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HOW TO USE THIS BOOK

Thisisareference book to help you meet the needs of disabled children. Y ou need not read it from cover to cover. Useit to look up particular information asyou need
it.
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To learn how the book is organized, and why, we suggest you read ABOUT THISBOOK at the =
beginning. Also, please read the introduction to each of the 3 main parts of the book. These chapters have - GUIDE FOR INDENTIFYING
page edges with a short black line, to help you find the beginning of PARTS 1, 2, and 3. D‘Eabhd Wllge | DISABILITIES
hilg
To work mor e effectively with disabled children, we strongly suggest that you read the first 5 chapters re I Introduction to PART 1
of PART 1. Thesewill help you to examine a child, to identify different disabilities, and to keep I I |
important recordsin an easy way. ‘ | | | Introduction to PART 2
THERE ARE SEVERAL WAYSTO FIND INFORMATION THAT YOU ARE LOOKING FOR: | ‘ : | Introduction to PART 3
|
. Check the list of CONTENTS at the beginning of the book. Thistells you what each chapter is \ ||l | Index
about and gives the page numbers. 5 |
[
. Look inthe INDEX at the end of the book. It lists topicsin aphabetical order. (The edges of these /

pages are dl black.)

. If you do not know what disability a child has, usethe GUIDE FOR IDENTIFYING DISABILITIES on Page52 to 58. It lists the common signs of different
disabilities and gives the page numbers. (There are several black lines on the edges of these pages.)

Throughout the book you will find this symbol i n the margin of some pages. It appears where there is information for cerebral palsy.

If you want more information than isin this book, see the list of books and teaching materials entitted REFERENCES (Where to Get More Information), Page 637.

If you do not know what some words mean, look inthe LIST OF SPECIAL OR DIFFICULT WORDS, Page 643. Words explained in thisLIST arewrittenin italics
when first used in a chapter.

IMPORTANT: To find all the information you will need for one disabled child, you will usually need to look in several different chapters. To know where to look,
follow the page references shown. These are explained inside the back cover.

* Asterisk: Thislittle star is called an asterisk. It is used to indicate that there is more information about aword or an idea at the bottom of the page.

j For more information on how to use this book, see the inside of the back cover.

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00201.htm (3 of 12) [9/4/2005 11:13:21 PM]



Disabled Village Children - CONTENTS

This book is dedicated to disabled children everywhere,
with the hope that they and their families

will help lead the world

to be more loving, understanding,

and just for everyone.

REQUEST FOR YOUR SUGGESTIONS, CRITICISMS, AND IDEAS

This book is an attempt to pull together basic information to help you meet the needs of village children with awide range of
disabilities.

We have done the best we can, given our limitations. We know the book is not perfect and that it has weaknesses and perhaps some
mistakes.

We urge anyone reviewing or using the book, whether a disabled person, parent, health worker, or professional, to send us all your
criticism and suggestions. Help us to make improvements for alater edition. Thank you.

V/E VW OULD APPRECIATE ANY
SUGGESTIONS YOU MAY HAVE
FORWAYS THAT THIS BOOK
MIGHT BE IMPROVED TO SERVE
YOUR RURAL AREA BETTER.

CONTENTS

ABOUT THIS BOOK

PART 1. WORKING WITH THE CHILD AND FAMILY:
Information on Different Disabilities

Chapter 1. Introduction to PART 1: Making Therapy Functional and Fun
A. Where Do We Start?

Chapter 2. Ideas for Sharing Information from This Book

Chapter 3. Prevention of Disabilities

Chapter 4. Examining and Evaluating the Disabled Child

Chapter 5. Simple Ways to Measure and Record a Child's Progress
B. Recognizing, Helping with, and Preventing Common Disabilities

Chapter 6. Guide For Identifying Disabilities
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Chapter 7. Polio
Chapter 8. Contractures: Limbs That No Longer Straighten
Chapter 9. Cerebral Palsy (difficulty with movements because of brain damage)
Chapter 10. Muscular Dystrophy: Gradual, Progressive Muscle Loss
Chapter 11. Club Feet, Flat Feet, Bow Legs, and Knock-knees
Chapter 12. Common Birth Defects (cleft lip, extraor joined fingers, incomplete limbs, and arthrogryposis)
Chapter 13. Children Who Stay Small or Have Weak Bones (includes Rickets, Brittle Bone Disease, and Dwarfism)
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Chapter 29. Fits: Epilepsy

Chapter 30. Blindness and Difficulty Seeing

Chapter 31. Deafness and Communication

Chapter 32. Mental Retardation: Down Syndrome, Cretinism, and Other Causes
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C. Helping the Child Whose Mind and/or Body are Slow to Develop
Chapter 34. Child Development and Developmental Delay

Chapter 35. Early Stimulation and Development Activities
1) Head Control and Use of Senses
2) Ralling and Twisting
3) Gripping, Reaching, and Hand-eye Coordination
4) Body Control, Sitting, and Balance
5) Creeping and Crawling
6) Standing, Walking, and Balance
7) Communication and Speech
8) Early Play Activitiesand Toys
D. Helping Children Develop and Become More Self-reliant
Chapter 36. Feeding
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THANKS

This book has been a cooperative effort. Many persons have contributed in different ways. Some have helped to write or rewrite different sections. Some have criticized
early drafts, Some have used it in their programs and sent us feedback; Some have sent original ideas or technologies that we have tested and then included. In all, persons
or programs from 27 countries on 6 continents (North and South America, Africa, Asia, Europe, Australia) have contributed.

The entire book has been carefully reviewed by specidistsin related fields: physical therapists (PTs), occupational therapists (OTSs), orthotists, prosthetists, wheelchair
designers, rehabilitation engineers, and leaders from among the disabled. We cannot include the names of all those who have helped in so many ways, but the help of the
following has been outstanding:

Sophie Levitt, PT; Ann Hallum, PT; Terry Nordstrom, PT; Anne Affleck, OT; Mike Miles, rehab planner and critic; Christine Miles, special educator; Farhat Rashid, PT;
Bruce Curtis, peer disabled group counselor; Ralf Hotchkiss, wheelchair rider/engineer; Alice Hadley, PT; Jan Postma, PT; Jean-Baptiste Richardier, prosthetist; Claude
Simonnot, M D/prosthetist; Wayne Hampton, M D/prosthetist; Jim Breakey, prosthetist; Wally Motlock, orthotist; Valery Taylor, PT; Dr. P. K. Sethi, orthopedic
surgeon/prosthetist; Pam Zinkin, pediatrician/CBR expert; Paul Silva, wheelchair builder; David Morley, pediatrician; Elia Landeros, PT; Teresa paez, social worker; Rafiq
Jaffer, rehab specialist; Kris Buckner, parent of many adopted disabled children; Barbara Anderson, PT; Don Caston, rehab engineer; Greg Dixon, Director, Partners
Appropriate Technology In Health; Susan Hammerman, Director, Rehabilitation International; Carole Coleman, specialist in sign language; Suzanne Reier, recreation
therapist; Sarah Grossman, PT; Donald Laub, plastic surgeon; Jean Kohn, MD in rehabilitation; Bob Friedricks, orthotist; Katherine Myers, spinal cord injury nurse; Grace
Warren, PT in leprosy; Jean M. Watson, PT in leprosy; David Sanders, pediatrician; Jane Neville, leprosy expert; Stanley Browne, MD, leprosy; Alexandra Enders, OT;
John McGill, prosthetist; Victoria Sheffield, Rita Leavell, MD, Jeff Watson, J. Kirk Horton, Lawrence Campbell, Helen Keller International; Owen Wrigley, IHAP;
Roswitha and Kenneth Klee, Winfried Lichtemberger, Jeanne R. Kenmore, Christoffdl Blindenmission; Judy Deutsch, PT; Jane Thiboutot, PT; R. L. Huckstep, MD; Linda
Goode, PT; Susan Johnson, PT; David Hall, child health consultant; Ann Goerdt, PT for WHO; Mira Shiva, MD; Nigel Shapcott, seating specialist; Ann 'Y eadon, educator;
Charles Reilly, sign language consultant; Eli Savanack, Gallaudet College; John Gray, MD; Molly Thorburn, MD; Lonny Shavelson, MD; Margaret Mackenzie, medical
anthropologist; Rainer Arnhold, MD; Gulbadan Habibi, Caroline Arnold, Philip Kgosana, Garren Lumpkin, UNICEF.

Above dl, Wewould like to thank the team of disabled village rehabilitation workersin Project PROJIMO, Ajoya, Sinaloa, Mexico, along with the hundreds of disabled
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children and their families. Their involvement and interaction in exploring, testing, inventing, and discovering simplified alternatives has led to the formation of this book.
Key among the PROJIMO team are: Marcelo Acevedo, Miguel Alvarez, Adelina Bastidas, Roberto Fajardo, Teresa Gérate, Bruce Hobson, Concepcidn Lara, Inés Ledn,
Ramon Ledn, Polo Leyva, Armando Nevarez, Maria Picos, Adelina Pliego, Elijio Reyes, Cecilia Rodriguez, Josefa Rodriguez, Concepcion Rubio, Moisés Salas, Rosa
Salcido, Asuncion Soto, Javier Valverde, Florentino Veldzquez, Efrain Zamora, Miguel Zamora.

For this book we have borrowed information, ideas, illustrations, methods, and designs from many sources, published and unpublished. Often credit has been given, but not
aways. If you notice we have ‘borrowed' from your material and neglected to give you credit, please accept our unspoken thanks and apologies.

For their excellent and dedicated work in preparing the manuscript for publication, specia thanks go to: Jane Maxwell, editing, page design, and art production; Irene Yen,
editing and paste-up; Kathy Alberts, Elizabeth de Avila, Martin Bustos, Mary Klein, Carlos Romero and Marjorie Wang, paste-up; Martin Bustos and Anna Mufioz-Briggs.
Spanish trandation; Myra Polinger, typing; Lynn Gordon, Bill Bower, Phil Pasmanick and Dan Periman, general review; Alison Davis, reference section research; Elizabeth
de Avila, Don Baker, Agnes Batteiger, Jane Bavelas, Leda Bosworth, Renée Burgard, Michael Lang, Betty Page, Pearl Snyder, Tinker Spar, Paula Tanous and Roger
Wilson, proofreading; Lino Montebon, Joan Thompson and David Werner, drawings; Richard Parker, John Fago, Carolyn Watson, Tom Wells and David Werner,
photography; Dyanne Ladine, art production; Martin Bustos and Richard Parker, photo production; Hal Lockwood and Helen Epperson of Bookman Productions, Tim
Anderson and Linda Inman of Reprographex, typesetting and layout; and Trude Bock for giving so wholeheartedly of herself and her home for the preparation of this book.

We want to give an extraword of thanks to Carol Thuman for coordination, typing, and correspondence and Janet Elliott for graphics, artwork, and paste-up, and to both for
sharing the responsibility for the preparation and quality of this book.

The main costs of preparing this book were met by grants from the Public Welfare Foundation, whose continued friendship and support of the Hesperian Foundation's new
publications is deeply appreciated. Additional funding was generously provided by the Gary Wang Memorial Fund, UNICEF, OXFAM UK, the Swedish International
Development Agency, and MISEREOR. We would aso like to thank the Thrasher Research Fund and Mulago Foundation for helping meet the costs of Project PROJMO,
from which this book evolved.

For this third printing, we would like to thank Manisha Aryal for coordination; Martin Bustos for meticul ous research; Susan McCallister for copy editing and careful
proofreading; and Elena Metcalf for page layout and proofreading.

Finally, we would like to thank David Werner for his careful and hard work in preparing this book. His vision and advocacy for disabled people around the world is reflected
throughout the book.

The Hesperian Foundation

This book is divided into 3 parts.
PART 1: WORKING WITH THE CHILD AND FAMILY (Chapters 1 to 42)

Thisisthe longest part of the book, divided into 5 sections:
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Section A (Chapters 2 to 5): ideas for sharing information from the book; and background infor mation on working with disabled children
Section B (Chapters 6 to 33): detailed information on specific disabilities
Section C (Chapters 34and 35): on the child who isslow to learn and to develop
Section D (Chapters 36 to 41): on helping disabled children become more self-r eliant
Section E (Chapters 42 and 43): on learning specific exer cises; includes techniquesfor using crutches, canes, and wheelchairs

PART 2: WORKING WITH THE COMMUNITY (Chapters 44 to 55)

. ideasfor starting a community program, and for helping the community respond to the needs of disabled children

PART 3: WORKING IN THE SHOP (Chapters 56 to 67)

. suggestions for setting up a workshop and for making aids, wheelchair s, braces, and rehabilitation equipment

LOOKING UP PAGE REFERENCES

Usually the chapter that discusses a specific disability will not include all the information necessary to meet a child's needs. Y ou will also have to look in other chapters.
There are several ways to find out where to look.

. Asyou read a chapter, often you will come to page references such as " (See Page 471)." This means that you can turn to page 471 for more information on the topic
being discussed.

. Tofind al the different places in the book that give important information about a specific disability or topic, use the INDEX.

. In some chapters, where further reading is essentia, thereis alist of references to other parts of the book at the end of the chapter. (See, for example, Page 75.)

It isvery important that you learn how to look up these references, and do so. If you do not, the information to meet a child's needs will not be complete.

REMEMBER: The best way to learn how to use thisbook isto work for a while with the guidance of experienced
rehabilitation workers.
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Brace and limb making
in the village.

Ways to make therapy
fun and useful,

Toy making.

ldentification and
management of comman
disabilities.

Simple ways
to meet
basic needs,

Disabled Village Children is abook of information and ideas for all who are concerned about the well -

being of disabled children. It is especially for those who live in rural areas where resources are limited.

But it isalso for therapists and professionals who assist community-based programs or who want to

Development of skills share knowledge and skills with families and concerned members of the community. Adaptations of home
for daily living. and community.

Written by David Werner with the help of disabled persons and pioneers in rehabilitation in many
countries, this book has been prepared in a style and spirit similar to the author's earlier works, Where
TherelsNo Doctor and Helping Health Workers Learn. It gives awealth of clear, ssimple, but
detailed information concerning most common disabilities of children: many different physical
disabilities, blindness, deafness, fits, behavior problems, and developmental delay. It gives suggestions
for ssimplified rehabilitation, low-cost aids, and waysto' help disabled children find arole and be
accepted in the community.

Above all, the book helps us to realize that most of the answers for meeting these children's needs can
be found within the community, the family, and in the children themselves. It discusses ways of starting
small community rehabilitation centers and workshops run by disabled persons or the families of
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disabled children.

Playgrounds
for all
children.

Over 4,000 line drawings and 200, photos help make the information clear even to those with little
formal education.

Behavior problems Children helping children
and improvement, (CHI LD-to-child).

Respect for the

abilities of
the disabled.
Stimulation 1
for early PTEUEIn.tmn of
Skills for development, disability.

plind and deaf
children.

Homemade wheel chairs and wheel
boards.
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Disabled Village Children
A guide for community health workers,
rehabilitation workers, and families

001

PART 1

WORKING WITH THE CHILD
AND FAMILY

Information on
different Disabilities
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CHAPTER 1

INTRODUCTION TO PART 1

Making Therapy
Functional and Fun

Most disabled people in the world live in villages and poor communities where they never see a 'rehabilitation expert' or
‘physical therapist’. But this does not always mean that they have no ‘rehabilitation’ or ‘therapy'. In many villages and
homes, family members, local craftspersons, traditional healers, and disabled people themselves have figured out ways
for persons with disabilities to do things better and move about more easily.

We have seen examples where local carpenters, tinsmiths, leatherworkers or blacksmiths have put together simple
crutches, carts, wooden legs and other aids. We know parents who have figured out ways of adapting daily activities so
that their children can help do farm work or housework-and at the same time get much of the exercise (therapy) they
need.
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Two wor ds often used by people who work with disabled persons are 'rehabilitation’ and ‘therapy'.

Rehabilitation meansreturning of ability, or helping a disabled person to manage better at home and in
the community.

Therapy basically means treatment. Physical therapy-or physiotherapy-is the art of improving position,
movement, strength, balance, and control of the body. Occupational therapy is the art of helping a disabled
person learn to do useful or enjoyable activities.

We speak of 'therapy’ as an art rather than a science because there are many different beliefs and
approaches, and because the human feeling that goes into therapy is as important as the methods.

Sometimes the 'rehabilitation’ that families and communities figure out by themselves works better in their situation than
do methods or aids introduced by outside professionals. Here are 2 examples.

1. IniIndia, | met avillager who had lost aleg in a house-building E g
accident. Using his imagination, he had made himself an artificial leg "i
with aflexible foot out of strong wire with strips of an old cotton
blanket for padding. After several months, he had the chance to go to
acity where a professional 'leg maker' (prosthetist) made him a
costly modern fiberglass leg. The man tried using the new limb for a
couple of months, but it was heavy and hot. It did not let his stump
breathe like his 'wire cage' leg. And he could not squat to eat or do
histoilet, as he could with his homemade leg. Finally, he stopped
using the costly new leg and went back to the one he had made. For
the climate and customs where he lived, it was more appropriate.

All children, as much as possible, should
get the exercise they need through daily
work and play. (Morocco. Photo by

e

004

2. Inasmall village in Mexico, over the years, the community together with its deaf citizens has developed asimple
but expressive 'sign language' using their hands, faces, mouths, and whole bodies to communicate. As aresult,
children who are born deaf quickly and gracefully learn to express themselves. They are well accepted in the
community, and some have grown up to become creative and respected craftspersons. This village method of
'total communication' allows the deaf children to learn a useful language more quickly, easily, and effectively than
does the 'lip reading and speech’ method now taught in the cities. For children who are born deaf, attempts to
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teach only lip-reading-and-spoken- language often end in cruel disappointment (see Page 264). The 'special
educators in thecities could learn alot from these villagers.

Disabled children-if allowed-often show great imagination and energy in figuring out ways to move about, communicate,
or get what they need. Much of what they do is, in effect, 'therapy’, artfully adapted for and by each child.

With alittle help, encouragement, and freedom, the disabled child can often become her own best therapist. One
thing is certain: she will make sure her therapy is'functiona’ (useful), aways changing it to meet her immediate needs. A
disabled child, like other children, instinctively knows that lifeisto be lived NOW and that her body and her world are
there to be explored, used, and challenged. The best therapy isbuilt into everyday activities: play, work,
relationship, rest, and adventure.

The challenge, then, for health workers and parents (as well as for therapists), isto look for ways that children can get the
'therapy' they need in ways that are easy, interesting, and functional.

This takes imagination and flexibility on the part of al those working with disabled children. But mostly, it takes
understanding. When family members clearly understand the reasons for a particular therapy and the basic principles
involved, they can find many imaginative ways to do and adapt that therapy.

'Physical therapy' to improve control of the head, strength of the back, and use of both arms and hands together:

(@ inacity clinic (b) in avillage home

Photo: Cheyne Walk Photo: PROJIMO,
Spastic's Centre Ajoya, Mexico

Appropriate therapy helpsthe child to enjoy himself, be useful, and take part with others,
while mastering the skillsfor daily living.
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Physical therapy and rehabilitation techniques have been devel oped mostly in cities. Y et most of the world's disabled
children livein villages and farms. Their parents are usually very busy growing the food and doing the chores to keep the
family fed and alive from day to day. In some ways, this makes home therapy more difficult. But in other ways it
provides a wide range of possibilitiesfor exciting therapy in which the child and hisfamily can meet life's needs

together.

Hereisastory that tells how therapy can be adapted to village life.

CP

Maricelalivesin asmall village on ariver. She has cerebral palsy. When she was 4 years old, she was just beginning to
walk. But her knees bumped together when she tried to take steps. So she did not try often. Also, her arms and hands
were weak and did not work very well.

Her family saved money and took Maricelato arehabilitation center in the city. After along wait, a therapist examined
her. He explained that Maricela needed to stretch the muscles on the inner side of her thighs, so her knees would not
press together as much.
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He recommended that her parents do special exercises with her, and that they buy a
special plastic seat to hold her knees wide apart.

He said she al'so needed exercises to strengthen and increase the control of her hands and
arms.

He suggested buying her some specia toys, game boards, and aids to practice handling and
gripping things.

Maricela's family could not afford these costly things. So back in her village her father
used whatever he could find to make similar aids at low cost. First he made a special
seat of sticks.

Later he made a better seat with pieces of wood, and an old bucket to hold her legs
apart.

Then, using aboard, corn cobs and rings cut from
bamboo, he added a small table so that she could
play games to develop hand control.

T 2 ‘ ring

corn cob

= v _]-+— wood plank

At first, while they were strange and new, Maricela used her special seat and played with her special toys. But soon, she
got bored and stopped using them. She wanted to do the things that other children did. She wanted to go with her father

and brother to the cornfield. She wanted to help her mother prepare food and wash the clothes. She wanted to be helpful
and grown up.
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(story continued on next page)

006

So she broke her special toys and refused to sit in her special seat. Her parents were furious with her-and she loved it!
She would sit for hours with her knees together and her legs bent back. Walking began to get more difficult for her, so
she did not walk much.

Her parents then visited a small rehabilitation center in a neighboring village. The village team suggested that they ook
for new ways to help Maricela keep her knees apart and improve control of her arms and hands-ways that would be
exciting and help her to develop and practice useful skills together with the rest of her family. Here are some of the ideas

that Maricela and her parents came up with:

When she was good (and sometimes even if she was not) her father would let her help shell corn with him and the other
children. Because she had trouble holding the corn and snapping off the grain with her fingers, her father made a special

holder and scraper.

piece of old

holes to let saw blade
grain drop . } between
into basket - -'-‘-;_—--_ 2 sticks

cut out space
with nail

stoppers to
hold board points coming
on basket through bottom,
to hold ear
of corn

The basket between her legs held her knees apart, and the shelling of the corn strengthened her arms, gave her practice
gripping, and improved her coordination and control.
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shelling corn
_ (taking the
By dried grain
PRe off the cobs)

It was hard, important work that Maricela found she could do. And she loved it!

Maricela's mother sometimes invited her to help wash the clothes at the river. Maricelawould sit at the river's edge with
abig ' washing rock’ between her legs. She would wash the clothes by squeezing and beating them against the rock- just
like her mother.

The rock kept her knees apart and the squeezing and banging strengthened her hands and improved her control. But what
mattered was getting the clothes clean. it was hard work. But she found it easy-and fun!
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Coming back from theriver, Maricelajust had to walk. It was too far to crawl. And
besides, she had to help her mother carry back the washed clothes. This was hard, but she
tried hard, and could do it!

Carrying the pails of clothes helped her learn to walk without bending and jerking her
arms so much.

To help Maricelagrip the handle of the pail easier, her father wrapped along strip of old
bicycle inner tube very tightly around the handle. But when Maricela's hand sweated, the
smooth rubber got slippery. So her father wound athin rope around the rubber. This way,
Maricela could hold it better.

Astime passed she learned how to carry a bucket of clothes on her head-then a bucket of water. To do thistook alot of
practice with balance and control of movement. She just had to keep her legs farther apart to keep her balance.
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Her mother was almost afraid to let her try carrying the water. But Maricela was stubborn- and she
didit! Maricelaaso discovered that if she floated a gourd dipper (or a big leaf) on top of the
water, it helped keep the water from splashing out.

So, by trying different things, Maricelas family, and Maricela herself, learned ways to create
therapy and aids that were effective, useful, and enjoyable.

Mariceladid learn to walk better, and to use her hands and arms to do many things. But this took a
long time. Sometimes she would try something that was too hard, and amost give up. But when
her little brother would say she could not do it, she would keep trying until she succeeded.

Even when Maricela liked doing something, because she was a child she would get bored and not
keep doing it for long. Her parents always had to ook for new ways for her to get her therapy. It
became a challenge and a game for them, too.

Of course, Maricelaloved horses. So her father made her arocking horse out of old logs, branches of trees, and a piece of
rope for atail.
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Her father noticed that she was beginning to walk on tiptoe, so he made special stirrups for the rocking horse. With these,
when she rocked, her feet stretched up in a more normal position.

The rocking horse kept her knees apart, strengthened her hands, and helped her improve
her balance. Maricelaloved her horse and sometimes rocked for an hour or more. When
she got off, it seemed she could walk better.

After Maricela had learned to ride the rocking horse, she wanted to ride the real thing. She
begged and begged. So one day her father let her ride with him to the cornfield on his
donkey. He suggested sheride in front of him where he could hold her. But she insisted on
riding behind, like other children do.

So he fixed some stirrups and let her ride behind. Her legs were spread wide and she hung on tightly. It was excellent
therapy - but nobody called it that.

In the cornfield she helped her father and brother clean the weeds out from among the young corn plants. That was good
for the young plants-and for her, too! But after several trips to the cornfield on the donkey with her father, Maricela
begged him to let her ride aone. He was nervous, but he let her try.
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She could do it-and what confidence it gave her! Soon Maricelawas preparing lunch for her father and brother and taking
it to them in the cornfield-all by herself. Now she found she could do many other things she never thought she could.
Although she was still awkward, and at times had to ook for special ways to do things, she found she could do most
anything she wanted or needed to.
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The example of Maricelas 'therapy' cannot and should not be copied-but instead, learned from. In fact, the story suggests
that no approach to rehabilitation should be copied exactly. Our challenge is to understand each child's needs, and
then to look for waysto adapt her rehabilitation to both the limitations and possibilities within her family and
community. We must always look for ways to make therapy functional and fun.

Recently, some "appropriate technology' groups have tried to adapt standard ‘rehabilitation aids' to poor rural
communities. However, many of their designs are modeled fairly closely after the same old city originals, using bamboo
and string instead of plastic and aluminum. Some of these low-cost designs are excellent. But more effort is needed to
make use of the unique possibilities for rehabilitation and therapy that exist in the village, farm, or fishing camp.

Maricelas family did just this. The basket of corn, the washing rock, the rocking horse, and the donkey all became
'therapy aids' to help Maricela spread her spastic legs, and at the same time, to take part in the life of her family and
community.

But not every family shells corn in baskets, washes clothes on rocks, or has a donkey. And not every disabled child has
Maricela's needs and strengths. So we repeat:

We should encourage each family to observe the specific needs and possibilities of their
disabled child, to understand the basic principles of the therapy needed, and then to ook
for waysto adapt the therapy to the child'sand family'sdaily life.
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In PART 1 of this book, we discussed ways of working with individual children according to their particular disabilities. However, alot of what can make life
better- or more difficult - for a child comes not from the child's disability itself, but from the way that people in the family and community look at and treat the

child.

In this part of the book (PART 2) we look at ways to actively involve members of the community-disabled persons, their families, concerned adults,
schoolchildren, and others-in meeting the needs of disabled children and in helping them find a meaningful place in the community.

A DISABLED CHILD GROWING UP EE?&E%HIP
HASTHE SAME NEEDSASOTHER AND LOVE

CHILDREN, FOR...

ADVENTURE
AND TESTING
OF LIMITS '
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In every society, disabled children have the same social needs as other children. They need to be loved and respected. They need to play and explore their
world with other children and adults. They need opportunities to develop and use their bodies and minds to their fullest ability, whatever that may be. They

need to feel welcome and appreciated by their family and in their community.

Unfortunately, in most villages and neighborhoods, disabled persons- including children-are not given the full chance they deserve. Too often people seein
them only what iswrong or different without appreciating what isright.

DIFFERENT COMMUNITIES REQUIRE DIFFERENT APPROACHES

The way people treat disabled persons differs from family to family, community to community, and country to country.

. Local beliefs and customs sometimes cause people to look down on disabled persons. For example, in some places, people believe that children are
born disabled or deformed because their parents did something bad, or displeased the gods. Or they may believe that a child was born defective to pay
for her sinsin an earlier life. In such cases, parents may feel that to correct a deformity or to limit the child's suffering would be to go against the will of

the gods.

. Lack of correct information often leads to misunderstanding. For example, some people think that paralysis caused by polio or cerebral palsy is
‘catching’ (contagious), so they refuse to let their children go near a paralyzed child.

. Inmany societies, children who have fits or mental illness are said to be possessed by the devil or evil spirits. Such children may be feared, locked up,
or beaten.

. Failuretorecognizethe value and possibilities of disabled persons may lead to their being neglected or abandoned. In many countries, parents give
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their disabled children to their grandparents to bring up. (in return, many of these children when they grow up take devoted care of their aging
grandparents.)

. Fear of what isstrange, different, or not under stood explains alot of people's negative feelings. For example, in communities where polio is
common, a child who limps may be well accepted. However, in acommunity where few children have physical disabilities (or where most who do are
kept hidden), the child with alimp may be teased cruelly or avoided by other children.

. How severe a disability is often influences whether or not the family or community gives the child afair chance. In some parts of Africa, children with
polio who manage to walk, even with braces or crutches, have a good chance of becoming well accepted into society. The oppositeis true for children
who never manage to walk. Even though most could learn important skills with their hands and perhaps become self-sufficient, the majority of non-
walkers die in childhood, largely from hunger or neglect..

. Wherepoverty isextreme, a child's disability may seem of small importance. When
thisfamily in Sri Lanka was asked about their disabled child, the mother said her
biggest worry was that the roof of their hut leaked. The village rehabilitation workers
organized neighbors to help build a new roof. Only when the basic needs of food and
shelter were met, could the mother give attention to her child's disability.

{Photo: Philip Kgosana, UNICEF, Sri Lanka.)
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Overprotection

Certainly not all disabled children are neglected or treated cruelly. In Latin America (where this book was written) a disabled child is often treated by the
family with an enormous amount of love and concern. It is common for parents to spend their last peso trying to cure their child, or to buy her vitamins or
sweets, even at the cost of hardship for the other children.
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Providing too much protection isone of the biggest problemsin Latin America and elsewhere. The
family does almost everything for the child, and so holds her back from developing skills and learning
to care for herself. Even a child with afairly mild disability is often not alowed to play with other
children or go to school because her parents fear she will be teased, or unable to do as well asthe
others.

Evenin Latin America, where families usually provide loving care for their disabled children, they
often keep them hidden away. Seldom do you see a disabled child playing in the streets, helping in
the marketplace, or working in the fields. Partly because disabled persons are given so little chance to
take part in the life of the community, everyone assumes that they cannot-and should not. Disabled
children often grow up as outsidersin their own village or neighborhood. They are unable to work,
unable to marry and have children, unable even to move about and relate freely to othersin the
community. Thisis not because their disabilities prevent them, but because society makesit so
difficult.

In one Latin American border town,
a mother brought her child to a
clinic with her head covered by a
paper bag— to hide a deformity of
her mouth (cleft lip).

Y et things do not have to be like this. In the village of Ajoya, Mexico, people used to stare at, turn their backs on, or express their sorrow for the occasional
disabled child whom they saw. But now things have changed. Ajoya has become the base of a community rehabilitation program (PROJIMO) run mainly by
disabled young people.

In Ajoya, disabled children and their parents are now comfortable about being seen in public. Non-disabled and disabled children play together in a'playground
for al' built by the village children with their parents help. The community has helped build special paths and ramps so wheelchair riders can get to the stores,
to the village square, in and out of some homes, and to the outdoor movie on Saturday nights.

Mari, ayoung woman who is paraplegic (paralyzed from the waist down), first came to Ajoyafrom a neighboring village for rehabilitation. She soon became
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interested in the village program and decided to stay and become aworker. Today Mari keeps the records, helps interview and advise disabled children and
their families, and islearning how to make plastic leg braces. She has become one of the most important members of the PROJIMO team.
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But Mari does not want to go back to her own village. "It's depressing there!" she says. "l never go out of the house. | don't want to. The people don't treat me
like myself anymore. They don't even treat me like a person. They treat me like a cripple, anothing. Onetime | tried to kill myself. But herein Ajoyait'sa
different world! People treat me just like anybody else. | loveit here! And | feel useful.”

Her fellow team membersin the village rehabilitation center are trying to convince Mari to go back
sometime to her own village as a rehabilitation worker. They offer to help her change peopl€'s attitudes
there, too. Mari is still uncertain. But the PROJIMO team has begun to visit Mari's village. Already the
families of disabled children there have begun to organize. The village children have helped build a
"playground for al', and adults have built a small ‘'rehabilitation post' next to it. So, things have begun to
changein Mari's village too. The 'different world' has begun to grow and spread.

Mari helps another spinal cord injured
girl with her exercises.

In PART 2 of thisbook we look at ways to help the community respond more favorably to disabled children and their needs. Usually, of course, avillage or
neighborhood does not decide, on its own account, to offer greater assistance, acceptance, and opportunity to disabled persons and their families. Rather,
disabled persons and their families must begin to work together, to look for resour ces, and to re-educate both themselves and their community. Finally-

when they gain enough popular understanding and support-they caninsist on their rights.

The different chaptersin PART 2 discuss various approaches and possibilities for bringing about greater understanding of the needs and possibilities of
disabled children in their communities. We start by looking at what disabled persons and their families can do for themselves and each other. We look at
possibilities for starting afamily-based rehabilitation program, and the importance of starting community-dir ected rehabilitation centers run by disabled
villagers themselves. We explore ways to include village families and school children. Finally, we look at specific needs of the disabled child growing up
within the community- needs for group play, schooling, friendships, respect, self-reliance, social activities, ways to earn aliving or to serve others; also needs

for love, marriage, and family.
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EXAMPLES, NOT ADVICE

In this part of the book, which deals with community issues, we will try mostly to give examples rather than advice. When it comes to questions of attitudes,
customs, and social processes, advice from any outsider to a particular community or culture can be dangerous. So as you read the experiences and examples
given in these pages, do not take them as instructions for action. Use, adapt, or reject them according to the reality of the people, culture, needs, and
possibilities within your own village or community.

Each community isunique and hasits own obstacles and possibilities.
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8

A lot of 'shop work’ can be done outside. Here young men in Kibwezi, Kenya (Africa) learn to
make low-cost aids. (Photo: Aids for Living, AHRTAG)
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CHAPTER 56

INTRODUCTION TO PART 3

Making Sure Aids and Procedures
Do More Good than Harm

When | (David Werner) was about 10 years old, | was taken to a doctor because | was having problems with my feet. | kept falling over things and
spraining my ankles. No one knew yet that these were early signs of a progressive muscular atrophy.

The doctor examined my feet. They were somewhat weak and floppy, so he prescribed arch supports. An 'orthotist' across town would make them.

When the arch supports were ready, the orthotist put them on my feet. "Do they hurt?' he asked. "No," | said. So | was sent home with instructions
to wear them every day.

| hated the things! - not because they hurt, but because it was harder for me to walk with them than without them. They pushed up on my arches
and bent my ankles outward. | fell and sprained my ankles more than ever.

| tried to protest, but nobody listened to me. After all, | was only achild. "Y ou have to get used to them!" | wastold. "Who do you think knows best-
you or the doctor?'
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So mostly | suffered in silence. | took the arch supports out of my shoes and hid them whenever | could. But when | was caught | was punished. |
was made to feel naughty and guilty for not doing what was 'best’ for me.

Several years later, as my walking continued to get worse, | was prescribed a pair of metal braces. They held my ankles firmly, but they were
heavy, uncomfortable, and made me feel more awkward than ever. | hated them, but wore them because | was told to.

One holiday | took along walk in the mountains. The braces rubbed the skin on the front of my legs so badly that deep, painful sores developed. |
refused to wear them again.

It was not until many years later, long after | had begun to work with disabled children, that a brace maker and | figured out what kind of ankle
support would best meet my needs. So now | use lightweight, plastic braces that provide both the flexibility and support that best suit me.

When | look back, | realize that the doctor did not know mor e about what | needed than | knew. After all, | was the one who lived with my
feet! True, at age 10, | could not explain the mechanics and anatomy for what was happening. But | did have a sense of what hel ped me manage
better and what did not. Maybe if the adults who were so eager to help had included me in deciding what | needed, | might have had aids that better
met my needs. And | might not have felt so guilty and naughty for expressing my opinion.
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| learned something from these childhood experiences. | learned how important it is to listen to the disabled child, to ask the child at every stage
how she feels about an aid or an exercise, and to include the child and her parentsin deciding what she needs. The child and her parents may not
always be right. But doctors, therapists, and rehabilitation workers are not alwaysright either. By respecting each other's special
knowledge and looking together for solutions, they can come closest to meeting the child's needs.
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See the

design on
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Page 616.

Some of the best design improvementsin aids and equipment come from the ideas
and suggestions of the children who try them out.
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PRECAUTIONS IN PROVIDING A CHILD WITH AIDS, EQUIPMENT, AND
PROCEDURES

To make sure aids and equipment really meet the child's needs, consider the following:

1.How necessary arethe aidsor equipment? Might it help the child moreto learn to manage without them? For example:

Elena has arthritis. Her thighs have
become too weak to support her body

weight. You can fit her with braces and _ ) _ )
crutches. But watch out! These aids will A better solution might be exercise to strengthen her thighs. For example,

not make her thighs stronger. They may Walking in water will make it easier for her legs to support her weight.
even make them weaker, since she
could then walk without having to use
her thigh muscles.

Also, using a
cane instead of
crutches helps
her to use and
strengthen her
thigh muscles

(see Page 587).

MORE APPROPRIATE

LESS APPROPRIATE

AVOID MAKING THE CHILD
TOO DEPENDENT ON AIDS!
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2. Asany child grows and devel ops, his needs keep changing. Frequent re-evaluation is necessary to find out if an aid should be
changed or isno longer needed. Ask the child what he wants. For example:
Misha has been slow to develop balance for sitting. At
firgt, straps helped him sit in a stable, upright position.
But as he continues to develop, keeping him strapped in a chair may
keep him from improving his balance more or from learning to sit
without help.
Misha might be
helped more by
aseat that gives
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support to his
legs and hips
but lets him

bal ance the top
part of his body
without help

(see Page 573).

APPROPRIATE ONLY AT FIRST
APPROPRIATE LATER

3. A simple, low-cost aid that is designed and made to meet the needs of a particular child often works better than an expensive
commercial one. For example:

Commercia wheelchairs are
often too big for children, and
hard to adapt to their positioning
needs. Repairs are difficult and
expensive; replacement parts are
hard to get.

A simple wood or plywood
chair can be easily made to fit
the child's size and positioning
needs. Repairs and
replacements are easy because
bicycle wheels and other
standard parts are used. (See

LESS APPROPRIATE Page 620.)

MORE APPROPRIATE

4. Consider the economic limitations of the family and community. Growing children will frequently need larger sizes of aids such asleg

braces, artificial limbs, and specia seating. Use either aidsthat are cheap enough to replace often, or that can be easily made bigger. For
example:

When the child outgrows the brace, or it breaks, the family cannot afford to repair or replace it-so the child goes back to crawling, develops
contractures and may never walk again.

Poor families sometimes spend as much as a year's earnings on an expensive, modern brace with knee and ankle hinges and special shoes.
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costly

commercial
costly - E:m
hinged
brace with /
orthopedic
boots

LESS APPROPRIATE

A cheap brace without hinges will not let the child bend his knee to sit. But the brace can be cheaply replaced, so the child is able to stay on his
feet. Up to 20 low-cost braces can be made for the price of one expensive one.

adjustable
homemade

MORE APPROPRIATE (See Page 543 and 586.)
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5. Make use of the special opportunitiesin rural areas. Look for ways that a child can do her exercises as part of daily work and play with other
people- not as a boring chore that keeps her separate and different. For example:

If achild needs a specia aid to strengthen her weak arm,
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avoid making her do the exercisesin away that isolates her. Instead, find ways for her to do her exercises while taking
part in activities with others.

NO, YOU CAN'T HELP
GRIND THE RICE,
NOw, DO YOUR,

Another child can help lower the grinder

MORE APPROPRIATE

LESS APPROPRIATE

If the grinder istoo heavy to lift, you can put another weight here.

In places where people grind grain with a handmill, this can also be used for exercises. So can
grinding grain on a stone dish. A mill can be adjusted from 'easy’ to 'hard'. (Also see Pages 6 and

377.)
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6. Whenever a choice can be made, keep orthopedic aids as light and unnoticeable as possible. For example:

Six months later, Tina's
father took her to avillage
rehabilitation center where
they fitted her with a
lightweight plastic brace.
She could wear it under
stockings, and still use her
old sandals. She was happy
to wear it anywhere.

Tinaisfrom avillage
where most children
wear sandals. A
rehabilitation center in
the city fitted her with
aheavy metal brace
and boots like this.
She hated them and
refused to leave the
house with them on.

Note: In areas where
children do not wear
shoes and socks, a
brace with awood
clog, leaving most of
the foot open to the air,
may be preferred (and
may be cleaner).
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7. Try to adapt aids and equipment to thelocal culture and way of life. An example of adaptation to the local situation is the'Jaipur limb' (see
also Chapter 67):

The'Jaipur limb' was designed for the needs
o of villagersin India. It has akneewith a

In India, villagers squat a lot. They STANDARD LIMB JAIPUR LIMB joint that bends all the way. The foot pieceis
cook and eat at ground level. A made mostly of rubber and is very flexible,
person with astandard artificial allowing the person to squat. It is the color
leg cannot squat because the leg and shape (including toes) of a normal foot.
does not bend enough in the knee It is waterproof, so that people can work in
and ankle. Also, the standard leg is water-or rice fields without harming it. The

not made to be used when leg islow cost and quick to fit,
barefoot, or in water.

(For more information on the Jaipur limb,
LESS APPROPRIATE MORE APPROPRIATE see Page 636.)

8. Make aids and equipment as attractive and enjoyable as possible. To test the attractiveness of an aid, find out:
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. Doesthe child take pleasure or pridein his aid?

HEY Tim /}
LET ME RIDE
YOUR HORSE/

. Dotheparentslikeit?

. Do other children want to use it or play with it?

9. A common error isto provide children with more bracing than they need. Often a child will come to the rehabilitation center already fitted with
big heavy braces that he never needed or no longer needs. They may actually slow him down. Always check to see what a child can do with and

without hisaids. Try smaller, lighter aids, or noneat all. Above all, ask the child what he prefers.
WHOOPEE!
ONLY |1 SECoNDS !/

WALK FROM NOW DO IT

GQoD. EXCELLENT,

HERE TO THAT AGAIN
FLOWER AS 2§ $ECONGS, WITHOUT ONLY 17 SECONDS !
FAST AS YOU CAN, YOUR

BRACES,

BUT YOUR FEET
BEND OVER SOME.
LET'S TRY WITH
S0ME BELOW-KMNEE
PLASTIC BRACESS

STILL MORE APPROPRIATE

LESSAPPROPRIATE MORE APPROPRIATE (for this child)
See Page 550.

530

EVALUATING WHICH DEFORMITIES SHOULD BE CORRECTED AND
WHICH SHOULD NOT

PART 3 of this book, in addition to aids and equipment, also discusses methods for correcting joint contractures, which are discussed in Chapter
59. Just as you need to decide if abraceis appropriate, you need to decide whether correcting a contracture will actually help a child.
Although many contractures increase difficulty for a child, some may actually help and should be left uncorrected. For example:

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00258.htm (9 of 13) [9/4/2005 11:13:52 PM]



DISABLED VILLAGE CHILDREN - PARTS3 (Introduction)

Inachild
with polio,
the weaker
leg is often
shorter.

The foot
hangs down
and often
develops a
tiptoe
contracture
which, in
effect,
makes the

leg longer

contracture
corrected

If we correct the foot contracture, the leg will, in effect, become 'shorter'. This can cause tilting of the
hips, a spinal curve, and more awkwar d walking.

To correct the hip tilt and spinal curve, the child will need alift on the shoe, and probably a brace too.

This usually makes walking mor e difficult, and the disability mor e noticeable, than before the
contracture was corrected.

For thischild it may be best NOT to correct the contracture.

Other examples of contractures that are sometimes more beneficial than harmful are finger contractures in persons with hand paralysis (see Page
183) and tightness of back musclesin persons with spinal cord injury or muscular dystrophy (see Page 375).

CAUTION: In children with spastic cerebral palsy, sometimes orthopedic surgeons perform operations to correct
contractures or awkward positions, without completely evaluating the effects on the children. Often children find it
harder to walk or function after the surgery. Always seek the opinion of therapistsand other orthopedists before
deciding to have the operation.

Befor e deciding to correct any contractures or deformities, try to be surethat the correction will help the child to do things better.
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WHAT IS MORE IMPORTANT-APPEARANCE OR FUNCTION?

When a choice needs to be made between an aid that is more useful and one that is more attractive (or perhaps no aid at all), it isimportant to
consider the cultural factorsand to respect the wishes of the child and her parents. Here is another story.

A HELPING HAND FOR SRI

When Sri was 13 years old, one day she was helping her father at a small sugar-cane mill that was pulled round and round by a mule. Her hand
got caught in the gears of the mill and was crushed. It had to be cut off at the wrist.

The stump healed quickly but Sri's spirit did not. It seemed as though it, too, had been crushed. She had been a happy girl. Now she just sat
around. She did not help with housework, and refused to go outside. She kept her stump hidden in her clothing or behind her back.

Sri's family worried about her. They took her to a speciaist in the city who examined her and suggested an artificial limb. She gave Sri the
choice between hooks, which would be useful, and an artificial hand, which looked more natural but would be less useful. The specidist
encouraged her to choose the hooks, and explained how well she could learn to use them. But Sri picked the hand.

The hand was very expensive, but it looked almost real, and the family agreed. Her father had to sell his mule to pay for it, and was in debt for
more than ayear.

Astime went by, however, Sri never really used her new hand. She tried it on afew times, but it seemed cold and dead. One day when her
mother took her to the market wearing the hand, Sri thought everyone was looking at her. Two little boys, who had been her friends, pointed at
the hand and laughed. She never woreit again.

One day avillage health worker visited Sri's home. She saw that everyone was busy working and doing things except Sri, who sat quietly in the
corner.

After talking with her family, the health worker suggested that they make an effort to treat Sri just like the other children.

"Encourage her to help with work, and to take part in al your activities," she said. "Don't pretend that Sri's hand isn't missing. Just accept her as
sheis. Let her know that you love her and need her help as much as before.”

So instead of feeling sorry for Sri, or letting her just sit and feel sorry for herself, her family began to treat her as they had before the accident.
They asked her to help with the housework, prepare the meals, and care for the baby. At first Sri was unwilling and found everything difficult.
But soon she learned how to do many things by using her good hand and her stump.

She began to gain new confidencein herself, and in time started going to the market alone. At first, people took notice of her missing hand, or
whispered, 'Oh, poor thing!" But when they saw how well she did things, they soon stopped feeling sorry for her and began to treat her like any
other person.
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It is important that the family not let the
disabled person be separated from daily
work and activities.

Instead, look for ways to let the disabled
person help as best she can.

532

When trying to decide about an aid, we need to seek the balance between usefulness and attractiveness that helps the child fit in best with his or
her family and community.

Rehabilitation experts often place great importance on usefulness, or 'function'. But acceptance in the community is also very important. In some
placesit may be moreimportant. So, before trying to convince a child like Sri to accept an aid that will make her deformity more noticeable, we
must consider how this could affect her. In some communities, people will soon accept both the child and her aid. But in some societies, people
have beliefs or deep fears about a person whose body is 'incomplete’. In other societies, amputation of a hand has traditionally been the punishment,
and sign, of athief. Or agirl who is seen as defective may not be likely to find a husband. So, it may be socially very important for her to have an
aid that looks real or isless noticeable, even if it does not function. (If the family can afford them, sometimes the best solution is 2 artificial limbs -
hooks for home use or work, and a 'hand' for 'dressing up' and going out.)

APPEARANCE CAN BE IMPORTANT

For example, one of the most useful solutions to amputations of both hands is an operation which uses the two bones of
the lower arm to create 'pinchers. The operation isfairly simple for an orthopedic surgeon, and once completed no aids
are needed for grasping and handling awide variety of things. The biggest advantage is that the per son can feel what
he handles. But few people choose this aternative because, they say, it looks so strange.

Itis, of course, unfortunate that a child feels ashamed or thinks she has to hide her disability. We must work for greater understanding. But people
do not change their attitudes quickly. Often the child and her parents have good reasons for their fears, and we must learn to accept them. However,
we must also help the child, her family, and the community to become more accepting of the child's disability and to provide as many opportunities
for the child as possible.

We need to help the child find courage. A child with anew disability will often be afraid to go out into the community, or back to school. And
other persons or children may at first take notice and 'feel sorry' for her-or even tease her. But if she can be helped through thisfirst difficult period,
usually other people and children will soon get used to her 'difference’ and accept both it and her. As more disabled persons find the courage to go
out into the community, it will be easier for those who follow, because people will become more open and accepting.

In the story of Sri, the rehabilitation specialist tried to solve her problem by giving her an artificial limb. Her family spent alot of money on it. But
the new 'hand' did not solve her problem. She never really accepted or used it. Her problem, which was partly emotional, was finally solved by the
whole family helping her to join them again in daily activities, and to gain new confidence in herself.
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Thisisvery important. Too often wetry to find technical answersto problemsthat are mostly personal, social, or emotional. So we turn to
specia aids and equipment. Sometimes these are needed. But sometimes they are unnecessary, too costly, or make life more difficult for the child
(even though they may be of some help physically). So ...

Before deciding if a child needs special aids, braces, surgery, or equipment, and what kind, car efully consider the needs of the whole
child within her family and community.

