidebooks and make your wonderful plans—

The Coliseum, Michelangelo’s David, the gondolas in Venice—

You may even learn some handy phrases in Italian.

It's all very exciting.

After all the 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 has been a change in the flight plan.

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 otherwise 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 catch your breath,

You look around and you begin to notice

That Holland has windmills;

Holland has tulips; 

Holland even has Rembrandts.

But everyone you know is busy coming and going from Italy,

And they're all bragging about the wonderful time they had.

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".

The pain of that will never, ever go away, 

Because the loss of that dream is a 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.

Well, here I am

I may not be the baby you were expecting, but as you get to know me you’ll see that in some ways I am like all babies, and in some ways I am different.

I am uniquely me.

Probably you don't know yet how much I can see. You may not know how much I make use of what I see in order to learn.

You won't always know if I am looking. I don't always touch what I see, and I may be using my vision in a vague unfocussed way.

However, I may let you know something has caught my visual attention when I become very still or quiet, or when I become excited.

Even a little vision can help me to learn if I use it well. Perhaps you and others can encourage me to learn to look. With perseverance I’ll discover that looking is a useful way to gain information, and worth the effort it takes. 

It will take time for you to discover all my capabilities

Start with what I can do, and work towards new skills, step by step. I need more time to learn than other children. With your help I can learn, and we can both be proud and excited as I explore my world. Measure my success against my last best effort.

Learning with uncertain sight is difficult

Vision is the quickest and easiest way of learning. My other disabilities will also make learning harder and slower. I may not understand that trying will be worth the effort.

Like any child I will want to know what pleases you. This will encourage me to try yet again.

Give me time to respond. If I don't seem to respond much, remember that I may not see how you show pleasure through your smile and body language.

Let me touch your mouth, hear your voice and feel the way your body moves.

Tell me you are pleased with my efforts. 

Reaching out to the world

To help me reach out, try placing interesting objects near my hands. Let me feel the soap, towel and other items we use each day. Bring your face close to my hands so I can feel your skin.

I’ll need lots of time to practice and learn at my own pace.

Be patient. Tell me what I am doing and how clever I am.

Your touch is very important to me

Your touch helps me to feel safe, to learn about myself and to learn about my world.

We will need lots of time together to get to know each other. Try massaging me s-l-o-w-l-y and firmly enough not to tickle. Let me feel your warmth and how you move your body. Lay me along your bare legs, or hold me close - warm skin next to warm skin. Gradually I will learn about your adult body.

Tell other people how to feel at ease with me. I may be ‘stiff’ or ‘floppy’ or very small and fragile, but as you pick me up and hold me, you’ll learn what feels best for me. The physiotherapist may also help you to find the most comfortable positions for us both.

Being included in the life of the family is the best way for me to learn things. I need to experience the same activities many times, so keep me near you when I am awake. Carrying me in my baby sling may make this easier. I may feel comforted by your touch and smell and the sounds that you make.

When you can, take me with you, and let me join in what you’re doing. I need to have experiences in new places with someone who makes me feel secure.

We’ll enjoy each other in many different ways

I may look at you, and perhaps smile back at you when your face is very close to mine. This may surprise you because I may not seem to see at other times. I may smile less often at a familiar face, than other babies.

By watching and listening, you may notice other ways we can ‘talk’ and show interest in each other. You will learn what it is that I understand, and what I can do. Watch my hands, or listen to my breathing as you talk and play with me. You may see some tiny movements or notice my breathing changes to show that I am listening, and that I am excited or pleased by what is happening.

Your voice will be one of my first and most precious links

What you tell me about my world will be one of my most important ways of learning. I must learn that speech may be a tool for me to use, to let you and others know what I want, and what I think or feel.

I will need you to interpret the sounds, smells and tastes that are around me. Then, I will feel that they matter to me, and that I can make things happen. Touching or tasting things also helps me to understand.

Talk to me, using clear, simple language. Tell me about my world. Wait for me to respond in my own way. I may smile or use body language, or I may just keep still and listen to you. I’ll communicate with you long before I can use words.

Give me clues so that I learn to anticipate and communicate

Always say my name first, so that I know you want me to listen.

Say my name and pat my blankets before picking me up. 

Tell me what will happen next, e.g.:

· "Sandie, Lunch is ready - here is your spoon, there's yoghurt in your dish."

· "Leigh, it’s bath time. I can hear the water running in the bath. Here's the face washer."

· "Maree, it's time to go to the park. I'll clip you into your pusher."

If you let me know first, I won't get such a shock when things happen to me.

I’ll learn to help by preparing myself for the feel of a familiar routine. Much later I’ll learn more about being independent.

Don't wait until you feel I fully understand your meaning before you talk about what is happening. If you do, we may both miss out on valuable learning. 

It may be quite hard for me to learn to communicate and we need to begin to practice immediately. Position yourself so my hands can touch your throat as you talk to me. Imitate my sounds and let me feel what my voice can do against a balloon, your face or my hand. Take turns with me.

There are many ways to communicate through body language, gesture and speech. Tell me what I am hearing, feeling, smelling and tasting. 

I may not be able to let you know what interests me by looking directly at it, so you will need to watch me carefully. I may be listening to a distant sound, while it appears I am listening to a rattle in my hand. If this happens, your words will not be matching my experience. 

Most importantly, communicating is also about us enjoying a relationship with each other. 