Go back to the CONTENTS
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Disabled Village Children
A guide for community health workers,
rehabilitation workers, and families

PART 1

WORKING WITH THE CHILD AND FAMILY:

Information on different Disabilities

B. Recognizing, Helping with, and Preventing Common Disabilities

051

CHAPTIER 6

Guide for Identifying Disabilities

This chapter has a chart, 7 pageslong, to help you find out what disability a child possibly has, and where
to look up that disability in thisbook.

In the first column of the chart, we list the more noticeable signs of different disabilities. Some of these signs
are found in more than one disability. So in the second column we add other signs that can help you tell apart
similar disabilities. The third column names the disability or disabilities that are most likely to have these
signs. And the fourth column gives the page numbers where you should look in this book. (Where it says
WTND and then a number, thisrefers to the page in Where There s No Doctor.)

If you do not find the sign you are looking for in the first column, look for another sign. Or check the signsin
the second column.

This chart will help you find out which disabilities a child might have. It iswise to look up each possibility.
Thefirst page of each chapter on a disability describesthe signsin more detail.

IMPORTANT: Some disabilities can easily be confused. Others are
not included in this book. When you are not sure, try to get help
from someone with more experience. At times, special tests or X-
rays may be needed to be sure what the problemis.

Fortunately, it isnot always necessary to know exactly what disability a child has. For example, if achild
has devel oped weakness in his legs and you are not sure of the cause, you can still do alot to help him. Read
the chapters on disabilities that cause similar weakness, and the chapters on other problems that the child may
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have. For this child, you might find useful information in the chapters on polio, contractures, exercises,
braces, walking aids or wheelchairs, and many others.

Sometimesit isimportant to identify the specific disability. Some disabilities require specific medicines or
foods-for example, night blindness, rickets, or cretinism. Others urgently need surgery - for example, spina
bifida or cleft lip and palate. Others require special ways of doing therapy or exercises-for example, cerebral
palsy. And others need specific precautions to avoid additional problems-for example, spinal cord injury and
leprosy. For thisreason, it helps to learn as much about the disability as you can. Whenever possible, seek
information and advice from more experienced persons. (However, even experts are not always right. Do not
follow anyone's advice without understanding the reasons for doing something, and considering if and why the
advice appliesto the individual child.)

A% ChtSf

In addition to this chart, 2 other guides for identifying disabilities are in this book :

GUIDE FOR IDENTIFYING CAUSES OF JOINT PAIN, Page 130. GUIDE FOR IDENTIFYING AND
TREATING DIFFERENT FORMS OF FITS (EPILEPSY'), Page 240.

052
GUIDE FOR IDENTIFYING DISABILITIES
SIGNSPRESENT AT OR SOON AFTER BIRTH
IF THE CHILD HASTHIS AND ALSO THIS HE MAY HAVE SEE
PAGE
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born weak or 'floppy"

. often adifficult

birth
. delayed
breathing
. born blue and ’ ggﬁgdrgglnstyél ddl 74
limp ' P ¥ 277
. or born before
9 months and
very small
slow to begin to lift head or
move arms.
. Down syndrome (mongolism) 279
" round face + cretinism 282
. dant eyes
. thick tongue
small ;Iead = microcephalia (small brain) mental
orsm retardation 278
top part of
head
none of above developmental delay for other
reasons 289
does not suck well or chokes on « pushes milk
milk or food back out with cerebral pal
tongue pasy 87
. or will not suck
T \- . cannot suck ==
well . & 120
- . chokesor milk . check for cleft palate o77

comes out nose

. possibly severe retardation
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one or both feet turned in or no other signs club foot
114
back. 114
TN
" hands weak -
: arthrogryposis
stiff or clubbed P 122
. somejoints
stiff. in bent or
straight
positions
dark lump on back spinabifida 167
'bag’ or dark lump on back éé
" clubbed feet spinabifida
. orfeetbendup | (Sometimesno 'bag’ is seen, but foot 167
too far signs may be present) —
. orfeetlack
movement and
feeling
head too big; keeps growing. may develop: hydrocephalus (water on the brain) -
. At birth, thisisusually asign of
eyeslike spinabifida 167
'setting sun'
. increasing
mental and/or
physical in an older child, possibly tapeworm | \\ -\
disability in brain, or abrain tumor
. blindness 143
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upper lip and/or roof of mouth
incomplete. @S
@ cleft lip (hare lip)
feeding
. later, speech
difficulties
birth deformities, defects, or
missing parts. See
(may or may not be . 119
associated with other + birth (t:zlaetfects 227
oroblems) . amputations 279
. Down syndrome —
% W . developmental delay 287
abnormal stiffness or position. . from birth
. Some muscles
weak arthrogryposis
. somejoints e _
iff arthrogrypes . . 122
. head control
and mind
normal
. Muscles
tighten morein
certain _
positions. spastic cerebral palsy
. Mmay
Note: muscle tightness(spasticity) 89
usually does not appear until weeks -
or months after birth.
grip thumb
tightly
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053
SEE
IF THE CHILD HASTHIS AND ALSO THIS HE MAY HAVE PAGE
. does not move the arm much
one arm weak or in strange Erb's palsy (weakness
position from damage to nerves
C s in shoulder during 127
holds it like this\ ? birth)
: hemiplegic (one-sided)
leg on same side often affected cerebral palsy %
On opening legslike this, leg 'pops into | dislocated hip from
dislocated hip at birth. place or does not open as far. birth (often both hips)
may be present with: 155
. spinabifida 167
leg held
differently, PRI - Downsyndrome | 279
shorter: fla - \1,,~ . arthrogryposis 122
Covers part
of vulva Also see Page 156.
slow to respond to sound or Check for signs of:
to look at things
_— . developmental 290
(may be due to one or a combination of
\I'H" problems) delay v
- W . cerebral palsy 243
@. i . blindness 257
- . deafness

SIGNSIN CHILDREN

http://iwww.dinf.ne.jp/doc/english/global/david/dwe002/dwe00208.htm (6 of 23) [9/4/2005 11:13:59 PM]



Disabled Village Children - CHAPTER 6 (DISABILITY GUIDE)

IF THE CHILD HASTHIS AND ALSO THIS HE MAY HAVE PSAEGEE
: _ Developmental delay,
slow in most or all areas: check for signs of: 287
oy 6 : ¢ Down syndrome
" round face (mongolism) 279
. dant eyes
_ . singledeep creasein
slower than other children to do hand
things (roll, sit, use hands, show
interest, walk, talk)
" movements and atin
response slow cretinism 282
« Skindry and cool
. hair often low on
forehead
. puffy eyelids
has continuous §t_range cerebral palsy
movements positions,
and/or stiffness 2150 cheek for: 87
243
: . blindness 257
. deafness 320

. malnutrition
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does not respond to sounds, does

not begin to speak by age 3 Check for:
may respond to some - deafness -
sounds but not others Check - Severe P
for ear infection (pus). developmental delay | 283
(with or without 87
deafness)

. Severe cerebral palsy

does not turn head to look at things,
or reach for things until they touch

her
. blindness and/or
Eyes may or may not look . severe mental 243
normal. retardation 277

. Severe cerebral palsy 87

Eyelids or eyes make quick, jerky, . blindness
or strange movements. . fits 243
Check for one or a ’ tcc()e(r)ergruaclzh ;Inedlm ne 233
combination of these. ) Paisy 15

. other problems
affecting or 87
damaging the brain 14
04

HE MAY | SEE

IF THE CHILD HASTHIS AND ALSO THIS HAVE PAGE
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epileptic fits
. begins suddenly, child (Peattern
may fall or lose varies alot
CONSCiouUSNeESs in different 233
. childisnormal (or more | children-or =
All or part of body makes strange, normal) between 'fits eveninthe
uncontrolled movements. same child.)
athetoid
cerebral
al
slow, sudden, or basy
rhythmic s (Note: Fits 89
T e oo |
. _ palsy may
(except in sleep);no loss of occur in the
CONSCIOUSNESS same child.)
. different
Body, or parts of it, stiffenswhen in certain ppatlons n spastic
positions: poor control of some or all dlf_ferent cerebral 89
movements. chilaren palsy —
. Body may
stiffen
backward and legs cross.
PARTSOF BODY WEAK OR PARALYZED
IF THE SEE
CHILD AND ALSO THIS HE MAY HAVE PAGE
HASTHIS
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floppy or
limp
weakness
in part or
all of body

no loss of
feelingin
affected
parts

no
spasticity
(muscles
that tighten
without
control)

normal at
birth

. usuadly
began with
a'bad cold
and fever
before age 2
. irregular pattern of parts

weakened. Often one or both legs-

sometimes arm, shoulder, hand,
etc.

. beginslittle by little
and steadily gets worse
. about the same on both
sides of body {L
. often othersin the
family also have it

. Paralysis startsin legs and moves
up; may affect whole body.
. or, pattern of paraysisvariable

lump on back (See Page 57.)

polio

« muscular atrophy

« muscular atrophy

tick paralysis

£ 8

Guillain-Barre' paralysis (usually
temporary)

paralysis from pesticides, chemicals,
foods (lathyrism)

tuberculosis of spine
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leprosy 215
one or both hands or feet
develops slowly in older child.
Gets worse and worse.
born with bag on back (Look for
scar.)
floppy or feet weak, often without
limp
weakness 167
spina bifida
usually feding
some loss
of feeling
spinal cord injury
usually from back or neck injury
weakness, |oss of feeling below
level of injury paraplegia
may or may not have muscle {lower body) 175
Spasms driplegi
loss of bladder and bowel control ?::p;:-p:nﬂﬂ
lower body)
injury to nerves going to one part of hand weakness sometimes caused by
body using crutches wrongly 393
055
IF THE SEE
CHILD HAS AND ALSO THIS HE MAY HAVE
THIS PAGE
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usually affects body in one of these
patterns . 1: cerebral palsy (or
"Veﬁa‘ﬂ‘@ " stroke, usually older
:;Jf ywl persons)
'Tiness or 1. 2 i . 2and 3: cerebral palsy
gpasticity of 3. :
. occasional other causes 87
muscles EO
' I whol ==
one side both legs 2 body JOINT PAIN
no loss of
feeling . :
Muscles tighten and resist movement (many causes-see below)
because of joint pain.
JOINT PAIN
IF THE CHILD
HASTHIS AND ALSO THIS HE MAY HAVE | SEE PAGE

. beginswith or without fever 9{*

. gradually gets worse, but ) juvenile arthritis 135
there are better and worse -
periods

one or more painful

joints
other causes of joint
pain

. 1
See chart on joint 130
pain.
WALKSWITH DIFFICULTY OR LIMPS
IF THE CHILD HAS SEE
THIS AND ALSO THIS HE MAY HAVE PAGE
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Check for:
dipsto onesidewith | oneleg often weaker and i 59
each step shorter - Polo 87
. cerebral palsy 155
. dislocated hip =
. usualy beginsage 4 to
8 L
. may complain of knee damaged hip joint 157
pain
walks with knees
pressed together
« muscle spasm and
tightness spastic diplegic or paraplegic
. upper body little cerebral palsy 87
affected
stands and walks
with knees together f .J'l.l i
and feet apart R normal from ages 2 to 12 113
feet less than 3" apart at age 3
—— knock-kneed 114
no other problems feet more than 3" apart at age 3
walks awkwardly _ _
with one foot tiptoe hemiplegic cerebral palsy 90

muscle spasms and poor

control on that side. Hand on

that side often affected.
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. notin
(stroke in older persons) book
walks awkwardly jerky steps, poor balance
with kneesbentand | gydden, uncontrolled .
legs usually movements that may cause athetoid cerebral palsy 89
separated failing B
« poor balance (ataxia)-often
slow 'drunken’ way of walking with cerebral palsy 90
learnsto walk late and falls . Down syndrome 279
often (mongolism) —
. Cretinism 252
. weakness, especidly in
walks with both feet legs and feet I d "
tiptoe . gradually gets worse muscular dystrophy 109
and worse
legs and feet stiffen (spasticity :
of muscle) spastic cerebral palsy 89
10 other problems normal? (some normal children at
P first walk on tiptoes) 292
056
|IF THE CHILD HASTHIS AND ALSO THIS HE MAY HAVE SEE
PAGE
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walks with hand(s) pushing
thigh(s) or with knee(s) bent
back

weak thigh muscle

. polio

. muscular dystrophy 59
. arthritis (joint pain) 109
. other causes of 135
difficul muscle weakness 112
Iifti:gulat: /.j"
Foot hangs down weakly (foot
drop). - polio
. Spinabifida 59
Child liftsfoot high - muscular dystrophy | 167
with each step so . Mmuscular atrophy 100
[{ | thatitwill not drag. - nerve or muscle 112
injury ===
. other cause of 35
e weakness 139
dips from side to side with each .
step . polio
. cerebral palsy
. Spinabifida 29
. Down syndrome 87
due to muscle weakness at side . muscular dystrophy 167
of hips, or double dislocated . child who stays 279
hips, or both small 109
arthrogryposis 126
. dislocated hips (may | 1o
occur with any of ES

the above)
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. contractures

walks with one (or both) hip, (shortened muscles)
knee, or ankle that stays bent . joined or fused
. joints i
joints cannot be slowly 80
straightened when child relaxes _ —
(see page 79). may be secondary to: 1%91
. polio 231
. joint infection
. other causes
Joints can gradually be Spasticity, often cerebral
straightened when child relaxes. | palsy 89
under 18 months old often normal 113
Knees wide apart when feet
to_gether (b(.)W Iegs_). W_addles or Any combination of these:
dipsfrom side to side (if he Consider:
walks). . Jointslook big
or thick. . rickets (lack of
. Child isshort vitamin D and 125
for age. sunlight) 125
. Bonesweak, . brittle bone disease 126
bent, or break . children who stay non
: 282
easily. very short
. Armsand legs may seem (dwarfism) 279
too short for body, or . cretinism 155
‘out of proportion'. . Down syndrome
. Bédly and butt stick out a . dislocated hips
lot.
no pain or other problems normal in many children
flat feet 113
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may be problemsin:
. Painmay occur in arch 87
of foot. . cerebral palsy 59
. Deformity may get . polio 1E7
WOrse. . Spinabifida —
. Down syndrome 279
BACK CURVESAND DEFORMITIES
IF THE CHILD HAS THIS AND ALSO THIS HE MAY HAVE SEE PAGE
. When child bends over, ook for a
sideways curve of backbone :
lump on one side.
'scoliosis - may occur
alone or as complication 59
of: polio cerebral palsy 87
muscular dystrophy spina AC
bifida other physical 167
disability =
J 162
057
SEE
IF THE CHILD HASTHIS AND ALSO THIS HE MAY HAVE PAGE
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'lordosis - may occur in:

>

. weakness and | oss of

feeling in feet or lower
body

swayback | 5
. polio 167
. belly often sticks out . Sp'ggglf'(:‘ =
. may bedueto - cereora palsy 106
contractures here, or - muscular dystrophy L)
wesk stomach muscles - Down syndrome 279
. Cretinism 282
. child who stays small 126
many other El
disabilities -
rounded back 'kyphosis - often occurs
with:
136
. arthritis 175
. spinal cord injury 5
. Severepolio 1;5
. brittle bone disease ===
hard, sharp bend of or bump
in backbone . startsslowly and
without pain
| ?ng:gj?ls:)s/ history of tuberculosis of the spine 165
- . may lead to paraysis of
lower body
dark soft lump over backbone - present a birth
. sometimes only a soft
Or gLy swollen aea. | spina bifida (‘sack on the
P back) 167

OTHER DEFORMITIES
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IF THE SEE
CHILD AND ALSO THIS HE MAY HAVE PAGE
HASTHIS
& born with missing or
born that way I incomplete parts 121
accidental or surgical loss of amputations
limbs (amputation) 227
missing
body parts
. osteomyelitis (bone
infections)
gradual loss of _ _ 159
fingers, toes, 2 sometimes seen with 2_15
hands, or feet, = Eﬂ
often in persons . leprosy (hands or feet) E—
who lack feeling . gSpinabifida (feet only)
may occur with:
. polio
. muscular dystrophy 59
- floppy . muscular atrophy '
aralysis (no : F 109
paralys . spinal cord injury (at 112
spasticity) neck level) =<
. without care . leprosy 175
hand may lead to contractures so that fingers . damage to nerves or 215
problems cannot be opened cords of arms 127
(For hand All may lead to contractures.
problems
from birth,
see Page
305)
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. uncontrolled{* %
muscle ’ spastic cerebral palsy
tightness
(spasticity) may lead to contractures 8
. strange movements
. orhandintight fist
burn scars and deformities :@ bums 231
beai fl ook db may occur with many physical
clubbing or m_ﬁ’ f egin asTioppy we ; nessan ‘f;ome disabilities, including:
bending of stiff from contractures, if not prevent 59
feet (For . polio 87
club feet . cerebral palsy 167
from birth, . spinabifida 109
see Page L. . muscular dystrophy 139
114) . arthritis 175
. spina cord injury -
058
DISABILITIESTHAT OFTEN OCCURWITH
OR ARE SECONDARY TO OTHER DISABILITIES
SEE
IF THE CHILD HASTHIS AND ALSO THIS HE MAY HAVE PAGE
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Developmental delay: child
slow to learn to use her body or

develop basic skills

Contracturesjoints that no

longer straighten because
muscles have shortened

Jaints

Behavior problems

will not
straightan.

caused by slow or incomplete brain
function or by severe physical
disability, or both

caused by overprotection: treating
children like babies when they
could do more for themselves

. usually dueto muscle
weakness or spasticity

. Often, musclesthat pull a
joint one way are much
weaker than those that pull
it the other way (muscle
imbalance).

sometimes due to scarring from
burns or injuries

may come from:

. brain damage

. difficulty understanding
things

. overprotection

. difficult home situation

(Some children with epilepsy from
brain damage may pull out hair,
bite themselves, etc.)

often seenin:

. mental retardation

. cerebral palsy

. Severely or
multiply disabled
children

some delay can occur
with almost any
disability

often secondary to:

. polio

. cerebral palsy

. Spinabifida

. arthritis

. muscular
dystrophy

. Erb'spasy

. amputations

. leprosy

burns

behavior problems
common with:

. mental retardation

. fits (epilepsy)
. cerebral palsy

and for emotional
reasons, with:

. spinal cord injury
. muscular
dystrophy
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Slow to learn certain things
only; otherwiseintelligent.

Speech and communication
problems

other problems that sometimes
occur secondary to other
disabilities

(Some of these we have aready
included in this chart.)

. often over-active or nervous
. sometimes behavior
problems

. often, but not aways, dueto
deafness or retardation (or
both)

. Some children can hear well
and are

but still cannot speak.

Main disability

. cerebral palsy

. many disabilities with
paralysis

. deafness
. learning disability

learning disability

may occur with:

. deafness

. developmenta
delay

. cerebral palsy
Down syndrome
cretinism children
who stay small
brittle bone
disease cleft lip
and palate

(Deafness may occur
together with these and
other disabilities.)

Common secondary
disabilities

. blindness
. deafness
. fits

. spinal curve

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00208.htm (22 of 23) [9/4/2005 11:13:59 PM]

365

257
287
87
279
282
126
125
120

243
257
233

161




Disabled Village Children - CHAPTER 6 (DISABILITY GUIDE)

. persons who have lost
fedling: leprosy, spinal cord
injury, spinabifida

pressure sores
osteomyelitis
(bone infection)
loss of urine and
bowel control

195
159
203
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Disabled Village Children
A guide for community health workers,
rehabilitation workers, and families
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REFERENCES
(Where to Get More Information)

In the first edition of this book we included alist of references. In that list we gave the names of
publications from which we borrowed information to use in this book. We also included books and
materials that we did not use, but that we felt contained information that could be useful to other people.

It has been more than 10 years since Disabled Village Children was written. Since then, many of the
books that we recommended are not published anymore. For this reason, the list of referencesin this
Printing is somewhat different from the original. We still give credit to books and authors whose
materials we used. Whenever possible, we still include the name and address of the organization or
publisher who distributes the materials, so anybody who wishes to can write directly to them.

In some cases, we were not able to find the producers or distributors of some books and we decided to-
take them out of the list to save you time and effort.

In this new list, we also include organizations and associations that offer information and materials on
different disabilities. The services and materials that they offer vary from one to the other. Some of them
send free materials but most charge some money for them. Write to them directly to get information on
the type of books they sell and their prices. Be as precise as you can in explaining what you need so they
can do agood job at helping you.

Y ou will notice that most of the organizations that we list here arein the U.S. But there are othersin
many different countries. Find out what kind of organizations or associations of disabled people exist
where you are. It may be easier to get appropriate information and materials locally.

DISABILITY AND REHABILITATION-GENERAL

ACCENT. P. O. Box 700, Bloomington, IL 61702 USA.
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Quarterly magazine with clear and practical information specially for people with spinal cord injuries,
but covering other disabilitiestoo. It isalso amail order service. Lots of books and booklets and some
accessoriesto make it easier to function with a disability.

CBR News. Healthlink (formerly AHRTAG), Farringdon Point, 29-35 Farringdon Road, London ECIM
3JB, ENGLAND.

Report that comes out 3 times a year. Excellent information for those who are interested in
community-based rehabilitation and the rights of disabled persons. Free for those who are
working in poor countries.

Helander, E; Mendis, P; Nelson, G; and Goerdt, A. Training Disabled People in the Community. World
Health Organization, Distribution and Sales, 1211 Geneva 27, SWITZERLAND.

Very basic information-sometimes too basic. This latest edition has been improved, but it still
takes arather top-down, authoritarian approach. Very simple language. Many pictures. Part of a
total plan for a'community- based’, government-directed program.

Rehabilitation I nternational, 25 East 21st Street, New York, NY 10010, USA.

A worldwide federation of organizations of disabled people. Publications about social issues and
the politics of disability and rehabilitation. They aso publish the newdletter Onein Ten, areport
on what is happening around the world that may be of interest to disabled persons and their
advocates.

Werner, David. Project PROJIMO. The Hesperian Foundation, P.O. Box 11577, Berkeley, CA 94712-
2577, USA. 1983, 65 pages.

A photographic report on the villager-run rehabilitation program in Mexico.

Special Needs Project, 3463 State Street, #282, Santa Barbara, CA 93105 USA. 805-962-808, 805-962-
5087 fax, books@special needs.com

A bookstore that sells by mail. It offers a great selection of bocks on many different disabilities
and rehabilitation.

PRIMARY HEALTH CARE

Werner, David. Werner, David. Where There I s No Doctor. The Hesperian Foundation, P.O. Box 11577,

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00270.htm (2 of 18) [9/4/2005 11:14:04 PM]


mailto:books@specialneeds.com

Disabled Village Children - REFERENCES (Where to Get More |nformation)

Berkeley, CA 947-12-2577, USA. 1992, 506 pages.

Widely used handbook for village health workers and families on basic curative and preventive
health care. Second edition, revised and expanded.

Werner, David and Bower, Bill. Helping Health Workers Learn. The Hesperian Foundation (see address
above). 1982, 632 pages.

A 'people-centered' educational approach to health care.

Dickson, Murray. Where There I s No Dentist. The Hesperian Foundation (see address above). 1983, 208
pages.

Basic information on care of teeth and gums.

King, Maurice and Felicity. Primary Child Care Book One. Teaching Aidsat Low Cost (TALC), P.O.
Box 49, St. Albans, Herts, AL1 4AX, ENGLAND.

Excellent health care guide for children.
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POLIO

Huckstep, R.L. Poliomyelitis: A Guide for Developing Countries-Including Appliances and
Rehabilitation for the Disabled. Churchill Livingstone, Robert Stevenson House, 1-3 Baxter's Place,
Leith Walk, Edinburgh EH1 3AF, ENGLAND.

Thisis an excellent book that went out of print. Very complete. Includes braces, assistive
equipment, rehabilitation, and information for hospital care and surgery. Well adapted for poor
countries and community programs. Y ou may still be able to locate a copy.

Polio Network News. G.1.N.I., 5100 Oakland Avenue #206, St. Louis, MO 63110-1406, USA.

Quarterly report with international circulation. Focuses on long-term effects of polio. It promotes
scientific research on polio and proposes the creation of a worldwide network of people with
polio.

Post Polio. An ACCENT guide. (See address at the beginning of thislist.)
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A short manual that explains how to prevent the secondary and long-term effects of polio. Clearly
written.

CEREBRAL PALSY

Finnie, Nancy. Handling the Young Cerebral Palsied Child at Home. Penguin USA, P.O'". Box 999,
Dept. 17109, Bergenfield, NJ 07621 USA. 1975, 337 pages.

Excellent, very complete and detailed information for home care. May be too much detail for
some families-but a highly- recommended resource for a community program.

P,

(~

\

Levitt, Sophie. Treatment of Cerebral Palsy and Motor Delay. Blackwell Scientific Publications, 238
Main St., Cambridge, MA 02142 USA. Third edition, 1995.

An advanced book, mostly on physiotherapy. Excellent information, but difficult language and
presentation. Many good pictures. - Blackwell Scientific Publications, 238 Main St., Cambridge,
MA 02142 USA. Third edition, 1995. An advanced book, mostly on physiotherapy. Excellent
information, but difficult language and presentation. Many good pictures.

MUSCULAR DYSTROPHY

Muscular Dystrophy Association Inc., 3300 E. Sunrise Drive, Tucson, AZ 85718-3208, USA.
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Lots of pamphlets on all the different types of muscular dystrophy. This association can be very
helpful for children who live in the US because they provide, and can help find, many services,
(Their main focusisfinding a cure.)

ARTHRITIS
Arthritis Foundation, 203 Willow Street Suite 201, San Francisco, CA 94109-7731, USA.

A great variety of written materials on the different aspects of several types of arthritis, including
juvenile arthritis. Updated information on current research and medical treatment to function with
and manage arthritis.

Hampton, J. Achesand Pains. TALC, P.O. Box 49, St. Albans, Herts AL1 4AX, ENGLAND.

A practical guide for the management of pain due to different types of arthritis.

SPINA BIFIDA

McLone, David. I ntroduction to Spina Bifida. Spina Bifida Association of America (SBAA), 4590
MacArthur Boulevard NW Suite 250, Washington, DC 20007, USA.

Basic information; specially useful for those who live in the USA and can access the care and
services available.

Sexuality and the Person with Spina Bifida. Available from SBAA (see address above). An important
topic explained in easy terms. Different aspects of sexuality-development, activity, society-relevant to
persons with spina bifida

Also from SBAA, Bowel Continence and Spina Bifida, and other publications; write for alist of
their materials.

Welch, Collette. Spina Bifida and You: A Guide for Young People. Association for Spina Bifidaand
Hydrocephalus (ASBAH), 42 Park Road Peterborough, PE1 2UQ, ENGLAND.

This and many other publications on spina bifida are available from ASBAH. Some of their
materials are excellent.
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SPINAL CORD INJURY

Bromley, Ida. Tetraplegia and Paraplegia: A Guide for Physiotherapists. Churchill Livingston Sales, 5
S 250 Fontenac Road, Naperville, IL 60563-1711, USA. 1991, 219 pages.

Useful information on exercises, transfering, and how to shift weight to prevent pressure sores.
Some good illustrations. Very technical.
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Spinal Cord Injury: A Manual for Healthy Living. RRTC, Baylor College of Medicine, 1333 Moursund
B-1D7, Houston, Texas 77030- 3405 USA. Also available in Spanish.

Excellent (but expensive) accessibly written guide for people with spinal cord injuries and their
families and caregivers. Many good illustrations. Has 29 sections, including: bowel and urine
management, skin care, sexual adjustment, medications, and others.

Bowel Management: A Manual of |deas and Techniques. An ACCENT guide. (See address at the
beginning of thislist.)

Clearly written. A lot of information on how to follow a bowel program. Includes discussions on
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diet, exercise, water intake, and use of laxatives. Also available from ACCENT, Pressure Sores:
A guide to prevent, recognize, and treat pressure sores.

LEPROSY

Summers, A. Leprosy for Field Staff. The Leprosy Mission, 80 Windmill Road, Brentford, Middlesex
TW8 OOH, ENGLAND, 1993, 116 pages. Free for people working with leprosy patients.

Excellent manual for health workers who work in areas where there is leprosy. Very well written,
with lots of high-quality illustrations and charts.

Pfaltzgraff, R.S. How to diagnose and classify leprosy. The Leprosy Mission (see address above). 1988,
32 pages. Free for health programs.

This booklet explains how to examine and recognize leprosy. What questions to ask. Photographs
and good drawings.

Prevention of Disability-guidelines for Ieprosy control programmes. ILEP Medical Comission, 1993, 40
pages. It can also be obtained from The Leprosy Mission (see address above).

This booklet teaches how to prevent disabilitiesin patients with leprosy. Explains how to check
eyes, hands, and feet to identify signs of disability. It includes sample forms for record keeping
and follow-up.

Neville, P. Jane, editor. A footwear manual for leprosy control programmes. Volumes| and II. The
Leprosy Mission (see address above).

Two books about special footwear for persons with leprosy. The first book is aguide for setting
up afootwear making shop. The second book deals with technical aspects of making footwear and
has clear, easy to follow instructions for production of shoes, boots, and sandals. Free for
programs serving people with leprosy.

Note: The Leprosy Mission has avery complete list of high-quality publications on leprosy and
related subjects. Everything is at modest prices for health workers and community programs.

McDougall, A.C. Implementing Multiple Drug Therapy for Leprosy. Oxfam Publishing, 274 Banbury
Road, Oxford OX2 7DZ, ENGLAND. 1988, 64 pages.

Written in the form of questions and answers. This book explains the required care for persons

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00270.htm (7 of 18) [9/4/2005 11:14:04 PM]



Disabled Village Children - REFERENCES (Where to Get More |nformation)

who are being treated for leprosy with multiple drugs. Useful for health workers and |eaders of
leprosy control programs.

EPILEPSY

Vinig, Eileen P.G. and Pillas, Diana-J. Seizures and Epilepsy in Childhood - A Guide for Parents. The

Johns Hopkins University Press, 2715 North Charles Street, Baltimore, MD 21218-4319, USA. 1990,
287 pages.

Clearly explains many aspects of epilepsy in children. A good resource for a child with epilepsy
and his family. It can also be bought from the Epilepsy Foundation.

Epilepsy Foundation of America, 4351 Garden City Drive, Landover, MD 20785, USA.

An organization that offers a great collection of publications and videos on all the different

aspects of epilepsy. These are educational materials, designed for individuals with epilepsy, their
families, teachers, and society in general.

BLINDNESS
Blind Children Center, 4120 Marathon St., Los Angeles, CA 90029, USA.

Thisis an organization dedicated to serving blind children 5 years of age and younger. They
produce alot of written materials for families with blind children.
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Sandford-Smith, John. Eye Diseasesin Hot Climates. TALC, P.O. Box 49, St. Albans, Herts AL1 4AX,
ENGLAND.

A valuable resource for health programs. It teaches how to identify, prevent, and provide basic
care for the most common eye diseases found in the tropics.

World Blind Union, CBC-ONCE, C/La Coruna 18, Madrid 28020, SPAIN.

ONCE (National Spanish Association of the Blind) is aso the home base for the World Blind

Union. They have an international directory of organizations and programs for the blind. Write to
them to get the names and addresses of programsin your region.
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DEAFNESS

We have listed some producers of materials for deaf people. Just remember that sign language differs

from place to place. Investigate and observe what works well in your region and what materials are
offered there.

Wirz, SheilaW. and Winyard Sally, W. Hearing and Communication Disorders. Published by
MacMillan but costs lessfrom TALC. P.O. Box 49, St. Albans, Herts AL1 4AX, ENGLAND.

A manual for rehabilitation programs that include or want to include services for deaf children or
those with other communication problems. It smplifies alot of techniques used by deafness
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professionals.

Medwid, Daria and Weston, Denise C. Kid Friendly Parenting with Deaf and Hard of Hearing
Children. Gallaudet University Bookstore, see address below.

A good book on parenting deaf children. It teaches afun, flexible method for building good
relationships between parents and children.

Gallaudet University Bookstore, 800 Florida Avenue NE, Washington, DC 20002-3695 USA.

It specializesin all kinds of publications that deal with deaf ness-history, theory, education, etc.
Popular children's books in sign language. Aids and equipment for deaf persons.

The Dictionary. Signing Exact English, Box 1181, Los Alamitos, CA 90720, USA. 1993, 479 pages.

A very complete dictionary of sign language in English, very useful to anyone who wantsto learn
the North American system. Signing Exact English aso offers many other publications and visual
aids for teaching and learning sign language.

THERAPY, EXERCISES, AND POSITIONING
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Hardinge, Elizabeth A., and Wilson, PatriciaM.P. A Manual of Basic Phyisiotherapy for the Use of
Nursesin Rural Hospitals. Tear Fund, 100 Church Road, Teddington, Middlesex, TW1 1 80E,
ENGLAND, 1981, 162 pages.

Basic; clearly presented; very useful for training rehabilitation workers.

N

Bergen, Adrienne Falk and Colangelo, Cheryl. Positioning the Client With Central Nervous System
Deficits: The Wheelchair and Other Adapted Equipment. Valhalla Rehabilitation Publications, P.O.
Box 195, Vahalla, NY 10595 USA. 1985 (second edition), 237 pages.

Detailed, in-depth discussion of adaptive seating to meet the needs of individual children with
cerebral palsy. Excellent illustrations. Language is fairly complex.

Jaeger, D. LaVonne. Home Program I nstruction Sheets for I nfants and Young Children. Therapy Skill
Builders, 555 Academic Court, San Antonio, TX 78204-1223 USA.

Excellent, well-illustrated book of instruction sheets for many exercises. It includes range of
motion exercises. (Thisisarevised version of the first edition by Jaeger and Hewitt,)

Stern, Linda and Steidle, Kathryn. Pediatric Strengthening Program. Therapy Skill Builders (see
address above).

Many playful activities to help increase the strength of children with disabilities or those who are
recovering from surgery. Pages can be copied and given to families so they will remember how to
do the exercises with their children.
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Physical Therapy Assistant's Manual. Operation Handicap International, Sectur Ventes, 14 Av.
Berthelot, 69361 Lyon Cedex 07, FRANCE. Three volumes of 170 pages each.

Simple manuals that teach how to provide physical therapy, The first book covers theory and basic
anatomy. The second book shows therapy techniques. And the third one helps you choose an exercise
program according to the particular disability. Good illustrations and clearly written.

CHILD DEVELOPMENT AND DEVELOPMENTAL DELAY

Special Education for Mentally Handicapped Pupils. Christine Miles, 4 Princethorpe Rd., Birmingham
C29 5PX, ENGLAND.

Excellent adaptation of special education to a developing community. Clearly written. A few good
illustrations. Perhaps the best special education text for community programs.
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Teaching Skills. Cheshire Homes, 515 Q Jalan Hashim, Tanjong Bungah, Penang, MALAY SIA.

A package of 6 video programs that describe teaching techniques to use with children and adults
who are slow to learn. Well done and at prices that community programs can afford.
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Sheda, Constance and Small, Christine. Developmental Motor Activities for Therapy- I nstruction sheets
for children. Therapy Skill Builders. 555 Academic Court, San Antonio, TX 78204 USA.

Well illustrated and organized activities to promote physical development and motor skillsin
children. Sheets can be reproduced and given to families.

National Down Syndrome Congress, 1605 Chantilly Dr. Suite 250, Atlanta, GA 30324, USA.

An organization that provides many small pamphlets on different issues concerning Down
syndrome. They also offer areading list for families.

BEHAVIOR TRAINING AND TOILET TRAINING

Wipfler, Patty. Listening to Children. Parents Leadership Institute, P.O. Box 50492, Palo Alto, CA
94303, USA.

A series of 6 booklets that cover crying, fear, anger, specia time, tantrums, and listening. A very
new and revolutionary approach for dealing with feelings and behavior. Not written specifically
for disabled children but the basic ideas work for everyone.

Azrin, Nathan and Foxx, Richard. Toilet Training in Less Than a Day. Pocket Books, 1230 Avenue of
the Americas, New York, NY 10020, USA. 1974, 189 pages.

Good instructions for 'the fast method'; oriented for the USA and Europe.

TOYS AND GAMES

Ludins-Katz, Florence and Katz, Elias. Arts and Disabilities. Institute of Art and Disabilities, 551 23rd
Street, Richmond, CA 94804, USA.

1983, 235 pages. Ideas for starting an art center for disabled people. Materials, equipment, aids,
and instruction needed for many crafts and art forms.

Levitt, Sophie. We Can Play and Move. Healthlink, 1987. Order from TALC. P.O. Box 49, St. Albans,
Herts AL1 42X, ENGLAND.

Fun activities to help children move and learn to balance.
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Carlile, June, editor. Toysfor Fun. TALC. See address above.

A manual for making toys for pre-school children. Written in six different languages, all in one
volume (English, Arabic, French, Portuguese, Spanish, and Swahili). Many illustrations.

Sher, Barbara. Extraordinary Play with Ordinary Things. Therapy Skill Builders. 555 Academic Court,
San Antonio, TX 78204 USA.

Play activities and games for children with varied levels of disability. Designed to encourage
thinking, movement, coordination and balance. It uses materials and objects available in most
homes.

Rogow, Sally M. Shared Moments: Learning Games for Disabled Children. The Disability Bookshop,
P.O. Box 129, Vancouver, WA 98666, USA.

L earning games and activities designed to stimulate and encourage babies and children with
physical, visual and developmental disabilities.

Hale, Karen. Some Crafty Thingsto Do. OXFAM Publishing, 274 Banbury Road, Oxford OX2 7DZ,
ENGLAND. 1992, 32 pages.

A manual for making toys from many different countries. Written for children, with good
Illustrations.

MIKKY: Visual Aids and Toys. Life Help Centre for the Handicapped, East Coast Road, Palavakkam,
Madras 600-041, INDIA.

A manual on the therapeutic uses of crafts-making. Many different crafts and list of suppliers.
Very useful if you can find or afford the materials.
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AWARENESS RAISING; POLITICS OF DISABILITY,
REHABILITATION, AND MEDICINE

Miles, Mike. Where There I s No Rehab Plan. Available from The Hesperian Foundation.

Good analysis of ‘community-based rehabilitation'. It makes avalid critique of the WHO
approach.

Jones, Ron. The Acorn People. Bantam Books, 2451 S. Wolf Road, Des Plaines, IL 60018, USA. 1976,
80 pages.

A good, very human story about disabled children and their need for freedom, adventure, and
understanding.

Davidson, Margaret. Louis Braille: The Boy Who | nvented Books for the Blind. Scholastic Book
Services, P.O. Box 120, Bergenfield, NJ 07621, USA.

Excellent story for children about the accomplishments of a disabled child. Good reading for
CHILD-to child activities.

Melrose, Dianna. Bitter Pills-Medicines and the Third World Poor. OXFAM, 274 Banbury Road,
Oxford OX2 7DZ, ENGLAND. 1982, 277 pages.
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Excellent discussion of how drug companies often exploit people and endanger their health.

The Ragged Edge (formerly The Disability Rag & Resource), P.O. Box 145, Louisville, KY 40201,
USA.

A bi-monthly magazine by disabled people. A constant critic of disinformation and false ideas
about people with disabilities. Good articles and analysis.

Disability Awarenessin Action, 11 Belgrave Road, London SW1V 1RB, ENGLAND.

An organization dedicated to fostering the integration of disabled people and advocating respect
for their rights. Excellent materials on how to organize and maintain an organization of disabled
people.

AIDS, APPLIANCES, AND SPECIAL EQUIPMENT, INCLUDING
WHEELCHAIRS

How to Make Basic Hospital Equipment, compiled by Roger England. Intermediate Technol ogy
Publications, Sales Office, 103-105 Southampton Row, London WC1B 4HH, ENGLAND. 1979, 86

pages.

Simple tube metal wheelchairs and other designs from Africa. Well illustrated and with useful
comments. Fairly simple language.

A Plastic Caliper for Children. Operation Handicap International, Sectur Ventes, 14 Avenue Berthelot,
69361 Lyon Cedex 07, FRANCE.

A manual with all the instructions to make a plastic caliper (brace) similar to the ones we describe
in chapter 58. It includes information about choosing the correct caliper.

UPKARAN: A Manual of Aids For the Multiply Handicapped. Spastics Society of India, Upper Colaba
Road, Opposite Afghan Church, Colaba, Bombay 400-005, INDIA. 106 pages.

Many excellent and mostly ssimple aids, well illustrated. Written in English and Hindi.
How to Make Simple Disability Aids. TALC, P.O. Box 49, St. Albans, Herts AL1 4AX, ENGLAND.
Many illustrations. Easy to make aids that are very useful. Many things that children can make

themselves.
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Morewith Less: Aidsfor Disabled People for Daily Living. TOOL Publications, P.O. Box 321, 2300
AH Leiden, The Netherlands.

Simply written in English, French, and Spanish, with illustrations on every page. Very good ideas.

Personal Transport for Disabled People. Produced by Healthlink but can also be ordered from TALC,
(see their address above). For a description of this book see p. 604.

Hotchkiss, Ralf. | ndependence Through Mobility: A Guide to the Manufacture of the ATI-Hotchkiss
Wheelchair. Wheeled Mobility Center, Dept. of Engineering, San Francisco State University, San
Francisco, CA 94132, USA.

Complete instructions to make the '‘whirlwind', a high-quality, low-cost steel wheelchair.

For alist of books about various types of personal transport for disabled people see pages 604 to
606.

ARTIFICIAL LIMBS
Pluyter, B. Alternative Limb Making. Can be ordered from TALC (see their address above).

Teaches how to manufacture and fit low-cost, below-knee prostheses. Detail on innovative
products. Provides theory and technical information.

Simple Below-knee Prosthesis Manufacture and Simple Above-knee Prosthesis Manufacture. Operation
Handicap International, Sectur Ventes, 14 Avenue Berthelot, 69361 Lyon Cedex 07, FRANCE.

Excellent; fairly simple method for making prostheses. See Page 634 for abrief overview.
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Disabled Village Children
A guide for community health workers,
rehabilitation workers, and families

LIST OF SPECIAL OR DIFFICULT
WORDS

Thisisalist in aphabetical order of words used in this book that you may not understand. The first time
one of these words is used in the book, or in a chapter, it iswritten initalics so that you know you can
look it up here, where we explain each word. Sometimes, we also refer you to a page of the book that
explains the word more completely. If this list does not have a word you want explained, look in the
INDEX. The word may be explained on a page that the INDEX refers you to. For example,

‘arthrogryposis' is explained on Pagel22.

A

Action nerves (motor nerves)
Nervesthat carry messages from the brain to parts of the body, telling muscles to move.

Acute
Sudden and short-lived. An acuteillnessis one that starts suddenly and lasts a short time. It isthe
opposite of ‘chronic'.

Adaptation
Change or changes to better fit a specific child or local area. A seat may be adapted by the
addition of straps and pads to better support the body.

Antibiotic
A medicine that fights infections caused by bacteria. Penicillin and tetracycline are antiobiotics.
For discussion of antibiotics and their use, see Where There Is No Doctor, Page 55-58.

Arthritis

Pain and inflammation in one or several joints of the body such as the knees, elbows, or hips.
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Ataxia
Difficulty with balance and with coordination. (See Page 90.)

Atrophy
A progressive wasting or weakening of the muscles that comes from a problem in the nerves.
(Compare with 'dystrophy'.)

B
Behavior
A person's way of doing things; pattern of actions. The way achild acts, or relates to others. (See
Chapter 40.)
Bladder

A muscular bag in the belly in which urine collects before it |eaves the body.

Bowel
The part of the gut or intestine where solid waste (stool, shit) collects before it |leaves the body.

Bowel movement
Emptying of the bowel, shitting.

Butt
Buttocks, backside; rear end; the part of the body on which a person sits.

C

Caliper
British word for "brace." An aid which gives support to aweak or injured leg. (See Chapter 58.)

Caster
A wheel that is mounted so that it turns from side to side to go around comers.- The small wheels
of awheelchair are usually made with casters.

Chronic
Long-term or frequently returning. A chronic disease is one that lasts along time. Compare with
‘acute'.

Circulation
The flow of blood through the blood vessels (veins and arteries). Good circulation is necessary for
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healthy body parts.

Clog
A wooden sandal or shoe, often used with a brace. Contracture Reduced range of motionin a
joint, often due to muscle shortening. (See Chapter 8.)

Cord

A simple name for 'tendon’, a part of the body that connects muscle to bone. For example, the
'heel cord' or 'Achilles Tendon' joins the calf muscle to the heel. (Note: The spinal cord' isnot a
tendon. It is made of nerves. See Page 35.)

D

Diaper (nappy)
A cloth to soak up urine, usually worn by achild.

Diplegia
Paraplegia in which the upper part of the body is aso dlightly affected. (See Page 90.)

Disability

A long-lasting or permanent defector problem that in some way makes it more difficult for a
person to do certain things than for a'non-disabled' person. A disability can be:
mild:

Causes some inconvenience but the person can learn to do everything he or she needsto.
moder ate:

Person needs to make adaptations to be independent in self-care and other activities.
severe:

Person will always need help for some or all self-care and other activities.

Didlocation

Damage to ajoint; the bone ends have slipped out of their normal position. Dislocation can be
from birth, from an accident, or from weakness and ‘muscle imbalance'.

Dystrophy
A progressive muscle weakness that comes from a problem in the muscles themselves. Compare
with ‘atrophy'.
E
Evaluation

Observations and study to find out how well something is working and where the problems are.
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Functional
Useful; serving some purpose for day-to-day life. Exercise or therapy isfunctional when it is done
as part of some useful activity.

Flacid
L acking firmness; soft.
Functional
Useful; serving some purpose for day-to-day life. Exercise or therapy is functional when it is done
as part of some useful activity.
G
Gene
A hereditary unit; something that controls or acts in the passing down of features from parent to
child.
H
Hemiplegia
Paralysis or loss of movement in the muscles of the arm and leg on one side of the body only.
Hereditary

Familial; afeature that passes from parent to child when the baby is first made (conceived). It a
disease is hereditary, there is afactor or characteristic in the father and/or mother which is passed
on to their children, and then to their children's children. Inherited.

Hygiene Actions or practices of personal cleanliness that protect health.

Infantile
Of infants (babies) or young children.

I nfection
A sickness caused by germs (bacteria, virus, worms, or other small living things). Some infections
affect part of the body only, others affect all of it.
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Inherited
Familial , afeature that passes from parent to child when the baby is first made (conceived). It a
disease isinherited, there is afactor or characteristic in the father and/or mother which is passed
on to their children, and then to their children's children. Inherited.

J
Joint capsule
The tough covering around ajoint.
Juvenile
Of children.
644
L
Ligament

Tough strips or bands inside the body that hold joints and bones together. Ligaments join bones
with other bones, while tendons or cords' join bones with muscles.

Limb
Anarmor leg.

M

Mental
Having to do with the mind or intelligence. A child who is mentally handicapped or retarded does
not learn as quickly as other children.

Multiple disability
Severa disabilities, often both physical and mental, in the same child. (See Page 283.)

Muscles
Meaty parts of the body that pull or 'contract’ to make the body and limbs move.

N

Nappy(diaper)
A cloth to soak up urine, worn by a child who does not have bladder control.
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Nerve
A thin line along which messages travel in the body. Nerves are the 'messengers of the body.
Some nerves let us fed things, and tell us when something hurts. Other nerves let us move parts
of the body when we want to. (See Page 35.)

O

Occupational
Having to do with work or function. An occupational therapist is a person who helps figure out
how a disabled person can do things better.

Orthopedic
Aids, procedures, or surgery to help correct aphysical deformity or disability.

Orthotist
A brace maker.

Paralysis
Muscle weakness; decrease or loss of ability to move part or all of the body.

Paraplegia
Paralysis or loss of movement in the muscles of both legs (sometimes with slight invol vement
elsewhere) caused by disease or injury to the spinal cord.

Physical
Having to do with the body and how it works, as distinct from 'mental’, which hasto do with the
mind.

Physical therapist, physiother apist
A person who designs and teaches exercises and activities for physically disabled persons.

Positioning
Helping a person's body stay in healthy or helpful positions-through special seating, padding,
supports, or in other ways. Procedure- Some kind of medical, surgical, or technical action. For
example, casting, strapping, and surgery are 3 procedures for correcting a club foot.

Progressive
A progressiveillness or disability is one that steadily gets worse and worse. For example,
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muscular dystrophy.

Prosthesis
An artificial limb or other part of the body -for example, awooden leg. 'Prosthetics is the art of
making prostheses.

Q

Quadriplegia (tetraplegia)
Paralysis or loss of movement in the muscles of both arms and legs caused by disease or injury to
the spinal cord, in the neck.

R

Rehabilitation
The art of helping a person learn to live as best she can and do as much as possible for herself,
given her limitations or disability.

Retarded
Slow to develop. A mentally retarded child does not learn as quickly or remember as well as other
children.

S

Sensory nerves
Nerves that bring messages from parts of the body to the brain about what the body sees, hears,
smells, and feels.

Social
Having to do with the actions, values, decisions, and relationships within groups of people.

Spasticity
Uncontrolled tightening or pulling of muscles that make it difficult for a person to control her
movements. A muscle or a child with spasticity is said to be 'spastic'. Spasticity often occurs with
brain damage, cerebral palsy and spinal cord injury.

Spinal

Having to do with the spine or backbone.

Spinal cord
The main 'trunk line' of nerves running down the backbone. It provides communication (for
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movement and feeling) between the brain and all parts of the body (See Page 175.)

Spine

Backbone; spinal column; the chain of bones, called vertebrae, that runs down the back.

Stimulation
Sounds, sights, activities, toys, smells, touch, and anything else that makes a child take interest in
things and devel op the use of hisbody and senses. 'Early stimulation’ refers to activities that help
a baby develop hisfirst responses and skills. (See Page 301.)

Stool
Shit; body waste that is usually solid; also known as bowel movement or feces.

T

Tendon
A strong rope-like structure in the body that connects muscles to bones. In this book we mostly
call tendons 'cords.

Tetraplegia
(see quadriplegia).

Therapy
Treatment; planned exercise and activity for a person's rehabilitation. See ‘physical therapy' and
‘occupational therapy'.

Toxic
Poisonous.

Transfer
Moving from (or to) awheelchair to abed, chair, cot, car seat, toilet, or floor.

Trunk
The body not including the head, neck, arms, and legs.

U

Urine
Liquid body waste, also known as "pee," or "piss."
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V

Vaccination
| mmunization; to give certain medicines (vaccines) by injection or mouth to protect against
Infectious diseases such as polio and measles.

Velcro
A strong, fuzzy plastic tape that sticks to itself. (The surface of one piece of the tape has little
plastic hooks that catch onto the curly hairs on the other piece of the tape.) Useful to use instead
of buttons, buckles, or laces on clothes, braces and shoes -especially for children with poor hand
control. (See Page 335.)

Virus
Germs smaller than bacteria, that cause some infectious (easily spread) diseases. Most viruses are
not killed by antibiotics.

W
Weight-bearing

Supporting the weight of the body on a particular joint or limb. For example, weight-bearing on
the knee is possible if the strength of the thigh muscle is good, but not if it is poor.
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Disabled Village Children
A guide for community health workers,
rehabilitation workers, and families

Al

ABOUT THIS BOOK

A TRUE STORY: CRUTCHES FOR PEPE

A teacher of village health workers was hel ping as a volunteer in the mountains of western Mexico. One day he arrived on
muleback at asmall village. A father came up to him and asked if he could cure his son. The health worker went with the
father to his hut.

The boy, whose name was Pepe, was sitting on the floor. His legs had been paralyzed by polio, from when he was a baby.
Now he was 13 years old. Pepe smiled and reached up afriendly hand.

The health worker, who also had a physical disability, examined Pepe. "Have you ever tried to walk with crutches?' he
asked. Pepe shook his head.

"We live so far away from the city," his father explained.
"Let'stry to make some crutches,” said the health worker.

The next morning the health worker got up at dawn. He borrowed along curved knife and went into the forest. He looked
and looked until he found 2 forked branches the right size.

He took the branches back to Pepe's home and began to make them into

crutches, like this. B‘.&nﬂ_.. = ep

The father came and seeing the crutches, he said, "They won't work!" =

The health worker frowned. "Wait and see!" he said. \

When both crutches were finished, they showed them to Pepe, who was
eager to try them. His father lifted Pepe to a standing position and the
health worker placed the crutches under the boy's arms.
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But as soon as Pepe put his weight on the crutches, they bent and broke.

"I tried to tell you they wouldn't work," said the father. "It's the wrong

kind of tree. Wood's weak as water! But now | see your idea. I'll go cut
some branches of 'jatamo’. Wood's tough as iron, but light! Don't want
the crutches too heavy."

He took the knife and went into the forest. Fifteen minutes later he was
back with 2 forked branches of 'jutamo’. He began making the crutches,
his strong hands working rapidly. The health worker and Pepe hel ped
him.

When these crutches were finished, Pepe's father tested them by putting his
own weight on them. They supported him easily, yet were lightweight.
Then Pepe tried them. At first, he had trouble balancing, but soon he could
hold himself up. By afternoon, he was walking with the crutches! But they
rubbed under his arms.

"I have an idea," said Pepe's father. He ran to awild kapok tree, and picked
several of the large ripe fruits. He gathered the soft cotton from the pods
and put a cushion of kapok on the top crosspiece of each crutch. He
wrapped the kapok in place with strips of cloth. Pepe tried the crutches
again. They were comfortable.

"Thanks, Papa, you fixed them great!" he said, smiling at his father with
pride. "Look how well | can walk now!" He moved about quickly in front of
them.

"I'm proud of you, son!" said his father, smiling too.
Asthe health worker prepared to leave, the whole family came to say good-bye.

"I can't thank you enough," said Pepe's father. "It's so wonderful to see my son walking. | don't know why | never thought
of making crutches before. .. ."

"| should be thanking you," said the health worker. "Y ou have taught me alot.”
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After leaving, the health worker smiled to himself. He thought,
"How foolish of me not to have asked the father's advice in the
beginning. He knows the trees better than | do. And he is a better
craftsperson.”

"But it was good that the crutches | made broke. Making them was
my idea, and the father felt bad for not thinking of it himself. But
when my crutches broke, he made much better ones. That made us

equal again!"

So the health worker learned many things from Pepe's father-things

# that he had never learned in school. He learned what kind of wood is
best for making crutches. He also learned how important it isto use
the skills and knowledge of the local people-because a better job can
be done, and because it helps maintain people's dignity. People fed
egual when they learn from each other. "

A3

HOW THIS BOOK WAS WRITTEN

- . Thestory of Pepe's crutches is an example of the lessons we have
learned that helped to create this book. We are a group of village
health and rehabilitation workers who have worked with people in
farming communities of western Mexico to form a'villager-run' rehabilitation program. Most of us on the rehabilitation
'team’ are disabled ourselves.

From our experience of trying to help disabled children and their families to meet their needs, we have developed many of
the methods, aids, and ideas in this book. We have al so gathered ideas from books, persons, and other programs, and have
adapted them to fit the limitations and possibilities of our village area. We hope this book will be useful to village people

in many parts of the world. So we have asked for cooperation and included suggestions from community program leaders
in more than 20 countries.
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Unlike most handbooks for village workers and families, this book was not

::;Ewb;?fttnm written by ‘professionals and then field tested'. Instead, it grew out of the
by experts practical experience of ateam of disabled village heath workers as we looked

for information to help meet the most common problems we face.

However, alarge number of professionals have helped in important ways.
Many are well-known leadersin their fields. They include physical and
occupational therapists, special educators, nurses, doctors, brace and limb
makers, and rehabilitation engineers. They have carefully reviewed and even
helped to rewrite sections of this book. Some have also helped to teach and
advise our village team.

Instead, it was and then reviewed
written by and and corrected by
with community experts.
workers,

and then

‘field tested’

with community

workers.

A4

HOW THIS BOOK DIFFERS FROM OTHER
'REHABILITATION MANUALS'

This book was written from the 'bottom up’, working closely with disabled persons and their families. We believe that
those with the most personal experience of disability can and should become leaders in resolving the needs of the disabled.
In fact, the main author of thisbook (David Werner) and many of its contributors happen to be disabled. We are neither
proud nor ashamed of this. But we do realize that in some ways our disabilities contribute to our abilities and strengths.
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In many rehabilitation manuals, disabled persons are treated as objects to be worked upon, to be 'normalized' or made as
normal as possible. As disabled persons, we object to attempts by the expertsto fit us into the mold of normal. Too often
'normal’ behavior in our society is selfish, greedy, narrow-minded, prejudiced-and cruel to those who are weaker or
different from others. We live in aworld where too often it is'normal’ and acceptable for the rich to live at the expense of
the poor, and for health professionals to earn many times the wages of those who produce their food but cannot afford their
services. We live on awealthy planet where most children do not get enough to eat, where half the people have never seen
atrained health worker, and where poverty isamajor cause of disability and early death. And yet the world's |eaders spend
50 billion dollars every 3 weeks on the instruments of war-an amount that could provide primary health care to everyone
on earth for an entire year!

Instead of being 'normalized’ into such an unkind, unfair, and unreasonable social structure, we disabled persons would do
better to join together with all who are treated unfairly, in order to work for a new social order that is kinder, more just, and
more sane.

Thislarge book, then, isa small tool in the struggle not only for theliberation of the disabled, but for their
solidarity in the larger effort to create a world where morevalueis placed on being human than on being 'normal’-
aworld wherewar and poverty and despair no longer disable the children of today, who are the leader s of
tomorrow.

Top-down rehabilitation manuals too often only give orderstelling the 'local trainer’, family member, and disabled person
exactly what they 'must do'. We fedl that thisis alimiting rather than liberating approach. It encourages people to
obediently fit the child into a standard 'rehabilitation plan’, instead of creating a plan that fits and frees the child. Again and
again we see exercises, lessons, braces, and aids incorrectly, painfully, and often harmfully applied. Thisis done both by
community rehabilitation workers and by professionals, because they have been taught to follow standard instructions or
pre-packaged solutions rather than to respond in a flexible and creative way to the needs of the whole child.

In this book we try not to tell anyone what they must do. Instead we provide information, explanations, suggestions,
examples, and ideas. We encourage an imaginative, adventurous, thoughtful, and even playful approach. After all, each
disabled child is different and will be helped most by approaches and activities that are lovingly adapted to her specific
abilities and needs.

A5

As much as we can, wetry to explain basic principles and give reasonsfor doing things. After village rehabilitation
workers and parents understand the basic principles behind different rehabilitation activities, exercises, or aids, they can
begin to make adaptations. They can make better use of local resources and of the unique opportunities that exist in their
own rural area. In thisway many rehabilitation aids, exercises, and activities can be made or done in ways that integr ate
rather than separate the child from the day-to-day life in the community.
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Ab Rt

Thisisnot the first handbook of 'simplified rehabilitation’. We have drawn on ideas from many other sources. We would
like to give specia credit to the World Health Organization's manual, Training the Disabled I n the Community, and to
UNICEF and Rehabilitation International’'s Childhood Disability: Prevention and Rehabilitation at the Community Level,
ashortened and improved version of the WHO manual. The WHO manual has recently been rewritten in afriendlier style
that invites users to take more of a problem-solving approach instead of simply following instructions.

This handbook is not intended to replace these earlier manuals. It provides additional information. It isfor those families,
village health workers, and community rehabilitation workers who want to do a more complete job of meeting the needs of
physically disabled children.

HOW WE DECIDED WHICH DISABILITIES TO INCLUDE

Because this book iswritten for village use in many countries, it was not easy to decide what to include. People in different
parts of the world give importance to different disabilities. Thisis partly because some disabilities are much more common
in one area than another. For example,

. polio in some countriesis the most common disability. In others, it is rare because of effective vaccination
programs.

. deafness and mental retardation are much more common in certain mountain regions because of lack of iodine in
the diet (or in salt).

. blindness dueto lack of vitamin A is common in some poor crowded communities, and depends alot on local food
habits.

. ricketsisstill common in regions where children are wrapped up or kept in dark places so much that they do not
get enough sunlight.

. burn deformities are frequent where people cook and sleep on the ground near open fires.

. amputations are a big problem in war zones, refugee camps, and 'shanty towns' along railway tracks.

. disability from tuberculosis, leprosy, measles, malnutrition, and poor sanitation are especially common where
lack of social justice lets some people live in great wealth while most live in extreme poverty.

L ocal beliefs aso affect how people see different disabilities. In an area where people believe that fits are the work of the
devil, achild with fits may be feared, teased, or kept hidden. But in places where everyone accepts fits as 'just something
that happensto certain persons a child who sometimes has fits may participate fully in the day-to-day life of the
community, without being seen as 'handicapped'. Both of these children need medicine. But probably only the mistreated
one needs 'rehabilitation'.

A6

It isimportant to consider how local people see a child who isin some way 'different’. How do they accept or treat the
child who learns slowly, limps alittle, or occasionally hasfits?

Many reports say that in both rich and poor countries, 1 in 10 children are disabled. However, this number can be
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misleading. Although 1 child in 10 may show some defect if examined carefully, most of these defects are so minor that
they do not affect the child's ability to lead afull, active life. In rural areas, children who are physically strong but are slow
learners often fit into the life and work of the village without special notice. In India, a study found that only 1 in 7 of those
recorded as mentally retarded by screening tests were seen as retarded by the community.

Studiesin several countries show that, on the average, only 2 or 3 children in 100 are consider ed disabled by the
community. These are the children most likely to benefit from 'rehabilitation’.

CAUTION: If the community does not consider a child ‘disabled’, and the child manages well, it
may be wiser not to bring attention to her condition. To do so might actually ‘disable’ the child
more in the eyes of the community, and make life harder for her. Think carefully before deciding
to do a'complete survey' on disability.

When we started to write this book, we planned to include only physical disabilities. Thisis because concerned villagers
and health workersin rural Mexico consider ed physical handicapsto be the area of greatest need.

Thisis understandable. In poor farming communities, where many day-to-day activities depend on physical strength, and
where schooling for most children is brief, the physically disabled child can have an especialy difficult timefitting in. By
contrast, in amiddle-class city neighborhood, where children are judged mainly by their ability in schoal, it is the mentally
slow child who often has the hardest time.

but in acity or in school

A childwhois i il t b
INavitags My nothe may be very handicapped.

mentally slow but very handicapped,
physically strong,

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00202.htm (7 of 14) [9/4/2005 11:14:09 PM]



Disabled Village Children - ABOUT THIS BOOK

but in acity or in school

A childwhois - . i
) : inavillagemay bevery ~ May not be especially
Pr%ﬁ'i‘;aéz disabled but o icapped, handicapped.

A7

The team of disabled village workersin Mexico was at first concerned mostly with physical disabilities. But they soon
realized that they also had to learn about other disabilities. Even children whose main problem was physical, like polio,
were often held back by other (secondary) emotional, socia or behavioral disabilities. And many children with brain
damage not only had difficulties with movement, but also were slow learners, had fits, or could not see or hear.

Asthe PROJIMO team'’s need for information on different disabilities has grown, so has this book. The main focusis still
on physical disabilities, which are covered in more detail. However, the book now includes afairly complete (but less
detailed) coverage of mental retardation and developmental delay (slow learning). Fits (epilepsy) are also covered.

Blindness and deafness are included, but only in avery brief, beginner'sway. Thisis partly because we at PROJMO
still do not have much experience in these areas. And partly it is because seeing and hearing disabilities require so much
specia information that they need to be covered in separate books. Some fairly good instructional material is available on
these disabilities, especially on blindness. We list some of the best materials that we know on Page 639 and 640.

Note: Thisbook does not include disabilities which are mainly in the area of internal medicine, such as asthma, chronic
lung problems, severe allergies, heart defects, diabetes, bleeding problems, or cancers. And except for brief mention, it
does not include very local disabilities such as lathyrism (parts of India). In local areas where such disabilities are
common, rehabilitation workers should obtain information separately.

To decide which disabilities to put in this book and how much importance to give to each, we used information from
several sources, including the records of Project PROJIMO in Mexico. We found that the numbers of children with
different disabilities who came to PROJIMO were fairly similar to those in studies done by WHO, UNICEF, and othersin
different areas of the world.

On the next page is a chart showing how many children with each disability might be seen in atypical village area. (Of
course, thereis no such thing as a'typical’ village. The patterns of disability in some areas will be quite different from
those shown on the chart.) The chart is based mainly on our records from PROJIMO over a 3-year period.
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Notice that in the chart, the number of children with each disability corresponds more or less to the relative importance that
we give to each disability in this book. In certain cases we have made exceptions. For example, few persons with leprosy
have come to PROJIMO. But we have included along chapter on leprosy because we redlize it isabig problem in some
places.

IMPORTANT: The disabilities discussed in this book are those that are most common in rural areas in many countries.
But not all disabilities areincluded. Also, certain disabilities may be difficult to identify, or require special tests or
analyses. When in doubt, try to get advice from personswith moretraining and experience.

Clearly you cannot solve every problem. But there is much you can do. By asking questions, carefully examining the
child, and using whatever information and resources you can find, you may be able to learn much about what these
children need and to figure out ways to help them manage better.

A8

HOW COMMON ARE DIFFERENT DISABILITIES

The little 'stick peopl€' in this chart show how many children might have each disability in an average group of 100
significantly disabled village children. These figures are based on records of 700 children seen at PROJMO, Mexico
(1982-1985), and other studies. The numbersin your area may be similar or very different from these, depending on local
factors.

TYPICAL FREQUENCY OF DISABILITIES
PER 100 SIGNIFICANTLY DISABLED CHILDREN

(based on records of 700 children seen at PROJIMO, Mexico)

Primary or main disabilities Secondary or additional disabilities

Movement disabilities -\1
o fUIMAALEAAERREAATEE

Brain damage and E:S;;Tmrﬂs 'i !1
cerebral palsy Wﬁﬂﬂ ’H ﬁﬂr\q ﬂ ! Ig ﬂ% ﬁ with polio and Igig{i ?’%;E ;;ﬁ

ceregbral palsy)
Birth defects ﬁ
lincludes club feet) @ ! % ﬁ

amputations ARmdg
Spina bifida ﬂ a ﬂ E Frﬁ:es:?f:?tf;.tal +:Iwa||an,,.-ﬂ ﬂ l-g ﬂ ﬂ a
Spinal cord injury IFI‘ ﬁ a SC'E*”?b"ill palsy}

hliseriilar Austrmmias
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o nnf
Muscular dystrophy l
and atrophy ﬁ ﬁ
Fits (mostly with B :
ehavigral
Juvenile arthritis ﬁ cerebral palsy) i ‘E ! “q ﬁﬁq problems
and other joint pain t %

Bone infections )—’t i ﬂ E .H
{includes tuberculosis ! a Seeing (mostly with 'E' l >ﬂ lﬁ, flqﬁ

of the spine) cerebral palsy)

Hip problems )‘k ﬁﬁ i "! 'iﬁ i

Leprosy B Hearing and speech

(mostly with ﬂ ﬁ

Arthrogryposis g cerabral palsy)

Other jgﬁ.,ﬁ'ﬁﬁpﬂl y
Seeing disabilities iplus those occurring with

ﬂ l ﬂ 3 i ﬂ cerebral palsy = 8 per 100)

Heari ( . .
asabines o ARAARLRA Corabal palsy ~ 10 per 100)
F‘ { . .

" ARERER corebral polsy = 14 per 100)
D“ " "
mn::::::::;? delay 3 a n ﬁ ,‘,\] E ﬂ. i IH a (plus those occurring with

cerebral palsy = 16 per 100) _’/

Note: Seeing and hearing disabilities, fits, and developmental delay arelisted in 2 places, depending on whether
they arethe main disability or occur in addition to some other disability.

A9

HOW THIS BOOK IS ORGANIZED

Thisbook isdivided into 3 parts: 1, "Working with the Child and Family," 2, "Working with the Community," and 3,
"Working in the Shop."

The disabilities that villagers usually consider most important are discussed in early chapters, beginning with Chapter 7. In
many countries, more than half of the disabled children have either polio or cerebral palsy. For thisreason, we start with
them. Other disabilities are arranged partly in order of their relative importance, and partly to place near to each other those
disabilities that are similar, related, or easily confused.

Notice that in the chart on Page A8, certain 'secondary disabilities occur very often. ('Secondary disabilities are problems

that result after the main disability.) For example, contractures (joints that no longer straighten) can develop with many
disabilities. In many villages, there will be more children who have contractures than who have any single primary
disability. For this reason we include some of the important secondary problemsin separate chapters.
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Common disabilities that are often 'secondary’ to other disabilities include:

Contractures, Chapter 8

Dislocated Hips (either a primary or secondary disability), Chapter 18

Spinal Curve (either primary or secondary), Chapter 20

Pressur e Sor es (often occurs with spinal cord injury, spinabifida, or leprosy), Chapter 24
Urine and Bowel M anagement (with spinal cord injury and spinabifida), Chapter 25
Behavior Disturbances, Chapter 40

Other disabilities that are often the primary problem but commonly occur with other disability-usually with cerebral palsy-
include fits (Chapter 29), blindness (Chapter 30), and deafness and speech problems (Chapter 31 ).

IMPORTANT: Some important information in this book applies to many disabilities. In order
not to make the book longer than it is now, we have not repeated all of thisinformation in each
chapter on specific disabilities. Instead we have put it in separate chapters.

This means that to meet the needs of a specific child, you will often haveto look in several
different chapters. We have tried to make this as easy for you as possible (see "How To Use
ThisBook," inside the back cover).

FOR MANY DISABILITIESIT ISVERY IMPORTANT THAT YOU
ﬁ READ INFORMATION FROM SEVERAL CHAPTERS.

A10

Note to
REHABILITATION PROFESSIONALS,
PROGRAM PLANNERS, AND THERAPISTS

Y ou may think that this book is 'too complex' or 'too long' for community health workers or rehabilitation workers, or
family members. At first, for many, it may be. Thisisabook to grow into-a simplified but detailed work book and
reference book.

But remember, almost all theideas and information in thisbook areright now being put into practice by village
wor kerswith little schooling, together with disabled children and their families. The book was developed for and with
ateam of village workers who have an average of 3 years primary school education.
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Some health workers and parents will be able to make fairly good use of the book, or parts of it, without special training.
Others will not.

Thisbook isnot intended to be a substitute for 'learning through guided practice'. People learn best when someone
with more experience shows and explains things to them in areal situation (working with disabled children and their
families). Skills for making aids and teaching exercises are also learned best by working with an experienced rehabilitation
worker or craftsperson.

In some places, or when avillage program is just beginning, this book may at first be used mainly by program leaders,
therapists, and instructors to help you learn to teach in ways that communicate clearly and that encourage a problem-
solving approach. The book can also be aresource to help you answer questions that village workers will have after they
start working with disabled children.

We have observed that when making decisions about what a child needs, some rehabilitation professionals, therapists, aid
makers, and surgeons do not think enough about the whole child, the situation where she lives, the money problems, or the
resources within the family and community. As aresult, much too often the professionals make decisions that are not
practical or that sometimes do more harm than good (see Chapter 56). Often their recommendations fail because they have
tried to fit the child into their textbook, instead of adapting the textbook to fit the child and her situation. This comes partly
from many years of conventional schooling, which encourages 'following instructions more than ‘thinking things through'
and 'being creative'.

There will never be enough highly-trained rehabilitation professional s to attend to the needs of more than a small part of
the world's millions of disabled persons. Most rehabilitation and therapy can and should take place in the home and
community with loving support of family, neighbors, and friends.

All

Y ou rehabilitation professionals and therapists can play an extremely important role in ‘community-directed rehabilitation'.
By simplifying and sharing your knowledge and skills, you can reach many more children. But to do this you will need to
go out of the large city rehabilitation centers and into neighborhoods and villages. Y ou will need to meet and work with the
people on their terms, as learners, teachers, and information providers. Y ou can help disabled persons, parents, and other
concerned individual s to organize small, community-directed centers or programs. Y ou can teach those who have the most
interest to become teachers. You can help local craftspersons to figure out or improve low-cost designs for rehabilitation
aids (and they can help you). Y ou can encourage village leaders to improve paths and entrances to schools and public
places. Y ou can help local people to understand basic principles and to avoid common mistakes, so that they can be more
effective leaders and participants in home and community rehabilitation.

IMPORTANT: RESPECT THE KNOWLEDGE AND SKILLS OF THE PEOPLE

Villagers are often much better than city persons at figuring out how to do things, at using whatever happens
to be available, and at making and fixing things with their hands. In short, they are more 'resourceful’. They
have to be to survive! This'resourcefulness of village people can be one of the most valuable
‘resources for rehabilitation in rural areas.

But for this to happen, we need to help people under stand basic principles and 'concepts -not just tell
them what to do. Above all, we need to respect their intelligence, their knowledge of the local situation, and
their ability to improve on our suggestions.
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Whenever possible, arrange for village workersto learn to use thisbook with guidance from experienced
rehabilitation workers. Thoserehabilitation workers should be ableto listen to the people, respect their ideas, and
relate to them asequals.

For best learning, the teacher, or 'guide’ should stay as much in
the background as possible, offering friendly advice when
asked, and always asking the learners what they think before
giving instructions and answers.

It is our hope that this book may help disabled persons, their
families, village workers, and rehabilitation professionalsto
learn mor e from each other, and to help each other to become
more capable, more caring, human beings.

A visiting therapist at PROJ IMO teaches
the older brother of a disabled girl

how to do stretching exercises of her
hip to correct a contracture,

A12

NOTE ON LANGUAGE
USED IN THIS BOOK

Speaking of the Disabled Child -
'SHE' or 'HE'

Many studies have shown that more boys are disabled than girls. It is sometimes argued that this is because boys are more
exposed to physical stress and danger, or because of sex-linked 'genetic’ factors.

But there may also be other, more disturbing reasons why reports show so many more disabled boys than girls:

. Of those who are disabled, more of the boys than the girls are taken to medical centers where their disabilities are
recorded.

. Disabled girls often are not cared for as well as disabled boys, therefore more of the girls die when they are babies
or small children.

In short, disabled boys often receive better attention than do disabled girls. This, of course, is not surprising: in most
countries, non-disabled boys also get better treatment, more food, and more opportunities than do non-disabled girls.

Most literature on disabled children speaks of the disabled child as 'he- Thisis partly because male dominance is built into
our language. However, we feel this can only add to the continued neglect of the so-called ‘weaker sex'.
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In this book, therefore, we have made an effort to be fair. But rather than to always speak of the child as 'he-or-she' or
'they', which is awkward, we sometimes refer to her as 'she’ and sometimes as 'he'.

If at timesthisis confusing, please pardon us. And if we sometimes slip and give more prominence to 'he' than 'she, either
in words or pictures, please criticize but forgive us. We too are products of our language and culture. But we aretrying to

Ab ¢t

Speaking of the Author(s):
'‘WE' or 'I'

Although one person has done most of the writing of this book, many persons have shared in its making (see the 'Thanks
page at the beginning of this book.) Therefore, when speaking from our authors-advisers' viewpoint, we usually use ‘we'.
This book is agroup effort.
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Disabled Village Children
A guide for community health workers,
rehabilitation workers, and families

PART 1

WORKING WITH THE CHILD AND FAMILY:
Information on different Disabilities

A. Where Do We Sart?

009

CHAPTER 2

ldeas for Sharing
Information from This Book

Most of the information in this book will be useful to health workers and village rehabilitation workers who see many
disabled children. Some of the information will also be useful for the family of a disabled child. However, afamily with
one disabled child will usually not need, or be able to afford this whole book. It has information about so many different
disabilities, that parents may have difficulty finding the information that applies to their child.

Also, learning from a book is often not the best way to learn something. A lot of methods, aids, and exercises can be
learned more easily from other persons, through watching and through guided practice. But after avillage worker has
taught parents how to do certain exercises, or shown them an example of ahomemade aid, printed instruction sheets
with clear drawings can be a big help. Sometimes they can make the difference between whether the recommendations
are followed at home, or not.

There are certain pages or parts of this book that you may want to give to families after you explain and teach to them
selected exercises or activities. For example, to the family of agirl with arthritis, you may want to give some of the
"Exercise Instruction Sheets" at the end of Chapter 42, and the "Information Sheet on Aspirin” on Page 134. Y ou may

also want to give them pages from Chapter 16 on arthritis, and to mark the exercises and activities that are important to
their child.

To the family of ayoung child who is slow to develop, you may want to give pages from the chapters on child
development and early stimulation activities (Chapters 34 and 35). For amore advanced child you could give the family

material from the chapters on self-care (Chapters 36 to 39).

Depending on the interest and reading ability of the family, you may want to give them a whole chapter (or chapters)
about their child's disability. For example, the chapters on cerebral palsy (Chapter 9) or deafness (Chapter 31). An older
child who is paralyzed from a broken back might appreciate having a copy of the chapter on spinal cord injury. Letting
him and his family take home the chapters on pressure sores and urine and bowel control could even save hislife! His
family may also want to take home plans for making a low-cost wheelchair, to see if the carpenter and blacksmith in
their village could make one.
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In Project PROJIMO in Mexico, the village rehabilitation team keeps a big
file box with copies of the different pages and chapters that they have found
most useful for giving to families. (In fact, the exercise sheets at the end of
Chapter 42 were originally prepared separately to give to families. Later, we

decided to include them in this book.)

PAGES AND
CHAPTERS
FOR GIVING

TO PARENTS

Suggestion: Keep a file of pages,
chapters, and information sheets
to give to families.

010

Marking the information that applies to the child

On any page or chapter that you give to
parents, some of the information or
suggestions will apply more than others
to their child.

We suggest that you circle the activities
or suggestionsthat would be most
helpful to the child in his present
condition or level of development. You
could also put an "X" through anything
that should not be done or might be
harmful for that child.

Hereisan example. If the child is spastic
and beginning to sit, the first 3 activities
on Page 307 can help her to improve
balance and to develop controlled body
movement. So circle these. The next 3
activities will still be too difficult and
could increase spasticity. Put an " X"
through these so the family does not do
them.

To halp your child gaun balsncs Sitting, first s

Wion can do the tame thing with the
chatd witting on & kog

#g he gads birtier balence,

move wour hands dawn 10 ol 50 that b hearnd

hiks hips amd than thighs. " A Pl by mnd

0 that ba Gapendi bat & o g b s
M *

O YOl SUDPOTT,

DOVELOPMENT ACTIVITIES 307

LLaser, wou cam 5it her facing ol 50 &
']

Later, sen how long she can oo Tilt it t0 one ke
it g heer eyl tagpertifeter and thi othar 5 Blio
Miglon i B gaime. forward and back.
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Perssld with rar arms. it holding her hands together. and the other ard slsa
Malon it B g, forward and back.

b
"\:J
Note: You can also do these et
ixdrcres by sitting the child A falling with his srma.
on a table and gently pushing 9
him backward, sideways, and gy Tiltting him causes him

Torwiard. But it is bethsr 1o 0wl his Badhy 50 e

s, bsaltarc, whibch
Wp whet e Is sitting on. mmmf'

M aking copies of pages can be costly. Or you may
have to go along way for them. Also, there will be
times when you want to give afamily written
suggestions or drawings that you have not copied in
advance.

Perhaps some of the children or young people who
are at the village center, either for rehabilitation or
as learners-and-workers, can help trace drawings
from the book. If they have some artistic skill, they
can make the drawings larger, or make the child in
the drawing look like the child that they areto be
used with.*

Minerva, a girl with polio who is working and
learning at PRCJIMO, helps adapt drawings from
this book to the needs of specific children.

011

If someone prepares a set of large drawings in advance, perhaps a disabled child who visits the village center can trace
the drawings of exercises he needs to do at home. Giving the child this responsibility from the start makesit more likely
that he will do the exercises at home.

If you make your own 'hand out' sheets (instead of just copying pages of this book) you can use the local language and
villagers way of saying things. Y ou can also adapt the drawings to the hair style and dress that people feel ‘at home'
with.

Whatever you do, try to keep both your language and drawings simple and clear. Avoid unfamiliar words.

Also, try to think of ways of adapting exercises or activitiesto thelocal situation.
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For example, suppose you livein afishing village, and  you might add a drawing like this one. Thiswill encourage
want to make copies of adrawing showing an aid for parents to think of ways to do exercises that involve their
strengthening the wrist. Instead of just copying amethod child in the life and action of their community.

like this from a book,

flexible

handle

and good for the whole child.

Remember: Written pages and drawings can be a big help, but they should not be a substitute for teaching and showing.
To help afamily understand activities or exercises that are needed:

1. First show and explain.
2. Guide them in doing it until they do it right and understand why.
3. Then, give them the instruction sheet and explain the main points.

These steps are explained with examples and drawings on Page 382.

As much as you can, try not to use this book for giving exact instructions on how to do things.
Instead, encourage everyone to use it as a source of ideas, in order to figure out better waysto
help their children lead fuller lives and manage better in their communities.

012
REMEMBER. ..
One of the best ways to share information from this book is to:

1. SHOW other people how to do things.
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Village rehabilitation workers and family
members learn in an outdoor class. Here they
practice a hip-stretching exercise. Behind them,
drawings on the blackboard show which muscles
are stretched.

2. Then help them LEARN BY DOING it themselves-under your guidance.

Teaching avillage health worker how to stretch atight heel cord (see Page
83)

3. And to help them remember, give them aDRAWING or INSTRUCTION SHEET.
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IMPORTANT: Try to help people to understand not only what to do,
but also why. Perhaps you can hold classes using information from this
book. Try to combine hands-on practice with discussion of principles
and reasons.
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*Note: Ideas for drawing and for copying drawings at larger size arein Helping Health Workers Learn, Page 12-1 to 12-
21. (See Page 637.)
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Disabled Village Children
A guide for community health workers,
rehabilitation workers, and families

PART 1

WORKING WITH THE CHILD AND FAMILY:
Information on different Disabilities

A. Where Do We Sart?

013

CHAPTER 3

Prevention of Disabilities

Because thisis abook on 'rehabilitation’, it is mostly about children who are already disabled. However,
preventing disabilitiesis also very important. For this reason, in most chapters on specific disabilities, we
include suggestions for preventing them.

Notice that we place the discussion of prevention at the end of each chapter, not at the beginning.
Thisis because people are usually not concerned about disability until someone they love becomes
disabled. Then their first concern isto help that person. After we have helped afamily to do something
for their disabled child, we can interest them in ways to prevent disability in other members of the family
and community.

We mention this because when health professionals design community programs, often they try to put
prevention first-and find that people do not show much interest. However, when a group of parents
comes together to help their disabled children, after their immediate needs are being met, they may work
hard for disability prevention.

For a community program to be successful, start with
what the peoplefedl isimportant, and work from there.

To prevent disabilities, we must understand the causes. In most parts of the world, many causes of
disability relate to poverty. For example:

. When mothersdo not get enough to eat during pregnancy, often their babies are born early or
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underweight. These babies are much more likely to have cerebral palsy, which is one of the most
common severe disabilities. Also, some birth defects are related to poor nutrition during the first
months of pregnancy.

. When babies and young children do not get enough to eat, they get infections more easily and
more serioudly. Diarrheain afat baby isusually amildillness. But in avery thin, malnourished
baby, diarrhea often leads to serious dehydration, high fever, and sometimes brain damage with
fits or cerebral palsy.

. Poor sanitation and crowded living conditions, together with poor food, make diseases such as
tuberculosis-and the severe disabilities it causes-much more common.

. Lack of basic health and rehabilitation servicesin poor communities makes disabilities more
common and more severe. Often secondary disabilities develop that could be prevented with early
care.

To prevent the disabilities that result from poverty, big changes are needed in our social order. There
needs to be fairer distribution of land, resources, information, and power. Such changes will happen only
when the poor find the courage to organize, to work together, and to demand their rights. Disabled
persons and their families can become leadersin this process. Only through a more just society can
we hope for along-term, far-reaching answer to the prevention of disabilities caused by poverty.

014

Although the most compl ete prevention of disabilities related to poverty depends on social change, this
will take time. However, more immediate actions at family, community, and national levels can help
prevent some disabilities. For example,

. Polio, in certain situations, can be prevented through vaccination. (However, effective vaccination
depends on much more than good vaccine. See the box.).
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Why, since agood vaccine exists, is there still so much polio in so many
countries?

EFFECTIVE VACCINATION DEPENDS ON MANY FACTORS:

TECHNICAL
Production and supply of safe, effective, vaccine. vy

1
ECONOMIC S
(Cost of vaccine and of getting it to the R
children.) Leadersin poorer countries must . ]

decide that stopping polio is worth the
expense.

MANAGEMENT

Knowledge of needs, planning,
transportation, and distribution of the
vaccine.

KEEPING POLIO VACCINE FROZEN
(In many countries, 1/3 of vaccines are spoiled by the time they reach the
children.)

EDUCATION

People must understand the value of vaccination and want to cooperate.
Health workers must know how important it isto keep polio vaccine
frozen.

POLITICAL

Vaccination programs are most successful where the government fairly
represents the people and has their full participation in country-wide
vaccination campaigns.

ETHICAL

(Honesty and good will) Doctors, health workers, and citizens must try to
see that vaccine reaches all children. (In some countries, some doctors
throw vaccines away and fill out false reports, and health inspectors do not
care enough to try to stop what is happening.)
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In places where vaccination is not available or not fully effective, families and communities can
help to lower the chance of paralysis from polio in other ways:

o by breast feeding their children as long as possible (see Page 74).

o by not letting their children get unnecessary injections (see Page 18 to 21).

. Brain damage and fits can become less frequent if mothers and midwives take added
precautions during pregnancy and childbirth, and if they vaccinate children against measles.
(See Page 107.)

. Some birth defects and mental retardation can be prevented if mothers avoid most medicines
during pregnancy, and spend the money they save on food.

. Spinal cord injury could be greatly reduced if fathers would spend on education and
community safety what they now spend on alcohol and guns.

. Leprosy could mostly be prevented if people would stop fearing and r e ecting per sons with
leprosy. By being more supportive and encouraging early home treatment, the community could
help prevent the spread of Ieprosy, since persons being treated no longer spread it. (See Page 215.)

. Blindnessin young children in some countries is caused by not eating enough foods with vitamin
A. Again thisrelates to poverty. However, many people do not know that they can prevent this
blindness by feeding their children dark green leafy vegetables, yellow fruits, or even certain
weeds and wild fruit. Also, some kinds of deafness and mental retar dation can be prevented by
using iodized salt during pregnancy (see Page 276 and 282).

015

. Disability caused by poisonsin food, water, air, or workplace. The recent, common,
worldwide use of chemicalsto kill insects and weeds has become a major health problem. Often
villagers use these pesticides without any knowledge of their risks, or of the precautions they
should take. As aresult, many become paralyzed, blind, or disabled in other ways.

To prevent these problems, people need to learn about the dangers, not only to themselves and
their children but to animals, birds, land, and to the whole 'balance of nature'. Less dangerous
ways to control pests give better results over time. Laws are also needed to prohibit the most
dangerous products and to provide clear warnings.
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TO PROTECT AGAINST PESTICIDE POISONING

. Stand so that wind blows spray away from you.
. Wear protective clothing, covering the whole body.

clothes that
COVEr arms *
and legs

';:4&;_-:..;-‘?‘."" o [, = boots l:nl:lt _:. K
' sandals)

« Wash whole body and change clothes immediately
after spraying.

. Wash clothes after spraying.

. Do not let wash water get into drinking supply.

. do not use spray containers for food or water.

. Do not let children play with spray containers.

CAUTION: Make sure that children, and women who are
pregnant or breast feeding, stay away from pesticides.

. Poisonousfoodsin some areas are amajor cause of disability. In parts of India, thousands of farm
workers who are paid with a poisonous variety of lentils suffer paralysis from'lathyrism'. The
poor know the danger but have nothing else to eat. Fair wages and less corruption are needed to

correct this situation.

. Fluoride poisoning (fluorosis), mainly from drinking water, is a common cause of bone
deformities (knock-knees) in parts of India and other places. Public health measures are needed to

provide safe water.*

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00205.htm (5 of 15) [9/4/2005 11:14:22 PM]



Disabled Village Children - CHAPRER 3 (PREVENTION)

The 4 biggest causes of 'crippling' in India, affecting
over 2 million people, are reported to be polio, iodine
deficiency, fluorosis, and lathyrism. Given the
political will, all could be completely prevented!

. Dangerouswork conditions, poisonsin the air, and lack of basic safety measures result in many
disabilities. These include burns, amputations, blindness, and back and head injuries. In some
countries, the use of asbestos for roofs or wallsin schools, work places, and homes causes
disabling lung diseases. Strict public health measures and an informed, organized people are
needed to bring improvements.

. Certain dangerous medicines, known to sometimes cause disabilities, are now prohibited in the
countries that make them, but are still sold in other countries. For example, diarrhea medicines
containing clioquinol caused thousands of cases of blindness and paralysisin Japan. (A good book
discussing dangerous medicinesin poor countriesis Bitter Pills by Dianna Melrose. See Page
642.)

The high cost, overuse, and misuse of medicinesin general adds greatly to the amount of poverty and
disability in the world today. Better education of both doctors and people, and more effective
international laws are needed to bring about more sensible supply and use of medicines.
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http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00205.htm (6 of 15) [9/4/2005 11:14:22 PM]



Disabled Village Children - CHAPRER 3 (PREVENTION)

WHO SHOULD BE
RESPONSIBLE
FOR DISABILITY
PREVENTION

THAT COULD

NEWVER
HAPPEMN
TO ME/

Notice that many of the specific
preventive measures we have
discussed, just like the more general , ip

social measures, depend on
increased awareness, community

participation, and new ways of T ,_,_,:--'",;--
looking at things. These changes do .,..-*"_' ~ -
not just happen. They require a g 7

process of education, organization,
and struggle led by those who are
most deeply concerned.

Most able-bodied persons are not
very concerned about disability or
trying to prevent it. Often people
think, "Oh, that could never happen

to me!"- until it does. Disability can affect everybody, and
sometime in our lives it usually does.

Those who are most concerned
about disability are usually disabled persons themselves and their families. Based on this concern, they
can become |leaders and community educators for disability prevention.

They can do thisin an informal, person-to-person way. For example,
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Or disabled children and families can join together

NO, 1 WOULDN'T TAKE HER FOR to form prevention campaigns. In one village,

AN INJECTION. IF HER FEVER 15 A mothers put on short plays to inform the whole
MILD CASE OF POL'1O, THE INJECTION

COULD BRING OW PARALYSIS,

community about the importance of breast feeding
and vaccination. (See Page 74.) In Project
PROJIMO, Mexico, disabled rehabilitation workers
have helped to vaccinate children in remote
mountain villages.

In PART 1 of thisbook, where we discuss different
disabilities, we aso include basic information on
prevention. We hope that those of you who use
thisbook for children who are already disabled,
will also work actively towards disability
prevention.

PREVENTING SECONDARY DISABILITIES

So far we have talked mainly about preventing original or ‘primary’ disabilities, such as polio or spinal
cord injury. But the prevention of 'secondary’ disabilitiesis also very important, and is one of the main
concerns of rehabilitation.

By 'secondary' disabilities we mean further disabilities or complications that can appear after, and
because of, the original disability.

017

For example, consider a child with polio or cerebral palsy who at first is unable to walk. She gradually
loses the normal range-of-motion of jointsin her legs. Shortened muscles, called 'contractures, keep
her legs from straightening. This secondary disability may limit the child's ability to function or to walk
even more than the original paralysis:
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This child, after polio, gradually The contractures (not the
developed contracturesin her. original paralysis) kept her  |f the
from being able to stand or
walk.

/

foot, and knee.

contractures had been prevented
through early and continued
range-of-motion exercises, the
child would have been able to
stand and walk.

Most contractures can be
corrected. But it may take a
long time and a lot of expense -
perhaps even surgery. It isfar
better to: PREVENT
CONTRACTURESBEFORE
THEY START.

Because contractures develop as a common complication in many disabilities, we discussthemin a
separate chapter (Chapter 8). Range-of-motion exercises to help prevent and correct contractures are

described in Chapter 42. Use of plaster casts to correct contractures is described in Chapter 59.

Many other secondary disabilities will aso develop unless preventive measures are taken. Some
examples are pressure soresin children with spinal cord injury (see Chapter 24), spinal curvein achild

with aweak back or with one leg shorter than the other (see Chapter 20), head injuries due to fits (see
Page 235). Preventive measures for many other secondary disabilities are discussed in the chapters on the
specific disabilities.

In several places we discuss problems or disabilities that are commonly caused by medical treatment
or orthopedic aids. For example,
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. Themedicinefor fits, phenytoin, produces serious swelling of the gumsin some children. This
can partly be prevented by brushing the teeth regularly. (See Page 238.)

« Crutchesthat press hard under the armpit can damage nerves and gradually paralyze the hands.
Shorter crutches, or lower-arm crutches (like those shown above) prevent this problem. (See Page

393)

. Surgery is sometimes done to remove contractures that actually help a child to move or function
better. So worse difficulties result. The benefits or possible harm of surgery should be carefully
evaluated beforeit is done. (See Page 530.)

. Some braces or aids that help a child at first, may later actually hold her back. (See Page 526 to
529.)

To prevent these mistakes, it is essential to evaluate the needs of each child car efully, and repeat
evaluations periodically. We must take great care to prevent further disability caused by treatment.

Thefirst responsibility of arehabilitation worker
or parent, like the healer, should be to:
DO NO HARM

018

In addition to secondary disabilities that are physical, others may be psychological or social (affecting the
child's mind, behavior, or place in the community).

Some disabled children develop serious behavior problems. Thisis often because they find their bad
behavior brings them more attention and 'rewards' than their good behavior. Chapter 40 discusses ways

that parents can help prevent tantrums and bad behavior in disabled children.

The biggest secondary handicap for many disabled children (and adults) usually comes from the
lack of understanding and acceptance by other people. PART 2 of this book talks about how the

community can be involved in taking a more active, supportive rolein relating to the disabled and
hel ping them to meet their needs. In PART 2 we also discuss what disabled persons and their families

can do, in the community, to promote better understanding and prevent disability from becoming a
serious handicap.

Prevention of secondary disability isa basic part of rehabilitation.
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THE NEED FOR MORE SENSIBLE AND
LIMITED USE OF INJECTIONS

The overuse and
misuse of medicines
in theworld today has become a major
cause of health problems and disabilities.
_ Thisis partly because medicines are so often
prescribed or given wrongly (for example,
certain medicines taken in pregnancy can
cause birth defects, see Page 119). And it is
partly because both poor families and poor
nations spend a great deal of money on
overpriced, unnecessary, or dangerous
medicines. The money could be better spent
on things that protect their health-such as
In most of the world, doctors, health workers food, Va.lCCI natlons,' better water, and more
and the people make giving arlli:l getting - appropriate education. Some medicines, of
injections too big a part of health care. course, when correctly used are of great
importance to health. But most are not. Of
the 30,000 medicinal productssold in most countries, the World Health Organization say that only
about 250 are needed.

In many countries,

injections have become the
‘modern magic'. People
demand them because | MAVE o | PRESCRIBE

doctors and health workers FAITH IN 50 MANY
often prescribe them, and INJECTIONS 'NJIELTIONS
’ BECAUSE BECAUSE
doctor_s and health workers MY DOCTOR Y PATIENTS
prescribe them too often PRESCRIBES HAVE FAITH
because people demand THEM. IN THEM,

them.

019

HOW INJECTIONSDISABLE CHILDREN
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This child was injected with a needle that was not sterile
(clean). The dirty needle caused an infected abscess
(pocket of pus) that in time burst and drained. The child
had been injected for a cold. It would have been better
to give him no medicine at all.

The disability most often caused by injectionsis paralysis
from polio. Some experts say that each year up to 2 million
children are paralyzed by polio because of injections.
Nearly all of theseinjections are given when they are not
needed.

It happens like this. Children who are infected by the polio
virus usually only have signs of abad cold or 'flu’. Most get
well in afew days, without developing paralysis. But the risk
of paralysisincreasesif the child's muscles are injured or
irritated. Injections of any kind of medicine irritate the
muscles. Messages from the irritated muscles travel up the

Giving injections with an unclean
needle or syringe is a common cause
of infection. Sometimes these
infections can lead to paralysis, or
spinal cord injury (seethe story on

Page 192), or death.

Also, some injected medicines can do
harm. Dangerous aller gic reactions,
poisoning, and deafness are
sometimes caused by injecting certain
medicines - often when they are not
needed.

Overuse by doctors and midwives of
Injectable hor mones to speed up
childbirth and ‘give force' to the
mother has become a major cause of
babies born with brain damage,
cerebral palsy, and fitsin many

countries.
|

1 out of every 3 cases ot
paralysis from polio is caused
by injections.

nerves to the spinal cord, and cause changes that let the polio virus produce paralysis.

Unfortunately, when children develop a cold or 'flu' caused by the polio virus, their parents often take
them to a doctor or health worker for an injection. Many times the result is paralysis, which is usually
worsein the leg on the side that was injected. Many people used to think that paralysisin aleg after an
Injection was caused because the needle 'hit a nerve'. We now know that in most cases the paralysis was
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caused by polio. Because it was brought on or 'provoked' by an injection, thisis called ‘provocation
polio'.

It is very important that mothers-and doctors-remember that children should not be given injections
when they have signs of a cold with fever or 'flu’. It might be polio, and an injection could bring on
paralysis.

If injections are given to children only when they arereally needed, millions of cases of paralysis
from polio could be prevented.

020

The wor ldwide epidemic of unnecessary injections each year sickens, kills, or disables millions of
persons, especially children. An international campaign is needed to re-educate doctors, health workers,
traditional healers (many of whom also now overuse injections), and the people themselves.

Combating misuse and overuse of medicinesisasimportant a preventive measure asis
vaccination, clean water, or the correct use of latrines,

Health workers, schoolteachers, and community organizers should all work to ‘de-mystify' or take the
magic out of injections, and to help people always to weigh the possible risks and benefits before using
any medication.

For skits and ideas on teaching people about the danger of unnecessary injections, see Helping Health
Workers Learn, Chapters 18, 19, and 27.