Notice what I like to play with - it may not be a toy

Hang several objects on a 'play frame' above me, while I'm on the floor. I like familiar things but I also need different experiences, so change some of the items when you think I would like something new. Leave my favourites, but maybe change their position.

You may notice that I mostly like firm well-defined objects. Squashy, fluffy toys are harder for me to identify and don't give me as much information. However, I do need the experience of feeling safe with them, so that I don't build up a resistance to exploring things around me.

Give me many different textures and shapes. It will then be easier for me to accept variety and to want to touch and explore different things. Some less appealing textures like a hairbrush or a rough face washer will help me to take small risks and still accept new experiences. You may find I like these textures best of all.

Try giving me toys that enable me to cause something to happen. A rewarding sound as I shake or push an object may keep me interested.

I need to learn that I can cause things to happen

If I can't see things clearly I may not want them and I won't reach out to touch them. Place objects next to me or on me and then tell me about them. What do they feel like, sound like, smell like and taste like? What do they do?

At first I will make things happen by accident, like hearing a sound when I move my hand because a bell is attached to my wristband. After many experiences I will know the bell is there, I’ll then remember the pleasant sound it makes, and I’ll move my hand to make the bell ring. In this way I can learn how to cause things to happen. 

The easiest way to learn is by watching and imitating others. I may find this difficult or impossible. It therefore takes me much longer to learn. However, please don't think I can't do anything, I will learn in my own way, at my own pace.

It may be hard for me to do a task independently, and I may always need another person to do things with me. However, I may still learn what can happen and what needs to be done to cause something to happen. I can gain understanding from, and enjoy being part of the action even when I can't do it alone. 

I like quiet mealtimes 

Quiet, calm mealtimes will help me to concentrate and to learn to enjoy an experience that may be quite hard for me to understand.

I may need some help to learn to enjoy the sensations of eating and drinking and to accept a variety of tastes and textures. If possible, persevere with presenting coarser foods for the chewing practice that will strengthen my jaw muscles. This may also prepare my mouth for talking.

I will need lots of encouragement to keep on trying. Show me what others eat and the different foods and utensils. I need time to become familiar with the next step, before I'm ready to try something strange and new.

How you and I may feel

At times you will feel sad for me, for our family and for yourself. 

You may feel angry at what has happened. You may also feel angry with people who are unhelpful or insensitive or who don't understand. This is especially hard to handle if you are angry with people you care about, such as our close family members.

Talk about your feelings. Remember that no-one is brave and patient and loving and optimistic all the time. Know your own feelings and emotions. Try to talk and listen to others honestly. 

I also need to learn about emotions such as happiness, sadness and anger. I want to learn how to express emotions in a way that is acceptable. So, tell me when you are happy too.

Sometimes I may be hard to comfort. That doesn't mean that it is better if I am left in my cot. Whatever is upsetting me can't always be taken away by hugs, but they may help! I will learn that you care about me and I’ll learn to accept your feelings of reassurance.

Take care of yourself. Try sharing my care with another person. I need to learn to be content with other caring people. Plan for times when you are away from me. Take time out. Do something you enjoy away from me. 

Mostly I like to be where the action is, but there are times when I can be left to enjoy my own company and play alone with toys and activities that I like. 

I will take up more of your time than most other babies, as learning will take longer for me. You’ll need to bring my world to me and I may need to practice many, many times for me to understand. But remember, I am only one member of the family, and it is important not to forget your own needs or the needs of other family members.

Help other people to get to know me

Others may not know how to hold me or to talk to me and this will make them uncomfortable. Ask grandparents, aunts and uncles, neighbours and friends to look after me sometimes, and show them how to be at ease with me:

· "Liam will let you know he is listening to you by keeping very still."

· "Watch Freya's hands telling you she wants the rattle you’re shaking."

· "Thomas likes lying across your knee."

· "If you hold Charlotte like this, she will take her cereal from you."

Help others talk to me and let me know who they are

I will get to know people by their different look, feel, voice and smell. I will then accept them as people who sometimes care for me, when you are doing other things.

We all benefit from mixing with others but this can be hard. When we go out, other people may intrude. They are sometimes interested, concerned or even rude. No matter why they do it, we sometimes wish they wouldn't.

It helps if you can decide how you will best respond to them.

Parents of children with a disability, and staff who are working with you will be able to support you. A Vision Australia publication, Facing the Crowd by Peter Cronin and Deborah Fullwood, has some very useful strategies for dealing with people in the community. 

You may also find joining parent groups useful for support. Vision Australia has support groups and the Association for Children with a Disability, telephone (03) 9500 1232, is a very good organisation to contact. 

General issues

Individual learning needs

Seventy per cent of learning is based on vision. Children who are blind or vision impaired and who have additional disabilities have reduced opportunities to learn. They need to be supported and given many and varied opportunities to listen, touch, taste and smell to find out about their world. 

Repetition

Repetition, routine and everyday life experiences help children to learn.

Co-action 

Covering the child's hands with your own, or moving their body for them, focuses their attention on your actions and not on their own involvement in the task. 

For example, when Sue was asked to pick up a spoon loaded with yoghurt, she put one of her hands on top of the other. Her experience of spoon-feeding had been with an adult supporting the top of her hand to carry out the action. Once she was given repeated opportunities to find and hold objects independently, Sue learnt to pick up a spoon and feed herself. 
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