Note: When used correctly, certain injected medicines are

important to health. Vaccinations, including those that are
Injected, are very important to protect a child's health and

prevent disability. However, to avoid paralysisfrom polio, it

IS best not to give vaccinations (immunizations) or any other AVOID UNNECESSARY
injection when a child has afever or signs of acold. This INJECTIONS

could be amild polio infection, and giving an injection could

cause paralysis.

WAR AS A CAUSE OF CHILD DISABILITY
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Armed violence isincreasing. Since 1980, 45 countries
have been involved in 40 wars, with over four million
soldiers. In today'swars, more civiliansthan soldiersare
killed or disabled, and most are women and children. In
World War One, only 5 percent of personskilled or injured
were civilians. Today, 80 to 90 percent are civilians. At
least 3 times as many people are injured as are killed.

The increased poverty and 'hard times' caused by war also
lead to many disabilities. There are 25 to 30 million
refugees, many living under dangerous and unhealthy
conditions. One- third of the world's children lack adequate
food and basic health care. Millions are homeless. Yet in
1985, world leaders spent 1,000 billion US dollars on war
and arms-twice as much asin 1981.

War, terrorism, and torture have become tools of the
powerful for economic, political and social control. When
the peoples of poor countries dare to get rid of their
dictators and form popular governments that work toward
fairer distribution, the rich, powerful countries often try to
destroy those new governments. They pay for terrorism, Nicaraguan child disabled by a “Contra’
long wars, and the destruction of schools, health centers, bomb. The Contras are rebel troops

. N . supported by the United States
3nd prI(_Jtquctlon. The result is still more poverty, disease, and S DARRRE e s R i e pet Y &
isability.

government in Nicaragua. (Photo by
Marc Krizack, Links)

Terrorism is too often fought with terrorism.
During the U.S. attack on Libyain April, 1986,
bombs hit a school for disabled children. Such
actions do not stop terrorism; they merely kill
and disable innocent persons. " AN EYE FOR
AN EYEWILL MAKE THE WHOLE
WORLD BLIND." - Mahatma Gandhi.

To help change this situation, we disabled per sons of the world must join with all who are
disadvantaged or treated unfairly, to struggle for a new, moretruly human, world order.

*Note: Although too much fluoride is harmful, someis necessary for healthy bones and teeth. In some
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areas fluoride needs to be removed from drinking water; in other areas it needs to be added.
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Disabled Village Children
A guide for community health workers,
rehabilitation workers, and families

PART 1

WORKING WITH THE CHILD AND FAMILY:
Information on different Disabilities

A. Where Do We Sart?

021

CHAPTER 4

Examining and Evaluating
the Disabled Child

To decide what kind of specia help, if any, adisabled child may need, first we need to
learn as much as we can about the child. Although we may be concerned about her
difficulties, we must always try to look at the whole child. Remember that:

A child's ahilitiesaremore
important than her disabilities.

The aim of rehabilitation is to help the child to function better at home and in the
community. So when you examine a child, try to relate all your observations to what
the child can do, cannot do, and might be ableto do.

What a child is and does depends partly on other persons. So we must also ook at the _' ‘m: ;“‘5’
child's abilities and difficulties in relation to her home, her family, and her village or ' ST;ING:HS'

neighborhood. _ NOT AT MY
WEAXNESSES

To evaluate a child's needs, try to answer these questions:

. What can the child do and not do? How does this compare with other children
the same age in your community?

. What problems does the child have? How and when did they begin? Are they getting better, worse, or are they the
same?

. Inwhat ways are the child's body, mind, senses, or behavior affected? How does each specific problem affect what
she does?

. What secondary problems are developing? (Problems that result after and because of the original problem.)
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. What isthe home situation like? What are the resour ces and limitations within the family and community that may
increase or hold back the child's possibilities?

. Inwhat way hasthe child adjusted to her disability, or learned to manage?
To find the answers to these questions, a health or rehabilitation worker needs to do 3 tlhings:
1. Observethe child carefully-including her interaction with the family and with other persons.

2. Takea'history'. Ask the parents and child (if old enough) for all information they can provide. Obtain medical records
if possible.

3. Examinethe child to find out how well and in what way different parts of her body and mind work, how developed
they are, and how much they affect her strengths, weaknesses or problems.

BE SURE TO LOOK AT THE WHOLE CHILD-NOT JUST THE DISABILITY

022

Observation of the child can begin from the first moment the health worker or rehabilitation worker sees the child and her
family. It can begin in the waiting area of a village center, the home, or the street, and should continue through the history-
taking, examination, and follow-up visits. Therefore, we do not discuss 'observation' separately, but include it with these other
aress.

Itisusualy best to ask questions BEFORE beginning to examine the child-so that we have a better ideawhat to ook for.
Therefore, we will discuss history-taking and then examination. But first aword about keeping records.

RECORD KEEPING

For avillage rehabilitation worker who helps many children, writing notes or records can be important for following their
progress. Also, parents of a disabled child may find that keeping simple records gives them a better sense of how their child is
doing.

Six sample RECORD SHEETS are on Pages 37 to 41, 50, 292, and 293. Y ou can use these as a guide for getting and recording
basic information. But you will want to follow with more detailed questions and examination, depending on what you find.

Sample RECORD SHEETS RECORD SHEET

included in this book number Page
Child history 1 37 and 38
Physical examination 2 39
Tests of nervous system 3 40
Factors affecting child development 4 41
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Evaluation of progress 5 50

Child development chart 6 292 and 293

Sheets 1 and 2 will be useful for most disabled children. Sheets 3, 4, and 6 are for children who may have brain damage or
seem slow for their age. Sheet 5 isasimple form for evaluating the progress of children 5 years old or older.

HISTORY TAKING

On Pages 37 and 38 you will find arecord sheet for taking a child's history. Y ou can useit as a guide for the kinds of questions

it isimportant to ask. (Of course, some of the questions will apply more to some children than others, so ask only where the
information might be helpful.)

When asking questions, we rehabilitation workers must always remember that parents and family arethe only real 'experts
on their child. They know what she can and cannot do, what she likes and does not like, in what ways she manages well, and
where she has difficulties.

However, sometimes part of the parents knowledge is hidden. They may not have put all the pieces of knowledge together to
form aclear picture of the child's needs and possibilities. The suggestions in this chapter, and the questions on the RECORD
SHEETS, may help both rehabilitation workers and parents to form a clearer picture of their child's needs and possibilities.

Rehabilitation workersand parents can work
together to figure out the child's needs.

023

EXAMINING THE DISABLED CHILD

After finding out what we can by asking questions, our next step isto examine the child. In asfriendly away as possible, we
carefully observe or test what parts of the child work well, what parts work poorly, and how this affects the child's ability to do
things and respond to the world around him.

CAUTION: Although we sometimes examine separately different aspects of the child's body and mind, our main purposeis
to find out how well the child's body and mind work together asawhole: what can the child do and not do, and why?
Thisinformation helps us decide how to help the child to do things better.

In examination of a disabled child, we may check on many things:

. Thesenses. How well does the child see? hear?
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. Movement: How well does the child move or control her movements?

L)

. Form and structure: How well formed, deformed, or damaged are different parts of the body: the joints,

the backbone, and skin?

Mind, brain, and nervous system: How much does the child understand? How well do
different parts of the body work together? For example, balance or eye-to-hand
coordination.

. Developmental level: How well does the child do things, compared to other |ocal
children her age?

In addition, a completephysical examination would include checking the health of systemsinside the body. Although this part
of the examination, if needed, is usually done by health workers, rehabilitation workers need to know that with certain
disabilities inner body systems may also be affected. Depending on the disability, these may include:

the the body's the heart the food
breathing cleaning A== and blood Processing
system system /65\ system system
(respiratory (urinary (circulation {digestive
system) tract) system) system)

Rehabilitation workers need to work in close cooper ation with health workers.

A detailed examination of all a child's parts and functions could take hours or days. Fortunately, in most children thisis not
necessary. Instead, start by observing the child in a general way. Based on the questions you have already asked and your
general observations, try to find anything that seems unusual or not quite right. Then examinein detail any body parts or
functionsthat might relateto the disability.

024

Part of the art of examining a child isKNOWING WHEN TO STOP. it isimportant to check everything that might help us
understand the child's needs. But it is equally important to win the child's confidence and friendship. Too much examining and
testing can push any child to the point of fear and anger. Some children reach their limit long before others. So we must learn
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how much each child can take - and try to examine the child in ways that she accepts.

Some children require a much more complete examination than others. For example:

Juan lost one hand in an accident 2 years ago, but
otherwise seems normal. Probably he will need little
or no physical examination other than to see how he
uses his arms, stump, and hand. Y ou will also want to
check how much he can do with his other hand, with
only his stump, and when using both together.

The Physical Examination Form
(RECORD SHEET 2 on Page 39)
Is probably the only examination
form you need to fill out.

However, it would be wise to
learn about how Juan's family
and others treat him now, and
how he feels about himself and
his ability to do things. Does he keep his stump
hidden when he is with strangers? With family

Anais 2 yearsold and still does not sit by herself. She has
strange uncontrolled movements. She does not play with
toys or respond much to her parents.

Ana seems to have many problems.
We will need to check:

. how well she sees and hears.

. how strong, weak, or stiff different
parts of her body are.

. inwhat ways her development is
slow (what she can do and not do).

« how much she understands.

. signs of brain damage, and how
severe.

. her sense of balance and position.

« What positioning or support gives

members? What are his hopes and fears? Y ou can her better control and function.

write this information on the back of the form.

It may take weeks or months of repeated examining and
testing to figure out all of Anas difficulties, and how to
best help her to function better. It could be a mistake to try
to do al the needed examining at one time.

To record all the useful information on achild like Ana,
you will find RECORD SHEETS 1, 2, 3, 4, and 6 helpful.

Examining techniques: Winning the child's confidence

Depending on how you go about it, the physical examination can help you become a child's friend or turn you into his enemy.
Here are afew suggestions:
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. Dressasone of the people, not as a professional.

White uniforms often scare a child-especidly if at
some time he was injected by a nurse or doctor. P

YOUR CONFIDENC

. Before starting the examination, take an interest in
the child as a person. Speak to him in agentle,
friendly way. Help him relax. Touch him in ways
that show you are afriend.

. Approach the child from the same height, not from
above. (Try to have your head at the same level as
his.)

. Start the examination with the child sitting or lying
on mother'slap, on thefloor, or wherever he
feelsmost safe and comfortable.

. If the child seems nervous about
a stranger touching or examining
her, have the parent do as much

: : . TO STRAIGHTEN
of it for you as possible. This MER KNEE AS
will let the mother know that you MUCH AS SHE CAN.
respect and want to include her.
And she may learn more.

PLEASE ASW HER

NOw TRY To
TOUCH MY FINGER
WITH YOUR FOOT,
DARLING.
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. Make the waiting area and place where
you do the examining as pleasant and
as much like home as you can. Have
lots of toys, from very simple to
complex, where the children can
choose and play with them. By
watching if, how, for how long, with
what, and with whom achild plays,
you can learn alot about what a child
can and cannot do, hislevel of physical
and mental development, the types of
problems he has, and the ways he has
(or has not yet) adapted to them.

Watching how a child plays - by herself, with people,

and with toys-is an essential part of evaluating the
child. D L

026
. Try to makethe examination interesting and fun for the child. Turn it into a game whenever possible. For example:

When you want to test a child's 'eye-to-hand
coordination’ (for possible balance problems or brain
damage) you might make a game out of having the
child touch the nose of adoll. Or have her turn on a
flashlight (torch) by pushing its button.

LET'S SEE IF vOU CAN TOUCH
THE DOGGIE'S NOSE /

Also, when he beginsto get restless, stop examining
for awhile and play with him, or let him rest.
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{“'ﬁ £ It isbest to examine a child when heiswell-rested, well-fed, and in a'good

":':*h‘:'l‘:: mood'-and when you are, too. (We know thiswill not always be possible.)

'l{
- -'_:\..'.,.r.. -
=

- ]

. When achild isweaker or hasless control on one side than the other,
first test the stronger side, and then the weaker side.

NOW LET'S BEE IF YOUu
CAM LIET YOUR OTHER
KMNEE OFF THE FLOOR.

VM TRYIMNG TO=—
BUT 1 CAN'T.

PLEASE LIFT THIS KNEE
OFF THE FLOOR,

0K, THANKS
FOR TRYING,

By testing the good side first, you start by giving the child encouragement with what he can do well. Also, if the child does not
move the weaker side, you will know it is because he cannot, and not because he does not understand or is not trying.

. Asyou examine the child, give her lots of praise
and encouragement. When she triesto do
something for you and cannot, praise her warmly for

trying.

GoeD FOR
YOu, MEMNA !
wou ALMOST
SAT UP BY

[
AsK her to do things she can do well and not just YOURSELF |

the things she finds difficult, so that she gainsa
stronger sense of success.

027

TESTING RANGE OF MOTION OF JOINTS
AND STRENGTH OF MUSCLES
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Children who have disabilities that affect how they move often have some musclesthat are weak or 'paralyzed'. Asaresult,
they often do not move parts of their bodies as much asis normal.

Loss of strength and active movement may in time lead to a stiffening of joints or shortening of muscles (contractures, see
Chapter 8). Asaresult, the affected part can no longer be moved through its complete, normal range of motion.

ACTIVE MOVEMENT PASSIVE MOVEMENT
Normally the shoulder muscles When the shoulder At first the paralyzed arm | Unless the normal range of
canraisethearm until itis muscles are paralyzed, can be lifted straight up motion is kept through daily
straight up. the child can no longer with help. Thisis called exercises, the passive range of
actively lift hisarm. PASSIVE MOTION. motion will steadily become
lessand less.

'? <,
muscles 25
used to ex tight L& =
raise arm ( ss o nrds, ..
- and
e oy %‘i& skin : ({
rie RS e
Lifting the arm like this with the
arm's own musclesis called Now the arm cannot be raised
ACTIVE MOTION. straight up, even with help.

In the physical examination of a child with any weakness or paralysis of muscles, or joint pain, or scarring from injuries or
burns, it isagood ideato test and record both RANGE OF MOTION and MUSCLE STRENGTH of all Partsof the body
that might have contracturesor be affected. There are 2 reasons for this:

. Knowing which parts of the body have contractures or are weak, and how much, can help usto understand why a child
moves or limps as she does. This helps usto decide what activities, exer cises, braces, or other measures may be
useful.

. Keeping accurate records of changes in muscle strength and range of motion can help tell usif certain problems are
getting better or worse. Regular testing therefore helps us evaluate how well exer cises, braces, casts, or other
measur es ar e wor king, and whether the child's condition isimproving, and how quickly.

For testing range of motion and muscle strength, it helps to first know what is normal. Y ou can practice testing non-disabled,

active persons. They should be of the same ages as the disabled children you will test. Age matters because babies are usually
weaker and have much more flexible joints than older children. For example:
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= & &

baby's back and hips

bend so much he canlie  young child bends less but

across hisstraight legs.  can usually touch his toes
with his legs straight.

Around 11 to 14 it is harder to
touch toes. His legs grow faster
and become longer than his
upper body.

Later, upper body growth catches
up with legs. He can again touch
toesmore easily.

028

In different children (and sometimes in the same child) you may need to check range of motion and strength in the hips, knees,
ankles, feet, toes, shoulders, elbows, wrists, hands, fingers, back, shoulder blades, neck, and jaw. Some joints have 6 or more
movements to test: bending, straightening, opening, closing, twisting in, and twisting out. See, for example, the different hip
movements (range-of -motion exercises) on Page 380 in Chapter 42.

Totest both 'range of motion' and 'strength’, first check ‘range of motion'. Then you will know that when a child cannot
straighten ajoint, it is not just because of weakness.

Range-of-motion testing: Example:
Knee

1. Ask the child to straighten it as much as she can.

RAIGE
YOuR FooOT
AMD TOUCH
My FINGER,

2. If she cannot straighten it al the way, gently see how far you can straighten it. without for cing.
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With your hands, support the joint on each side as you straighten it.

3. If at first the joint will not straighten, keep trying with gentle continuous pressure for 2 or 3 minutes.

/ If it still does not straighten, the range of motion isreduced. Thisis usually because of a
contractur e (see Chapter 8).

If it gradually straightens, spasticity (muscle spasms) may be what makesit difficult (see

/ Page 79). (if it stops before it straightens completely, contractures may also be
developing.)

4. 1f ajoint will not straighten completely, try with the child in different positions.

MNOwW T
STRAIGHTENS
/ MORE

For example, a knee often does not straighten as much with the
hips bent as with the hips straight.

For this reason, each time you test range of motion to measure changes, be sure the child isin the same position.

spasticity (see Pages 101 to 103).

@ Position affects how much certain joints straighten or bend. Thisistruein any child, but especially in achild with

5. In addition to checking how much ajoint straightens, check how much it bends.
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If joints are kept straight and never bent, they may stiffen or devel op contractures that
do not let them bend. (This can happen with joint infection, arthritis, and other
conditions, or when ajoint iskept in a cast for along time.)

6. Also check for too much range of motion.

The same thing can happen to the child with
weak arms who uses crutches (or crawls).

A child who walks on aweak |leg often 'locks
her knee backward to keep from falling. In time,
the knee stretches back more and more, like this.

Usually the best positions for checking range of motion are the same as those for doing range-of-motion and stretching
exercises. These are shown in Chapter 42.

For methods of measuring and recording range of motion, see Chapter 5.

029

Precautions when testing for contractures

Testing range of motion of the ankles, knees, and hipsisimportant for evaluating many disabled children. We have aready
discussed knees. Here are afew precautions when testing for contractures of ankles and hips.

Ankle

Test the range of motion with the knee as
straight asit will go.

narmal
S hoer With the knee bent, the foot will usually bend
up more. But for walking, we need to know how
far it bends with the knee straight.
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47 %

Feel the tight
heel cord here.

Note: To check ankle range of motion in a child with spasticity:

With his body and knee straight, it may be hard to bend the ankle.

Other precautions for testing ankle range of motion are on Page 383.

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00206.htm (13 of 34) [9/4/2005 11:14:39 PM]



Disabled Village Children - CHAPTER 4 (EXAMINATION)
Hip

To check how far the hip joint straightens, have the child hold
his other kneeto his chest, like this, so that his lower back is
flat against the table. If histhigh will not lower to the table
without the back lifting, he has a bent-hip contracture. (See

Page 79.)

c—= -
\ | | Feel the tight cord here. H

If the knee will not straighten,
test him with his leg over the
edge of a table.

CAUTION The hips will often straighten more at an angle to the
body. So be sure to lower the leg in a straight line with the body, or
you can miss contractures that need to be corrected before the child
can walk.

030

Muscle testing
Muscle strength can be anywhere between normal and zero. Test it like this:

It the child can lift the weight of leg all the way, press down on it, to cheek if she can hold Press down

up as much weight asisnormal for agirl her age. If she can, her strength isNORMAL. strongly.

/.
/
NORMAL

strength

Press down

If she can hold some extra weight, but not as much asis normal, she rates GOOD. lightly. l

GOOD
strength
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If she can just hold up the weight of her leg, but no added weight, she rates FAIR.

FAIR
strength

If she cannot hold up the weight of her leg, have her lie on her side and try to

straighten it. If she can, she rates POOR. POOR
strength

Muscles move, f rey AS HARD A% YOU

If she cannot straighten her knee at all, put your hand over the muscles as but not leg: o ::u:T:::""N
shetriesto straightenit. If you can feel her musclestighten, rate her TRACE
TRACE. strength
. — No muscle
movement:
ZERO
strength

Test the strength of all muscles that might be affected. Here are some of the muscle teststhat are most useful for figuring out
the difficulties and needs of different children.

Note: These tests are smple and mostly test the strength of groups of muscles. Physical therapists
know ways to test for strength of individual muscles.

Ankle and Foot

UP BEND IN BEND OUT
DOWN
ﬁéﬁ
0 *—I
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If the child can walk, seeif she can stand and walk on her heels and her toes.

NORMAL NORMAL
calf——" foot-lift
muscle muscle

Note: Sometimes when the muscles that normally lift the feet are weak, the child uses histoe-lifting musclesto lift his foot.

If he lifts hisfoot with histoes bent up, like this, seeif he can lift it with histoes bent down, like this.

AN AN

Also noticeif the foot tips or pulls more to one side. This may show 'muscle imbalance'. (See Page 78.)

EXAMPLES OF REASONSFOR TESTING

1. If strength to lift up the foot is WEAK and strength to push down is STRONG, tiptoe contractures may develop-unless
steps are taken to prevent them. (See Page 383.)

S\
2. An ankle with POOR or very uneven strength may be helped by an ankle brace. But if strength is FAIR, exercise may

strengthen it- and a brace may weaken it more!

o

3. Lifting the foot with only the toe muscles may lead to a high-arch deformity.

BN
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031

To learn about which muscles move body partsin different ways, as you test muscle strength, feel which
muscles and cordstighten.

Knee

STRAIGHTEN BEND

You can feal

h | Feal the muscles Feal the

ne muscie tighten on the tight cords
tighten on top back of the pull here.
of the thigh. thigh.

EXAMPLES OF REASONSFOR TESTING

1. POOR or NO strength for straightening knee may mean an above-knee
brace is needed.

2. Stronger musclesin back of the thigh than in front can lead
to a bent-knee contracture. \

Hips

ROTATING HIPOUT ROTATING HIPIN
OPENING CLOSING (and legin) (and leg out)

- H 4 i
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BENDING STRAIGHTENING
If the hip has contractures,
test with legs off end of table.

Feel the butt
muscies tighten.

padding

SIDEWAYSLIFT

Feel the side-of-hip muscles tighten

Note: Weak hip muscles sometimes lead to dislocation of the hip. Be sure to check for this, too. (See Page 155.)

Testing side-of-hip muscles is important for evaluating why a child limps or whether a hip-band may be needed on along-leg
brace.

TEST FOR WEAK SIDE-OF-HIP MUSCLES
IN THE CHILD WHO CAN STAND

Have the child stand on the weaker leg.
NORMAL

The child stands straight. The hip tilts up on the lifted leg.

NOT NORMAL
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The hip tilts down on the lifted side.

Or the child shifts his whole weight so it balances over the
weak hip.

This child dips to the side on each step of the weak leg.
(Thisis often seen with polio.)

Note: Dipping to one side when walking is caused more by
weak side-of-hip muscles than by a shorter leg. But a shorter
leg can make dipping worse.

032

Stomach and Back

To find out how strong the stomach muscles are, see if the child can do 'sit ups  To test the back muscles, see if he can bend
(or at least raise his head and chest). backward like this.
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Sitting up with kneesbent uses (and ~ S'tliNg up with knees siraight usesthe  peqf the muscles tighten on either side of
tests) mainly the stomach muscles. hip-bending muscles and stomach the backbone. Notice if they look and feel
Feel stomach muscles tighten. muscles. the same or if one side seems stronger.

Y ou can check achild'strunk control and strength of stomach, back, and side muscleslike this. Have
him hold his body upright over his hips, then lean forward and back, and side to side, and twist his body.

F a

If achild's stomach and back muscles are weak, he may need braces with a body Support- or awheelchair.

IMPORTANT: Be sureto check for curvature of the spine-
especially in children with muscle imbalance or weakness of
the trunk.

Shoulders, Arms, and Hands

When achild'slegs are severely paralyzed but she has FAIR or better trunk strength, she may be able to walk with crutches if
her shoulders, arms, and hands are strong enough.

Therefore, an important test is this. Can she lift her butt off the seat like this?

If she can, she has a good chance for walking with crutches.
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If she cannot lift herself, check the strength in her shoulders and arms:

ARMS
(oY
—

I—r_._

/

Muscles Muscles
tighten here. tighten here.

SHOULDERS

PUSH f
FORWARD

If the shoulder pushes down strongly but her elbow-straightening muscles are
weak, she may be able to use a crutch with an elbow support.

elbow
support

Or, if her elbow range of motion is normal, she may learn to 'lock’ her elbow back like this. However, this can
lead to elbow problems.
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Y ou may want to make a chart something like this and hang it in your examining area, as areminder.
In muscle testing, it is especially important to note the difference between FAIR and POOR.

Thisis because FAIR is often strong enough to be fairly useful (for standing, walking, or lifting arm to eat). POOR is usually
too weak to be of much use.

EVALUATING STRENGTH OR WEAKNESS OF MUSCLES

CAUTION: To avoid misleading results, check range of motion BEFORE testing muscle strength.

Strength Test with the child positioned
rating so that he lifts the weight of
' the limb.
NORMAL lifts and holds "“"---\___.|{R
(5) against strong
< resistance Ty &
s
2z GOOD lifts and holds
> % 1 (4) against some
EE resistance
n L
FAIR lifts own weight
(3) but no more
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Test with the child positioned
50 that he can move the limb

- without lifting its weight (by
POOR cannot lift own lying on his side).
- (2) weight but moves
=] :
- well without any
@ weight
£ 4
o C
E (=
2 < J TRACE  barely moves
o8 | M
X0
]
2o
QE
=
ZERO no sign of
(0) movement
L

Sometimes with exercise POOR muscles can be strengthened to FAIR; this can greatly increase their usefulness. It is much less
common for a TRACE muscle to increase to a useful strength (FAIR), no matter how much it is exercised. (However, if muscle
weakness is due to lack of use, asin severe arthritis, rather than to paralysis, a POOR muscle can sometimes be strengthened
with exercise to GOOD or even NORMAL. Also, in very early stages of recovery from polio or other causes of weakness,
POOR or TRACE strength sometimes returns to FAIR or better.)

034
Other things to check in a physical examination

Differencein leg length. When one leg is weaker, it usually grows slower, and becomes shorter than the other leg. An extra
thick sole on the sandal might help the child stand straighter, limp less, and avoid curving of the spine. A short leg may also be
asign of adislocated hip. So it helpsto check for, and to measure, difference in leg length. (For tests, see Page 155 and 156.)

If the child can stand,
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look for a
tilt of the
hip bones,

then raisg
the foot of
the short
leg until
the hips
are level,

p

and measure the difference!

If she cannot stand,

have her lie as straight as she can. Feel and then mark, on both sides of her body, the bony lumps

at the top frent and on the
corner of the hip bone inmer ankla,
Fass tape
along innar
side of knea.
. . LOLI'S DIFFERENCE
Then measure from here to here with atape measure or string. Measure each leg and record the IN LEG LEMGTH
difference. If you used a string, just draw lines on your record sheet showing the actua differencein (LYING DOWN)
leg length. JUNE 31986 ——y
SEPT m. l.“ [ ——
- S L 1 A —

Curve of the spine

Especially when one leg is shorter or there are signs of muscle imbalance in the stomach or back, be sure to check for abnormal
curve of the spine (back bone). The 3 main types of spinal curve (which may occur separately or in combination) are:

Sideways curve (scoliosis)
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shoulder higher on side of short leg

Check for weaker muscles on this side of spine.

Have the child bend over. Check for arib hump on outer side of curve.
Have the
child bend
over,
Check for
arib hump
on outer
side of
curve.

Hunch back, rounded back (kyphosis)

May result from weak back muscles, or poor posture.

Swayback (lordosis)

May result May result from weak stomach muscles or bent-hip contractures. (Be sure to check for these.)

from weak
stomach
muscles

or bant-hip
contractures,
|Be sure to
check for
these. |
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Some spinal curves will straighten when a child changes her position, lies down, or
bends over. Other spinal curves will not straighten, and these are usually more
serious. For more information about examining spina curve and deformities of the

back, see Chapter 20.

Marmal
position
of spine
showing
the 3 main
divisions
of the
backbone,

Lumbar | Thoracic| Cervical

EXAMINING THE NERVOUS SYSTEM

Sometimes physical disability results from problemsin the
muscles, bones, or joints themselves. But often it comes
from a problem in, or damage to, the nervous system.

Depending on what part of the nervous system is affected,
the disability will have different patterns.

For example, polio affects only certain action nerves at
pointsin the spinal cord (or brain stem). It therefore
affects movement. It never affects sensory nerves, so
sight, hearing, and feeling stay normal. (See Chapter 7.)

035
THE NERVOUS SYSTEM

The nervous system The brain is
is the body's the main
communication system. control
The ‘central center of
switchboard' is the the nervous
brain, frem which system.
electrical messages
run back and forth, to The ‘trunk
all parts of the body, line’ of the
through ‘wires' nerves is
called nerves. the spinal

cord. It runs
Sensory nerves bring fml_'n the
messages from parts brain down
of the body about the m[ddle of
what the body sees the spine.
(eyes), hears (ears), MNerves come
smells (nose), and out from
feels (skin). between

each back
Action nerves (motor bone and
nerves) carry messages communicate
to parts of the body, to a part
telling muscles to move, lower down

in the body.

A spinal-cord injury, however, can damage or cut both the sensory and action nerves, so that both movement and feeling are

lost. (See Chapter 23.)

Unlike polio and spinal-cord injury, which come from damage to nervesin the spine, cerebral palsy comes from damage to the
brain itself. Because any part or parts of the brain may be damaged, any or al parts of the body may be affected: movement,
sense of balance, seeing, hearing, speech, and mental ability. (See Chapter 9.)
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Therefore, how completely you examine the workings of the nervous system will depend partly on what disability the child
appearsto have. If itisfairly clear the disability comes from polio, little examination of the nervous system is needed. But
sometimes polio and cerebral palsy can be confused. If you have any suspicion that the disability might be caused by brain
damage, you will want to do afairly complete exam of nervous system function. Damageto the brain or nervous system can
cause problemsin any of these areas:

. seeing (See Chapter 30.)

. eyemovement or position (See Pages 40 and 301.)

. fitsor seizures (epilepsy) (See Chapter 29.)

. balance, coordination, and sense of position (See Pages 90 and 105.)
. hearing (See Chapter 31.)

. use of mouth and tongue, and speech (See Pages 313 to 315.)

. mental ability; level of development (See Pages 278 and 288.)
. feeling (pain and touch) (See Pages 39 and 216.)

. unusual or strange behaviors; signs of self- damage (See Page 364.)

. muscle tone (patterns of unusual floppiness, tightness, spasms, or movements). (See Chapter 9.)
. reflexes, muscle jerks (See Pages 40 and 88.)

. urine and bowel control (See Chapter 25.)

Methods for testing some of these things are included on the next few pages and on the RECORD SHEETS 2, 3, and 4. Other
tests that you will need less often, we include with specific disabilities. Refer to the page numbers listed above.

036

EVALUATION OF A CHILD WHOSE DEVELOPMENT IS SLOW

For the child who cannot do as much as other children do at the same age, a special developmental evaluation may be helpful.
Additional information about the child's mother during pregnancy, or any difficulties during or after birth may explain possible
causes. Measurement of the distance around the head may show possible causes of problems or other important factors.
Repeated head-size measurements (once a month at first) may tell us even more.

For example, a child who has had meningitis (brain infection) at age 1, and whose head almost stops growing
from that age on, will probably remain quite retarded. We should not expect alot. However, if the child's
head continues to grow normally, the child may have better possibilities for learning and doing more
(although we cannot be sure).
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A child who is born with a'sack on the back' (spina bifida, see Page 167) may have a head that is bigger than
average. If the head continues to grow rapidly, thisis a danger sign (see Page 41 and 169). Unless the child has
surgery, she may become severely retarded or die. If, however, the monthly measurements show that the head
has stopped growing too fast, the problem may have corrected itself. She may not need surgery.

RECORD SHEET 4, on page 41, covers additional questions relating to child development, and includes a chart
for recording and evaluating head size.

To help the child who is developmentally delayed, you will first want to evaluate her level of physical and mental
development. Chapter 34, Pages 287 to 300, explainswaysto do this.

Y ou can use the Child Development Chart on Pages 292 and 293 to find a child's developmental level, to plan her step-by-step
activities, and to evaluate and record her progress. We have marked this 2-page chart, RECORD SHEET 6.

RECORD SHEETS

On the next 5 pages are the sample RECORD SHEETS that we discussed on Page 22. Y ou are welcome to copy and use them.

However, they are not perfect. They were developed for use by the village rehabilitation team in Mexico, and we are till trying
to improve them. Before you make copies, we suggest that you adapt them to meet the needs of your area.

Be sure you have copies made of the RECORD SHEET S you will need before you need
to use them.

In addition to the 4 RECORD SHEETS here, you may also want copies of RECORD SHEET 5 "Evaluation of Progress," Page
50, and RECORD SHEET 6, "Child Development Chart," Pages 292 and 293.

Note on RECORD SHEET 1 (CHILD HISTORY):

The box at the top of RECORD SHEET 1 isto befilled out after you examine the child. It gives brief, essential information.
Thiswill make it easier to find out which disabilities you have seen most often, and to check on what you still need to do for
different children.

The last few questions on Page 2 of RECORD SHEET 1 are for a study PROJIMO is doing on medical causes of disability.
Adapt them to study special concernsin your area.

037
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CHAPTER 5

Disabled Village Children
A guide for community health workers,
rehabilitation workers, and families

PART 1

WORKING WITH THE CHILD AND FAMILY:
Information on different Disabilities

A. Where Do We Sart?

043

Simple Ways to Measure and Record a Child's Progress

It isimportant to keep records of each child's progress. Careful records help workers and parents to follow the changein theindividual child, and to evaluate the effectiveness of advice, therapy, and aids.

We need aclear view of the progress of the whole child in all areas - physical, mental, and socia. The Child Development Chart on Page 292 and 293 will help usto do this for younger children. For children over 5, at

the end of this chapter there isasimple chart (RECORD SHEET 5) for evaluating achild'sincreasing ability to do things.

When the parents and child themselves regularly measure and record a child's progress, they become more aware of gradual improvements. This encourages them to continue with important exercises, aids, and
activities. Unfortunately, the standard way of recording physical deformities and contractures requires knowledge of angles, degrees, and symbols that many people do not understand. For evaluation to become a

family tool, we need a way to measure, record, and interpret information that isassimple, clear, and enjoyable as possible. Here are some ideas.

MEASURING JOINT POSITIONS AND CONTRACTURES

Y ou can make a simple measuring tool using 2 flat pieces of wood, plastic, or cardboard. (Tongue depressors work well.)

Other simple methods for recording joint positions are on Page 79.

1. Rivet the pieces together on oneend. 2. Line them up exactly with the joint.

NS
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4. Do thisagain every 1 or 2 weeksto seeif thejoint is straightening with exercise.
3. Trace the angle on paper.

The 'flexikin'- an aid to measure and encourage progress

Flexikins are cardboard dolls with joints. Disabled and non-disabled children can make and play with them. They are so easy to use that even parentswho cannot read can
measur e and record their children's contractur es. Because the periodic measurements are recorded as aline of pictures, anyone can see the child's progress at a glance.

We have found that when families follow their child's progress using flexikins, both the child and parents are more likely to keep doing stretching
exercises. As aresult, many contractures can be partly or completely straightened in the home, and there is less need for casting and surgery.

YN Py
Children making and playing with
flexikins. In the PROJIMO
village rehabilitation center,
all the flexikins used are made
by disabled children and the
local school children.

Flexikins—front and
side view models

Examples of how flexikins are used

FEB 2

qi

JUNES JYE AT SEFTH

(LU

Each month she does the same and records the
date. (in April her son did not use the brace for 2
weeks and she saw the knee was getting worse.

The mother places the flexikin's leg in the same position as her
son's leg, bent back as far asit goes. She then traces it onto alarge
sheet of paper.

Village rehabilitation workers have just made a brace for a child with polio whose leg bends

http://iwww.dinf.ne.jp/doc/english/global/david/dwe002/dwe00207.htm (2 of 12) [9/4/2005 11:14:49 PM]




Disabled Village Children - CHAPTER 5 (FLEXIKIN)

back severely. They want to know if the leg will gradually get better (bend back less). So
they ask the mother to measure it every month.

This convinced both mother and boy of the
importance of using the brace.)

The flexikins can be used to record awide variety of positions, deformities, contractures, and limitations in range of motion, mainly of the arms and legs but also of the neck, back, hips, and body:

head leans
swayback backward
neck forward
hand bent up
::p: knees bent
bent backward
head to
one side
knees together

and feet separated

feet turned inward

hunch-backed

fallen
hand
knees —_ '
bent
forward

spine curved

You can draw both
arms and legs. First
one and then the
other, like this:

feet—m—"

contracted lbow
{twisted) and hand
downward contracted

knee
contracted

than the other

trunk
twisted +—this shoulder higher
hip tilts
to one side (Draw the spine by
looking at the child
after you have
'tipme'-‘.__‘ marked each vertebra
contracture with a marker.)

In addition to using the small flexikins for record keeping, you can make large flexikins for group teaching. Or use them to keep body proportions correct when making drawings for instruction sheets.

Note: For recording contractures, we have found the side-view flexikin more useful than the front-view one. The side-view flexikin is aso easier to make. It is probably the only one you will need for evaluating a

child's progress.

How to make the flexikins

1. Trace the patterns of different pieces (Page 47 and 48) onto very thick paper or thin, firm cardboard. Or use old X-ray film.
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Y ou can do this using carbon paper. (Make your own carbon paper by completely blackening a sheet of paper with a soft-leaded pencil.) cardboard

Or you can glue a copy of the pattern sheet directly GLUE to the cardboard. carbon paper

(If your program plans to make many flexikins, or have children make them, we suggest you have the patterns printed or mimeographed directly on sheets ~ Pattern sheet
of thin, firm cardboard.)

2. Cut out the pieces with strong scissors, shears, or a piece of razor blade.

piece of razor
blade in the split
end of a stick

3. Place the pieces together as shown in the drawings. Make sure the pieces that overlap with dotted lines go behind those with
complete lines.

“=—Put this piece
behind this piece,

“=——and put this piece,

S behind this.

4. Fasten the pieces together at the black dots with rivets, pins or thread.

Or use sewing pins;

) Or string the joints together with thread or yarn (this does not work as
Use the smallest rivets you can well).

find.

% —FF— ’

cut here and put a drop of very strong glue (like epoxy) here.

Or use thin wire or string and tie knots.
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Rivets usually work best. First punch a hole through each black dot. Put the rivets through and hammer them just enough so that the cardboard joints are tight enough to hold their positions but can be moved
without tearing.

Y ou can copy this sheet, or one likeit, and give it to parents together with aflexikin. Be sure that you also show them how to use it and then watch them use it.

INSTRUCTIONS FOR USING THE FLEXIKIN
We have given you a 'flexikin' so that you can measure and see the progress that your child is making with his exercises or aids.

We suggest you take a new measurement every
Dot like this:

1. Have your child take the position you want to measure (for example, straighten his knee as much as he can).

2. Put the flexikin in exactly the position the child isin. To do this hold the flexikin at a distance between your eye
and the child so that it appears the same size as the child. Thiswill let you line it up exactly.

Thi mple
3. Without moving the position of the flexikin, trace it onto alarge piece of paper. The first time trace the whole body. Each time re 's examp

- Maralopd © shows how
Marchl - .

measure the child in the same posture. A *"ﬂ A, exercises
Aritt 2.l have helped

Moy 1 = straighten a
une 10— contracted
knee.

For later recordings, you only need to trace the part or parts you are measuring. Each time you record a measurement, write the date.

In certain cases you may want to measure how far the child can straighten an arm or leg by herself, and how far you are able to straighten it for her (little by little without forcing).
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CAUTION: When you
straighten the limb,
support it close to

the joint. This
prevents injury.

Here you see the progress of aleg until it became straight and a brace could be made for it.

Make 2 columns. In one, record how far the child can move it by herself. In the other column record how far she can move it with help.

Problem: Right Mame: Marfa Lopez
knee contracture - ope

Date (1983) Range-of-Motion:

Child alone with help
Morch] Crm > oA

April ] Ay Ay
May! Ay Sy
=
p——

June 10 =g
July5 ==
August 8
t;eb?::] Vi beoce

September [5 — :'l::mn
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SIDE-VIEW FLEXIKIN
Patterns of pieces
for making it
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FRONT-VIEW FLEXIKIN
Patterns of pieces ®
for making it
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EVALUATING THE PROGRESS OF THE WHOLE CHILD

049

A simple way for rehabilitation workers and parents to evaluate how achild is progressing as awholeis to keep arecord of her ability to do different things. Each month, or during each visit to the community
rehabilitation center, the child's different abilities are reviewed, tested, or observed. Any changes are recorded.

For children under 5 yearsold, oneway of evaluating a child's development is to use the RECORD SHEET 6 (Page 292). This chart shows the developmental levels (‘milestones) for different skills and activities. The
first time the child is evaluated, circle the drawing that shows what the child can do in each area.

Each time the child is evaluated, on the same sheet, again circle the appropriate drawing, but use a different color (or a dotted, dashed, or zigzag line). Thisway, you can see where the child is moving ahead well and
where heis behind.

al ", \ - ) ay YEs yY
Head and ﬁ g:&‘al ‘ i N x A
wunk control o <5 # - 'y
lifis holds holds head holds up * “ilins head holds head moves and holds
head part head up up high head and  and shifts up well head easily in
way up briefly and well when tified all directions
YIS
a” =,
2¥0 2P
Rolling " LT M ‘
rodls belly rolls over and aver y
10 back »helly L, Ctasily inplay \9
5 o Ta
A% . .,
P L] H c.
" ' i : [
Suting e 1 - 1 . - I
sits only 3 s with ¢ begini to 5 sits well
wilh fuli thand * 3l without * without twists and moves
wippori puppon '.u-lwotl' Pt wppart easily while sitling
"o
A
Crawling ‘Z% § ;]g ﬁ ﬁ can walk on walks ([ 5
and walking pulls 1o takes tipioe and easily Mﬂ m
% xnun ar crawhs sanding sleps walks on heels backward
-
'}
5 s |k 7 s
A ‘ A S Y B
Arm and hand 3 ( :@\\‘ easily moves p— @
- : resches and passes - id e fingers back and —
Contr g0ws finger begins 10 reaih §rasps with object from grasps with thumb | forth from nose ihraws Jnd
pul into hand Lowards ubjects g one hand 10 other and lorelinger 10 maving object catches ball
b y s
Ty _ . -~ TN Sees wmall s
Seeing L‘é”ﬁ -g A N Q {i,.iﬁg; shapes cleaily Iﬁ
fusllows clowe enjays bulilta * 1 eves focus on LA looks a1 small “?.'_.".“" [".t
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obiut with eyes
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1urn5 hud
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u:spunds -]
mothel s voice

" Trecognizes - - P. 457 Tor test ...
‘-&'er'mf "“}‘ lar object lhlﬂl:s."nc tures | - &.;_; _-“.__J'
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f
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[ ITY S umple words most umple language

For evaluating the progress of children over age 5, the charts on the next page may help. Two different approaches are used. Chart A is more objective (requires less persona judgment or opinion) but does not allow for
small improvements. Chart B is more subj ective (is based more on personal judgments). It considers quality of improvement, not just quantity. Y ou can try both and see which you think gives truer, more useful results.

TouseChart A: For each skill, circle whether the child can do it "without help," "with alittle help," Add all the numbers you circle. Compare the scores of the first and second visits. For example:

Here we see the child has improved his eating skills but not his drinking skills.

First visit
without little lots of
help help help
How does the child eat? 4 @ 0
How does the child drink? 4 @ 0

] Second visit
'withoul little
| “help  help
| @ 2
¢

lots of
help

0
0

Touse Chart B: In each area, on the second visit, circle whether the child isdoing alot better, alittle better, or the same. Add it al up. The higher the score, the more the child has improved.

NOTE: We question whether the use of humbers may not be misleading. But we think the questions themselves may be a useful guideline. None of these evaluation forms will show all areas of change
or improvement. They are not substitutes for detailed notes, drawings, and agood memory!

050
EVALUATION OF PROGRESS- CHILD OVER AGE 5
RECORD
Name Age Disability SHEET
5
ICHART A ] Firstvisit (date ) \ Second visit (date )
Daily activities | withouthelp | littlehelp | lotsofhelp |  withouthelp | littlehelp | lotsof help
[Feeding
1. How does the child eat? y 4 y y \ 4 y y 0
2. How does the child drink? ] 4 ] ] 0 \ 4 ] ] 0
Dressing and washing
'3. Does child wash face and body? ] 4 ] 2 ] 0 \ 4 ] 2 ] 0
4. Does child dress? ] 4 ] ] \ 4 ] ] 0
'5. Does child put on orthopedic equipment? ] 4 ] ] \ 4 ] ] 0
Bowel and bladder careand control
6. Does child stay clean (bowel control)? ] 4 ] ] 0 \ ] 2 ] 0
7. Does child clean herself after shitting? ] 4 ] 2 ] 0 \ ] 2 ] 0
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8. Does child stay dry during the day?

19. Does child stay dry at night?

Mobility/transfers

]10. Does child move from chair to bed and back?

]11. Does child move from floor to bed and back?

N

o

N

N

o

]M ovement

112. Walks on flat surface?

]13. Walks on uneven surface?

114. Climbs up and down stairs?

]15. Uses awheelboard or wheelchair?

]16. Does child crawl?

e A

N NN NN

o Ol ol o O

N

NN N NN

o ol ol o ©

]Social activities’communication

]17. Does child help with housework or farm work?

118. Does child play with other children?

119. Does child go to school ?

120. Does child speak?

21 Does child communicate with signs or gestures?

BlA DA D

N NN NN

o O ol o o

e NS

N NN NN

ol ol ol o ©

]CHART B ]

First visit

Second visit

Quality of activities y

make notes for comparison here

much better

alittle better

]Does child move about better?

2

Does he sit in a better position?

]Does he walk better (straighter, with lesslimp, or with less support)?

]Do& he walk farther, faster, or easier?

]Are his joints straighter (less contractures)?

R S

NN NN

hip?

IN

knee?

ankle?

Can the child do things he could not do before?

feeding?

bathing?

dressing?

toileting?
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Does he play with things better? ’ 4 ’ 2 o | 4
]Does he speak or communicate better? ] 4 ’ 2 ‘ 0 ’ 4
]Does he get along with other children better? ’ 4 ’ 2 ‘ 0 ’ 4
\Does he seem happier or more self-confident? ] 20 ] 8 o0 | 4
]Has he improved or got worse in other ways? ] 4 ’ 2 ‘ 0 ’ 4
In what ways? 4 5 0 ’ 4
] ] Total
Go back to the CONTENTS
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Disabled Village Children

A guide for community health workers,

rehabilitation workers, and families

PART 1

WORKING WITH THE CHILD AND FAMILY:

Information on different Disabilities

B. Recognizing, Helping with, and Preventing Common Disabilities
059

CHAPTER 7

Polio

Infantile Paralysis

HOW TO RECOGNIZE PARALYSIS CAUSED BY POLIO

. Paralysis (muscle weakness) usually begins when the
child issmall, often during an illness like a bad cold with
fever and sometimes diarrhea.

. Paralysis may affect any muscles of the body, but is most
common in the legs. Muscles most often affected are
shown in the drawing.

. Paralysisis of the 'floppy' type (not stiff). Some muscles
may be only partly weakened, others limp or floppy.

. Intimethe affected limb may not be able to straighten all
the way, due to shortening, or ‘contractures, of certain
muscles.

. The muscles and bones of the affected limb become
thinner than the other limb. The affected limb does not

grow asfast, and so is shorter. ::'f:iﬂh ten
knee
. Unaffected arms or legs often become extra strong to COnITactures
make up for parts that are weak. causing
i ' tight cords
. Intelligence and the mind are not affected. £
muscles ——
. Feeling isnot affected. ::;";tl Iife

MUSCLES COMMONLY WEAKENED BY POLIO

muscles that
straighten
or bend hip,
or that
spread or
close legs

muscles

shoulder muscles

muscles behind
arm [weakness
straightening

arm
-— ]
back muscles

(either side
of backbone)

thumb
muscles
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'Knee jerks and other tendon reflexes in the affected limb are reduced or absent. (In cerebral palsy,
'knee jerks often jJump more than normal. See Page 88.) Also, the paralysis of polio is 'floppy"; limbs o
affected by cerebral palsy often are tense and resist when straightened or bent (see Page 102).

. The paralysis does not get worse with time. However, secondary problems like contractures, curve reduced
of the backbone and dislocations may occur. ten Igun
jer

Of children who become paralyzed by palio:

30% recover
completely inthe | 30% have mild | 30% have moderate or severe

first weeks or paralysis. paralysis. 10% die (often because of
months. difficulty breathing or
swallowing).

060

BASIC QUESTIONS AND ANSWERS ABOUT POLIO

How common isit? In many countries, polio - or 'poliomyelitis- is still the most common cause of :
physical disability in children. In some areas, at least one of every 100 children may have some paralysis &
from polio. Where vaccination programs are effective, polio has been greatly reduced.

What causesit? A virus (infection). The infection attacks parts of the spinal cord, where it damages
only the nerves that control movement. In areas with poor hygiene and lack of latrines, the polio
infection spreads when the stool (shit) of asick child reaches the mouth of a healthy child. Where
sanitation is better, polio spreads mostly through coughing and sneezing.

Paralysis in one leg
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Do all children who become infected with the polio virus become paralyzed? No, only asmall
percentage become paralyzed. Most only get what looks like a bad cold, with fever. However, if a
child with a'cold' caused by the polio virusis given an injection of any medication, the irritation
caused by the injection can bring on paralysis. (See warning on Page 19.)

Isthe paralysis contagious? No, not after 2 weeks from when a child first gets sick with polio. In
fact, most polio is spread through the stool of non-paralyzed children who have 'only a cold' caused by
the polio virus.

At what age do children get polio? In areas with poor sanitation, polio most often attacks babies " i FH
from 8 to 24 monthsold, but occasionally children up to age 4 or 5. As sanitation improves, polio ' (\‘;
tends to strike older children and even young adults. -« 77

Severe paralysis
Who doesit most often affect? Boys, alittle more than girls. Unvaccinated children much more often
than vaccinated children. (See Page 74). Y oung children who are given injections unnecessarily are paralyzed by polio more often
those who are not.
How does the paralysis begin? It begins after signs of a cold and fever, sometimes with diarrhea or vomiting. After afew days the
neck becomes stiff and painful and parts of the body become limp. Parents may notice the weakness right away, or only after the child
recovers from the acuteillness.
Onceachild is paralyzed, what changes or improvements can be expected? Often the paralysis will gradually go away, partly or
completely. Any paralysisleft after 7 monthsis usually permanent. The paralysis will not get worse. However, certain secondary
problems may develop-especialy if precautions are not taken to prevent them.

What arethe child's chances of leading a happy, productive life? Usually very good-provided the child is encouraged to do things
for himself, to get the most out of school, and to learn useful skillswithin his physical limitations (see Page 497).

Can personswith polio marry and have normal children? Yes. Polio is not inherited (familial) and does not affect ability to have
children.

061

SECONDARY PROBLEMS TO LOOK FOR WITH POLIO

By secondary problems, we mean further disabilities or complications that can appear after, and because of, the original disability.
CONTRACTURESOF JOINTS
A contracture is a shortening of muscles and tendons (cords) so that the full range of limb movement is prevented.

Unless preventive steps are taken, joint contractures will form in many paralyzed children. Once formed, often they must be corrected
before braces can be fitted and walking is possible. Correction of advanced contractures, whether through exercises, casts, or surgery
(or acombination), is costly, takes time and causes discomfort. Therefore early prevention of contracturesisvery important.

A full discussion of contractures, their causes, prevention, and treatment is in the next chapter (Chapter 8). Methods and aids for
correcting contractures are described in Chapter 59.
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TYPICAL CONTRACTURESIN POLIO

A child with paralysis who crawls around like this rid never straightens her legs will gradually develop
contractures so that her hips, knees, and ankles can no longer be straightened.

TYPICAL DEFORMITIES
OF ANKLE AND FOOT

L

bending

down at bending bending bending
ankle (tiptoe down al out al in at
contracture) mid-faot ankle ankle

OTHER COMMON DEFORMITIES

Weight bearing (supporting the body's weight) on weak joints can cause deformities, Including:

OVER-STRETCHED JOINTS

DISLOCATIONS

partly
- dislocated
swayback
bending VRIS E:ﬁ'l:;w knee
out at
T foot out of back-knee dislocated joints
T line with (especially knee,
knee {w!‘nen foot, hip,
:_ml:l! pslﬁli shoulder, elbow,
orward, thumb) |
foot points partly
— i
to the side) dislocated foot

WARNING: Didocations like these are sometimes caused by stretching
contractures incorrectly. (See Page 28.)
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SPINAL CURVE

a severely paralyzed child
dislocated

/shoulder

More serious curve of
the spineis caused by
muscle weakness of the

Minor curve of

spine can be back or body muscles. elbow bent
caused by tilted The curve can become / backward
hips, asaresult S0 severe that it . apparent
of ashort leg. endangers life by leaving hunchback

too little room for the

from bulge
lungs and heart.

of ribs

elbow dislocated
contracture  hip

At first, the spinal curve
straightens when the child is
positioned better. But in time
the curve becomes more
fixed (will not straighten any
more). For information on
spinal curves, see Chapter
20.

062

WHAT OTHER DISABILITIES CAN BE CONFUSED WITH POLIO?

. Sometimes cer ebral palsy can be mistaken for polio-especialy cerebral palsy of the 'floppy’ type.

However, cerebral palsy usually affects the body in typical patterns: Polio hasamore irregular pattern of paralysis.

all arm and both
CEREBRAL 4 leg on legs POLIO
PALSY limbs same
side

In cerebral palsy, usually you can find other signs of brain damage: over-active knee jerks and abnormal reflexes (see Page 88),
developmental delay, awkward or uncontrolled movement, or at least some muscle tenseness (spasticity).

. Inmuscular dystrophy, paralysis beginslittle by little and steadily gets worse (see Page 109).

. Hip problems (see Page 155) can cause limping, and muscles may become thin and weak. Check
hipsfor pain or dislocations. (Note: Dislocated hip may also occur secondary to polio.)

Note: Polio can occur before or after achild has any of these
other problems. Check carefully.

& . Clubbed foot is present from birth (see Page 114).
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. 'Erb'spalsy’, or partial paralysisin one arm and hand, comes from birth injury to the shoulder (see Page 127).
. Leprosy. Foot and hand paralysis begins gradually in older child. Often there are skin
patches and | oss of feeling (see Page 215). g :i: j
. Spinabifidais present from birth. There is reduced feeling in the

feet, and often alump (or scar from surgery) on the back (see

Page 167).

ALWAYSEXAMINE THE BACK IN A CHILD WITH
PARALY SIS OF THE LEGS, AND CHECK FOR FEELING.

. Injuriestothe spinal cord (see Page 175) or to particular nerves going to the arms or legs. Thereis
usually a history of a severe back or neck injury, and loss of feeling in the paralyzed part.

. Tuberculosis of the spine can cause gradual or suddenly increasing paralysis of the
lower body. Look for typical bump on spine (see Page 165).

. Other causesof paralysis or muscle weakness. There are many causes of floppy
paralysis similar to polio. One of the most common is'Guillain-Barre' paralysis.
This can result from a virus infection, from poisoning, or from unknown causes. It
usually begins without warning in the legs, and may spread within afew days to paralyze the whole body. Sometimes feeling is
also reduced. Usually strength slowly returns, partly or completely, in several weeks or months. Rehabilitation and prevention
of secondary problems are basically the same asfor polio.

063

WHAT CAN BE DONE?

DURING THE ORIGINAL ILLNESS, when the child first becomes paralyzed:
. No medicines help, either during the first illness, or later.
. Restisimportant. Avoid forceful exer cise because this may increase paralysis. Avoid injections.

. Good food during recovery helps the child become stronger. (But take care that the child does not eat too much and get fat. An
overweight child will have more problems with walking and other movements.) For suggestions about good food, see Where
There IsNo Doctor, Chapter 11.

. Position the child to be comfortable and to avoid contractures. At first the muscles will be painful, and the child will not want
to straighten hisjoints. Slowly and gently try to straighten hisarms and legs so that the child liesin asgood a position as

possible. (See Chapter 8.)
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GOOD POSITION BAD POSITION

Arms, hips, and legs as straight as possible. Feet supported.  Bent arms, hips, and legs. Feet in tiptoe position.

Note: To reduce pain, you may need to put cushions under the knees, but try to keep the knees as straight as you can.
FOLLOWING THE ORIGINAL ILLNESS:
. Continue with good food and good positions.

. Assoon asthe fever drops, start exer cises to prevent contractures and return strength. Range-of-motion exer cises are described
in Chapter 42. Whenever possible, make exercises fun. Active games, swimming, and other activitiesto keep limbs moving

as much asthey can are important throughout the child's rehabilitation.

Crutches, leg braces (calipers), and other aids may help the child to move better and may prevent
contractures or deformities.

. Ingspecial cases, surgery may be needed to correct contractures, or to change the place where
strong muscles attach, so that they help do the work of weak ones. When afoot is very floppy or
bends to one side, surgery to join certain bones of the foot may help. But because bone surgery
stops the growth of the foot, usually it should not be done before age 12 or 13.

. Encourage the child to use his body and mind as much as possible, to play actively with other
children, to take car e of hisdaily needs, to help with work, and to go to school. As much as
possible, treat him like any other child.

064

REHABILITATION OF THE CHILD WITH PARALYSIS
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All children paralyzed by polio can be helped by certain basic rehabilitation measures-such as
exercise to keep afull range of motion in the affected limbs.

However, each child will have a different combination and severity of paralyzed muscles,
and therefore will have his own special needs.

For some children, normal exercise and play may be all that are needed. Others may require
special exercises and playthings. Still others may need braces or other aids to help them move
about better, do things more easily, or keep their bodies in healthier, more useful positions.
Those who are severely paralyzed may be helped most by awheelboard (trolley) or wheelchair.

Every child needsto be carefully examined and evaluated in order to best meet hisor her
particular needs. The earlier you evaluate a child's needs, and take stepsto meet them, the
better.

For this child, walking
provides exercise that stretches
his legs and feet, and prevents
contractures. (Tilonia, India)

Unfortunately, 'in
most areas where
polioistill
common, village
rehabilitation
programs do not
exist or are just
beginning. Many
children (and
adults) who have
been paralyzed
for along time
aready have
severe
deformities or
joint contractures. |t took several months of
Oftenthesemust  exercises at home and then a
be corrected series of plaster casts in the
beforeachild can Village rehabilitation center

use braces or to straighten the contractures
begin to walk so he could walk with braces.

This child, who had polio as a
baby, already had severe
contractures in the hips, knees,
and feet, [PROJIMO)

Because contractures are such a common problem, not only with polio but with many other disabilities, we discuss them separately in
the next chapter. Befor e evaluating a child with polio, we strongly suggest you read Chapter 8 on contractures.

WARNING: Before deciding on any aid or procedure, carefully consider its advantages and disadvantages. For example,
some deformities may be best |eft uncorrected because they actually help the paralyzed child stand straighter or walk better
(see Page 530). And some aids or braces may prevent a child from devel oping strength to walk without aids (see Page 526).
Before deciding what aid or procedureto use, we suggest you read Chapter 56, " Making Sure Aids and Procedures
Do More Good Than Harm."

065

PROGRESSOF A CHILD WITH POLIO:
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THE CHANGING NEEDS FOR AIDS AND ASSISTANCE

1. exercisesto keep full range of motion, starting within days after paralysis appears and
continuing throughout rehabilitation

2. supported sitting in positions that help prevent contractures

3. active exer cises with limbs supported, to gain strength and maintain full motion

Note: These also provide good arm exercise in preparation for walking with crutches.
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6. bracesto prevent contractures and prepare for walking

7. parallel barsfor beginning to balance and walk

8. walking machine or 'walker'

9. crutches modified as walker for balance and extra support

10. under arm crutches
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11 . forearm crutches and perhapsintime. . .

12. a cane or ho arm supports at all

Note: These pictures are only an example - but most of the steps are necessary for many children. Children who begin rehabilitation
late may also have contractures or deformities requiring corrective steps not shown here.

066

EVALUATING A CHILD'S NEEDS FOR AIDS AND PROCEDURES

Step 1: Start by learning what you can through talking with the child and family (see Child's History, Page 37 to 38). Asyou do this,
watch the child move about. Observe carefully which parts of the body seem strong, and which seem weak. Look for any differences
between one side of the body and the other-such as differences in the length or thickness of the legs. Are there any obvious
deformities, or joints that do not seem to straighten all the way? If the child walks, what is unusual about the way she doesit? Does she
dip forward or to one side? Does she help support one leg with her hand? |s one hip lower than the other? Or one shoulder? Does she
have a humpback, a swayback, or a sideways curve of the back?

These early observations will help you know what parts of the body you most need to check for strength and range of motion. Often,
by watching a child you can begin to get an idea about what kind of aids or assistance may help. For example:
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Carmen appears to have severe
paralysis affecting both legs
and her right arm. Weaknessin
her trunk (main part of the
body) appears to have caused a
severe S-shaped curve of the

spine.

She will probably never
walk, and will need a
wheelchair or wheelboard.

Y ou may want also to make
her abody brace, or help her
in other waysto sit more
upright and try to keep the
spine from bending more.

be the cause of his swayback.

and leg braces. But first his contractures must be straightened.

Pedro appears to have severe paraysisin hislegs and hips. It looks asif his hips, knees, and
feet cannot straighten (contractures). Weak stomach muscles and severe hip contractures may

Because his arms look strong, Pedro will probably be able to walk with crutches

strap to
gradually
straightan

casts 1o
straighten
knees and
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067
Manuel walks with the help of astick. He appearsto have paralysis mainly in hisright leg and
foot. Because of weak thigh muscles, he 'locks' his knee backward in order to bear weight on it. back-knee
This 'back-kneeing' has become more and more extreme as the cords behind the knee stretch. The
foot is very unstable and flops to one side. The weaker leg looks somewhat shorter-and for floppy
walking is much shorter because of the bent-back knee and bent-over foot. foot

He might be able to walk without the stick if he uses a below-knee brace to stabilize hisfoot. (See
Page 550.)

But the back-knee would become worse and worse until he could not walk. So probably he should
have along-leg brace. The brace might allow his knee to bend backward just alittle for stability -  pad holds _
so that no knee lock is needed. knee forwa.rd\

firm ankle
support

raised sole —_—

% Afialeans forward and pushes her weak left thigh with her hand when she walks. Her left knee cannot quite
straighten. Her weak leg looks alittle shorter than the other.

Exercisesto get her knee straighter or so it can bend very dightly backward may be al that is needed for Afiato
walk without using her hand.

Or she may need an above-knee brace with a strap to pull the knee back.
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Or she may only need a below-knee brace that hel ps push her knee back.

Brace

pushes mp

knee
back.

The brace bends the foot down just alittle, so that by bearing weight on toes (rather than heel) her knee is pushed back.

To get a better idea about which of the three solutions may work best for Afia, you will need to do a careful physical examination,
testing range of motion and muscle strength of the hip, knee, and ankle joints.

Step. 2: Thisisthe physical examination. It should usually include:

1.Range-of-motion testing, especially where you think there might be contractures. (See "Physical Examination,”" Page 27 to 29, and
"Contractures," Page 79 and 80.)

2. Muscletesting, especially of muscles that you think may be weak. Also test muscles that need to be strong to make up for weak
ones (such as arm and shoulder strength for crutch use). (See Page 27 and Page 30 to 33.)

3. Check for deformities. contractures; dislocations (hip, knee, foot, shoulder, elbow); difference in leg length; tilt of hips; and curve
or abnormal shape of the back. (See Page 34.)

068

Step 3: After the physical exam, again observe how the child moves or walks. Try to relate her particular way of moving and
walking with your physical findings (such as weakness of certain muscles, contractures, and leg length). (For an example, see Page
70))

Step 4: Based on your observations and tests, try to figure out what kind of exer cises, aids, or assistance might help the child
most. Consider the advantages of different possibilities: benefit, cost, comfort, appearance, availability of materials, and whether the
childislikely to use the aid you make. Ask the child and parents for their opinions and suggestions.

Step 5: Before making afinal brace or aid to fit the child, if possible test to see how well it may work by using atemporary aid or old
brace from another child. For example,
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If achild'sankle ...alift on the

bends over to the outer side of

outside like this... the solelike
this, may
help to keep
the foot
straighter.

But before nailing and
glueing in thelift,
quickly make atrial
one of cardboard or
something else and
fasten it temporarily to
the sandal or shoe with
tape or string. Then
have the child walk.

tape

Note: For afew children, alift like thiswill help.
For many it will not.

Ask the child what shethinks.

Step 6: After the child, her parents, and you have decided what kind of brace or aid might work best, take the necessary
measurements and makethe brace or aid. When making it, once again it iswise to put it together temporarily so that you can make

adjustments before you rivet, glue, or nail it into its final form. (See Page 540.)

Step 7: Havethe child try the brace or aid for a few daysto get
used to it and to see how well it works. Ask the child and parentsif it
seems to help. Does it hurt? Are there any problems? How could it
be improved? | s there something that might work better? Make what
adjustments are necessary. But remember that no brace or aid is
likely to meet the needs of a child perfectly. Do the best you can.

Mari and Chelo making a child's brace

|\

069

Hereisastory of how workersin asmall village rehabilitation program figured out what kind of aids a child needed. How many of

the stepswe have just discussed did they follow? Was each step important?

A STORY: A BRACE FOR SAUL
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Saul's baby
sister

One day a mother from a neighboring village arrived at the village center with her 6 year old son, Saul. Mari and Chelo, 2 of the
village rehabilitation workers, welcomed them warmly. Learning that Saul had polio as a baby, they asked him to walk, and then to
run, while they watched carefully. Saul limped alot and one leg looked thinner and shorter. With each step it bent back at the knee.

"He walks quite well, really,” said Mari. "But he hasto 'lock’ his knee back in order to put weight on it. That kneeis going to keep
stretching back and some day it will give out.”

"A long-leg brace would protect his knee," suggested Chelo.
"Oh, please, no!" said Saul's mother. "A year ago we took Saul to the city and the doctors had a big metal brace made for him. It cost

so much we are till in debt! Saul hated it! He would always take it off and hide it. We tried and tried to get him to use it, but he
wouldn't.”

"That's not surprising,” said Mari. "Often a child who can walk without a brace will refuse to use one-even if he walks better with it.
We could make him along-leg brace out of plastic. It would be much lighter. What do you say, Saul?' Saul began to cry.

"Don't worry, Saul. Maybe we can do something ssimpler,” said Mari. "But first let's examine you, okay?" Saul nodded.

On muscle testing Saul, they found he could not straighten hisknee at all. But he had fair strength for bending his knee back
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THAT'S AsS
HIGH AS |

and his hip forward,

I
TOUCHED
You/

(&
fr,

‘r

and good strength for bending his hip back.
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"With the hip and thigh strength he has, he should almost be able to stand on that leg without the knee bending back," said Mari. "Saul,
let'sseeyou try it like this. Pretend you're a stork!" For amoment Saul could doit. "Good!" said Mari. "Every day stand like that and
see how high you can count without letting your knee go back. Every day try to beat your old record! Okay?"
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"Okay," said Saul. Sounds like fun!"

"The stork exercises may help," said Chelo. "But | still think he needs a brace. At
least at first."

We must weigh the advantages against the disadvantages,” said Mari. "A long-leg brace would keep his knee straight. But it could
weaken the muscles he needs to strengthen. Since the brace would keep hisleg from bending back, he wouldn't have to use his muscles
todoit.

A long-leg brace
might weaken the
rmuscles Saul needs
to strengthen,

"On the other hand, we might try a short-leg brace that holds his foot at amost aright angle. Then, to step flat he will have to keep his
knee nearly straight. It could help him strengthen his behind-the-thigh muscles.”

"Let'stry it!" Everyone agreed, except Saul.

short-leg
plastic brace

Chelo brought someone's old, lower-leg plastic brace and showed it to Saul. " See how it will fit right around your leg. It isn't heavy at
al. Liftit! And no metal jointsto get in the way! What do you say? Do you want to try it?"

"l guess so," said Saul.

When the brace was made, they tested it. Saul said he liked it. At first, when he tried hard, he could walk without bending his knee
back. But after afew days, his mother complained that often he would walk, or even stand, with his knee bent way back as before, and
histoesin the air, likethis.
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“WE THOUGHT “BUT IN FACT
IT WOULD WORK IT WORKED
LIKE THIS..." LIKE THIS."

"I have anidea," said Chelo. "Why don't we let the heel stick out behind the shoe. That way, when he steps, his weight will come well
forward of the back of his heel. This should help bring his foot down and his knee forward."

They tried it, and most of the time (especially when he was reminded) Saul walked without letting his knee bend back much."

“THIS WORKED
BETTER."”

Heel extended

backward helps
prevent back-
kneeing.

rounded front
of sole to
avoid pushing
knee back at
. &nd of step

At home Saul's mother encouraged him to do his stork exercises. As his muscles grew stronger,
he began to walk without bending his knee far back-even in active play!
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WILL MY CHILD EVER BE ABLE TO WALK? "

Thisis often one of the first questions asked by the parents of adisabled child. Itisan
important question. However, we must help parents realize that other thingsin life can
be more important than walking (see Page 93).

If the child whose legs are severely paralyzed by polio isto walk, generally she will
need at least 2 things:

1. fairly strong shoulders and armsfor crutch use

2. fairly straight legs (hips, knees, and feet). (it isimportant to correct contractures so
that the legs are straight or nearly straight before trying to adapt braces for walking.)

To evaluate a child's possibility for walking, alwaystest arm and shoulder strength:
Have her try to lift her body weight off the ground with her arms, like this.

If she can easily lift up and down several times, she has a GOOD chance of being able to walk using
crutches.

If her arms and shoulders are so weak she cannot begin to lift herself, her chances for crutch -
walking are POOR.

If her shoulder and arm strength is FAIR, and the child can amost lift herself, daily exercise lifting her
weight like this may increase strength enough to make crutch use possible.

Having the child lift herself while holding bar like thiswill also help strengthen her hands and wrists for
crutch use.
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Pushing herself in awheelchair or wheelboard (trolley) is a practical way to strengthen shoulders, arms,
and hands.

If the child cannot lift herself because of weak elbows, put simple splints on her armsto see if she can lift
herself with these.

If she can lift herself with the elbow splints, maybe she can use crutches that give elbow support.

If sheisfat, she should lose weight. Thiswill make walking on weak limbs much easier.

Now check how straight the legs will go. (See range-of-motion testing, Page 27.)

If the hips, knees, and feet can be placed in fairly straight positions, chances for walking
soon with braces are good (if arm strength is good).

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00209.htm (21 of 31) [9/4/2005 11:15:08 PM]



Disabled Village Children - CHAPTER 7 (POLI10)

But if the child has much contracture of the hips, knees, or feet, these will need to be
straightened before she will be able to walk.

For correction of contractures, see Chapters 8 and 59.

Sometimes, if contractures are severe in one leg only, the child can learn to walk on the other leg only, with
crutches. But it is best with both legs, whenever possible.
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After checking arm strength and leg straightness, the next thing to check isthe strength in the ankles, knees, and hips. Thiswill help
you decide if the child needs braces, and what kind.
A child with a foot that hangs down (foot drop), or flops to one side may be helped by a below-knee brace of plastic or metal.

pLAsTIC  METAL
Foot drop: ;2;:
he cannot 10 One
L1 vift his side.

foot,

For foot drop, you can make a brace that lifts the foot with a spring or rubber band. (See Page 545.)

piece of
. inner
sprin
pring tube

joint )

The kind of brace you choose will depend on various factors, including cost, available skills and materials, and what seems to work
best for the particular child. Advantages and disadvantages of different kinds of braces, and how to makethem, are discussed in

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00209.htm (22 of 31) [9/4/2005 11:15:08 PM]



Disabled Village Children - CHAPTER 7 (POLI10)

Chapter 58.

A child with aweak knee may need along-leg brace of plastic or metal.

Upper-leg braces may be made with or
without aknee joint that locks straight for
walking and bends for sitting. Different
models are discussed in Chapter 58.

cannot
weak thigh lift meta
and lower
leg muscles cannot

lift

Note: Not all children with no strength to straighten the knee need long-leg braces: A child with strong butt muscles may be able
to walk without a brace.

strong butt STRONG butt A child who
muscles muscles has FAIR butt brace pushes
pull the strength and knee back
thigh back a straight
and keep knee may be Slightly downward
= the knee { helped enough angle of a stiff
J from by a lower- brace causes it
bending. leg brace ———— to push the knee
that pushes backward when
the knee back, r weight bearing.

Or he may walk

A child with by bendin
B
weak butt the knee back
muscles may to ‘lock’ it
walk with one for weight
hand pushing
on the weak baa.rlng.-—-_._____
thigh.

If achild has a contracture and cannot walk with his knee straight, correcting the contracture until his knee bends very dlightly
backward may allow him to walk better.
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CAUTION: A stiff foot with a moderate tiptoe contracture may help push the knee back, just like a stiff brace. Correcting
the contracture may make walking more difficult or impossible, so that a brace is needed where none was needed before.

(See Chapter 56.)
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A child with very weak hip muscles may find his leg flops or twists about too much with along-leg brace.

If muscles are the child cannot
weak here, lift like this,

turn his
leg in

and out
like this,

or if he it may flop
cannot and twist
with a brace |

like this.

He may need a brace with a hip band to help stabilize the leg at the hip.
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A hip band that A hip band that
sits on the butt passes above the
often provides , butt often lets
better posture the butt stick
than a higher way out and
waistband. causes swayback.
joint for sitting
(with a lock if
necessary)
A plastic hip band
is less stable but -
more flexible and
allows better
stepping in some
children.

WORSE

A child with weak body and back muscles, who cannot hold up her body well, may need long-leg braces attached to a body brace or
body jacket.

If she has difficulty
halding her boedy up
like this,

she may
need a
brace
with
body
support,

Note: Often achild at first may need a hip band or body jacket to help stabilize her for walking. A few weeks or months later she may
no longer need it. Removing it may help the child gain more strength and control. It isimportant to re-evaluate the child's needs for
bracing periodically.

Take careto use no more bracing than is needed.

A child whose backbone is becoming seriously curved may benefit from a body brace (or in severe cases, she may need surgery).
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If necessary, the body brace can be attached to long-leg braces as shown above.

More information on spinal curve can be found in Chapter 20. For information on how to make body braces and jackets, see Chapter
58.
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PREVENTION OF POLIO

POLIO VACCINE, the best protection -
IF it has been kept cold continuously!

. Vaccinate babies with polio vaccine. Be sure they get the vaccine 3 times by the time they are 8 months old. It isusually best to
give thefirst polio vaccination around 3 months of age.

. Vaccinate as many children as possible. The vaccine given by mouth is alive. So, if most of the children are vaccinated, the
live vaccine will spread to children who have not been vaccinated, and protect them also.

. TrytoKeep thelive polio vaccine frozen until shortly beforeit is used. For up to 3 monthsit can be thawed and refrozen. But
it must be kept cold or it will spoil.
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. Seek community help with vaccination and in keeping
vaccine cold. Sometimes vaccines do not reach villages wHY 15 1T THAT YOU avways HAVE
because health posts lack refrigeration. But often store- ICES FOR SALE AND WE can'T FiND
keepers and afew families have refrigerators Win their A WAY TO KEEP VACCINES cOLD?
interest and cooperation.

. Togive best protection, vaccinate the child when she does
not have afever or acold or diarrhea. But if by 6 months
of age, the child still has not been vaccinated, give her the
polio vaccine even if sheisalittle sick. However, thereisa
chance that the vaccine may not work if it is given when
the child is sick (with avirusinfection). Therefore, still try
to give the complete series of 3 vaccinations and one
booster later, when the child is not sick.

TRUE
COMMUNITY
PARTICIPATION,

It is estimated that in poor countries at least one-third of vaccines are spoiled by the time they reach the children. Therefore, even
in children who have been vaccinated, additional precautions are needed:

. Breast feed your baby aslong as possible. Breast milk contains ‘antibodies that

may help protect against polio. (Babies rarely get polio before 8 months old BREAST MILK
because they still have their mothers' antibodies. Breast feeding may make this PROTECTS
protection last longer.) AGAINST
INFECTIONS--
INCLUDING
POLIO
. Do not giveinjections of any medicine to babiesor children, except when DANGER!

absolutely necessary. Irritation caused by injected medicine can turn amild,

undiagnosed polio infection into paralysis. It is estimated that today 1 out of 3 INJECTIONS

cases of paralysis from polio is brought on by injections (see Page 19). v — CAN CAUSE
PARALYSIS
FROM POLIO

. Organizethe people and help out in popular campaigns to encourage vaccination, breast feeding, and limited, sensible use
of injections. Community theater and puppet shows are good ways to raise awareness on these issues. See Chapter 48.
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PREVENTION of secondary problems

We have aready discussed some ways to prevent new problems or complicationsin a child with paralysis. In summary, important
measures include:

. Prevent contractures and defor mities. Begin appropriate range-of-motion exercises as soon as the paralysis appears.
. Atthefirst sign of ajoint contracture, do stretching exercises 2 or 3 times aday- every day.
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Stretching exercises work better if you stretch the joint firmly and instead of 'pumping' the limb back and forth.
continuously for afew moments,
WRONG
CORRECT
steady
push “.
‘E‘_l_-
steady
fz lift

We emphasize this point because in many countries
parents are taught the pumping method - which does

very little good.

For more details, see "Contractures,” Chapter 8.

. Evaluatethe child's needsregularly, and change or adapt aids, braces, and exercisesto meet her changing needs. Too

little or too much bracing can hold the child back or create new problems.

. Besurecrutchesdo not press hard under the arms; this can cause paralysis of the hands
(see Page 393).

. Trynot tolet thechild's physical disability hold back her overall physical, mental, and

social development. Provide opportunities for her to lead an active life and take part in
games, activities, school, and work with other children. PART 2 of this book discusses ways

to help the community meet the needs of disabled children.

OTHER PARTS OF THISBOOK THAT MAY BE USEFUL
IN MEETING NEEDS OF A CHILD AFFECTED BY POLIO
* Especially important chapters are marked with a star:*

Physical examination, Chapter 4
Measurement of contractures and progress, Chapter 5
* Contractures, Chapter 8

Didlocated hips, Chapter 18

Spinal curve, Chapter 20
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* Range-of-motion and other exercises, Chapter 42

Crutch use, wheelchair transfers, etc., Chapter 43

Community needs, social adjustment, growing up, PART 2, especially Chapters 47, 48, 52, 53
Making sure aids and procedures meet the child's needs, Chapter 56

* Braces and calipers, Chapter 58

* Correcting contractures, Chapter 59

Correcting club feet, Chapter 60

Special seating and wheelchairs, Chapters 64, 65, 66

* Aidsfor walking, Chapter 63

For moreinformation on polio, see Refer ences Page 637.
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A BOY WITH POLIO BECOMESAN OUTSTANDING

HEALTH AND REHABILITATION WORKER

Marcelo Acevedo was disabled by polio. He and his family lived in avillage 2 days from the closest road. Village health workers from
Project Piaxtla helped Marcelo get surgery for his knee contractures. After surgery he got braces and went to school. Then they trained
him as a village health worker, and he returned to serve his village.

Marcelo at age 4, {
sitting with his
older brother who

disabled when a
tree fell on his
leg.

was temporarily q

Marcelo

e training
==+ at Project

wwe Piaxtla.
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When PROJIMO was formed, Marcelo joined asa
village rehabilitation worker. He studied brace-
making as an apprentice in 2 brace shopsin Mexico
City.

Marcelo making a
plastic leg brace.

Marcelo and other villagers make a plaster body With his plastic body brace, made by Marcelo, the
mold of a young boy's chest. The child had polio child can sit much straighter. (See p. 558.)
and has a severe curve of the spine.

See Page 558

Marcelo is now one of the leadersin PROJIMO, and has gained the respect of the whole village. He has recently married avillage
woman.
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Disabled Village Children
A guide for community health workers,
rehabilitation workers, and families

PART 1

WORKING WITH THE CHILD AND FAMILY:

Information on different Disabilities

B. Recognizing, Helping with, and Preventing Common Disabilities
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CHAPTER 8

Contractures

Limbs That No Longer Straighten

WHAT ARE CONTRACTURES?

When an arm or leg isin abent position for along time, some of the muscles become shorter, so that the limb cannot fully

straighten. Or shortened muscles may hold ajoint straight, so it cannot bend. We say the joint has a 'contracture’. Contractures can
develop in any joint of the body. For example:

1. Miguel spent thefirst years of hislife crawling because one leg was paralyzed.

Because he could not stand, he kept his hip and knee bent and his foot in atiptoe position, like this.

2. Intime, he could not straighten his hip or knee, or bend his foot up. He had developed a:
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You can feel the
hip tight cord here,
contracture

when you
knee push here,
contracture

‘tiptoe’
contracture
of the ankle

Shortened muscles-that-bend-the-knee
cause tight cords behind the knee,
This keeps it bent.

Shortened calf muscles
cause a tight heel cord
that keeps the foot in
a ‘tiptoe’ position.

Contractures develop whenever alimb or joint is not moved regularly through its full range of motion. Thisislikely when:

. avery weak or sick child isin bed for along time.

ankle
contracture

. achild with an amputation keeps joints bent.
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hip
contraciure

knee
contracture

. aparayzed limb is kept bent or hanging.

hip
contracture

ankle

. achild hasjoint pain that prevents her from straightening her joints.

contractures in:

—=neck
—shoulders
—back
—elbow
—wWrists
-fingers
—hips
‘knees
—ankles
—feet
—toes
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Why is it important to know about contractures?

. Most contractures can be prevented through exercise and other measures. Y et in many

communities, at least half of the physically disabled children already have contractures. m

— *
. Contractures make rehabilitation more difficult. Often they must be corrected before a .
. . hand paralysis
child can walk or carefor himself. with contractures
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. Correction of contracturesis slow, costly, and often very uncomfortable or painful.

. Itisbest not to let contractures develop, and it they do begin to develop, to correct them as soon as possible. Early
contractures often can be easily corrected at home, with exer cises and positioning. Advanced, old contractures are much
more difficult to correct, and may require gradual stretching with plaster casts, or surgery.

For all thesereasons. . .

Every family with a disabled child should understand how contractures develop, how to prevent them, and how

to recognize and correct them when they first begin.

Muscle imbalance - a major cause of contractures

When the muscles that bend or pull alimb in one direction are much stronger than those that pull it in the opposite
direction, we say there is a'muscle imbalance'. When paralysis, painful joints, or spasticity (see Page 89) cause a muscle

imbalance, contractures are much more likely to develop.

WITHOUT MUSCLE IMBALANCE - CONTRACTURES LESS
LIKELY

A leg that is completely paralyzed is not very likely to develop
contractures. The knee may even straighten more than normal.

muscles
equally weak
on both sides

no contracture

WITH MUSCLE IMBALANCE -
CONTRACTURES MORE LIKELY

If the muscles that straighten the knee and lift
the foot are very weak,

and the muscles that bend the knee and lower
the foot are strong,

contractures are very likely to develop.

Muscle imbal ance causing contractures can
result from spasms, or spasticity, that increase
the pull of certain muscles (cerebral palsy and
spinal cord injury).

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00210.htm (4 of 20) [9/4/2005 11:15:19 PM]




Disabled Village Children -CHAPTER 8 (CONTRACTURES)

‘knock-knee’
contracture
of hips

For example, the bent elbow and crossed legs
of this child with spastic cerebral palsy can
lead to contractures so that his legs cannot be
spread apart or his elbow straightened.

To check for muscle imbalance, test and compare the strength of the muscles that bend ajoint, and of the muscles that straighten it.
(See muscle testing, Page 30.)

079

EXAMINING THE CHILD FOR CONTRACTURES

Thisis done through testing the 'range of motion' of different joints, as described on Page 27 to 29. Most contractures will be
obvious when you test for them. But hip contractures can easily be missed.

This child can lie with his But if you test him with Be sure to test for
right leg almost flat. .. his other knee bent up to contractures with the
his chest . . . leg lined up straight.

like this

. .« by arching his back. You . « « his back flattens and -
might think he has little or you can see the amount of ) ) /
no hip contracture. contracture. not like this

Also be surejoints do not dislocate when you test for contractures, because this can fool you, too. For example:
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This child’s |

foot can only . _

rest on because it tight If_ you hold thefpot S0 it does not
the f ) dislocates heel dislocate, you will see that the
ground, sideways, cord ankle has a severe contracture.

How to tell contractures from spasticity

Spasticity (muscle tightening that the child does not control) is common when there is damage to the brain or spinal cord.
(See Page 89.) It is sometimes mistaken for contractures. It isimportant to know the difference.

SPASTICITY o
of ankle If qtflrst it
Jolme ﬁzs E?::.ETCTU RES If it resists under steady pressure,
steady joint and does not yield, it is probably
] pressure a contracture.
and then it
slowly
yields, itis
probably spasticity.

Spasticity often leads to contractures. For details, see Page 102 and 103.

MEASURING CONTRACTURES

This can be done by folding a paper and measuring the angle, as shown here,
and then tracing that angle onto a record sheet.
Y ou can record your measurements with stick figures. @

Or an easier, more fun way isto use aflexikin (see Page 43).

-

Or use a'compass.
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m'-
log=

Or make asimple instrument of 2 thin pieces of wood joined by a bolt or rivet, tight enough so that they move stiffly.

/%

By keeping arecord of their child's progress, afamily can see the results and is more likely to keep working hard at exercisesto
correct a child's contractures.

MAR 3
MAR 17
AFR 1
aAPR, 14
MAY |

W
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Can a contracture be straightened in the village?

Contractures usually begin with shortening of muscles, causing tight cords (tendons). Later, the nerves, skin, and ‘joint capsul€
also can become tight. (A 'joint capsul€' is the tough covering around ajoint.)

When a contracture is only in the muscles and cords, it can usually be straightened by exercises and casts at a village rehab center,
although sometimes this may take months. But if the contracture also involves the joint capsule, it is often much more difficult or
impossible to correct, even with many months of using casts. Surgery may be needed.

Note: If you find the information on this page hard to
understand, do not worry. Come back to it later, when you meet
very stubborn contractures.

TO TEST THE KNEE JOINT:

Check the range of motion of the knee with the hip straight and then bent.
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Explanation: One of the main muscles that causes a knee contracture is the 'hamstring
muscle', which runs al the way from the hip bone to the bone of the lower leg, This means that
when the hip is bent, the tight muscles will bend the knee more.

hamstring
muscle

If the knee straightens more when the hip
hip is straight W straight

than when the hip is bent,

—_—
probably thisisamuscle hip bent
contracture (a short hamstring P—
muscle). F

This can often be corrected in the THE KNEE BENDS MORE:
village. MUSCLE CONTRACTURE

But if the knee straightens equally
when the hip is straight or bent, w

probably there is contracture of the
joint capsule.

This often requires surgery. ff
THE KNEE BEMDS
THE SAME:

__,J JOINT CAPSULE
CONTRACTURE

TO TEST THE ANKLE JOINT:

Cheek the range of motion of the ankle with the knee straight and then bent.

Explanation: One of the main muscles that pulls the foot to atiptoe position runs from the thigh r-f’ o ) )

bone all the way to the heel. This causes the heel cord to pull more when the knee is straight than \ Tl

when the knee is bent. calf -
muscle
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kneea
If the foot pushes down more when straight
the kneeis straight I~ . j
than when the kneeisbent, itisa
muscle contracture. ,__C,
kree bent
This can often be corrected in the
village. THE FOOT BENDS
- UP MORE: MUSCLE
CONTRACTURE
But if the foot angle is the same
when the knee is straight or bent, A;—\’:_#J
there probably is a contracture of —r
thejoint capsule.
This often requires surgery. ;ﬂg EE;_EENDS
JOINT CAPSULE
CONTRACTURE

JOINTSTHAT DO NOT MOVE AT ALL

If ajoint moves only alittle, the joint capsule may be very tight, or there may be a deformity in the bones. With exercises, try to
gradually increase the movement.

If ajoint does not move at all, the bones may be 'fused' (joined together). This often happens when thereis alot of pain and
damage in the joint. When ajoint has fused, exercise will usually not bring back motion. The only surgery that might help return
joint motion isto put in an ‘artificial joint' of metal or plastic. This surgery isvery costly, and if the person is very active, the joint
may not last more than afew years.

081

PREVENTION AND EARLY MANAGEMENT OF CONTRACTURES

Contractures can often be prevented by (1) positioning, and (2) range-of-motion exercises.

POSITIONING

If achildislikely to develop contractures or has begun to develop them, try to position her to stretch the affected joints.
Look for waysto do this during day-to-day activities : lying, sitting, being carried, playing, studying, bathing, and moving about.

During a severe illness (such as acute polio), or arecent spinal cord injury, contractures can develop quickly. Therefore, early
preventive positioning is very important:
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CORRECT CORRECT
Put a pillow
between
legs to hold
knees apart.

Also use pillows for side-lying to
keep a good position.

Lying and sleeping with the legs
in atwisted or bent position
causes contractures.

Lying and sleeping straight helps prevent
contractures.

edge helps
prevent ankle

Letting feet
/ hang aver

contractures.
The foot support can be
leaned forward a little so
A foot board helps .
Lying part of the time A pillow here to prevent ankle tl_lat the child can strcta:".h
face down helps stretch helps stretch cOntraciures. !’us feet by pushing against
hips backward. knees. it. (Be sure to pad it.)
Support leg separator
feet at if needed
right
angles.

If knee contractures might develop, keep A child who spends most of the time sitting should spend part of the day lying or
the knees straight as much as possible. standing (on aframe if necessary). Thiswill help prevent contractures of the hips
and knees.

WRONG

% 'ml

Foot hanging

l can lead to

tiptoe

contractures. Figure out ways to help the child stay in contracture-
preventing positions.

child-sized furniture
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For a child with spasticity whose legs press together or cross, look for ways to sit, lie, or carry him with his legs separated. Here are
afew examples.

For more examples of ways to prevent 'knock-knee' contractures, see Page 100.
For more ideas about special seating and positioning, see Chapter 65.

082

Exercises to prevent contractures

Just as cats, dogs, and many other animals stretch their bodies after they wake
up, children often enjoy stretching their limbs and testing their strength. Thisis
one of the purposes of play. /

Daily stretching keepsthe joints able to move smoothly and freely
through their full range of motion. (

Unfortunately, some children, because of illness, paralysis or weakness, are not able to stretch all parts of their bodies easily during
their play and daily activities. If some part of their body is not regularly stretched or moved through its full range, contractures may
develop.

To maintain full, easy movement of their joints and limbs, these children therefore need
daily exercises that move the affected parts of their bodies through their full range of

motion. Range-of-motion exercises for the shoulder. \
Range-of-motion

exercises for
the shoulder.

Range-of-motion exercises for each body joint are discussed in Chapter 42.
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As much as possible, the child herself should try to move
the affected part through its range of motion. Often the BEND YOUR FOOT UP
AS FAR AS YOU Can.

limb will be too weak and help is needed. But be sure

the child movesit as much as she can her self. I"LL HELP YOU

Have the child move the part
as far as she can without
help. Then help her to maove
it tha rest of the way.,

Where there is muscle imbalance, strengthening the weaker muscles can help prevent contractures. Examples of muscle
strengthening exer cises are on pages 138 to 143 and 388 to 392.

As much as possible, try to make exer cises fun.

A child whose feet tend to bend may benefit from Walking on boardsinaV- But going with father on the V-
inward like this, exercises that bendthem  shape may provide similar  shaped paths to the bean fields may
outward, likethis. stretching and be more be even more fun- and it stretches
fun. his ankles more, becauseit isalong
way.

FOUR WAYSTO APPROACH STRETCHING EXERCISES: To prevent (or help correct) contractures, exercises can be done
in 4 different ways, depending on the needs and ability of the child. These 4 ways, shown on the next page, progress from

exer cises wher e the child depends completely on help, to exer cises that she doeson her own asa part of everyday activity.
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FOUR WAYS TO DO EXERCISES THAT STRETCH A TIGHT HEEL

CORD ‘_’__’_‘/.3,

1. Someone €else moves the limb.
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Often necassary—but
nat much fun.

2. The child does his own exer cises, but without using the musclesin the affected part.

Leaning

This mav hel Here the child does against a
L, prtverrt a P his own stretching with wall
contracture some help from his mother. stretches
but will not the feet
help much to Keep more than
correct it.) heels standing

down. upright

- does.

If the child is strong enough, bending the knees or touching the toes is a good way to stretch the muscles that cause a tight heel
cord.

CAUTION: When doing these exercises, carefully check to seethat the foot is not dislocating to the side. If so, you should use
Method 1, being careful to hold the foot in such away that it does not ‘cavein’ to the side.

b ="

3. The child does the exer cise-using muscles of the affected part.
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WITH ASSISTANCE:
If the child has some strength to raise his foot, have him raise it as far as he can. Then help him to raise it asfar asit will stretch.

Developing the muscles that lift the foot may help prevent contracture.

HOW PULL
YOUR FOOT WB, o
'Ll HELP/

AGAINST RESISTANCE:

If the child has enough strength to raise his foot against resistance, he should do so. But be sure that the foot comes all the way up.

piece of old
car or bicycle
tire inner tube

4. The child doesthe exercise-during normal daily activities.

Figure out ways or aids so that the child can take part in ordinary activities that stretch muscles and prevent contractures.
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c¢hest band that
hooks over

Sewing on a machine can
exercise foot and combat
contractures.,

standing and walking uphill picking
to stretch heel cords vegetables

bar that
permits
child to
squat and
- bend ankles
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DIFFERENT METHODS TO CORRECT CONTRACTURES

. When contractures are just beginning to develop, stretching exer cises and simple positioning may be al that is needed to
correct them.

. When contractures are mor e advanced, stretching must be done steadily over along time, using fixed positions, casts,
braces, or special equipment that keep a continuous pull on the affected joints.

. When contractures are old and sever e, correction by surgery may be needed.

Even when contractures are advanced, it is usually best to try to correct them as much as possible using smpler, less harsh methods
first.

If acontractureisadvanced:

Second, correct it as much as possiblewith  Third, if more correction is still needed,
aseries of casts or specia braces. consider surgery.

W
v Surgery often
consists of
lengthening
the tight

cords.

First, correct it asfar as you can with
stretching exercises and positioning.
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Instructionsfor correcting contractures
using plaster castsor bracesarein Chapter 59.

CAUTION: Some orthopedic surgeons are quick to recommend surgery. However, we have found that many
contractures often said to need surgery can be corrected in the village or home by exercise and casting or braces. In any
case, stretching exer cises and bracing ar e often needed for along time after surgery (or forever) to prevent the
contractures from coming back.

Also, some contractures are best left uncorrected (see Chapters 42 and 56). When in doubt, consult an experienced
physical therapist.

Exercises to correct contractures - 'stretching exercises'

These are similar to the range-of-motion exercises used to prevent contractures, except that steady, gentle but firm stretching is
required:

1. Hold thelimb in a steady, stretched position while you count slowly to 25.
2. Then gradually stretch the joint alittle more, and again count slowly to 25.

3. Continue increasing the stretch in this way, steadily for 5 or 10 minutes. Repeat
several times aday.

CAUTION: To avoid damaging thelimb, hold it near thejoint, as shown. Itis
acceptable if the stretching hurts the child alittle, but it should not hurt him alot. I f
you want faster results, do not apply more force. Stretch thelimb for longer and
mor e times each day.

In children who do not feel in their legs, take special carenot to stretch forcefully.
You could causeinjuries.
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STRETCHING EXERCISE INSTRUCTION SHEETS
Some stretching exercises are done best using specia techniques. Often they need to be done at home for weeks or months. Y ou

will find instruction sheets for the most frequently needed stretching exercises in Chapter 42, "Range-of-motion and Other
Exercises." They include:
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Stretching exercise for atight heel cord. Stretching exercise for abent knee. See  Stretching exercise for abent hip. See

See Page 383. Page 384. Page 385.
EEE S .L?L e
ﬁ;\% g ‘é |
R e S
== ||
B
j &*
HOLDING A CONTRACTED JOINT IN A STRETCHED POSITION FOR LONG PERIODS
Chapter 59 discusses the use of casts, braces, and other aids to stretch difficult contractures. These include.
a series of plaster adjustable braces elastic stretching devices
casts and wﬂdms bamboo or plastic
that works as a
1 spring
2
3 inner tube
Advantages: Advantages: Advantages
. Holds leg in exactly the position . Can be adjusted by family at . aslzg‘_e as for adjustable braces, and
you want it. home. ' ,
. Child (or parents) cannot easily . Can be easily removed to check : lcl?eoczsuggtl tnkeed fsre?JTlel?] t a:égcs;:]r;ent
remove it. for sores, for bathing, and sretches eeps pulling as)
. Especially useful for difficult exercise. '
deformities that bend in different
directions.
Disadvantages Disadvantages:
Disadvantages: . Moredifficult to make and to fit -+ Clumsy-getsin the way.
well. . Difficult to make so they work
« Cannot be easily removed to . Difficult to use on child with well.

. Often not good with spasticity.
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check for sores, to bathe, and to various deformitiesthat go in
exercise. (Therefore, casts should different directions.

usually not be used on children . Child (or parents) may remove
with arthritis or children without and not use it.

feeling in their legs.)

. Hot in warm westher.

. Expensive (plaster bandage).

. Adjustmentsrequiretrip to clinic
or rehabilitation center.
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HIP CONTRACTURES

Hip 'flexion' contractures (in which the thighs stay bent forward at the hips) are often difficult to straighten and require special
techniques.

Less advanceq hip _ The child lies face down with awide strap pulling his butt down.
contractures like this can
Advanced hip sometimes be
contractures likethis ~ Straightened using
often require surgery.  Positioning and straps.

B ) | >N
cushion under thighs
(Avoid pressure on knees.)
The child should spend as many hours as possible each day in this
position. And if possible, also at night. Knees should be checked for early

signs of pressure sores every hour or so. (See Chapter 24.)

Life can be made more interesting for the child during the weeks or months of stretching by using alying frame on which she can
move about.
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A rack ar casts to straighten *A bar fastened between the 2

bookholder so knees and ankles leg casts helps keep them in
a stable position (and also

she can play
or read. helps prevent contractures
\ that pull the legs together).
large bicycle
wheels
‘caster’ —
extra strong axles rear wheels,
and hubs (See p. 623.) for turns

See Page 623.

For other designs see Page 618.

CAUTION: When stretching contractures this way, be careful to prevent pressure sores (bed sores), especialy on the knees. If
the child complains alot, loosen the strap alittle. For eating, bathing, toilet, and exercise she can be unfastened and moved into

convenient positions. But it is best that she remain strapped down about 20 out of each 24 hours.

The child with more severe contractures at the hips may need to be strapped on an angled frame.

strap

sponge

plywood or wood

wood frame

Leather or

old tires or

anything to canvas strips

lift body — work as hinges
that support legs.

The angle of the leg boards is set to give gentle but continuous For children with different

pressure against the thighs. As the contracture is gradually angles of contracture in

corrected, the angle is changed by raising the leg boards or by each hip, the 2 leg boards

lowering the body board. can be adjusted differently.

For additional information on contractures relating to different disabilities, aids, and equipment, see the INDEX under
'‘Contractures. For methods to correct contractures, see Chapter 59.

Go back to the CONTENTS
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Disabled Village Children
A guide for community health workers,
rehabilitation workers, and families

PART 1

WORKING WITH THE CHILD AND FAMILY:

Information on different Disabilities

B. Recognizing, Helping with, and Preventing Common Disabilities

087

CHAPTER 9

Cerebral Palsy
WHAT IS CEREBRAL PALSY?

Cerebral palsy means 'brain paralysis. It is a disability that affects movement and body position. It comes from brain damage that happened before the baby was born, at
birth, or as ababy. The whole brain is not damaged, only parts of it, mainly parts that control movements. Once damaged, the parts of the brain do not recover, nor do they
get worse. However, the movements, body positions, and related problems can be improved or made worse depending on how we treat the child and how damaged his or
her brain happensto be. The earlier we start, the more improvement can be made.

In many countries cerebral palsy isthe most frequent cause of physical disability. In other countriesit is second only to polio. About 1 of every 300 babiesis born with or
develops cerebral palsy.

How to recognize cerebral palsy
EARLY SIGNS:

. At birth ababy with cerebral palsy is often limp and floppy, or may even seem normal.

NORMAL FLOPPY

Child hangs

in upside
down "'U" with
little or no
movement,

. Baby may or may not breathe right away at birth, and may turn blue and floppy. Delayed breathing is a common cause of brain damage.
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. Slow development Compared to other children in the village, the child is slow to hold up his head, to sit, or to move around.

« Hemay not use his hands. Or he only uses one hand and does not begin to use both.

&

. Feeding problems The baby may have difficulties with sucking, swallowing and chewing. She may choke or gag often. Even as the child gets bigger, these and
other feeding problems may continue.

. Difficultiesin taking car e of the baby or young child. Her body may stiffen when sheis carried, dressed, or washed, or during play. Later she may not learn to
feed or dress herself, to wash, use the toilet, or to play with others. This may be due to sudden stiffening of the body, or to being so floppy she 'falls al over the

place.

The baby may be so limp that her head seems asif it will fall off. Or she may suddenly stiffen like a board, so that no onefeelsableto carry or hug her.
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Body stiffens like a board.

. The baby may cry alot and seem very fussy or 'irritabl€'. Or she may be very quiet (passive) and almost never cry or smile.

088

. Communication difficulties The baby may not respond or react as other babies do. This may partly be due to floppiness, stiffness, or lack of arm gestures, or
control of face muscles. Also, the child may be slow in beginning to speak. Later some children develop unclear speech or other speaking difficulties.

LuIS
DO YOuU
WANT TO
PLAY WITH
DSCAR?

Although parentsfind it hard to know exactly what the child wants, they gradually find ways of understanding many of his needs. At first the child criesalot to
show what he wants. Later he may point with his arm, foot or eyes.

. Intelligence Some children may seem dull because they are so limp and slow moving. Others move so much and awkwardly they may appear stupid. Their faces
twist, or they may drool because of weak face muscles or difficulty swallowing. This can make an intelligent child appear mentally slow.
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About half of the children with cerebral palsy are mentally retarded, but this should not be decided too soon. The child needs to be given help and training to show
what sheisreally like. Parents can often tell that she understands more than she can show.

HOW MANY 15
7 MINUS 4?

THAT'S RIGHT! i—|earing and sight are sometimes affected. If this
3/ problem is not recognized, the family may think that
the child lacksintelligence. Observe the child

carefully and test him to find out how well he can hear
and see. (See Page 450 to 453.)

With help and training, some children who have been consider ed
retarded proveto be quiteintelligent.

. Fits(epilepsy, seizures, convulsions) occur in some children with cerebral palsy. (See Chapter 29.)

Even if a child can hear loud banging,
he may not hear well enough to
understand words,

. Restless behavior Sudden changes of mood from laughing to crying, fears, fits of anger, and other difficult behavior may be present. This may partly be due to the
child's frustration of not being able to do what he wants with his body. If there istoo much noise and activity the child can become frightened or upset. The brain
damage may also affect behavior. These children need alot of help and patience to overcome their fears and other unusual behavior. (See Chapter 40.)

. Senseof touch, pain, heat, cold, and body position are not lost. However, the children may have trouble controlling movements of their bodies and trouble with
balance. Because of their damaged brains they may have difficulty learning these things. Patient teaching with lots of repetition can help.

. Abnormal reflexesBabies have certain 'early reflexes or automatic body movements that normally go away in the first weeks or months of life. In children with
brain damage, they may last much longer. However, these are only important if they affect how the child moves. '‘Kneejerk' and other tendon-jump reflexesare
usually over-active (jump higher than normal). If you are not sure, testing for abnormal reflexes may help you tell cerebral palsy from polio. (See Page 40.)

089

TYPES OF CEREBRAL PALSY

Cerebral palsy isdifferent in every child. Different experts have worked out different ways of describing it. But do not worry about labeling a child's particular type of
cerebral palsy. This does not usually help his treatment.
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It is helpful, however, to recognize 3 main ways that cerebral palsy can appear. In a particular child, it may appear in one or another of these ways-but usually in some sort
of combination.

1. MUSCLE STIFFNESS OR 'SPASTICITY"
The child who is 'spastic' has muscle stiffness, or 'muscle tension'. This causes part of hisbody to berigid, or stiff. Movements are slow and awkward. Often the position
of the head triggers abnormal positions of the whole body. The stiffness increases when the child is upset or excited, or when hisbody isin certain positions. The pattern

of stiffnessvaries greatly from child to child.

TYPICAL SPASTIC POSITIONSWHEN LYING ON THE BACK:

Head twists Shoulders and head
to one press hack.‘
This arm may side~_

Fist grips -.

stiffen——w

straight out. thumb.

Legs

stiffe M“‘“"‘- Stiffness, with the knees bent or with

and knees This arm . legs separated, occurs more commonly Less commonly the
press stiffens Legs turn in. in the child with spasticity and head and shoulders may
together. bent. athetosis combined (see below). stiffen forward . . .

e

. « « OF the arms may
stiffen straight

across the body, with
the head pressed back.

When you try
to stand the
child the

legs often
stiffen or
cross like
s:lssurs

2. UNCONTROLLED MOVEMENTSOR 'ATHETOSIS

75

The child who
learns to walk
may do so in a
stiff, awkward
position, with
the knees

/puﬂed together

and bent. Feet
often turn in.

These are slow, wriggly, or sudden quick movements of the child's feet, arms, hands, or face muscles. The arms and legs may seem jumpy and move nervously, or just a
hand or the toes may move for no reason. When he moves by choice, body parts move too fast and too far. Spastic movements or positions like those shown above may
continually come and go (constantly changing muscle tension). His balance is poor and he falls over easily.

Most children with athetosis have normal intelligence, but if the muscles needed for speech are affected, it may be hard for them to communicate their thoughts and needs.
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Typica athetoid arm and hand movements may be as a regular shake or as sudden 'spasms’. Uncontrolled movements are often worse when the child is excited or triesto

do something.

poor balance —*

Typical athetoid arm and

hand movements may be as &
a regular shake or as sudden
‘spasms’. Uncontrolled
movements are often worse
when the child is excited

or tries to do something.

This child has
severe athetosis.

arm and hand
movement

.-l-'-'r 2

090

3. POOR BALANCE OR 'ATAXIA'

The child who has 'ataxia, or poor balance, has difficulty beginning to sit and stand. She falls often, and has very clumsy use of her hands. All thisis normal in small
children, but in the child with ataxiait is a bigger problem and lasts longer (sometimes for life).

Because children who have mainly a balance problem often appear more clumsy than disabled, other children are sometimes cruel and make fun of them.

TEST FOR ATAXIA:

Hold a finger or a toy in front of

To keep her balance the child with ataxia walks bent the child and ask him to touch it
forward with feet wide apart. She takes irregular on the first try. The child with
steps, like a sailor on a rough sea or someone who is ataxia cannot do it.

drunk.

Many children who have spasticity or athetosis also have problemswith balance. This may be a major obstaclein learning to walk. However, much can often be
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done to help achild improve her balance.

NOTE: Children with any type of cerebral palsy as babies ar e often mainly limp or floppy. Stiffness or uncontrolled movements begin little by little. Or

the child may be limp in some positions and stiff in others.

Parts of the body affected

DEPENDING ON WHICH LIMBS ARE INVOLVED, THERE ARE 3 TYPICAL PATTERNS:

ARM AND LEG BOTH LEGS ONLY

ON ONE SIDE (PARAPLEGIC]

(HEMIPLEGIC) or with slight

involvement elsewhere
arm bent: (DIPLEGIC)
hand
spastic @ upper body
or floppy, this side ’/l-lﬂ-lil"':"
often of completely normal or
little use or almost with very
normal minor signs

She walks Child may
on tiptoe develop
or outside contractures
of foot on of ankles

affected and feet.

BOTH ARMS AND
BOTH LEGS
(QUADRIPLEGIC)

e _—When he walks, his
arms, head, and
even his mouth may
twist strangely.

Children with all

4 limbs affected
often have such
severe brain damage
that they never

are able to walk.

The knees press
together.

| «—— legs and feet
- turned inward

Although most cerebral palsy children fit one or another of these patterns, check also for minor problemsin other parts of the body.

QUESTIONS ABOUT CEREBRAL PALSY

1. What causesit?
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In each child with cerebral palsy, the parts of the brain that are damaged are different. The causes are often difficult to find.

. Causesbeforebirth:
o Infections of the mother while she is pregnant. These include Ger man measles and shingles (herpes zoster).
Differences between the blood of mother and child (Rh incompatibility).
Problems of the mother, such as diabetes or toxemia of pregnancy.
Inherited. Thisisrare, but thereisa'familia spastic paraplegia.
No cause can be found in about 30% of the children.

[m] a ] a

. Causesaround thetime of birth:
o Lack of oxygen (air) at birth. The baby does not breathe soon enough and becomes blue and limp. In some areas, misuse of hormones (oxytocics) to speed
up birth narrows the blood vessels in the womb so much that the baby does not get enough oxygen. The baby is born blue and limp-with brain damage.
o Birth injuriesfrom difficult births. These are mostly large babies of mothers who are small or very young. The baby's head may be pushed out of shape,
blood vessels torn, and the brain damaged.
o Prematurity. Babies born before 9 months and who weigh under 2 kilos (5 pounds) are much more likely to have cerebral palsy. In rich countries, over half
the cases of cerebral palsy happen in babies that are born early.

. Causes after birth:
o Very high fever due to infection or dehydration (water loss from diarrhea). It is more common in bottle-fed babies.
Brain infections (meningitis, encephalitis). There are many causes, including malaria and tuberculosis.
Head injuries.
Lack of oxygen from drowning, gas poisoning, or other causes.
Poisoning from lead glazes on pottery, pesticides sprayed on crops, and other poisons.
Bleeding or blood clotsin the brain, often from unknown cause.
Brain tumors. These cause progressive brain damage in which the signs are similar to cerebral palsy but steadily get worse.

m} ] ] a ] ]

2. |scerebral palsy contagious? No! it cannot be passed from one child to another.
3. Can personswith cerebral palsy marry and have children? Yes. And the children will not have the condition (except maybein avery rare type of cerebral palsy).
4. What medical or surgical treatment isthere?

Except for drugsto contral fits, medicines usually do not help. (Although medicines to reduce spasticity are often prescribed, they usually do no good, and may cause
problems.) Surgery is sometimes useful for correcting severe, stubborn contractures. However, surgery to weaken or release spastic muscles is less often effective and
sometimes makes things worse. Careful evaluation is needed. Surgery usually should be considered only if the child is already walking and has increasing difficulty
because of contractures. In a child who cannot balance well enough to stand, surgery usually will not help. Sometimes surgery to separate the legs can help make cleaning
and bathing easier.

092

5. What can be done?
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The damaged parts of the brain cannot be repaired, but often the child can learn to use the undamaged parts to do what she wantsto do. It isimportant for parents to know
more or less what to expect:

The child with cerebral palsy will become an adult with cerebral palsy. Searching for cureswill only bring disappointment.
Instead, help the child become an adult who can live with her disability and be asindependent as possible.

Families can do alot to help these children learn to function better. Generally, the child who ismor e intelligent will learn to adapt successfully to her condition.
However, intelligence is not always necessary. In fact, some intelligent children become more easily frustrated and discouraged, so they stop trying. Extra effort is needed
to find new and interesting ways to keep them progressing. Even severely retarded children can often learn important basic skills. Only when mental damage is so
great that the child does not respond at all to people and things is there little hope for much progress. However, before judging the child who does not respond, be sure to
check for deafness or loss of eyesight.

IMPORTANT: Rather than try to treat the symptoms of cerebral palsy, we can do more for the child if we

help her with development of movement, communication, self-care and relationships with others.
Sometimes we can partly correct the symptoms through hel ping the child devel op basic skills.
PLEASE HELP US

DEVELOP SKILLS

RATHER THAN TRYING TO

Family members can learn to play and do daily activities with the child in ways that help her both to function better and
to prevent secondary problems such as contractures.

Most important is that the parents (and grand-parents!) lear n not to do everything for the child. Help her just
enough that she can learn to do morefor hersdlf.

By standing on her knees as she paints a
sign, this girl is improving her balance to
help her (possibly) stand and walk.

For example, if your child is beginning to hold up her head, and to take things to her mouth,
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look for ways to help
her begin to feed

herself (see
p. 329).

instead of always
feeding her yourself

-

see Page 32.

093
6. Will my child ever be abletowalk?

Thisis often one of the biggest concerns of parents. Walking is important both functionally and socialy. But in terms of the child's needs, other skills may be more
important. For the child to lead as happy, independent alife as possible, necessary skills and accomplishments (in order of importance) are:

. Having confidence in yourself and liking yourself

. Communication and relationship with others

. Self-care activities such as eating, dressing, toileting
. Getting from placeto place

. (Andif possible) walking

ga b owNPE

We all need to realize that walking is not the most important skill a child needs-and it is certainly not the first. Before a child can walk he needs reasonable head
control, needsto be able to sit without help, and to be able to keep his balance while standing.

Most children with cerebral palsy do learn to walk, athough often much later than normal. In general, the less severely affected the child is and the earlier sheisable
to sit without help, the more likely sheisto walk. If she can sit without assistance by age 2, her chances for walking may be good-although many other factors are
involved. Some children begin to walk at age 7, 10, or even older.

Hemiplegic and diplegic children usually do learn to walk, although some may need crutches, braces, or other aids.

Many severely affected children may never walk. We need to accept this, and aim for other important goals. Whether or not the child may someday walk, he needs
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some way to get from placeto place. Here is atrue situation that helped us to realize that other things are more important than walking.

The legs stiffen
and the feet go
into a rigid

tiptoe position.

This child is not
almost ready to walk,

A COMMON MISTAKE

When a child with severe brain damage is held like this, her legs may automatically stiffen and her feet
point down-the so-called 'tiptoe reflex'. Because the feet sometimes take jerky 'steps, parents think the
child is'amost ready to walk'. Thisis not so. The tiptoe reflex must be overcome before the child can begin
to learn to walk. Do not hold the child in this position or make her try to walk. It will only strengthen this
disabling reaction. (See Page 291.)

In aMexican village, we know 2 brothers, both with cerebral palsy.

Petronio walks but with great difficulty. His brother, Luis,

Walking tires him and makes him feel so cannot walk. But since (Not only does the donkey take Luis where he wants
awkward that he stays at home and does not he was small, he has to go, but by keeping his legs apart, it helps prevent
play or work. Heis unhappy. loved toride a knock-knee contractures. Thisway 'therapy' is built

donkey. Heuses a
wall to get off and on
by himself. He goes
long distances and
€arns money carrying
water. Heis happy.

into daily activity.)
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There are many different waysto help children who cannot walk, or who walk with difficulty, get where they want to go. These include wheelboar ds, wagons,
wheelchairs, special walkers, and hand-pedal tricycles. Many of these are described in PART 3 of this book (see the Index).

094
How can we help?
First, with the help of parents and family we observe the child carefully to see:

. what the child can do.
. what he looks like when he moves and when he isin different positions.
. what he cannot do, and what prevents him from doing it.
A village worker and father examine a child with severe cerebral palsy.
WHAT THE CHILD CAN DO
Can the child:

. lift her head? hold it up? sit? roll over?
. pull herself along the floor in any way possible? crawl? walk?

How does the child use her hands?

A village worker and father examine
a child with severe cerebral palsy.

. Can she grasp things and hold on; let go; use both hands together (or only one at atime)?
. Can she use her fingers to pick up small stones or pieces of food?
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How much can the child do for hersalf?

. Can shefeed hersalf; wash herself; dress herself? |'s she 'toilet trained'?
What can the child do in the home or in the fields to help the family?
After observing and discussing what the child can do, we must expect him to do these things. If the parents are used to doing almost everything for the child, at first this

may be difficult (for both parents and child). But soon it will help the child have more confidence. The parents, also, will be encouraged by seeing what he can do for
himself, and they will think less about what he cannot do. Here a grandmother helps her grandchild became more self-reliant:

THERE'S WATER I'M PROWUD | [NOW PLEASE
iN THE JUé. LOOK, OF YOu, BRING ME
GRANNY/ SOME

HELF YDURSELF.

FIREwW0OD

I PUT THE
JUG CLOSE
TO THE
GROUND 50
THAT you
CAN TRY!

It was difficult for the grandmother not to bring her grandson a cup of water - especialy when he begged her. But she understood that in the long run it would do him
more good to manage for himself. For more ideas about how a family can help a child with cerebral palsy, read the story of Maricela on pages 5 to 7 and the story of

Enrique on page 288.
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HELPING THE CHILD ACHIEVE BETTER POSITIONS

Due to abnormal pull of muscles, children with cerebral palsy often spend alot of time in abnormal positions. These abnormal positions of the limbs and body should be
avoided as much as possible, or the child can become deformed. For example,
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A wrish or i

glbow that is

can lead to ;

contracturas ¢ ::;D,.r::r:a :;’:. 5:21:1& side A twisted position can oIt the head is always lurned
(muscle ' ) lead 10 curvature of or bent 1o one side, in time
shortening) / —or knees that are always held together, or 115;:"";“ and tiing r:mmlarh:';cr:dme

that "‘ﬂ.ﬁ it never completely straightened, ol the hips. ¥ :
impossible to . .
strzlighten the r feet that are always 'tipioe’. can lead to An Erm_ Ihat |_s ham tightly
arm or hand. contractures that prevent the normal range of to the side will in time

become difficult to raise

movement. This can make washing, dressing, :
away from the side.

toileting, and moving aboul much maore diflicult.

Whenever possible the child should be in positions that prevent rather than cause these problems. Whatever the child is doing (lying, sitting, crawling, standing) try to
encourage positions so that:

. her head is straight up and down.

. her body is straight (not bent, bowed, or twisted).

. both arms are straight and kept away from the sides.

. both hands arein use, in front of her eyes.

. she bears weight equally on both sides of her body - through both hips, both knees, both feet or both arms.
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Encourage positions that the child can manage at her stage of development. Play with her, talk with her, give
her interesting things to do in these positions.

pad 10
keep head
from tilting

Not all children will be able to stay in these positions without some kind of support. Special chairs, tables, sandbag to

wedges, pads, or bags of clean sand may be needed to keep a good position. help keep board to
arm straight hold

For example, the child at the top of the page might need a chair like this. and qulet pad

padded

Note: Remove straps and supports as soon as the child is able to stay in a good position. padded bloc ks
block carefully
— — . - _ between placed
WARNING: Do not leave a child in any one position for many hours as his body may gradually stiffen into knees and to keep
that position. Change his position often. Or better, encourage him to change it. If he can change his own between body from
position effectively, then chairs, seats, and other aids must not prevent him from moving. feet to bending
hold them sideways
AIDS SHOULD RESTRICT A CHILD'SMOVEMENT ASLITTLE ASPOSSIBLE. apart
footrest to prevent tiptoeing

096

When the child with cerebral palsy moves she may do so in avery strange or abnormal way. To some extent this should be allowed, aslong as the child is able to do
things as best she can. But also show the child other ways to move in order to correct some of the abnormal positions that she repeats again and again. For example,

It she bends she needs actions that bend her head, body, and
backward alot, shoulders forward, like these.

If her arm repeatedly bends up, encourage h_er to reach out Or she may need a post to
and hold objects. hold on to.

Corrective actions and positions can be found while working in the fields, in the home, or while playing with brothers and sisters. Here are some more suggestions for
corrective positions (from physical therapists Nancy Finnie and Sophie Levitt).

Lying and sleeping
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Try tofind waysfor the child to bein positionsthat correct or are oppositeto hisabnormal ones.

For example. if The baby’s legs %‘ W"n'%

the baby's A can be held -

knees usually .::_'_"‘-"‘E‘h._ apart by using h_:“:f"/#

pre:s together _;,_ — many thicknesses

or his legs . of diapers or by pinning her
+——cross like ,'}-'-L " ‘," f (nappies) like legs like this

SCiSSOrs. <’ o this, {when sleeping)

If the child's body often arches backward,

try positioning him to lie and play on his side

or over abarrel (or beach ball or big rock, etc.),

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00211.htm (16 of 50) [9/4/2005 11:15:44 PM]



Disabled Village Children - CHAPTER 9 (CEREBRAL PALSY)

If the child does not have enough control to reach out in this position,

R~

help position him so he can lift his head using his arms.

hole in the
ground to
prevent
tiptoeing

If the child's head always turns to the same side,
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/)

do not have him lie so that he turns his head to that side to see

For more suggestions on head control, see Page 302.

097
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Rolling and twisting

A child with cerebral palsy is often very stiff when it comes to twisting or rotating the main part of her body. However, such twisting is necessary for learning to walk.
Rolling also helps develop body twisting.

REACH FOR
THE ToY.
GOOD BoY /
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For moreideasto develop twisting and rolling, see Page 304.

Sitting
The way that you help position a child for sitting also depends on the type of abnormal body positions he has. For example,

If hislegs push together and turn in, and if his shoulders press down and hisarmsturnin,

sit him with his legs apart and turned outward. Also lift his shoulders up and turn his arms out.

Look for simple ways to help him stay and play in the improved position without your help.
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& O

Sitting with the legsin aring helps turn hips outward.

For the child with spasticity who has trouble sitting, you can control hislegs like this. Thisleaves your hands free to help him control and use his arms and hands. Help
the child feel and grasp parts of hisface.

Sit the child on your belly with his legs spread and feet flat. Give support with your knees as needed. As he beginsto reach for his face, help his shoulders, arms, and
hands take more natural positions. Make a game out of touching or holding parts of hisface. MAKE IT FUN!
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Children who have trouble with balance (from cerebral palsy, polio, or other disability) often sit with their legsin a'W' in order not to fall over.

i &

Sittingin a" W" should usually be discouraged because it can increase contractures and |oosen or damage hips and knees. However, if it isthe only way a child can sit
and use her hands, it should be allowed.

Look for ways for the child to sit with legs spread forward. Here are 2 examples.

The pot or log keeps the knees apart. The holes for heels help too.
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098

If the child's legs stay apart, his butt sticks out, and his shoulders are pulled back,

first sit him with his body bent forward and his legs together. Then bend his shoulders forward and turn them in.

A sack of grain provides a
roll to hold this child's legs
apart. Her father pushes down
on her kneas. This helps her
to hold her feet flat and sit up
straighter. (PROJIMOD)
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Look for ways that the child will sit and play in the improved position without help.

Play with her at atable. Sit across from her to have her reach forward for toys with both hands.
Be sure her feet are on aflat surface.

For ideas on special seats and sitting positionsto prevent 'knock-knee' contractures, see below. Other ideas on special seatsfor children with cerebral palsy are
on pages 308, 573,607 to 612, 621 and 624.

Moving about

Because children with cerebral palsy are usually delayed in walking, they need other ways to get from place to place. The methods used will depend on both the needs and
abilities of the child- also the resources, skills, and imagination of family, friends, and local craftspersons.

Aidsfor waysto get from placeto place should provide corrective positions. The following examples are all designed to help prevent 'knock-knee' contractures. They
also provide other types of corrective positioning.

half of an padding
old bucke
or drum strap
(if needed)
“ casters
{wheels

‘lights® // that turn
(can tops) —— sideways)
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Wheelboards Adapting wheelboards for travel on rough surfaces

Some children will need wheelchairs. For
wheelchair designs, see Chapters 64, 65 and
66.

For special cushions, to help hold achild's
hips back and her knees apart, see Page 609.

Pad or puta By placing large wheels near the middla,

pillow over if tha smaller front caster gets stuck, the

this support. child can lift with his arms and go on.

(Some children Or if a fixed front whed! is used, he can

will not need Ift it off the ground o mMake turns.

this support.) For dirt or bamboo floors, larger wheels
will be needed.

For other wheelboard designs, see Page 618.

099

Standing

Many children with cerebral palsy stand and walk in strange positions. A child's unsure balance often increases the uncontrolled tightening of certain muscles and makes
bal ance even more difficult.

As aresult the child stands in an awkward position that can lead to deformities and contractures.
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bending
leading to
contractures

-—tiptoeing

When you help the child keep her balance, sheislesstense and can stand straighter.

L ook for waysto provide similar assistance during play and other activities.
Here a cart provides easier balance and keeps the arms straight.
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ey A e

v Soon he learned to use
Miguelito began to walk crutches. Here he races T
at age 8 —first on parallel  another child who is learning And now he can
bars. to walk. walk alone.

el
e e

Two sticks can help the child once she devel ops some standing balance. At first you can hold the tops of the sticks. But let go as soon as possible.
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CAUTION: Be sure sticks are taller than child so that she will not injure herself if shefalls.

The child who cannot yet stand alone can be placed in a standing frame for an hour or 2 each day.

board or plywood

- / leaned against the table

\ strap (if needed)

3

Even for the child who may never stand alone or walk, standing in aframe helps prevent deformities. It also helps the leg bones grow and stay strong. Start at about the
age normal children begin to stand-around one year old.

wedge made from
cardboard, foam,
or other material

For ideas on 'standing frames' see Page 574 and 575.
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Hand use
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Try to find ways that the child can play or do things using her hands while she isin the corrective positions of sitting, standing or lying.

Encourage her to touch, feel, and handle as many different shapes and surfaces as possible: things that are big, small, hot, cold, sticky, smooth, prickly, hard, soft, thin,
and thick.

This girl in the
rehabilitation
center of the
Khao-i-dang refugee
camp in Thailand
develops hand
control by sliding
colored rings on

a pole.

S — I B
| " ]

A boy with cerebral palsy at the
PRO)IMO rehabilitation center
helps paint a chair frame.

For moreideas of developing use of the hands, see Page 305.

CORRECTIVE CARRYING POSITIONS

Asin other activities, try to carry achild in positions that work to correct abnormal positions.

=P

If the child usually lies with arms bent and legs straight,

do not carry him like this.
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Carry him in ways that straighten his arms and bend his knees and hips.

Asthe child gains more control, you can carry him with less support.

The child with
spasticity who
i5 usually
curled up,

carried
like this.

The child with severe spasticity who tend to straighten and arch backward can be carried like this.

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00211.htm (30 of 50) [9/4/2005 11:15:44 PM]



Disabled Village Children - CHAPTER 9 (CEREBRAL PALSY)

Pushing Holding the
shoulders child by his
up helps nner thighs
relax tight helps turn
spasms of legs out as
the legs. -+— [hey separate.

For play, you can swing the child in the air in this position.

While working,
YOUu Can carry
the baby with
legs spread
aCross your
hips or back,
as s lhe
cuslom in
many places,

For other good carrying positions, see Page 303.
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CONTRACTURES IN CEREBRAL PALSY

Abnormal muscle tightness often leads to contractures (muscle shortening and reduced motion of joints, see Chapter 8). In time, the muscles that keep a limb bent become
shortened so that the limb cannot straighten even when the muscles relax. But with care, contractures can often be prevented.

Without careto prevent it:
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SPASTICITY leads to CONTRACTURE
(Uncontrolled tightening (Fixed shortening
of muscles) of muscles)

Thetypical contractures of cerebral palsy are similar to the abnormal positions of cerebral palsy. They can include:

An arm and hand that
are always bent may
cause contracture of
elbow and wrist.

'knock-knees'
/ contracture

nack contractures

that pull the head ':':1'

back or to one side

swayhack..____________&

bent-hip contracture

bent-knee contracture ———e

Stretching the knees aparl

. i . Ankle and foot contraciures ¥Oou can see and feel the very
tiptoe’ contracture w / may bend IN, DOWN, UP or QUT tight ¢ord in the groin.
depending on the spasticity

Chapter 8 discusses contractures, and ways to prevent and correct them. Page 79 explains how to tell spasticity from contractures.

Spasticity and contractures combined

Decreased range of motion may be caused partly by spasticity and partly by contractures. Therefore, whenever a child has spasticity, check to seeif contractures are also
forming, and if so, how much.

This girl with cerebral palsy has spastic muscles that hold her knees tightly together.
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This girl

:;Trlhral ‘,'r MNormally

palsy has sr:;blgs

spastic i . o apen

muscles ) e th; far.

that hold When she is helped o This means

K to relax and her she has

:;; “:3% legs are slowly confractures
separated, hey on the inner

logether. will anly side of her
open this far. thighs {groin}.

One way to record spasticity and contractures:

"/l (=)

L S
-
With With
Normal Contracture Spasms

Y ou can use aflexikin to record the positions. (See Page 43.)
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PREVENTING CONTRACTURES
In cerebral palsy, it isimportant that steps to prevent contractures be included in activities that help the total development of the child. Many of the corrective positions

we have already suggested for activities such as lying, sitting, standing, and moving about are helpful in preventing contractures. When there are signs of developing
contractures, give even more time and care to corrective positions.

Range-of-motion exercises

Although the reasons contractures form in cerebral palsy and polio are different, many of the stretching and holding exercises discussed in Chapter 8, "Contractures,” and
in Chapter 42, "Range-of-Motion and Other Exercises,” will be helpful. However, in cerebral palsy, take care to do exer cisesin waysthat do not increase spasticity, but
help to relax the spastic muscles.

RELAXING SPASTIC MUSCLES

To help relax spastic muscles, before beginning range-of-motion exercises try the following to see what works best for your child:

1. Apply warm soaks (see Page 132) to spastic muscles or have the child sit or liein warm water.
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2. Slowly twist or help the child to twist his body from side to side. This reduces spasticity throughout the body, and is agood first stretching exercise. Makeit into a
game. (See Page 304.)

SLOW, SLOW OVER
vou &D/f

CAUTION ABOUT MASSAGE

In some countries, people and even therapists use massage, or rubbing, to try to relax spastic muscles. Although massage often hel ps relax muscle spasms, cramps, or
tight muscles from other causes, in spasticity, massage usually increases the muscle tightness. Asa genera rule, DO NOT MASSAGE SPASTIC MUSCLES.

Pulling or pushing directly against spastic muscles causes them to tighten more. To correct abnormal positions, sometimes you can use 'tricks' to release or 'break’ the
muscle spasms.

Muscle tension in any part of the body is affected by the position of the head and body. Spasms that straighten the legs and pull the knees together can be partly relaxed by
bending the head and back forward.

Do not pick up the child like this. Her head will bend back and her whole body and legs stiffen more.
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WRONG

If you roll her alittle to one side, it will be easier to bend her head and back forward. This relaxes her hips and legs so that they also bend.

103
Whatever you do with the child, look for ways that will help relax and stretch the tight muscles. Here are some examples.
Rosa's body stiffens backward, while her knees straighten stiffly and press together.
To wash between her legs, do not try to pull her legs apart at the ankles.

Thiswill make her legs pull together more tightly.
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Instead, put something under her head and shoulders to bend them forward. This helpsto relax the stiffnessin her whole body.

Then bend the legs and slowly separate them. If you hold them above the knees, they will open more easily.

Washing will be easier with her knees bent. After washing her (with warm water, if possible) you can help stretch the tight muscles.

Slowly open her legs as wide as they will go, and then gradually straighten her knees.

When you try to feed the child, if her head and shoulders stiffen backward,
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do not try to pull her head forward. It will push back more.

Y ou may find that her head relaxes more if you put your arm across the back of her neck and push her shoulders forward.
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do not try to pull them straight. They will stiffen more.
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WRONG

Try holding her arms above her elbows, and gently turning her arms out and straighten them at the same time.

Note: These suggestionswill work for some children but
not for others. Keep trying different ways until you find what works best.

104

DEVELOPING EARLY SKILLS

Most children with cerebral palsy develop basic skills and abilities more slowly than other children. Thisis partly because of their difficulty with balance and movement.
Also, in some children, mental slowness or problems with seeing or hearing make learning more difficult. Because slow devel opment occurs with many different

disabilities, we discuss activities for child development in a separate section of this book.

In this chapter, therefore, we give only afew suggestions for assisting a child with cerebral palsy to learn new skills.
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VERY IMPORTANT:

To understand better how to help a child with cerebral palsy develop early skills, you also need to read other chapters. Chapters 34
and 35 are about helping the child whose mind and/or body are slow to develop. Chapters 36 to 41 discuss ways of helping
children develop and become mor e self-reliant.

Although Chapters 34 to 41 are written to help any children who are slow to develop, many suggestions are included for the specific

needs of the child with cerebral palsy. These are marked with in the margin.

To help a child develop new skills, first observe al the things that she can and cannot do. Like anormal baby who progresses stage by stage in a certain order, the child
with cerebral palsy must do the same. Charts showing the normal 'developmental milestones' are on pages 292 and 293. Y ou can use them to help decide the next steps or
skills that the child may be ready to learn.

Help the child advance slowly, at her own speed, in small steps. If we try to go too fast because of her age, she can become discouraged by failure. Also, her progress can
be held back. This happens when we stand a child and try to make him walk before heis ready. (See Page 291.)

Move ahead at a speed that fitsyour child - not too fast and not too slow.

To help a child with cerebral palsy develop skillstakes alot of time, energy, patience, and love. The whole family needs to help, and aso, if possible, othersin the
community. (See Chapter 33.)

Remember that positioning isvery important. When the child has been helped to lie, sit, and stand in ways that give him better positions and control, he will start
learning to do things he could not do before.

Good balance is one of the most important goals for the development of the child with cerebral palsy. It isimportant to help a child improve her balance from as young
an age as possible. At each stage of the child's development-lying, sitting, creeping, standing, and walking-better balance is needed to progress to the next stage.
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Helping improve balance

Detailed suggestions of activities to improve balance areincluded in Chapter 35, "Early Stimulation Activities," especially pages 306 to 312. Here we give you a brief
look at some of the basic suggestions explained in more detail in that chapter.

TESTING A CHILD'SBALANCE
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POOR BALANCE

If when you sit achild over 10 months old, she falls
stiffly to one side with no effort to 'catch’ herself, her
balance is poor.

BETTER BALANCE

If she can balance using her arms when you gently
push her, her balance isfair.

GOOD BALANCE

@l

i n

If she can do it by bending her body, without using her
arms, her balance is good.

When lying

reaching forward,

Encourage the child to shift
weight from one arm to the
other by reaching for objects,

When sitting

m{%’gj ﬂ(

and reaching sideways.

Lie him on your body and tip alittle from side to side so that he beginsto

catch himself.
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Let her start to fall so that she beginsto catch Sit her acrossyour knees. Raise  Asthe child improves,  Encouragethechild Useaslittle sitting support as
hersdlf. onekneeso shehasto balance.  useatilting board. totwist and reachto needed. Often low back
the side. support is enough for achild
Start with hands high. who straightens stiffly.

25 2.3

L . ) X
G; u.{'!}' Fﬁﬁl ‘Ht & D f@%
2

Then lower your hands.

For creeping and crawling

Note: Some children advance to standing without ever crawling.

Shift weight from one leg to the Play trying to balance on a Crawl forward, sideways, and
other. tipping surface. backward.

crawling

Sniff weight from one arm
to the other. Provide
support as needed, and
gradualy take it away.

P
S N

For standing and walking
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Stand and balance Pull 1o stand. Stand while Help with standing

an kneas. Give less and less supponrt

holding on, and then walking. while he walks with only a

-3

and reaching. ‘'safely-belt’— and then alone. o
/¥
$
(Often the cmrd | r Y
will stand better Have the child practice stepping (Q_" r_--
when he pulls forward, backward, and sideways.
CAUTION: Not for himsell up than
achild with bent- when someone
helps him.)

knee spasticity.

Whenever possible, turn these activitiesinto games. Talk to the child alot while you do them to help develop language skills at the same time (see Page 313).
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Skills for daily living and self care

A child with cerebral palsy will get abilities later than other children-but she will get them! Of course, the child may not achieve everything, and may not always walk.
But make surethe child achieves what she can in each important area of development:

The child will often need alot of help with language and communication skills. Develop these skillsin whatever way seems possible: using words, gestures, pointing
(with hand, foot, head, or eyes), or with communication boards. (See Chapter 31 and Page 578.)

THAT'S

RIGHT/
800D
GimpLt

Help the child become as independent as possible in eating, dressing, washing, toileting, and in meeting other daily needs. Do this by guided practice, imitation, and
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step-by-step learning. These self-care skills are discussed in Chapters 36 to 39.

Develop some form of moving about and, if necessary, use wheelboards, wheelchairs, pedal tricycles, walkers, crutches, or other aids (See Chapters 63, 64, 65, and 66.)
Keep experimenting until you find what works best.

For example, this girl, with poor body and hip contral, tends to 'fall through' the space between her arms when the handgrips on the walker are upright.

Often leg braces do not help a child with cerebral palsy walk better. But sometimes they do. When in doubt, try low-cost braces first, to look for possible problems. For
example:
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Carlawalksin avery crouched position. She may be helped by below-knee bracesthat  or by above-knee bracesthat keep  But it is possible that the below-knee
hold her feet at nearly aright angle (90°) her knees almost straight ... braces will throw her badly off balance,

and that the above-knee braces will
make balancing even harder.

You will need to experiment!

Even if braces for walking do not work, Carlamay be helped to walk straighter by using 'night splints' to hold her knees
straight and prevent contractures. (See Page 540 )

IMPORTANT: Practicein learning skills should take place with family and friends so that the child develops skillsin relating to others. However, the child will also
need timeto practice her skills alone and with the person who is mainly responsible for treating or teaching her.
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CAUTION: Many suggestions for developing basic skills are discussed in Chapter 34, "Child Development and Developmental
Delay," and Chapters 36 through 39 on developing skills for self-care. However, for the child with cerebral palsy, some of these
activitieswill need to be done differently to help reduce and not increase muscle spasms. | f any activity increases spagticity, try it
differently until you find a way that reduces muscle tension and improves position.
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PREVENTION
With these precautions, children will be less likely to have cerebral palsy:
. Good nutrition of the mother, both before and during pregnancy, reduces the chance of premature birth - and of cerebral palsy.
. If possible, girls should avoid pregnancy until full grown (16 or 17 years old).
. Avoid unnecessary medicines during pregnancy.
. Try toavoid getting near persons with German measles during pregnancy. Or get vaccinated against German measles before becoming pregnant.

. Gofor regular health check-ups during pregnancy (prenatal care). If there are any signs that giving birth may be difficult, try to arrange for a skilled midwife or
doctor to attend the birth - if possible, in a hospital. (Seethelist of "Signs of Special Risk," Where There Is No Doctor, Page 256.)

. During labor, do not let the midwife try to speed things up by,

pushing forcefully against the womb,

or by using injections or hormones (oxytocin, pituitrin, etc.) before the child is born.
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. Befamiliar with, and be sure your midwifeis familiar with, all the precautions and emer gency measur es of childbirth. Learn what to do if the baby is born blue
and limp and does not breathe right away, or has the cord wrapped around the neck. (See Where There Is No Doctor, Page 262.)

. Breast feed the baby (breast milk helps prevent and fight infection), and make sure the baby gets enough to eat. (See Where There Is No Doctor, Page 121 and
271.)

. Vaccinate the baby (especialy for measles).

108

. When the baby has afever,

uncover him completely. Never wrap the baby up in clothing or blankets.

If thefeveris hlgh, wet the child and fan him until heis cooler. This can make the fever worse and cause fits or permanent brain damwe

Be sure the child with fever drinks alot of liquids, and follow the other instructions on pages 75 to 76 of Where There Is No Doctor.

. Know the signs of meningitis and get (or begin) treatment quickly.
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Soft spot bulges up back bent back,
(babies under 1 year). stiff neck knees forward

fever

drowsy, slee
fits nr};;rks% worse and worse
until child loses
sometimes vomiting consciousness
. When your baby has diarrhea, prepare Rehydration Drink and give it to him every few minutes to prevent or correct dehydration. See Where There |s No Doctor,

Page 151 to 161.

Preventing dehydration helps prevent fitsand brain damage (cerebral palsy).

REHYDRATION DRINK—TO PREVENT AND TREAT DEHYDRATION
In 1 liter put 2 level tablespoons and %% teaspoon SALT
of WATER of SUGAR or honey
(better if —
boiled, but
do not g
lose ﬁ"'--._-"'"
time) % teaspoon

BAKING S0DA
(bicarbonate of
soda).
CAUTION:
Before giving the Drink
taste it and be sure it
is no more saity than If you do not have
—_—— tears. soda, use another 4
S — teaspoon salt,
If available, add half a cup of orange juice or coconut water
or a little mashed ripe banana to the Drink.

OTHER PARTS OF THIS BOOK WITH INFORMATION
CONCERNING CEREBRAL PALSY

Cerebral palsy isacomplex disability that involves many problems and needs. Therefore much of the basic information you will need isin other chapters. It is essential
that you read Chapters 4, 8, 33 to 43, and 62 to 66.
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Throughout the book, important information about cerebral palsy has been marked with a in the margin. Many referencesto cerebral palsy are also
included in the INDEX.
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Disabled Village Children
A guide for community health workers,
rehabilitation workers, and families

PART 1
WORKING WITH THE CHILD AND FAMILY:

Information on different Disabilities
B. Recognizing, Helping with, and Preventing Common Disabilities
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CHAPTER 10

Muscular Dystrophy

Gradual, Progressive Muscle Loss

Muscular dystrophy is a condition in which muscles, month by month and year by year, get weaker and
weaker. Because the disability gradually gets worse, we say it is'progressive.

HOW TO RECOGNIZE IF MUSCLE WEAKNESS IS
CAUSED BY MUSCULAR DYSTROPHY
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. Mostly affects boys (rarely
girls).

. Often brothers or male
relatives have same
problem.

. First signs appear around
ages 3 to 5: the child may
seem awkward or clumsy,
or he beginsto walk 'tiptoe
because he cannot put his
feet flat. Runs strangely.
Falls often.

« Problem gets steadily
worse over the next severa
years.

. Muscle weakness first
affects feet, fronts of
thighs, hips, belly,
shoulders, and e bows.
Later, it affects hands, face,
and neck muscles.

. Most children become
unable to walk by age 10.

. May develop asevere
curve of the spine.

shoulders and «
arms are held
back awkwardly
when walking

belly sticks
out due to
weak belly
muscles
(child is poor
at sit-ups)

swayback

weak butt
muscles (hip

straighteners) thin, weak

thighs
(especially

ne ay ben
Knees may bend front part)

back to take
weight.

poor
thick lower -"'""’ Ilz'-alljantl‘:;
leg muscles alls

’ often
(the ‘muscle

is mostly fat,

and not strong) awkward,

clumsy if
walking

tight heel cord

{contracture); Weak muscles in
child may walk front of leg cause
on toes ‘foot drop” and

tiptoe contracturas.

. Heart and breathing muscles also get weak. Child usually dies before age 20 from heart failure or

pneumonia.

Early common sign of muscular dystrophy
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. Toget up from the
ground, the child ‘walks
up' histhighs with his
hands.

Thisis mainly because
of weak thigh muscles.
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QUESTIONS ABOUT MUSCULAR DYSTROPHY

How common isit? It is not very common. Rehabilitation centers may see one child with muscular
dystrophy for every 30 or 40 with cerebral palsy or polio.

What causesit? Nobody knows. But in 2 out of 3 families with muscular dystrophy, there is a history of
it among male relatives of the mother. Though the parents are usually normal, the mother carries the
‘gene’ that produces dystrophy in her sons. Her daughters will develop normally, but they may have sons
with muscular dystrophy.

What treatment isthere? None. No medicines help. Special therapy or exercises will not stop the
weakness from increasing. Surgery to release tiptoe contracturesis at best of temporary benefit.

The family can, however, do much to help the child make the best of hislife and adapt to his limitations
asthey progress.
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Also, activities, exercises and braces to prevent
contractures may help the child to keep walking longer
(see Page 111). If the child sitsin a bad position,
pillows or supports to help him sit straighter can help
prevent deformities.

Isthe child'smind affected? About half of these children are somewhat mentally retarded (slow
learners); some are very intelligent.

What can be done? The family can do many things to help the child live more fully and happily. The
child should remain active and continue normal activities for aslong as possible. Play with other children
Isimportant. So are learning and exploring. The child should go to school. Encourage other children to
help him with learning and play. The teacher should realize that some-but not all-children with dystrophy
learn alittle more slowly than normal. Try to include the child in as many family and community
activities as possible.
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The steadily increasing weakness and
the lack of effective treatment will be
hard for both the family and child to
accept. Friendly assistance, advice, and
encouragement from health workers
and friends can be abig help. Help the
family to look at the situation honestly,
and to do their best.

(See Page 331.)

The goal of the family isto help the
child be as active and happy as
possible, and to adjust to his
increasing limitations.

A boy with muscular dystrophy paints the top of his
wheelchair table, Although he cannot lift his arm
without help, a simple 'arm rocker’ made of foam
plastic lets him move it in all directions. It also allows
him to feed himself. (See p. 331.)
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Helping the child to keep walking for as long as possible

Exercise. To keep as strong as possible and

prevent contractures, probably the best therapy, at

least at first, isto stay active, to walk, run, and

play. While range-of-motion and stretching

exercises may help (see Chapter 42), itiseven

better to involve the child in games, work, and

other activities that keep hisjoints flexible. Even . .
though he is low and awkward, encourage him to :]a;kl,:;:rﬂ";ihl"

take part. Feeling sorry for him and just letting farm work help
him sit is the worst thing you can do. prevent tiptoe
contractures
of the ankles.
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Braces. Long-leg braces should not be used until absolutely necessary, as they will let the
child's legs grow weaker faster. Sometimes lightweight plastic ankle splints, worn day and
night, will help delay ankle contractures and keep him walking better. (See Chapter 58.) i

If contractures of the knees and hips begin to develop, try resting or sleeping with 'sand bags' to press
down the legs and help straighten them.

bags made of soft cloth
filled with clean sand

CAUTION: Balance your effortsto provide therapy or surgery against the need of the child (and his
family) to lead as full, happy, and normal alife as possible. His weakness will increase and hislife will
be short regardless of all efforts. The goal of all care for the child with muscular dystrophy should be to
help him get the most out of living NOW. The temporary benefits of surgery should be weighed against
the pain and hardships it would involve.
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Other aids. The child will reach a
point where he needsto use A wide cloth

crutches. Later, (often by age 10) he or canvas
will not be able to walk. Do not ﬁ; strap across
force him when it becomes too hard. his belly and
Instead, try to obtain or make a chest may
wheelchair . (See Chapters 64 to allaw the

. . child to play,
66.) At first, the child may be ableto to lean
roll it himself. But as his weakness forward, and
progresses, he may need to be to use his
pushed. arms more

freely.

Breathing deeply
IS important,
especially when
the muscles that
move the lungs
begin to weaken.
Encourage the
child to sing
loudly, to shout,
to blow whistles,
and to blow up Shouting and climbing are both good exercises for the lungs.

balloons.

HEY LOLI {
THERE'S A cow
iN YOUR
CORMNFIELD!
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Other problems

. Getting fat isacommon problem in children with dystrophy. The child needs to eat a healthy
balanced diet. But take care not to let him eat too much - especially sweet things. Extra body
weight will make walking, breathing, and other activities more difficult for his weakening body,
and will make it harder for family membersto lift him.

. Constipation (hard, difficult stools) may become a problem. Drinking lots of liquid helps. So
does eating fruits and vegetables, and foods with lots of fiber (see Page 212).

. Spinal curve can become severe (see picture of Tito drawing, below). A corset or body brace
may help hold the child in a straighter position so he can use his arms better and breathe better

(see Page 164).
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. Arm weaknessin time may become a problem for self-care and eating.

Y ou can make asimple aid to
help get the hand to the mouth.
More ideas of aids for eating
and reaching are on Page 330

pin to let
it tip up

bamboo
and down /
and 331, é’ﬁf___.pmt put
q into holes
.IJI } in base
t

heavy wood base

CAUTION: If elbow
contractures develop, itis
probably better to leave them,
as a bent elbow is more useful
than a stiff, straight one. (See

Page 122.)

It isimportant to help the child gain interests and skills that he can continue to develop even as he
becomes very weak. He should stay in schooal, if possible, even when he has to go in awheelchair.

Learning to draw and paint can be fulfilling. In Los
Pargos, an organization of families of disabled childrenin
Mexico (see Page 517), 4 brothers with muscular
dystrophy have all become very good artists. Their
paintings have won prizes in contests and are sold to raise
money for the group. The best artist of all was the oldest
brother, Tito. He took pride in his paintings and enjoyed
teaching the other children. He did one of his best
paintings, a sea turtle with wings, aweek before he died,
at age 17.

PREVENTION: The only way to prevent muscular
dystrophy isfor women who may have the dystrophy
gene not to have children. This mostly means sisters of
affected boys and close relatives on the mother's side. If
you have one son with dystrophy, other sons will be
likely to have it too. Y ou might consider not having more children.

Even when he was so weak he could
barely move, Tito continued to
create beautiful pictures.

OTHER MUSCULAR DYSTROPHIES AND
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MUSCULAR ATROPHIES

The type of dystrophy just described-also called progressive, pseudohypertrophic, or Duchenne's
muscular dystrophy-is the most common. But there are many different types of muscular dystrophy and
muscular atrophy. All start little by little: somein early childhood, some between ages 13 to 19, and
some in adults. All steadily get worse and worse. Some types, however, almost stop after a certain age,
and the person may live to active old age, although handicapped.
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CHAPTER 11

Club Feet, Flat Feet,
Bow Legs, and Knock-Knees

WHAT IS A DEFORMITY AND WHAT IS NORMAL?

Sometimes parents worry because they think a part of their child's body is abnormal or deformed. But in small children, often
what seems unusual iswithin what isnormal, and will get better as the child grows. For this reason, it isimportant to know
what variations are normal and which may be problems.

Note: For children born with parts of their bodies missing or shortened, see Chapter 12 on birth defects.

1. Many children are born with their feet somewhat bent or crooked. To % ' f / CURVED FEET:
learn the difference between a normal bend caused by the baby's position 5 \ f / NORMAL
in the womb, and true club feet, see the next page. | in the first
[ 1 weeks or
iy 77 J months of life
‘FLAT’ 2. 'Fat' or 'flat'?>-When most babies begin to walk, they walk on the insides of their fest,
FEET: with their legs wide apart. Also their feet still have baby fat on the bottom. As aresult,
NORMAL the feet look very flat. In nearly al cases, they will get better by themselves. (See Page
until ) 117))
age 2
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3. A baby's legs often bend outward (‘bow legs), like this. This bending
starts to disappear at the age of 18 months. Then the legs slowly
straighten until they actually bend inward alittle, like this.

BOW LEGS:

NORMAL
until about
18 months

4. This 'knock-kneed' position generally develops around age 2. By age 5 or 6 the knees

KNOCK- beai :
in to straighten.
KNEES: = ;
NORMAL . . . . .
between Note: Children with brain damage sometimes develop a 'knock-knee' way of standing or
2and 12 walking. If the child with knock-knees also moves or walksin a stiff or jerky way, or
years shows other problems, check for signs of brain damage. (See Page 35 and Chapter 9 on
cerebral palsy.)
IMPORTANT: In any child who develops bow legs or knock-knees, check for signs of

ricketsand other problems. See Chapter 13.
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SEVERE KNOCK-KNEES
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To check for severe knock-knees, have the child stand with her knees touching.

If the distance between the ankle bones is more than 3 inchesin a3 year old, or Sign of a problem
4inchesin a4 year old, the problem is probably severe enough to need
attention. 3 years 4 years
old y, \ old
If the knock-knees are severe, braces may help straighten the knees and keep : ,,/q! . —{ )
the condition from getting worse (see Page 539). In achild over 6 or 7 years iﬁ ’ })
old, braces usually do not help. In extreme cases, surgery may be needed. ) [
Knock-knees may also lead to flat feet. ({ f ./‘\'*
H\
——— ey
more than more than
3 inches 4 inches
(7% cm.) (10 ecm.)
CLUB FEET

About 3 out of 1,000 children are born with aclub foot (or feet). Sometimes it runs
in the family, but usually the cause is unknown.

Sometimes a newborn baby's feet turn inward, just because they were in that :
position in the mother's womb. i@ g

club foot before correction

front part

only bent --.._____‘
back part

straight

To find out whether the condition is likely to correct itself, or if it isatrue deformity (club foot) that needs special attention, try
to put the foot in anormal position.

If the front part of a baby's foot isturned inward, it will often straighten
out by itself before sheis 2 years old.
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If you can easily Bent foot

straighten the foot, and ~ Straightens: Bent foot does If you cannot put the foot
o 4 not straighten: inanormal position, it

bend |_t|nto aposthn NORMAL will need 0 be

opposite to the way it CLUB FOOT _ i

was turned, the foot straightened with

probably does not have strapping or casts (see

Chapter 60).

a bone deformity and
will get better by itself.
Also, if you scratch the
foot lightly, the child
often will moveit into
anormal position.

Areclub feet a sign of some other problem? Although club foot often occurs without any other problem, occasionally itisa
complication of spina bifida (problem in the spinal cord,see Chapter 22). Always check the child's spine and test if he has
feeling in his feet (see Page 39).

The feet may also gradually become deformed into a'club foot' position, because of cerebral palsy, polio, arthritis, or spinal
cord damage.

Rarely, club feet occur together with a'clubbed hand' or other weakness and deformities of the body. See Arthrogryposis, Page
122.
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Correcting club feet

(For details, see Chapter 60.)
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After correcting the

A club foot should be held foot, daily stretching

irm a cast, or strapped in exercises are often

a straighter position, needed to help keep

soon after birth—until it the foot straight. A brace is used

is corrected past normal. (day and night if until finally,
necessary) to keep normal use and
the foot from

exercise keeps

bending in again, the foot straight.

About 60% of club feet can be effectively straightened without surgery in 6to 8
weeks, using either strapping or casts. These methods are described in Chapter

60.

club foot after correction with casts,
by village workers (PROJIMO)

Correction of club feet should begin soon after the child isborn-if possible, in thefirst 2 days. At birth, a baby's bones
and joints are still soft. Asthe child gets older, his bones get harder and become less flexible.

Usually, good correction without surgery isonly possible in the first year of life. If the deformity is not severe, however, aclub
foot can sometimes be corrected with casts, even if the child isalready 2, 3, or even 5 years old or more. But in an older child,
it takes longer, and surgery is more often needed for good, lasting results.

Some children with very deformed feet will need surgery, even if strapping or casting is done early. However, we have found

that some children for whom surgeons have recommended surgery can have their feet straightened with casts at avillage
center.

Keeping the feet straight once they are corrected

Once a club foot has been straightened, great care must be taken to keep it straight. The whole family must make sure
that the following precautions are taken:

. Anankle brace should be worn night and day at least until the child iswalking, and often until the child is 15 or 18
yearsold.
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. Foot-stretching exercises will be needed, especidly if there is any
sign that the foot is clubbing again. Gently and steadily stretch the
foot past its normal position in the opposite direction of the |

deformity. Do this exercise 2 or more times a day. Pull down
on heel

Push foot and twist
up and it out.

twist it out.

Bend foot out.

. Check the foot regularly. Return quickly to the rehabilitation center for an evaluation if there is any sign that the
clubbing is coming back.
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How long will it take?

How difficult it is to straighten a club foot, how long it takes, and how long braces and special exercises will be needed
depends on a number of factors:

. Theseverity of clubbing. A severely deformed foot with abnormal bones is much harder to correct.

. Abnormal muscle balance, if present, will keep pulling the foot to the inside, even after it is corrected. (See muscle
testing, Page 30.)

. Generaly, correction is more difficult if both feet are clubbed.
. Clubfeetingirls (athough less common) are likely to be more difficult to correct than in boys.

. |If there are any other abnormalities (such as a clubbed hand or stiffness in the knees or elbows), club feet may be
especialy difficult to correct. Usually surgery is needed.

. Theolder thechild, the harder it isto correct a club foot. Past the age of 2 years, it is often not possible without
surgery.

. Children without feeling in their feet (spinabifida) require special precautions and slower correction to avoid
pressure sores (see Page 173). Casts, if used, must not apply much pressure, and must be changed often.

If achild's foot shows little or no improvement after 4 weeks of casting, or if improvement stopsin spite of continued casting,
surgery is probably needed for more complete correction.

BRACES FOR USE AFTER CORRECTING CLUB FEET
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For some feet, a plastic ankle brace may work well.

For more difficult feet, ametal brace may be needed, with an ankle strap that pullsthe
ankle inward.

A dlight build-up on the outer edge of the sandal or shoe may also help.

For instructions on making braces, see Chapter 58.

For babies under one year, or small children at night, feet can be held in a good position
using a bar that joins the 2 feet. For asimple design, see Page 539.

For the child whose feet bend mostly at the middle or front

wearing shoesin rever se may help keep the feet corrected. '|| ' |

left shoe on ot [«——right shoe
right foot = on left foot

117

FLAT FEET

Most children whose only problem isflat feet really have no problem at all-except that poorly informed doctors or greedy
special-shoe salesmen make their parents think so!
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In older children and adults thereisalot of natural variation in people's

arches.
Most babies have naturally fat feet, which can IZ J
look flat.
low arch
high arch (flat foot)
[ normal foot of
a child under
=i N 2 years old Even afoot asflat asthis, if it causes the child no pain, need not be
-< considered a problem. Often flat feet run in families. If parents or
fat relatives have similar feet but no pain, or if the child can move his feet

strongly in all directions, do not worry about it.

= f
: 1)§ Pcr';::t C:i%

Do not confuse a FAT foot with a FLAT foot!

Do not worry about flat feet if thereisno pain, obvious weakness, or loss of movement. ‘

Children who are late beginning to walk often have weak arches with flat feet, until their feet get stronger.

Even children with very flat feet seldom develop a problem or have more than average pain or discomfort when they
do alot of standing or walking. Usually flat feet are a problem only when paralysisor brain damage isthe cause-
asin some children with polio, cerebral palsy, or spinabifida. Also, children with Down syndrome sometimes have
flat feet that may lead to pain or discomfort.
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FLAT FEET?

GO BAREFOOT/
RUN ON SAND!/
SKIP ROPE !

IT 15 MUCH MORE FUN
THAN SPECIAL SHOES
{AND USUALLY WORKS BETTER).

Down syndrome.

Correcting flat feet

The best treatment to help the child with flat feet and no other problem may be to go

bar efoot. Walking barefoot on sand or rough ground helps the feet get stronger and form
anatural arch. Walking on tiptoe, skipping rope, and picking things up with the toes may

also help.

BEWARE of going barefoot where hookworm is common.

VS

CAUTION: Special exercises, training in 'foot posture', shoe adaptations, heel

wedges and shoe inserts (heel cups and insoles) are often prescribed to correct
flat feet. However, studies show that usually none of these help. Use of insoles to

support the arches may even cause weaker arches. Usually insoles should be tried only

when pain is a problem, or in some severe flat feet caused by polio, cerebra palsy, or

WARNING: THISMETHOD USUALLY DOESNOT WORK

Some specialists
try to straighten
a foot that is
tilted like this

by putting a
wedge under the
heel of the

shoe like this.

But instead of
straightening the foot,
this often causes
further deformity,
because the heel
slides to the side,

and the shoe
stretches here

and wears out here.
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INSOLES AND OTHER FOOT SUPPORTS  aninsole is a firm pad that is put

inside a shoe or sandal to

Some children with flat feet resulting from polio, cerebral palsy, or Down syndrome ~ SYPPort the arch.

may be helped by insoles or other foot supports. But other children will not be hel ped.

Each child's needs should be carefully considered. If after trying an insole for 2 m

weeks, the child walks with more difficulty, change the insole or stop using it. -
Insoles can be made of leather,

porous rubber, or a piece of a

Befor_e making t_hefina_l insole, put apiece_of cardboard, vyood or some other_ car tire, shaping it with care
material shaped like the insole, under the child's foot. Try different heights to find so that it will support the foot
what seems to work best. Make surethe heel isin a straight line with the leg. comfortably.

After making the insole, check the position of the foot. Do this with the child standing on just the insole, and then with the
insole inside the shoe. Watch him walk, and ask him how it feels. If everything seemsright, check it again in 2 weeks.

-

TOO LOW—The heet  1QO HIGH—The heel

IC?RRFEC':;IHE heel tilts outward. tilts inward. The
I?n:\:ii I':- lthga le The insole should Insole is probably
E- be thicker. too thick,

CAUTION: A person who has aweak ankle and low arch sometimes cannot use an insole, because it lets his ankle turn
outward as he walks. He may have learned to walk in away that keeps his ankle from turning out. For such a person, an
insole may make walking more difficult, or may force him to use a brace to keep hisfoot straight.

IMPORTANT: The thickest part of an insole should be directly under the ankle bone, just
in front of the heel, like this.

CORRECT

It should not be in the middle of the arch, like this. This can deform the foot more without '-
correcting the problem.

WARNING: Many commercial insoles, and even orthopedic shoes, have the archesin this
incorrect position. Check them carefully. If they are like this, do not use them. Also be sure
shoes are not so wide that the heel dlipsto the side.
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If the child'sfoot isflat or very floppy dueto paralysis, often an insole is not enough. He may need

short plastic brace that supports the foot like this. :
t

built-in
sole
or a brace that supports the foot and ankle, like this.
For instructions on making plastic braces, see Chapter 58.
Thereis probably only one shoe or sandal alteration that does any good. A small metal plate ‘ﬁ
on the inner edge of the heel stops uneven wear-and may help prevent foot pain. i A
ol
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CHAPTER 12

Common Birth Defects

TYPES OF BIRTH DEFECTS

One out of every 100 or so babiesis born with some kind of obvious defect or deformity. There are many different types. In this
chapter we describe afew of the most common: cleft lip and cleft palate, extra or joined fingersor toes, and short, missing, or
deformed limbs. We aso discuss children born with multiple contractures (arthrogryposis). Please also refer to the chapters on club
feet (Chapter 11), and spina bifida (Chapter 22).

CAUSES

In many cases, the cause of a birth defect is not known. But sometimes a defect may be caused by one of the following:

. Poor nutrition during early pregnancy. Thisis thought to be one cause of cleft lip and palate.

The mother of this
girl with cleft lip
and palate did not
get enough to eat
while she was
pregnant.
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. Genetic (hereditary). Sometimes certain defects run in families. For example, if one parent was
born with an extrathumb, there is agreater chance that a child will be born with asimilar defect.
One or both parents may be 'carriers' of the factor that causes a defect, without having it themselves.
However, it may be present in relatives. Often both parents must have a 'defect factor' for a child to
be born with the defect. For this reason, birth defects are more common in children whose
parents ar e closaly related, and who therefore carry the same defect factors.

. Medicines, pesticides, chemicals, and poisons. Especialy during the first 3 months of
development, a baby in the womb can easily be harmed by chemicals and poisons. M any medicines,
drugs, and pesticides (plant, insect, and rat poisons) can cause birth defects if a pregnant mother is
exposed to them.

A doctor gave this
boy's mother a
medicine for
‘morning sickness'.

. German meadles. If the mother gets German measles during the first 3 months of pregnancy, it can cause
defectsin the baby. These usually affect the senses (hearing and seeing), the brain (cerebral palsy and
retardation), or organs inside the body (heart, liver). Sometimes the baby is born with ‘rubber band-like' grooves
on the limbs and deformed or missing fingers or limbs.

. Children born to mothers 40 year s of age or older are more likely to have Down syndrome and
defects of the hands, feet, or organs inside the body (heart, liver). In this age group, about 1 mother in
50 will have a child born with Down syndrome or defects.

For waysto prevent birth defects, see Page 124.

This boy's mother
was 45 years old
when he was born,
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CLEFT LIP AND CLEFT PALATE

A cleft lip (or 'harelip’) is an opening or gap in the upper lip, often connecting to the nostril.

simple cleft lip double cleft lip cleft palate

A 'cleft palate' is an opening in the roof of the mouth connecting with the canal of the nose.
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Usually 1 in about 800 children is born with a cleft lip, cleft palate, or both.

Babies with these conditions often have trouble sucking, and may choke or gag on food that gets into their nose. Usually breast feeding

isthe best way to feed these children.
Put the breast Occasionally the To prevent
mother may need choking, feed
to get milk from the baby while ~-
her breasts by

deep into the
mouth so that

the milk comes H he is sitting
out on the back squeezing them, Ch up with his
of the baby's and then feed head tilted
tongue. the milk to her @ forward a little,

baby with a spoon.

Make every effort to have the defects corrected by surgery since this can greatly improve the child's looks, eating ability, and speech.
The best agefor surgery isusualy at 4 to 6 monthsfor thelip and about 18 monthsfor the palate.

To preparefor surgery, parents should frequently stretch the deformed lip, so that the 2 sides meet in
the middle.

Even after the cleft lip and palate have been successfully repaired, speech problems often occur. The
family should gently encourage the child to speak as clearly as she can. Lip and tongue exercises may
help (see Page 314). The child who cannot get surgery may need to learn sign language, using her hands to help people understand her

(see Page 266).

JOINED FINGERS AND EXTRA OR DEFORMED FINGERS OR
TOES

Some children are born with 2 or more fingers joined together. This does not cause much
difficulty in use of the hand. However, special surgery can often separate the joined fingers.

When a child is born with a small extrafinger or toe that has no bonein it, you can tie a string tightly
around it, like this. In afew days the finger will dry out and fall off.

Larger extrafingers or toes, if they get in the way, can be removed by a surgeon. /
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A child who is born with atoe that sticks out may need surgery in order to wear shoes.
The toe can sometimes be put straight. At other timesit may be simpler to removeit.

To get the best results, the surgery should be done by a specialy trained orthopedic or
plastic surgeon. J /{

INCOMPLETE OR MISSING ARMS OR LEGS

Sometimes medicines a mother takes early in pregnancy cause a child to be born with missing or
incomplete arms or legs, or both.

A child born without arms but with normal legs and feet can often learn to use his feet dmost asiif
they were hands: for eating, writing, drawing, playing games, and doing many kinds of work.

It isimportant to encourage the child to use her feet, or whatever part of her body possible, to do
everything she can for herself.

= The child who is born with incomplete arms and legs can be helped alot by artificial arms
with hooksfor grasping (see Page 230).

LY

— We do not give instructions for making these arms in this book, as they are fairly
complicated. However, try every possibility to get artificial arms for the child. They can
make avery big differencein her life. If possible, the child should get her first limbs by age
3.

1

For ideas about aids and artificial limbs for children born with missing or defective hands
and feet, see Chapter 27, "Amputations," and Chapter 67, "Artificial Legs."
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Village rehabilitation workers made her a
plastic brace with a partia foot built into it, so
she could wear aregular shoe or sandal.

plastic
leg brace

lightweight
foam plastic
(inside)

Thislittle girl was born with 'rubber band-like'
congtrictions in her hand and leg, and with parts of her
fingers and foot missing. The deformities happened
because her mother had German measles when
pregnant.

A firm foam-plastic foot was shaped and
attached to a plaster mold of the foot (see

Her foot looked likethis. Chapter 58). The plastic brace was heat molded
over this.

122

ARTHROGRYPOSIS (Multiple contractures from birth)

Arthrogryposis means ‘curved joints. Children with this disability are born with stiff joints and weak
muscles. The strange position of arms and/or legs may give a child the look of awooden puppet.

In some children, both arms and legs may be severely affected. In others, only the legs or feet, or hands or
arms may be affected.

A child born with clubbed feet and with one or both arms stiff with hands turned out, may have
arthrogryposis.
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TYPICAL BABY WITH
ARTHROGRYPOSIS

Sometimes the
face is long and
the jaw large.

shoulders sometimes
turned in

often arms are stiff
/:t elbows and weak

b, ) o——hands and fingers
often very weak

wrist often bent
up or out stiffly

hips often bent
upward or outward
stiffly; may be
dislocated

spine often curved
but trunk strength
usually normal

contractures with club foot commen

‘webbing’ of skin behind
joints (at knees, hips,
elbows, or shoulders)

knees bent or
straight, in a
stiff position

Rehabilitation of the child with arthrogryposis aims at helping the child do as much

for herself as possible.

Some children with arthrogryposis are able to walk, especially if contractures are
corrected. Correction of club feet (see Page 115) and hip and knee contractures

should begin gradually, and without forcing, soon after birth, with casting (see Page

565), positioning, and/or range-of-motion exercises (see Page 115).

mind completely normal

The cause of arthrogryposisis not known. It may
be avirusinfection of the mother, during
pregnancy. Arthrogryposisisarare condition in
most of the world, but for unknown reasons, in
parts of Central and South Americait occurs more
frequently.

(in PROJIMO, in Mexico, 1 of every 100 disabled
children seen has arthrogryposis.)

TYPICAL STANDING
POSITION OF A CHILD
WITH ARTHROGRYPOSIS

If both hips are
dislocated, surgery to
put the bones back into
their sockets is not
usually helpful. The
child walks as well
without surgery. If
only one hip is
dislocated, surgery may
help.

Often, however, contractures of arthrogryposis can only be corrected by surgery. The possible benefits-and losses-which surgery may
bring should be carefully evaluated. For example, a stiff elbow in a bent (contracted) position may be much better for eating than an

elbow that has been straightened, and will not bend.

WARNING: A STIFF ELBOW ISOFTEN MORE USEFUL LEFT
BENT

MORE USEFUL LESS USEFUL

123
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Most children with arthrogryposis are very intelligent. If given a chance, many can learn to do alot of things for themselves, even with
severe disability. Often they try hard and are eager to learn. It isvery important that these children be encouraged and helped to
do as much asthey can for themselves, and that they go to school. The following story may help give you an idea of the
possibilities of achild with arthrogryposis.

SIMPLE STEPS TOWARD INDEPENDENCE-A true story

Gabriel is 7 years old. He lives with his family in Mazatlan, Mexico. He was born with arthrogryposis. Some of hisjoints are stiff
and straight, others are stiff and bent. He lacks most of the musclesin hisarms, legs, and hands. He cannot sit alone or lift a hand to
his mouth.

Gabriel's parents love him dearly and care for him tenderly. However, when he was born, doctors told them that nothing could be
done for him. So his parents grew used to doing everything for him. As he grew older, they carried him in their arms, changed his
diapers when he dirtied them, and gave him food in his mouth. They treated him like a baby-though he no longer was one.

When his mother learned of PROJIMO, she took Gabriel there, hoping that with surgery or special medicine, he might improve.
The village rehabilitation workers at PROJIMO investigated all possibilities. They even took him to a famous hospital for disabled
children. But the specialists said they could do nothing for Gabriel.

Fortunately, therapists who were visiting PROJIMO as instructors explained to the team that in fact there was alot that could be
done, not to help Gabriel walk, but to help him do more for himself-within his possibilities. The team began to work with the
family, to help Gabriel become more independent.

Now, with the help of the village rehabilitation workers and his family, Gabriel is able to meet some of his basic needs for himself.
He feelslesslike ababy and more like ayou ng man . He has stopped using diapers; he asks when he needs to go to the toilet. He
has |learned to use his mouth like a hand, to hold and do things.

He has learned to feed himself. He swings his arm onto the table using his neck muscles, and hooks
his hand over a spoon. Using the edge of the table and the rim of the dish to push against, he see-
saws the spoon to his mouth. To drink he uses astraw with abend in it.

Gabriel's family has joined Los Pargos, an organized group of families of disabled children. He
attends school in a specially adapted wheelchair that he can move himself. He islearning to read,
write, paint pictures, and to play with other children.

There is much more that Gabriel and his family will be able to achieve, now that they all see how
much he can do for himself. Gabriel is happy and eager to learn more.
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Gabriel wrestling with another disabled child.

Various aids and adaptations can help children with arthrogryposis or similar disabilities become more independent:

Eating aids are described on Page 330 to 332.

Writing aids are shown on Page 5, Page 230, and Page 501.

Wheelchair aids are shown in Chapter 64.

PREVENTION OF BIRTH DEFECTS

It isnot possible to prevent ail birth defects. There are, however, ways to make it less likely that children will be born with birth
defects.

. Eat well during pregnancy. (See Page 13 and Where There Is No Doctor, Chapter 11.)
. Avoid marrying closerelatives. If you already have one or more children with a birth defect, consider not having more.

. Avoid all medicinesduring pregnancy unless you are sure they will not damage the baby. (Aspirin, vitamins, some antacids,
and iron in the correct dose are al right.) Avoid any contact with pesticides and other poisons. Tobacco and alcohol during
pregnancy can aso damage the devel oping child.

. While pregnant, stay far away from children with German measles if you have never had it. If you are not pregnant, try to catch
it before you get pregnant. Vaccine exists for German measles, but is not often available.
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. Consider not having more children after age 35 or 40, or if you have had one child with Down syndrome, since the chance of
having another is increased.

A child with brittle bone disease. (Photo by Philip Kgosana)
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CHAPTER 13

Children Who Stay Small
or Have Weak Bones

In this chapter we look at children whose bones are weak and deformed, and at children who do not grow
astall asother children. Weinclude rickets, brittle bone disease, and children who stay very short
(dwarfism). In all of these conditions, the legs may become bowed, and the shape or proportions of the
bones are often not normal.

RICKETS

Rickets is weakness and deformity of the bones that occurs from lack of vitamin D. Vitamin D occursin
whole milk, butter, egg yolks, animal fats, and liver, especially fish liver oil. The body aso makesits
own vitamin D when sunlight shines on the skin. Children who do not eat enough foods with vitamin D,
and who do not get enough sunlight, gradually develop signs of rickets.
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Ricketsisfairly common in some countries, especialy in
cool mountain areas of Asiaand Latin Americawhere
babies are kept inside and wrapped up. Ricketsis also
increasing in crowded cities where children are seldom
taken into the sunlight.

SIGNS OF RICKETS

Soft spot on
baby's head is
slow to close.

bony necklace

Treatment for ricketsisto givefish liver oil, and to spend
time in the sunlight. The best and cheapest form of
prevention isto be sure sunlight reaches the child's skin.
Foods that contain vitamin D also help.

= CclUrved bones

big, lumpy
joints

w———bowed legs
(knees bent out)

BRITTLE BONE DISEASE

The child is born with bent or twisted limbs, or with broken bones. (Or he may seem normal at birth, and
the bones begin to break later.) He may start to walk at near the normal age, but increasing deformities
due to breaks may soon make walking impossible. Because of the many broken and bent bones, these
children stay very short. Parents sometimes do not realize when their child breaks a bone.

Brittle bone disease is not common. Sometimes it
isinherited, and someone else in the family will SIGNS OF BRITTLE BONE DISEASE

have the same problem. broad forehead

There is no medical treatment. However,
sometimes surgery can be done to straighten and
strengthen the leg bones by putting a metal rod
down the middle of them. This may help the child
walk for longer, but he may eventually need a
wheelchair to move about. Back problems increase
with age; a body brace may help (see Page 164).

deafness may
develop

white part of
eye looks blue

poor teeth

barrel chest and
Children with brittle bone disease are often rounded back
intelligent and do well in school. Increasing
deafness may become a problem. Help them to
develop their minds and learn skills that do not
require physical strength. The child must learn
how to protect his body from breaks. It helpsto

sleep on afirm bed.

- bones bent and
shortened from
many fractures
(broken bones)
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CHILDREN WHO STAY SHORT (Dwarfism)

Parents often worry when a child does not grow as quickly as other children. Shortness has many causes.
Here we discuss only afew.

. Normal slow growth. Some children normally grow more slowly and mature sexually later than
others. If the child is normal and healthy in other ways, do not worry. He will probably grow
quickly when he beginsto grow up sexually, even if this happens as late as 15, 16, or 17 years
old.

. Normal short size. When one or both parents are shorter than average, they may have children
who are aso short. Shortness 'runsin the family' and thisis normal. Make sure the child is healthy
and eats well.

« Poor nutrition. Some children do not grow normally because they do not get enough to eat, or do
not eat the food their bodies need. They may seem normal except that they are thin, small, have
big bellies, and get sick often. Or they may lack energy, seem very unhappy, or develop swollen
feet, hands, and faces. These children need more and better food (see Page 321). They may also
need more stimulation, play, love, and attention in order to grow and develop more quickly (see

Chapter 35).

. Long-term illness or medication. Severe long illness often slows down a child's growth. Also,
certain medicines such as cortisone or steroids for arthritis, if given for along time, can slow
down growth and weaken bones.

. Dwarfism. Some children are born with a condition in which the body does not grow normally.
There are many different patterns and causes In 1 of 5 children it isinherited, and certain relatives
will also be very short.
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THREE TYPES OF DWARFISM
NORMAL

T

limbs short trunk short  normal proportions,
for trunk for limbs very small size

In the most common type of dwar fism, the arms and legs are short for the body. The head is big, the
forehead bulges, and the bridge of the nose isflat. The child often has a swayback, pot belly, and
bowlegs. Hip problems, club feet, or eye problems and hearing loss may occur.

TREATMENT

Thereisno medical treatment for most children who are short, including those with dwarfism. In many
countries, doctors prescribe 'growth' hormones to short children to make them grow faster. These may
cause some growth at first, but they soon make the bones mature and stop growing, so that the child stays
smaller than he would have without treatment. Do not give hor monesto speed growth.

Children who are very short for their age sometimes are made fun of by other children, or get treated as
though they are younger than they really are. Life can be difficult for them and they may feel unhappy or
unsure of themselves. It isimportant that everyone treat them just like other children their age. CHI LD-
to-child activities can help other children become more understanding (see Chapter 47).

Go back to the CONTENTS
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CHAPTER 14

Erb's Palsy

Arm Paralysis from Birth Injury

WHAT IS IT?

Erb's palsy is aparalysis of the musclesin ababy's arm, caused by injury of the nervesin the shoulder at
birth (during delivery).

The baby lies with one arm and hand twisted backward and does not move the arm as much as the other.

D
iy

1
£

If the full range of motion of the arm is not kept through regular exercise, contractures will
develop that may prevent lifting the arm above the shoulder or turning the hand palm up.

HOW COMMON IS IT?

Nerve damage causing Erb's palsy occurs in approximately 1 out of every 400 births. It is
much more common in babies who are born buitt first (breech) because the shoulder is easily
stretched and the nerves injured.

Sewvere Erb's palsy in 14 year old boy.

WHAT CAN BE DONE ABOUT IT? This is as high as he can lift his arm.

With the baby, start range-of-motion exercises 2 times aday.
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Then raise the
Extend the child’s arm straight
arm and turn the over the

hand upwards. child’s head.

When the child is old enough, have him do exercises himself, for range of motion and to increase strength.

and then lift
it with the
other hand as
high as he can,
with the palm

up.

Ask him to lift
his arm as high
as he can, turning
the palm up as
far as he can,

Note: If contractures have already formed, do exercises more often, for alonger time. Each time try to turn the hand up and lift the arm as
high as possible. Hold it in the stretched position while you count to 25, or sing a song.

128

Other helpful exercises

Make circles
with shoulder.

Swing arm
in circle,
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Move back and forth. Push and pull.

— —

Look for ways to include these exercises in work and play.

Swing from
trees (palms

L ':.".ll'-

e Y

AV ‘ﬁ e T fa w ow A
‘\ '\‘*— &= Wash clothes.
SY f (Squeeze in 1 Grind maize.

Fly a kite. Sit back (Squeeze in 1
with weight | ) t i ;
On arms. Push hard! |" Buy vour child | then the other.)
b, a goat. i
o |

."fl

PREVENTION

Erb's palsy can sometimes be prevented if the midwife or doctor takes care not to strain or force the baby's shoulder when being born.
Examination of the mother's belly before birth should let the midwife know if the baby islikely to be born breech. In this case a hospital
delivery by a skilled doctor or midwife may reduce the chance of injury.

Contractures and significant disability from Erb's palsy can largely be prevented by exercises. Some weakness may last throughout life.

Go back to the CONTENTS
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CHAPTER 15

Painful Joints

Joint pain in children has many causes. Depending on the cause, different treatments may be needed. The chart that follows will help you decide what the

cause of chronic (long-lasting) joint pain in a child might be. However, other less common causes may also be possible. Sometimes laboratory tests may
be needed to be more certain.

Specific treatment is needed for certain kinds of joint pain-especially those caused by infection. However, some basic principles of care and therapy
apply to most joint pain, regardless of the cause. Following the chart of causes, you will find some general guidelines for the care of joint pain. These
guidelines are described in more detail in Chapter 16 on juvenile arthritis.

Three chapters on disabilities with joint pain are "Juvenile Arthritis' (Chapter 16), "Rheumatic Fever" (Chapter 17), and "Hip Problems" (Chapter 18).
However, arthritis (joint pain and damage) can occur with any disability where paralysis or muscle imbalance cause abnormal positions or twisting of
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joints. Many children with polio develop painful dislocations or, when they are older, arthritis.

NOTE: The chart does not include the many infectious diseases that may cause temporary joint pain. These do not usually lead to long-term disabilities.
For details of diagnosis and treatment of illnesses that cause temporary joint pain, consult a health worker or see amedical text such asWhere Therels
No Doctor.

CAUTION: Try not to confuse similar illnesses. Two of the most common causes of joint pain in children are rheumatic fever and juvenile
arthritis. Even some doctors and health workers get them mixed up and diagnose juvenile arthritis as rheumatic fever. The two ilinesses do have
similarities. However, rheumatic fever aimost always follows a period of sore throat with fever. If the child did not have a sore throat, probably
thejoint pain isnot dueto rheumatic fever. When in doubt, however, 10 days of penicillin pills may be a wise precaution.

Carefully study the differences between the common causes of joint pain. If you are not sure, seek help from someone with more experience.

130-131
COMMON CAUSES OF CHRONIC JOINT PAIN IN CHILDREN (pain that lasts mor e than 2 weeks or keeps coming back)
Problem Agt?elg;i(r)]zen Paininoneor in several joints Fever Other signs Treatment and therapy
rheumatic 5t0 15 Usualy painisin several joints. High . Joint pain and fever usually . penicillinfor 10
fever yearsold (Rarely it beginswith severepainand | fever is begin 1-3 weeks after severe days each time
(See Chapter swelling in only onejoint, but often typical sore throat with fever (strep throat gets sore
17.) there is also some pain in other (usualy throat). (or continuously
joints.) Often pain startsin anklesand | starts « Small lumps may appear if heartis
wrists, then knees and elbows. Pain suddenly). under the skin over joints. affected)
may change from some joints to . sometimes wiggly reddish . aspirinin high
others. circles on skin doses with
. insevereor advanced cases, precautions (See
heart problems (‘heart Page 134.)
murmur’, difficulty . rest
breathing, or chest pain) . range-of-motion
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juvenile
arthritis (also
called juvenile
rheumatoid
arthritisor
Still's disease)
(See Chapter
16.)

Any age,
but often
begins
between 2-7
or 9-12
years old

Lastsfor
years
(Often the
arthritis
gets better
when child
becomes
sexualy
devel oped)

May affect few joints, many joints, or

amost all joints.

(in 1/3 of childreniit
beginsin only onejoint-
later it may affect others.)

9&

Z;\;,
¢

(

Al

Often
some
fever
when pain
iISworst.
(Rardly, it
begins
with high
fever.)
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usually gets better in 6 weeks
to 3 months - but likely to
come back

usually no history of sore
throat severely painful, hot,
swollen joints often leading
to muscle weakness,
contractures and deformities
sometimes a rash that comes
and goes may begin little by
little, or suddenly and
severely

one or
both
eyes
may
becom red and sore (iritis)
and become damaged
usually lasts for years with
periods when it gets better
and then worse

(ROM)
exercises

. Apply heat or

cold to painful
joints.

aspirinin high
doses with
precautions to
avoid stomach
upset (See Page
134)

Apply heat or
cold to painful
joints.

ROM exercises
exercises
without motion
to strengthen
muscles

lots of rest, but
also moderate
activity

lots of
understanding
and support
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destruction or | Destruction: | paininone hip (rarely both) no fever . child beginsto limp-often . For destruction:
slipping of cap | mostly boys without complaining of pain it may be best to
of thigh bone | 4~8 years « may complain of painin do nothing,
at thehip (See |old knee or thigh (or sometimes although many
Chapter 18.) hip); gradually develops specialists still
Slip: mostly weakness for raising leg like recommend
boys 11- 16 this casting, braces
yearsold or surgery.
. For dip: surgery
\ to pin the cap
into the right
place may be
Destruction: Cap of head of thigh bon needed.
breaks into pieces and gradually re-
formsin 2 to 3 years
X-ray needed to make definite
diagnosis
below-knee Boys 11 -18 | usually oneknee only no fever . especidly invery active, . Avoid forceful
pain (Osgood- | yearsold strong boys exercises or
Slater's . may begin with pain after activities until
problem) knea ¢ . jumping, running, or forceful pain goes away
ligament m exercise (usually in 2 to
surface 3years).
(seen on . aspirin and hot
Keray) (or cold) soaks
for pain
. The problem
may last for
yearsbut in
painful swelling over bone here due to timewill go
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"hot' Infection
of ajoint
(bacterid
infection:

staphylococcus.

streptococcus,
typhoid, etc.)

‘cold' or 'Sow'
infection of a
joint

tuberculosis
(TB), (or less
commonly,
syphilis,
gonorrhea, or
fungus - which
are not
discussed here)

loosening of bone surface

any age. but | one hip, knee or ankle joint often low
rarely in fever,
very young | rarely more than onejoint sometimes
children high
fever, a
least at
first
any age, but | one hip or knee, or in backbone (See | no fever

mostly in TB of spine, Page 165.)
older

children

and young

adults

Joint may gradually become large or
deformed, but not very hot or red.

often much pain (sometimes no pain
until the bone or joint damageis
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sometimes follows injury to
joint or illness such as
typhoid

usually begins suddenly
joint often red, hot, swollen
joint destruction may be
severe-leading intimeto a
fused or 'frozen' joint, or
dislocation

often history of TB in family
Only half of these children
have signs of lung TB.
strongly positive TB skin test
(test has meaning only in
children not vaccinated
against TB)

child often quite thin or
sickly (but not always)

Pain usually beginslittle by
little and may become so bad
that the child cannot move

hisleg.

away, although
the bony bump
remains.

Identify cause
of infection (lab
tests needed).

. Treat with

appropriate
antibiotic.

« Apply splint to

avoid motion
and activity
during early
stage.

. anti-tuberculosis

medicines (2 or
3) for at least 1
year (See
Where Therels
No Doctor,
Page 180.)
daily ROM
exercises
aspirin and hot
soaks for pain
‘exercises-
without-motion'
to keep muscle
strength.




sprains and older child
torn ligaments | or adult

injury tojoint | older child
surface (for or adult
example: torn

meni scus,

bursitis)
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severe)

onejoint only

hot and swollen at first

usualy onejoint only, often the knee

no fever

no fever
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Ankles and knees are
common sites.

often results from forceful
twisting

Joint may be loose or floppy,
and remain

weak for months or years. It
may easily be twisted or
injured again.

usually
after twist
or strain or
injury

may hurt
suddenly
or go weak at certain times
but not at others

Swelling or 'liquid' under
skin may form behind knee
or on the edge of joint.

. Apply cold

during first day
after sprain;
following days,
apply heat.

. Avoid motion

but keep joint in
good position.

. aspirin for pain
. Provide

temporary
support with
elastic or
adhesive
bandage or (in
severe cases) a
cast or ankle
brace.

. Provide support

with elastic
bandage.

. rest, moderate

activity

. gentle ROM

exercises

. aspirinfor pan

If problem
continues, seek
help of a
specialist.
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dislocated
joint dueto
injury
(dislocation is
when abone
comes out of
its socket)

dislocated
joint dueto
muscle
weakness or
muscle
imbalance

at birth or onejoint no fever
in older
child Hips, shoulder, and elbows are most
common.
occursin usually onejoint no fever
older child
with polio,
other
paralysis, or | weak shoulder w
arthritis dislocated from

weight bearing

pain mild to severe, often occurs with
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. afirst,
very
painful and
weak

. Inweeks
or months
(if
uncorrected) pain becomes
less but weakness often
remains.

. Joint looks deformed

dislocated

" deformed (strangely shaped)
joints

« Knees, shoulders, hips, feet,
elbows may gradually
dislocate because muscles
pulling them in one direction
are sttonger or because
muscles surrounding the

. Havean
experienced
person try to put
the bone back in
its socket (the
same day or
soon after the
dislocation
occurs). Older
dislocations and
some new ones
may need
surgery.

. Provide support
for afew weeks
with elastic
bandage
(especialy
shoulders and
knees). Gently
do ROM
EXEercises every

day.

. Trytoput
dislocated joint
back into place.

. Avoid positions
that force joint
out again.

. For partial
dislocations of
knee, careful
stretching
exercises may
help-but take
careto avoid
further
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weight bearing and increases with joint are so weak. dislocation. (See
time. Page 374.)

. Careless stretching exercises
may cause or increase
dislocation.

132
How to care for painful joints

1. REST THE JOINTS

The more painful the joint, the more it needs rest. Some movement isimportant, but no forceful exercise or
heavy use of thejoint.

If joints are swollen, it
helps to keep them lifted up.

2.HEAT AND COLD

Applying heat (see side box) or cold to the joint often reduces pain and makes motion easier. For cold, use packs of ice wrapped in a cloth or towel for 10
or 15 minutes. Experiment to see which works better. Usually cold wor ks better on hot, inflamed joints and beat on sore, stiff joints.

Hot wax can be used instead of hot water. Some specialists say that it does not do more good than hot water, but persons with arthritisfind it very
soothing.
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Heat beeswax or paraffin Dip the hand
until it just melts (but or painful Take it out.
not too hot-—test it joints into The wax will
first on a finger). the hot wax. quickly
harden.
When it
p cools,
dip it
in again.
HOT SOAKS

1. Boil water. Let it cool until you can hold your hand in it comfortably.

¥ .

2. Wet athick cloth or towel in hot water and squeeze out the extra.

3. Wrap the cloth around the joint.

4. Cover the cloth with a piece of thin plastic.
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6. Keep thejoint raised.

7. When the cloth starts to cool, put it back in the hot water and repeat.

3. PAINKILLERS
Usually aspirin works best, because it reduces both pain and inflammation. For doses and precautions, see Page 134.

Note: For severe pain, splintsto prevent motion help reduce pain and prevent contractures. ASPIRIN

4. RANGE-OF-MOTION (ROM) EXERCISES
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It is important to move the joints through their full range of motion at least twice aday (especialy if splints are used). If it
hurts, apply heat or cold first, and move them very slowly. Do not force! (See Chapters 16 and 42.)

5. EXERCISESWITHOUT MOTION

These are exercises to strengthen muscles without bending the painful joints. For example, achild with
apainful knee can keep her thighs strong by tightening her thigh muscles while her leg is straight. She
should hold the muscles tight until they get tired an begin to tremble. Thiswill strengthen them and
keep them strong. (See Page 140 and Page 368.)

TIGHTEN THIS
MUSCLE AS MUCH

6. CONTINUE DAILY ACTIVITIES

With most joint pain, it isimportant that the child remain fairly active. She should try to continue with all daily activities that
do not strain or overwork the painful joints. Moderate activity is usually recommended (except for acute infections or
injuries, when compl ete rest may be needed for several days).

133
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Designs for therapy baths

Floating and playing in water provide exercise and therapy for many kinds of physical disabilities - especially those in which movement islimited
because of pain or muscle spasms.

THE BEST ‘THERAPY POOL'’

This 'therapy pool’ at PROJIMO has one large deep tank
for standing, swimming, and play. And it has 2 narrow
‘water lanes at different depths for children to learn to
walk while supported by water. Disabled and non-
disabled children play here together..

For children who have the opportunity, bathing, swimming, and playing in rivers and
ponds with other children is good-but only when the rivers or pools are not dangerous and
do not transmit diseases

TUBSOR TANKS OF SUN-HEATED WATER (solar heating)
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Bathing in warm water is especially helpful. The penetrating heat of
the water helps to improve blood flow, calm pain, and relax the
muscles.

sheet of
/ strong, black
plastic

layer of
sand or
soft mud
£ (or use
. T P cement)

A sheet of clear
(see-through)

plastic stretched
over the water when
not in use will

make it heat faster
in the sunlight.

Y ou can dig aholein the ground and cover its sides with plastic sheets or cement
to prevent the water from leaking out. So that the sunlight heats the water faster,
use black plastic, or paint the cement adark color. (Green isfriendlier than black.)

TUBWITH A SELF-CIRCULATING SUN HEATER

cool water, the hot sun-heated water
will rise and run into the tank here.

/Bec:use warm water weighs less than

=+— |n order for the water
to keep flowing, the
hose heating unit must
be below the level of
the tub.

The cooler water will run out here. black hose sheet of clear plastic over the hose

134
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INFORMATION ON ASPIRIN FOR SWOLLEN JOINTSIN PERSONSWITH ARTHRITISOR RHEUMATIC FEVER
Aspirin (acetylsalicylic acid) is usually the best medicine for joint pain:

. Agpirin not only helpsto control pain, it reducesinflammation (swelling and damage to joint surfaces). Thus it helps stop destruction of the
joints. Many other painkillers do not do this.

. Agpirinisnot expensive.

. When taken correctly, aspirin has fewer risks, dangers, and complications than most other medicines for joint pain.

In order for aspirin to work well without causing problems:

. Takethe correct dose at the right times every day.
. Keep taking the same amount of aspirin even after the pain has lessened.

Thiswill still help control swelling and let the joints begin to heal.
. Take strict precautions to avoid stomach upset.

PRECAUTIONS
A. Aspirinisan acid. It can cause stomach-ache, chest pain (so-called 'heartburn’) or even make holes (ulcers) in the stomach. To avoid these problems:

. Alwaystake aspirin with food or alarge glass of water.
. If this does not prevent stomach pain, take the aspirin not only with food and lots of water, but also with a spoonful of an antacid such as Milk

of Magnesia (magnesium sulfate), Maalox, or Gelusil.

Sop taking aspirinif:

. stomach pain still occurs after following the above precautions,
. You start to vomit blood,

. Yyou start to shit blood, or if your shit looks like black tar (digested blood).

B. Too much aspirin will poison the body. (The dose that will reduce inflammation is almost as much as the dose that can poison.) An early sign of
poisoning isringing in the ears. If the earsbegin to ring, stop taking aspirin until it stops. Then take it again, but in adightly lower dose.

C. Keep aspirin out of the reach of small children.
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CAUTION: To prevent choking do not give medicine to a child while sheislying on her back, or if her head is pressed back.
Always make sure her head islifted forward.

DOSES OF ASPIRIN FOR ARTHRITISAND RHEUMATIC FEVER

500 mg. tablets:

Adults: 2 to 3 tablets, 4-6 times aday

Children, 8-12 years: 1 tablet, 4-6 times a day [ ]

Children, 3-7 years. half atablet, 4-6 times a day

Children, 1-2 years. one-quarter tablet, 4-6 times a day 'E’;LR N
™9

If there are no swollen joints, use another medicine just for pain. Thisisvery important if aspirin causes too many side effects. For other
medicines for pain, see the Green Pagesin Where There s No Doctor.

CAUTION: Aspirin tablets for adults usually comein 325 mg. (5 grain) or 500 mg. (8 grain) tablets. Children's aspirin usually comesin 81 mg. (1 1/4
grain) tablets. Be sure to figure out the dose correctly. Avoid aspirin combined with caffeine or with other painkillers.

The dosage given here is the anti-inflammatory dosage, which is double the normal dosage for reducing pain and lowering fever.

The dosage is based on 100 mg. of aspirin for each kg. of a person's weight each day. For example, a child weighing 25 kilos would take 2500 mg. each
day, or 1 tablet of 500 mg. 5 times a day (always together with meals or lots of water).

The dose of aspirin for your child is:

Go back to the CONTENTS
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Disabled Village Children

A guide for community health workers,
rehabilitation workers, and families

PART 1
WORKING WITH THE CHILD AND FAMILY:

Information on different Disabilities
B. Recognizing, Helping with, and Preventing Common Disabilities
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CHAPTER 16

Juvenile Arthritis

Chronic Arthritis in Children

HOW TO RECOGNIZE IT

. Thearthritis (joint pain) often begins between the ages of 5 and 10, but may begin in very young children or teenagers.
. Usualy it keeps getting worse for several years.

. There are times when the pain and other signs get better, and times when they get worse.
. It affects different children in different ways. It can be mild or very disabling.

Signs
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. Children with severe arthritis in the neck and jaw may have asmall, short chin.

Joint pain. Often beginsin the knees, ankles, and
wrists. Later it affects the neck, fingers, toes, elbows,
and shoulders. Still |ater, the hips and back may be
affected.

Joints are especialy painful and stiff in the morning
(morning stiffness).

Feversand rash that come and go. (in some children
these are the first signs.)

The knees become large and may turn inward.

Pain may make it difficult to straighten the knees,
hips, and other joints. The cords may tighten, forming
contractures, and the bones may gradually become
dislocated.

A child with severe arthritis often sits with his arms and legs bent in the least painful position.
Without exercise and good positioning, contractures may form so that he cannot walk or even

stand up.

JOINTS THAT MAY BE AFFECTED

First, these joints Later, these joints
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. Thefingers may become very thin and deformed, or thick, with slender tips.

. Wrists and ankles may become stiff and bent.

. Contractures may develop in the fingers or toes, and with time the bones may fuse (stick
together).

136

More information about JUVENILE ARTHRITIS

There are 3 types of juvenile arthritis:

1. Fever type: There are times during the day when the child has a high fever, arash, and feelsill and tired. He looks very sick. The
joint pain seems less important, and it begins days or months after the other signs. There may be severe anemia (child looks pale).

2. Many-jointstype: More than 5 joints with pain. The child hurts alot, and moves very little. Often severe contractures develop.
The child does not grow much, and his sexual development is delayed.

3. Few-jointstype: Fewer than 5 joints affected. it can affect more joints after months or years. If the back is
affected, it isrnore likely that severe arthritis will continue when he is adult. It may affect the eyes, causing
iritis and blindness.

iritis

What causes it?

The exact cause of juvenile arthritisis not known, but it has something to do with the body's 'immune system’ (defenses against disease).
This begins to attack not only germs, but parts of the body itself. The problem is usually not hereditary, and is not related to climate, diet,
or the child'sway of life. It is not caused by anything the parents may have done. It cannot spread from one child to another. It does not
affect the child's intelligence.

Will the child get worse, or better? What about her future?

The progress of the disease varies alot. Typically, there are times when the joints become very painful, and times when they hurt less.
Often thejoint pain and disability will get worse and worse for several years, then gradually start to improve. Two out of 3 children will
stop having active arthritis after 10 years, although the damage already done to the joints may cause some permanent disability. Some
children will continue to have arthritis when they are adults, but it is usually milder.
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Most children with arthritis will become adults who walk, work, and have full
and happy lives.

How does it affect the child and her family?

A child with severe arthritis suffers alot. After anight of being kept awake by the pain, the child may beirritable, sad, and dull. But
when the pain isless, she may be friendly and lively.

Since the arthritis often continues to get worse for years, even with al effortsto cure it, both the child and her family may lose hope and
stop trying.

Also, the family may not understand how much the child is suffering, because the cause of the pain does not show. (in children's arthritis
the joints do not usually get red, asthey do in adults.) So the family sometimes calls the child a'cry-baby’ or atrouble-maker. The child
may feel abandoned or guilty. The situation is very hard on the whole family.

The family needs the help and support of understanding neighbors, health workers, and, if possible, arehabilitation worker. They need to
understand that by continuing exercises, therapy, and medicines-often for years-the child does have hopes of getting better. If therapy
takes the form of games with other children and family members, it may help both her body and spirit.
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SECONDARY PROBLEMS

When parts of the body do not get enough movement or exercises, joint contractures are common. With time, the bones may become
fused (joined together) or dislocated. Also, the muscles that straighten the arms and legs become very weak. However, with exercises and
with enough movement and good positioning, all these problems can be prevented or made less severe.

Managing juvenile arthritis
The child will need:

medicine to relieve the pain and help prevent damage to the joints

plenty of rest, keeping the body in good positions

exer cises and movement to prevent contractures and deformities, and to keep the muscles strong
mental, physical, and social activities, so that the child's life isfull and satisfying

if necessary, aids, and braces or casts to correct contractures and to help the child to move about

agprpODdE

MEDICINES

Aspirin (acetylsalicylic acid) is usually the safest and best medicine. It not only helps the pain, but also reduces
inflammation and damage in the joints. For precautions and doses, see the INFORMATION SHEET on Page
134.

Medicines that generally should NOT be used:
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Corticoster oids have a strong anti-inflammatory effect, but they are dangerous. Although they quickly reduce
the pain, joint destruction continues. Steroids make the child's body less able to fight infection, stop his growth,
and weaken his bones so that they break easily. If the child takes alot of steroids, his face becomes round and a
hump of fat forms on the back of his neck and shoulders. Asarule, steroids should be used only when the
child'slifeor eyesight isin danger. Steroid eye-drops at the first signs of iritis can prevent blindness.

HEL

ey L"'"i* _ ’

Gold salts. Gold combined with sodium and sulfur, in injectable form, sometimes helps when aspirin is not

effective. But it is very toxic (poisonous) and its use should be limited.

‘moon face” and
hump of fat on  Indomethacin (Indocin), phenyllbutazone, and related medicines are so toxic that they should not be given to
the back of the  chjldren.

neck, caused
by steroids

them unnecessarily, putting the health or life of the child in danger. If a doctor prescribes one of these
medicines for achild, get advice from other doctors before using it.

WARNING: We mention corticosteroids, indomethacin, and phenylbutazone because many doctors prescribe

REST AND POSITION

138

Children with arthritis need alot of rest. They tire easily, and should have a chance to rest often. Help the child to bein positionsthat

keep thearms, wrists, hips, and legs as straight as possible.

no pillow or very

pillow
flat pillow, especially between
if the neck is affected legs

In these positions, contractures

develop more easily. In these positions, contractures

are less likely to develop.

Although it may hurt more, it is better for the child to lie on her

back or stomach, not on her side with her legs bent. Rest and sleep with the arms and legs as straight as possible. Use

pillows only in away that gently helps the joints straighten
When pain isworst, aternate rest with legs straight and dlightly more. Let the legs slowly straighten under their own weight.
bent.
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EXERCISESAND MOVEMENT

Our goal isto prevent contractures and dislocations, and to maintain the fullest possible range of motion for the body. So exercises are
needed to strengthen the musclesthat straighten thejoints.

HOW PAIN CAUSES CONTRACTURES

Since the muscles on top are
Because it hurts to straighten the knee, weaker than those below, the

When these muscles are tightened, the child with arthritis does not use uneven muscle strength keeps
they straighten the knee, these muscles much. So they become bending the leg more and

Very wuik
more, even during sleep.

v % )|

But these muscles stay tightened to
keep the knee bent and guard against NOTE: Thiskind of uneven muscle

pain. So they stay stronger. strength is called muscle imbalance.

139

Because contractures from arthritis result mainly from unequal muscle strength, it isimportant that the child do all exercises and
activitiesin waysthat will strengthen the weak musclesthat straighten thejoints, not the muscles that bend them. For example:

Do exercises that work this muscle. But do not do exercises that work this muscle.

NO This is the muscle
that bends the

knee and causes a

contracture.

YES This is the muscle
that straightens the
knee and prevents
contracture.

DO NOT STRENGTHEN MUSCLESTHAT BEND THE
STRENGTHEN MUSCLES THAT STRAIGHTEN THE JOINT.
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JOINT.

Follow this same logic with al exercises and activities. And look for ways to make the exer cises useful and fun.

For example, Alicia has arthritis and can no longer walk by herself or straighten her arms and legs completely. As away of moving
herself about and getting some exercise, she can sit on a chair with casters, as shown here. But she should be careful to move in away
that helps prevent contractures.

YES

Pushing herself
backward, with her
arms and legs, does
more to strengthen
the muscles that
straighten the
joints,

Pulling herself
forward with her
arms and legs
exercises mostly
the muscles that
bend the joints.

This can make contractur es wor se. This helps prevent contractures.

140

Helping the child to strengthen the right muscles

One problem with exercisesis that, when either you or the child try to straighten ajoint, pain-or the fear of pain-can cause her to tighten
the muscles that bend it. For example:
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If you pull like this, the muscles that bend the elbow will pull against

you -and get stronger Even if the child herself tries to straighten her elbow, the pain

will cause the stronger, bending muscles to tighten.

The muscles that straighten the Asaresult. these exercises
elbow will not be used -and mav siren ’then the bendin
will get weaker. =~ &y g g

muscles instead of the

/ weaker straightening
&/  muscles. This means that
these exercises can actually

make contractures get
worsel

EXERCISESWITHOUT MOTION

So it isimportant that the child learn to do exercises that strengthen the muscles that pull against contractures, not those that make them
worse. Thiswill be easiest and least painful if she does exer cises without mation.

First help her to learn which muscles move parts of her body in different directions.

PUSH HARD AGAINST
MY HAND., wWHAT

Have her exercise these muscles by relaxing and tightening them, without moving PO YoU FeeL?

her arm.

THE MUSCLE
UNDER MY ARM

Then help her find interesting ways to strengthen the muscles that need it without
moving them. For example, she can lean on afence like this.

Everyday she can step alittle farther back from the fence, to take more weight on
her arms.

Notice that this exercise also strengthens her knee-straightening muscles and
helps stretch her heel cords, wrists, hips, back, and neck, in order to look the
[lamain the eye.

Note: We have shown these exercisesin a girl who already has contractures. But it isbest to start
them befor e contractures begin.
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Y ou can figure out similar exercises without motion for all the weak muscles that need strengthening to help prevent or correct
contractures.

For example, to strengthen the knee-straightening muscles, the child can lie on her back with her leg as straight as possible. Have her
tighten the muscles on top of her thigh (without tightening those underneath) and count to 25. Then relax and repeat 10 times. She should
dothis3 or 4 timesaday. Again, look for ways to make it more fun.

LOooK.! | CAN RING
THE BELL WITHOUT
MOVING MY LES.

You can strap a small
bell or flag to the

) . leg, so that it will
Tightening this muscle pulls ring or move when the
the kneecap and rings the bell. knee bone moves.
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Progression of exercises for the child with an ARTHRITIC KNEE

(Arthritisoften startsin the knee and later affectsother joints.)

CONCEPTS:

1. Strengthen the muscles that straighten the knee (without strengthening those that bend it).

2. Do not move the knee when doing exercises.

3. Keep changing the position in which you do the exercise, and add weights to make the exercises harder as the child's strength
increases.

First exercise: leg on ground
First do the exercise without motion lying down.

Tighten here without moving and count to 25. Relax and repeat 10 times. Do it 3 or 4 timesa
< ™

After afew days, do it sitting up.
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Tighten here without moving.

? Second exercise: straight leg raise

1. With the leg straight, tighten the muscles on top of the thigh (asin the first exercise).

2. Then lift the leg without bending the knee, and slowly count to 5 or 10.
3. Lower theleg Slowly.

4. Rest.

When you lift the leg, be sure that the knee points up or slightly out to the side.

Do not let knee bend at all. (If the knee bends even alittle when you lift the leg, it means that the “\"-\__

muscles here are still too weak. Go back to first exercise.) _/--_--,’J-’/-\\/MM"T'I

When the child can do this exercise lying down without bending his knee, begin putting weights on his leg:
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first 1/2 kilo Gradually increase and 11/2
the weight to kilos.
> \4:;"\\ 1 kilﬂ.\.\‘ \ A
i % f"ﬂ U For the weight, you can use asmall
bag full of sand.

After afew days, have him do the same exercise sitting up:*

. Again, gradually increase the weight. Begin with half akilo, and build up
late . with to 5 kilos. But do not increase the weight until the child can do the
y aweight, exercise at the first weight without bending his knee.

*CAUTION: Do not do sitting exerciseif the child hasarthritisin
the hip, or hip contractures. It uses the hip-bending muscles that
will make the contractures wor se.
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When the child can do the exercise at 2 kilos without bending her knee, she can begin doing the following variation. Keep the leg raised
the whole time.

1. Tighten themuscleontop 2. Lift theleg, keeping it 3.Movethelegtothe Movethe leg back in 5. Lower theleg

of the thigh. straight. sideand turn it and turn it inward. and relax.
outward.

IMPORTANT: If thereisalso arthritisin the hip, or hip contractures, do these exer cises
lying down, not sitting up.

Third exercise: knee dightly bent
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4. Lower

. . it slowly.
1. Liedown with arolled towel or blanket under > Ty theleg out tothe 3. Lift the foot and slowly count to 5 or 10.

the knee. sde. 5. Rest

(-—— 6. Repeat
e fu the .
— ) exercise
10to 30
times.
Make sure that only the foot is raised, not the thigh, and that the knee islifted as straight as possible.
Asthe child gains strength, continue with the same series of steps as for the second exercise.
v
o strips of
Mﬁ{ inner tube
S (or use
sandbag)

3. Sitting up, lift the
2. Sitting up, lift the foot with aweight.
foot without aweight. ~ (Build up to 5 kilos.)

1. Lying down, lift the foot with a
weight on it. Build weight up
slowly to 5 kilos.

If arthritis or contractures have begun in her
hip, it is best to do the exercise lying down
with the hip as straight as possible (nothing
under the knee).

Dothese 2 (Step 2, 3) exercisesonly if thereisno danger of hip
contractures.

To strengthen the muscles, continue the exercise until the child can no longer hold the leg straight or it begins to shake slightly. The more
often the child does these exercises the faster the muscles will get stronger. These exercises can be done even when the joint is swollen
and painful. However, if the joint hurls more during or after the exercise, use less weight and repeat fewer times.
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Exercising an ARTHRITIC KNEE through daily activities

WALKING. Walking is one of the best exercises for strengthening the thigh-if the child puts some weight on the leg.
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For arthritis, try to use canes, not
crutches. A crutch can cause

A cane helps strengthen weak muscles
and prevent contractures.

contractures.

If he uses a cane, he must put some
weight on the leg. This strengthens the
muscles that straighten the leg.

WARNING: If achild usesacrutch and
does not step down with hisleg, this
strengthens only the muscles that bend
the leg.

During the times when the child's arthritisis less painful, she should be active. It isfine for her to run, ride abicycle, or take long walks-
as long as this does not cause much joint pain.

These activities strengthen weak thighs.

Walking uphill exercises the thighs more than walking on flat ground.
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After the child can walk fairly well without aids, a good exercise is walking on the heels. (if the
arthritis also affects the ankles, this may not be possible. But try.)

SWIMMING. Swimming is one of the best exercises for a person with arthritis.

Floating and play in water also is good exercise. The water holds up the body and allows movement of the arms and legs without weight,
yet against the gentle resistance of the water.
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Range-of-motion exercises for children with arthritis

For a child with arthritis, it isimportant that every day he move hisbody, arms, and legs through asfull a range of motion as
possible.

Note: Range-of-motion exercisesfor different jointsare
described in Chapter 42. Here we discuss ways to make them

easier for children with arthritis.

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00218.htm (14 of 28) [9/4/2005 11:16:33 PM]



Disabled Village Children - CHAPTER 16 ( JUVENILE ARTHRITIS)

But thisis not always easy. Pain and stiffness make straightening of joints difficult. So before starting to exercise, take stepsto cam the
pain and relax the tense muscles. Aspirin helps do this. Take it half an hour before beginning exercise (or before getting up to help
morning stiffness).

Heat helps relax muscles and calm pain. Suggestions for applying hot soaks and hot wax are on Page 132. If many joints are painful, it
helpsto liein warm water (alittle warmer than body temperature).

If possible, get or make atub large enough for the child to lie straight and to
stretch hisarms and legsin all directions.

Warm water not only helps calm pain, but gently lifts and takes the weight off
body parts. This makes motion easier. Support the child only as much as
needed so that his arms and legs are loose and held up by the water. Ask him to
relax completely. Let him begin to move his arms and legs. The more he
relaxes, the more they will straighten as he moves.

Page 133

Ideas for making tubs or
water pits heated by the sun
are on p. 133.

Find ways for the child to play in the water. Thiswill help him
forget his pain and make straightening the joints easier.

Y P {{AS ~
T o —— T et f,f
), (o 25—

ey i --"'_'-\-u.../'”_{|
_..\*‘ﬂ,— S =%
_-"".-F.' [

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00218.htm (15 of 28) [9/4/2005 11:16:33 PM]



Disabled Village Children - CHAPTER 16 ( JUVENILE ARTHRITIS)

In moments when she has her leg or arm most straight, ask her to
hold that position a moment without bending.

HOW XEEP YOUR LEG

. . . R . .. STRETCHED LIKE THAT
Thisway, little by little, she will find she can straighten her joints AND SAY |10 TIMES,

more and more. " BALL, DON'T MOVE,"

'Floating-in-air' devices for relaxing and moving painful joints

The best way for relaxing and reducing weight to exercise arthritic jointsis to float in warm water. When this is not possible, after
applying hot soaks (see Page 132), the leg or arm can be hung in asimple device-loosely, asif floating in water.

‘FLOATING’ AN ARTHRITIC LEG

Adjust the position of the
supports so the leg hangs in
the best position for moving
it easily in all directions.

rubber inner——<H fi
tube or a spring

pillows, sponge
rubber, or
soft material

g® ___— It helps to wrap the

foot in a figure 8.
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After hanging the limb, wait until the child relaxes, then have him swing it gently
this way and that.

L et the leg move with its own weight asin a swing. Increase the swinging until the
knee and hip bend and straighten completely (or as much as possible).

L ook for waysto turn the exerciseinto a game.

For example, the child might knock gourds or blocks down while another child tries quickly to set them up again, and see who wins.

The gourds can be put farther and farther away so that he has to stretch more each time to knock them down. When hisleg is most
stretched, ask him to hold it that way a moment before letting it bend.
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Also have the child do exercises lying on his back and swinging his leg outward (to one
side). This helps prevent knock- knee contractures.
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The child can also swing her leg while sitting or lying on atable edge.
Encourage her to swing the leg as far up and back as possible. Turnitinto a
game.

| BET vou
CAN'T TOVUCH
MY FINGERS

A device like this helps strengthen the muscles that straighten the knee. This way
works better than aweight tied to the ankle because the pull continues even when the

kneeis bent. R
LET'S SEE

IF You
CAaN RING
THE BELL-

Put stones or pieces of metal in an old can. Use only as much weight as will let the
child straighten her knee completely. Asthe leg becomes stronger, add more weight.

M ovement of the arms. Thisis done much like the legs:

LYING FACE UP LYING ON THE SIDE AND SITTING

Swing the Swing the
arm away arm forward
from the and back.
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Swing the

shoulder and
elbow through
their full
range of
motion.

These movements can be done keeping the hot soaks on the arm.

Encourage the child to move her limb in arhythmic manner - perhaps to music. Try to help her forget the pain. If she becomes interested
in something else-a game or the music-this will help reduce the tightness of her muscles.

L ook for ways to do these movements as part of daily activities.
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CORRECTING CONTRACTURES CAUSED BY ARTHRITIS

For general information on the cause, prevention, and correction of contractures, see Chapter 8. Range-of-motion and strengthening
exercises will help prevent or correct early contractures (see Chapter 42). For severe contractures, stretching aids or casts may be
needed (see Chapter 59). However, when using casts or other aids to straighten contractures, it isvery important to continue exer cises
without motion to strengthen the muscles that straighten the limb.

PRECAUTIONSFOR CASTING AN ARTHRITICLIMB

1. First examine the joint for signs of dislocation. Try moving the bones forward and backward and from side
to side.

CAUTION: If thejoint ispartly dislocated or very loose, it isbest not to use casts or stretching devices,
asthese can increase the dislocation. It is better to continue with the exercises, taking care not to force the
joint.

I

2. If there are no signs of didlocation, little by little straighten the joint as far asis possible without causing
much pain.
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LIKE THIS

hand behind %‘%—\

the knee to o

keep the bones = "\“
/ correctly in /

place, like this.

CAUTION: Do not pull likethis, or you may dislocate the joint.

MNOT LIKE

THIS /‘ﬁ&
joint

3. With the joint as straight as you can get it without too much pain, carefully cast the leg (see Page 560).

AN
\"’N'#»(

Until the cast dries, apply steady pressure here so that the bones keep their right locations and the joint stays straightened.

4. Aslong asthe cast isin place, do without-motion exercises several times aday. This helps keep the straightening muscles strong.

TIGHTEN THIS MU‘#LQ

LOOM ! wHER |
TIGHTEMN 1T, ' CAN
FEEL T JumM? WERE.

You ¢an cut a hole
above the kneecap

to be sure it moves
when she tightens

her ruscles.

5. Every 2 days remove the cast, apply heat and do range-of-motion exercises, bending and straightening the leg little by little. Then
gently stretch the leg alittle more, and put on another cast.
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(IMPORTANT: It is best to replace the cast completely rather than to use wedges with the same cast, because of the risk of dislocation.)

6. Continue straightening the leg with new casts every 2 days until it is completely straight or does not

straighten more. Inez Sanchez

Keep arecord of the progress like this (see Chapter 5). Thisway you can tell when the leg is no longer Nov. 4 %

getting straighter and it is time to stop using casts.
Nov. 8 ﬂ
Nov. 12 V_//w
Nov, 17 ;;’:;9
Nov. 22 ’,‘//-‘\—4
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Homemade aids for stretching joints

Because daily movement of jointsis so important with arthritis, casts should be avoided whenever possible. So try to figure out other
ways to correct contractures. Use whatever materials you can find, such as plastic, bamboo, and inner tubes.

These are a few of the examples of aidsinvented in a Mexican village for a girl with arthritis.

CAUTION: Makesurethat theaids pull in away that does
not cause dislocations.

KNEE

METHOD 1.

METHOD 2:
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wood, plastic, or metal
(take care that it does
naot press on the knee)

plastic from
an old bucket,
bent or heat-
molded to fit

the knee helps
prevent the leg

or leather rubber

from dislocating (inner

backward. The strongest tube)
thick plastic, should be near the The pull
bamboo, or some knee to prevent can be
other springy materia dislocation, adjusted.

Note: The behind-the-knee aid usually works the best. It is steadier and so causes less muscle tightening. Because it holds the leg more
firmly, itislesslikely to cause dislocations. It is also more comfortable and less awkward.

WRIST

Over-the-hand support

bamboo, thick Under-the-hand support

plastic, or )
metal The plastic
should bend up
into the palm
strip of of the hand.
inner tube
plastic from
an old bucket leather or cloth

heat-molded plastic {or bamboo or other
metal from an old can) springy material

PRECAUTIONS in the use of aids for stretching contractures:
. They should be made in away that will prevent dislocations. When using, check often for early signs of dislocation.
. Theaids should not pull so much that they cause pain and defensive muscle tightening.
« Use them during most of the day and at night (about 20 of every 24 hours).
. Removethem 2 or 3 timesaday in order to do exercises.
. Also do exercises without motion with the aids in place.

. Take care that the aid does not stop blood flow or press on nerves. If the hand or foot becomes cool, changes color, beginsto
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hurt or becomes numb-remove the aid, and make the needed adjustments.

For other aidsand devicesfor straightening contractures, see Chapter 59.
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Correcting contractures of arthritic hips

L ook for ways that the child can relax with her head as straight as possible. If she also has contractures in her knees, she can lielike this.

The child will relax and straighten her body more easily if she can, play or
read.

Place supports or cushions behind her back and head, but just enough so that

she has to straighten herself some. As her hips and neck gradually straighten,
keep lowering her back and head little by little.

Give just enough support under her knees and feet to keep her hips and knees
stretched. Asthey gradually relax, lower her knees and raise her feet little by

little, so that her hips and knees straighten.

In the morning, she may be stiff and bent, and will need help to straighten
like this every clay- or severa times aday.

If possible, also have her lie on her belly.

Think of games or exercises in which the child will stretch his hips
and knees. In this example, the boy rolls the log to lift the flag and hit
the gourd. This helps strengthen the straightening muscles of hislegs.

Asthe child's back, hips, and knees straighten more and he gains
strength, the hammock can be stretched more tightly and a heavier
weight put on the top of the stick, where theflag is.

log, barrel, or bucket

A homemade walker similar to this can help a child with hip contractures begin to walk. It aso provides exercise for the straightening
muscles of both the arms and legs.

Asthe child's hips and knees straighten more and more, the crutches and seat can be raised.

Itisbest if she walks backward ("Pretend you're acrab!"). Thisway she will strengthen the straightening musclesin her legs. Walking
forward would strengthen more the muscles that bend the legs, and this could increase contractures.
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tie made of old

adjustable L
-"'"fshnulder inner tube
supports /
S5IDE
VIEW
ail or
pin for
adjusting
FRONT seat
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S & m

=

1
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LEARNING TO MOVE AND TO SMILE -thestory of Teresa

Teresa has had juvenile arthritis since age 7. When her mother first brought her to PROJIMO from a distant village at age 14, her body
had stiffened into the shape of a chair. Her eyes were the only parts of her body she could move. Her joints hurt her so much that she
spent every night crying. Y ears before, a doctor had prescribed aspirin for her pain. But the aspirin began to give her severe stomach
pain, so she stopped taking it.

Once Teresawas a cheerful, active little girl. She had completed 3 years of school. Now she was sad and felt hopeless. She would cry out
with pain each morning when her father carefully lifted her out of bed and sat her in a chair. She rarely spoke and never smiled.

When Teresa arrived at PROJIMO she had severe contractures of her wrists, fingers, elbows, hips, knees, ankles, and feet. The
rehabilitation team had her start using aspirin again, but with care that she take it with meals, lots of water, and an antacid. They then
began along, slow process of therapy, part of which we show in the following photos.
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o, o o s
To heip correct her wrist contractures, However, to the tharapists' surprise, they found out
visiting therapists made these splints that Ehns& low-cost splints made by villagers from a
for her out of tostly plastic. plastic bucket worked better (see p. 551).

See Page 551.

They also made leg
splints out of plastic
buckets and strips of
rubber tire tube.

“

- T
g S ol

e S

1N,

Every day the team spent several hours with ' -

Teresa, gently doing range-of-motion, When Teresa could move her joints some, the team made
stretching, and strengthening exercises. Here  her an adjustable walker. It had shoulder supports and a
a visiting phw,ical therapigt teaches a uillage saddle seat that could be raised as her [egs straightened.
worker how to help Teresa increase She learned to walk h\«’ pUShiﬂg herself backward. This
movement in her stiff neck and back. Stl'E'ngthEl'IEd the muscles that straighten her legs.

Teresawas improving steadily. She began to talk, smile, and to take interest in things. An older brother came to visit for afew weeks. He
learned about her exercises and therapy so he could help her when they returned to their village.
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Unfortunately, soon after Teresa went home she became ill with dengue (break bone fever) and nearly died. Her family stopped both

exercises and medicines. When she returned to PROJIM O 6 weeks later, she was as stiff and bent as when she first came. She was so
depressed she spoke to no one. The team began her rehabilitation all over again.
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L

This time they straightened her legs and arms with plaster  Finally, with the casts, Teresa's knees and wrists became
casts (see Chapter 59). They changed the casts every 2 fairly straight. She now had some hand movement and could
days. With each cast change her joints were exercised. play in the playground.

Exercise in the therapy pool at PROJIMO was fun and Kicking balls with other disabled children helped Teresa
greatly improved her movement. strengthen muscles that straighten legs.

Village children help her with activities When her legs were stronger, |ater Teresa began to walk using a homemade
to use her hands. Here she weaves a the team made an adjustable walker with wood wheels, She wore leg braces
basket. standing frame for her. for support.
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As Teresa's legs and arms straightened, her neck bent forward more and more. She could not lift her chin from her chest. The village

workers made her a head support, attached to a firm cloth around her chest. Over aperiod of months, the support gently brought up her
head.

Teresa is now able to walk with
crutches. Through daily work she gets
much of the same therapy she gets
doing her exercises.

She also continues with her daily exercises to straighten Sewing together with her friends helps Teresa improve the

and strengthen her arms and legs. use of her hands. She is also gaining skills with her therapy.

(5 photos by Richard Parker)
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w. 1/

P (photo by Andy Brown)

At home, Teresanow helps care for her younger brothers and
sisters. She and her family share the household tasks. Before,
others had to take care of her.
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Disabled Village Children
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PART 1

WORKING WITH THE CHILD AND FAMILY:

Information on different Disabilities

B. Recognizing, Helping with, and Preventing Common Disabilities

153

CHAPTER 17

Rheumatic Fever

Rheumatic fever isaseriousillness with joint pain and fever. It usually lasts about 6 weeks but may last up to 6 months (or
rarely more). Then the joint pain usually goes away completely. But heart damage, if it has occurred, may be permanent or
become disabling (shortness of breath; sickly child).

CAUSES

Rheumatic fever usualy results after a sorethroat caused by bacteria called 'streptococcus’. (The rheumatic fever is
somewhat like an alergic reaction.) A 'strep throat' often starts suddenly with throat pain and fever and without signs of a
cold. Rheumatic fever is most common where epidemics of strep throat are common-in crowded communities with poor
hygiene.

PREVENTION

Rheumatic fever can often be prevented by giving penicillin to children who have signs of a strep throat. Keep giving
penicillin for at least 3 days after all signs disappear. Long-term prevention involves improving hygiene and living
conditions (afairer society).

CAUTION: Most sore throats in children are not 'strep’, but are caused by the common cold;
these should not be treated with penicillin, or any other antibiotic and never injections (see Page
18). Typically, astrep throat is quite painful and starts suddenly, with high fever, and
without a stuffy nose or other signs of a cold.

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00219.htm (1 of 4) [9/4/2005 11:16:36 PM]



Disabled Village Children - CHAPTER 17 (RHEUMATIC FEVER)
SIGNSOF THE TYPICAL CASE

. Child between the ages 5 to 15 Began 1-3 weeks after the child had a severe sore throat

. High fever - child quite sick

. Joint pain. Pain often startsin one or more of the larger joints (especially wrists and ankles). Then it changesto
other joints, often knees and elbows. The painful joints may swell and become red and hot.

. Child getswell in about 6 weeks to 3 months, but may get the sameillness again after another sorethroat.
OTHER SIGNS (not always present)

. Reddish curved lineson skin

. Lumps (the size of peas) under the skin over or near the joints

. Heart problems. You may hear a'murmur’ if you put your ear over the child's chest. Instead of the typical 'Tub-
dub ... lub-dub’ of the heartbeat, you will hear a soft, long whoosh' for one of the sounds.: ‘whoosh-dub ... whoosh-
club ... whoosh-dub'. The ‘whoosh' sound means a valve to the heart has been damaged so that it does not close
completely. In extreme cases this can lead to heart failure (see Where There I s No Doctor, Page 325).

. Nosebleed, belly pain, chest pain, or signs of pneumonia occur in only afew cases.

154

Treatment

. If you think a child might have rheumatic fever, get medical advice quickly. Early treatment may help prevent heart
damage. (After fever and joint pain have begun, treatment does not seem to shorten the length of theillness.)

. Give penicillin by mouth for 10 days; or give asingle injection of benzathine penicillin G into the butt muscles (one-
half in each butt); or inject procaine penicillin daily for 10 days. For children who are allergic to penicillin, use
erythromycin. See box for doses. (For cautions in the use of penicillin, see Where There s No Doctor, Page 35I.)

. Giveaspirin in high dosage. An information sheet with the dosage and precautions for taking aspirin is on Page 134.
Continue giving aspirin until afew days after all signs are gone.

. Apply heat or cold packs to painful joints to help reduce pain and swelling (see Page 132).

. Do full range-of-motion exercises of painful joints gently every day (see Chapter 42).

. Do 'exercises without motion' to maintain strength (see Page 140).

. Thechild should stay in bed or rest quietly most of the time until all signs are gone (about 6 weeks). Then he can
begin activities little by little.
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TREATMENT OF RHEUMATIC FEVER
Name of medicine Age Dose When to take
Penicillin V or G up to 3 years 125 mg. 4 times a day for 10
(by mouth) over 3 (includes days.
adults) 250 mg.
OR
Benzathine penicillin up to 3 years 600,000 units single injection
(by injection) over 3 (includes (Give one-half in
adults) 1,200,000 units each butt.)
OR
Procaine penicillin up to 3 years 600,000 units Inject one-half into
(by injection) over 3 (includes each butt muscle once
adults) 1,200,000 units a day for 10 days.
For persons allergic to penicillin give:
Erythromycin up to 3 years 125 mg. 4 times a day for
(by mouth) over 3 (includes 10 days.
adults) 250 mg.
NOTE: Whenever possible, it is safer to give children medicine by mouth than by injection.
For precautions in giving medicines to children, see p. 236.

PREVENTION of repeat attacks

Persons who have once had rheumatic fever have arisk of getting it again. For these persons, take care to treat any sore
throat quickly with penicillin. If the person shows signs of heart damage (murmur) with the first attack, thereis a high risk of
further damage with repeat attacks. These persons would be wise to take a preventive dose of penicillin regularly for at |east
one attack-free year or until they are 17 years old (after which the risk of strep throat is lower). Long-term prevention is
especially important in persons who already have seriousrheumatic heart damage.

PREVENTIVE DOSAGES:

. or linjection of 1.2 million units of benzathine penicillin G, once a month,

. or 1tablet of 500 mg. of sulfadiazine 2 times aday,

. or 1tablet of 250 mg. of potassium penicillin V, 2 times aday with an empty stomach.

. For children allergic to penicillin, give 1 tablet of 250 mg. of erythromycin, 2 times a day.

Before using these medicines, read the precautions. See the GREEN PAGES of Where There Is No Doctor.

Go back to the CONTENTS
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CHAPTER 18

Hip Problems

DISLOCATED HIPS

A hip is dislocated when the thigh
boneis out of its socket at the hip.
Some babies are born with one or

Sometimes these babies have no

: The round HIP: The
other problem. With early
treatment, the problem can often be head of the head of the
corrected easily, and the child will  thigh bone thigh bone
not be disabled or have alimp. is inside often lies
the hip above the
socket, socket.

For thisreason it isimportant to examine all babies when they are 10 days old to see whether they
have dislocated hips.
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1. Compare the 2 legs. If one hip is dislocated, that side may show these

&r ) ‘{ signs:

. the upper leg partly coversthis part of the body
@ . therearefewer skinfolds
. theleg may seem shorter, or turn out at a strange angle

2. Hold both legs with the and open them wide, like this.
knees bent, like this,

If oneleg
stops early

or makes a
jump or click
when you
open it wide,

%
/ A \*‘F.k the hip is
Ny dislocated.

3. To test adlightly older child, bend the knees and compare their height.

If one kneeislower, the hip on that side is probably dislocated.

Treatment

Keep the baby with his knees high and wide apart. To do this,
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. use many thicknesses of diapers (nappies) like this,

. or pin hislegslike this (when the baby
sleeps),

. orcary the
baby like this.

In places where
babies are
traditionally carried
with their legs spread
on the woman's hips
or back, usually no
other treatment is
necessary.

156
Dislocated hipswith other orthopedic problems

Children with the disabilities listed here often are bor n with dislocated hips. Therefore, itis
essential to examine these children carefully afew days after birth, to make sure there are no
dislocations.

. Down syndrome
. Spinabifida

. arthrogryposis
. cerebral palsy
. club feet
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Many (but not all) dislocated hips can be corrected in the ways we
described on page 155. Keeping the legs wide apart during the first months

of the child's life helps to improve the shape of the socket.

If it isdifficult to keep the legs apart, you may need to use casts or make
special braces.

The casts should be used for 2 to 4 months or longer, depending on the
child's age (longer for older children) and the amount of the deformity.
(Use acloth or bottle to catch the baby's pee, so it does not run inside the
cast.)

Not all dislocations can be corrected in
these ways. Some need surgery, and in
some cases the hip is so deformed that
the dislocation cannot be corrected,
even with surgery.

With spinabifida, if one hipis
dislocated, surgery may help. But if The stick here helps
both hips are dislocated, hip surgery to keep the legs apart.
usually will not help the child to walk

any better. (See Page 173.)
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Dislocated hips can also occur after the child is
@ born, either from an accident or as a complication of DISLOCATED HIP
some other disability- especialy polio (dueto
weakness in the muscles and cords that hold the hip joint
together) or cerebral palsy (dueto
spasticityandcontractures).

The spasticity
and contracture
of this

muscle cause
dislocation

of the hip.

legs crossed
like scissors

THE TELESCOPE TEST

To find out if the hip is dislocated or can easily be pulled out
of joint, place the child on his back.

Pull up on his knee, and then push it down, like this.
At the same time, feel his hip with your other hand, like this.

If the thigh bone movesin and out like a
telescope, the hip is probably dislocated.

Didlocations that are complications of polio
or cerebral palsy can seldom be corrected
without surgery. But often it is better not
to oper ate, because the operations do not
always turn out well, and the children who
have the possibility of walking will walk in spite of the dislocated hips.

157

HIP PROBLEMS DUE TO DESTRUCTION OR
SLIPPING OF THE CAP OF THE THIGH BONE

There are 2 different hip problems that occur most often in very active children, usually boys.

1. Destruction of the cap or 'growth center' on the ‘head' of the thigh boneis called L egg-Perthes
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disease. It usually begins between 4 and 8 year s of age. It occurs in one of every 300 to 600
boys.

2. Slipping of the cap on the head of the thigh bone is less common. It happens, suddenly or little by
little, usually between 11 and 16 year s of age (when the child is growing fast).

SIGNS:

. Child beginsto limp: body dips toward
affected side.

. Often he does not complain of pain.

. Or he may feel some pain in the knee or thigh
(or less often, hip)- athough the problem is at
the hip.

. Motion for
bending, or
opening of hip
may become
somewhat
limited, or
painful if he
triesto bend it
more.

. Intime the thigh becomes thinner and weakness develops in the muscles
that lift the leg sideways.

RAISE
YOUR LEG
Up
HIGHER.

1

The causein both casesis often unknown but may be related to an injury caused from jumping or
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failing.

Destruction of the growth center results from atemporary loss of its blood supply, which resultsin death
of the bone.

DIAGNOSIS: If achild has signs of one of these problems, try to get an X-ray to find out the cause.

normal

‘growth center’
(cap on head
of thigh bone)

{
4 @

flattened, deformed

growth center after slipped growth
healing center

pieces of
damaged
growth
center in
Legg-Perthes
disease

socket of
hip bone

Destruction of the growth center is usually not related to other diseases. In some cases, however,
destruction of the growth center from loss of blood supply is caused by tuberculosis of the hip, sickle cell
anemia, cretinism, or use of corticosteroid medicines. A careful medical study is advisable.
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Treatment and progress of Legg-Perthes disease

When the growth center has lost its blood supply, the bone dies and begins to break into pieces. At the
same time, the body begins to make new bone. In 2 to 3 years a new growth center is completely formed,
and the child walks more or less normally again, usually without pain. However, the new growth center
isusually flatter than before and does not fit into the hip socket aswell. As aresult, after several more
years, the hip joint begins to wear out and a progressive, destructive, painful arthritis may begin.

Many waysto treat L egg-Perthes have been tried. Most methods try to keep the leg in a position that
makes the growth center form around and normal shape again.

An old method wasto prevent weight bearing and keep the hip bent in a
sling. THISDOES NO GOOD. We mention it only because in some
countries children are still made to use slings and crutches for years,

A newer method wasto cast or brace the legswide apart.
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full-leg braces upper-leg braces only

Casts or braces were kept on the child until the new growth center formed completely - usually for 2to 3
years! Thiswas very hard on both the child and family.

An even newer method was surgery. The surgeon cut loose a piece of
bone containing the hip socket,

and turned it so the head of the thigh bone fit deeper into the socket. (The
result was similar to widely separating the legs.)

Surgery was expensive and had more risks. But it was much quicker: only 6 weeks' bed rest with a cast.
Then the child could lead a more or less normal life, without slings or braces. But it still took 2 years for
the new growth center to form, and during this time the pain and/or limp continued.

Recent studies show that none of these methods-sling, casts, braces, or surgery makesany real
difference. Treated or not, the pain and limp gradually go away-and are likely to come back as arthritis
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years later. Although many doctors still recommend one or another of these treatments, usually the best
adviceto parentsisto DO NOTHING. (Thisis ahard decision for parents to accept, but will make life
happier for both the child and family.) Let the child remain active, but do not make him run, jump, or
walk far if it bothers him. M oder ate exerciseis important. Swimming is excellent.

Treatment and progress of slipped growth center

When the growth center dlips, if possible it should be put back into place surgically, and pinned. When
surgery isimpossible, the child should avoid all strenuous exercise, running, and jumping in the hope
that the growth center will not dlip farther until it becomes fused to the thigh bone (normally when the
child is 16 to 18 years old). Without surgery, and especially if the slippage is severe, a progressive
destructive arthritisislikely to result.
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CHAPTER 19

Bone Infections

Osteomyelitis

Bone infections are mostly a medical problem. Therefore we do not describe al of the many types of
bone infections or details of medical and surgical treatment.

Chronic (long-lasting) bone infections are fairly common in villages where persons go barefoot and
where injuries and illnesses that can lead to bone infections are frequent. They can be caused by fungus,
or by many different kinds of bacteria (including typhoid, tuberculosis, and staphylococcus). Often these
infections last for years, causing bone destruction and severe disability.

Boneinfections are a very common complication of injuries, burns, and pressure soresin persons
who have no feeling in their hands and feet. This includes persons with spina bifida (see Page 173),
spinal cord injury (Page 196), and leprosy (Page 222). Because the person does not feel pain, often she

does not rest, clean, or protect the injured area. As aresult, it becomes infected. Gradually the infection
gets deeper until it reaches the bone.

THROUGH PROPER EARLY CARE OF SORES AND INJURIES, BONE INFECTIONS CAN
USUALLY BE PREVENTED.
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The loss of parts of the body sometimes seen in a person who has leprosy
(Hansen's disease) is not caused by the leprosy germs. It is caused by other
germs, which infect the bone because of injuries the person gets that are not
cared for because they do not hurt.

X

WARNING: Deep pressure sores that do not heal, even after they are kept clean
and no weight or pressure has been put on them for months, may have a bone
infection. Bone infection is especially likely if the sore reaches the bone, or if a
small hole at the bottom of the sore refuses to close and drains liquid or pus. I f
you think there might be a bone infection, get medical help if possible and
go through all the stepstotreat it adequately.

hip bone

infected bone small hole

deep in sore

pressure sore

Signs of chronic bone infection

. The skin near a bone has small, deep sores that heal and
then open again to drain pus. Gradually the affected area sores that heal but
gets bigger and new holes open. keep coming back

. There may or may not be pain.

. Thepus may or may not smell bad.

. Usually thereis no fever-except sometimes at first or at
times when the infection gets into the blood.

. Often the infection will get better with antibiotics, but
keeps coming back.

. The affected bone may gradually become thicker asitis
destroyed inside and forms a new bony covering.
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Treatment

Whenever possible get experienced medical help.

. If treated early with the right antibiotics in the right (high) dosage, sometimes the infection will go
away and not come back. If possible, a sample of the pus should be studied (cultured) by a
medical laboratory to find out what kind of infection it is and what rnedicineis likely to work
best. Usually the medicine should be taken for along time (months).

. If you cannot get the pus cultured, you might try treating the infection with tetracycline (by
mouth), or dicloxicillin (aspecia penicillin). Use relatively high doses. For dosage and
precautions, see Where There s No Doctor or amedical text.

. Surgery may be needed to remove the dead, infected bone.

. Sometimes amputation is necessary (see Page 227).

. Even with excellent treatment, after months or years without problems, new sores may open and
again begin to drain from the infected bone.

Rehabilitation and aids
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What kind of rehabilitation or orthopedic aids may be
needed will depend on the amount of destruction that has
occurred. Sometimes surgery cannot be obtained or the
person may prefer to live with the problem rather than with an
amputated limb.

For prevention, rehabilitation, and aids, see Chapters 24, 26,
and 58 on pressure sores, leprosy, and braces.

When there has been alot of bone
destruction, sometimes a brace can
help make walking easier.

Large hole down to the bone in
the foot of a woman with a bone
infection (osteomyelitis). She
has had this problem since
childhood 30 years before.

WARNING: The pus coming from the infected bone may cause serious
infections in other persons. Change bandages regularly; boil them before using
them again, or burn them. Wash hands often. Take great care with hygiene.
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Spinal Curve and
Other Back Deformities

The backbone, or 'spin€', isachain of bones called 'vertebrae' that connect the head to the hipbone.
Separating each of the vertebrae is a small cushion called a'disk'. The backbone holds the body and head
upright. It also encloses, inits hollow center, the 'spinal cord' or trunk line of nerves connecting the brain to

all parts of the body (see Page 35).

NORMAL SHAPE OF THE BACKBONE

|

straight

Normally, the backbone (and back) is straight when seen from the back, and has 4 curves when seen from

the side.

neck
(7 bones)
( upper back
(12 bones)
lower back
3. (5 bones)
T butt bones
(joined
4 curves: together)
2 inward
2 outward
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Sideways curve (scoliosis- S Rounded back (kyphosis)
shaped curve)

y result
from weak
back muscles
or from poor
posture
(bent over
position
when
standing or
sitting).

May result
from unequal
paralysis of
back muscles
or from a
hip tilt due
to one
shorter leg.
Sometimes
the cause is
not known.

Sharp bend or bump in
spine (tuberculosis of the
backbone)

Swayback (lordosis)

May result
from weak
stomach

Results from
- estruction
of one or
or from the mare
swayback way a child vertebrae by
walks to tuberculosis
make up for infection
a weak leg (see p. 165).
or hip.

Page 165

Of these different problems, scoliosis or a sideways curve is the most common serious problem. Often, however, rounded and/or

swayback are seen together with scoliosis.

NON-FIXED AND FIXED SPINAL CURVES

With anon-fixed or 'functional’ curve there is no deformity of the vertebrae. This usually happens when the body tries to stand straight
even though the hipsttilt or there is other unevenness not in the spine.

For example, a
child with a
shorter leg
from polio will

can usually be
straightened by
putting blocks

stand with his under the foot,
hips tilted. or by holding
For him to the child up
stand straight, under the arms.
the spine has

to curve,

Fixed or 'structural’ curves are deformities in the bones of the back themselves.

A non-fixed curve

cannot be
straightened

A fixed curve

by positioning
or holding up

the child.

Note: In some cases, with time a non-fixed curve may gradually become fixed.

CAUSES OF SPINAL CURVE (SCOLIOSIS)
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Most scoliosis (about 80%) occurs in otherwise healthy children for no known reason. Sometimes it occursin several members of the
same family, so there may be a hereditary (familial) factor. Although about 1 of every 10 persons has some scoliosis (if looked for),
only about 1 in 400 has enough of a curve to be a problem. Curves of unknown cause ar e often first seen-and progress quickly-in
children from 10-16 yearsold, during the period of rapid growth.

Known causes of fixed scoliosis range from infection to tumor to rare disease. When possible, consult a doctor with experience in these
problems.

Sometimes one or—=A0) Sometimes 2 or more
more vertebrae vertebrae remain attached
are only partly or ‘fused’ on one side.
f“’”"’:d and cause They can only grow on the
the spine to bend unfused side, causing an

to one side. increasing curve.

These problems can only be identified by X-rays.
Some children are born with fixed scoliosis, or develop it in early childhood, because of defects in the spine itself.

Non-fixed scoliosis always results secondary to other problems, such as uneven paralysis of the back muscles, or a hip tilt (often dueto a
shorter leg). Spinal curve often developsin children with polio, cerebral palsy, muscular dystrophy, spina bifida, spinal cord injury,
arthritis, and dislocated hip. Be sure to examine al children with these disabilities for spinal curve. With time, non-fixed curves may
gradually become fixed.

Examining for spinal curve

Thisis discussed in the chapter on physical examination (Chapter 4).

rib hun;p ‘,,\rertehra

.,..--.,‘
a higher The rib hump is formed
rib hump on
. because where the
one side
spine is curved, the
vertebrae also are
Look along twisted to one side,
the line of

= —am. the back with
bent over,
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POSSIBLE SIGNS OF EARLY SCOLIOSIS
1. one shoulder higher than other
2. One shoulder blade sticks out more.
3. One hip is higher or sticks out more than the other.
4. One arm hangs closer to body than the other.
5. swayback
6. rounded shoulders or "hump back'’
7. alarger crease a one side of waist than other
8. Child stands sagging or leaning to one side.
9. rib hump (when child leans forward)
10. ahump near the waist (when leaning forward)
11. abrother, sister, parent, or close relative with scoliosis
CHECK FOR:
one £ To see the
shoulder curve better, m‘@
lower % mark the tip/) overhead
than the : yof each 2 % view of
other (1 vertebra. : vertebrae
4 The actual Z
hip ’ spinal curve :
tilt is greater
than the
curve you {
have marked.  actual curve (as |
seen in X-rays) Lips

When you examine for scoliosis, aso check to seeif the curve

can be or cannot be
straightened straightened
(non-fixed), (fixed).

o)

What to do

163

Thiswill depend on:

. how severethecurveis.
. if itisgetting worse-and if so, how quickly.

http://www.dinf.ne.jp/doc/english/global/david/dwe002/dwe00222.htm (4 of 9) [9/4/2005 11:16:46 PM]



Disabled Village Children - CHAPTER 20 (SPINAL CURVE)

. whether the curveis fixed.
. the age of the child.

In achild who does not stand, check spinal curve while heis sitting. If one side of hisbutt is
weaker and smaller, it may cause a hip tilt.

Put a book or board under the weaker butt, and seeif this straightens his spine. If so, a
cushion raised on