You Are Not Alone: For Parents When They Learn That Their Child Has
a Disability

by Patricia McGill Smith

If you have recently learned that your child is developaigndelayed or has a disability (which
may or may not be completely defined), this messagebadgr you. It is written from the
personal perspective of a parent who has shared thisexperand all that goes with it.

When parents learn about any difficulty or problem inrtbleild’s development, this information
comes as a tremendous blow. The day my child was diagjassgaving a disability, | was
devastated—and so confused that | recall little elsatahose first days other than the
heartbreak. Another parent described this event as ek‘séck” being pulled down over her
head, blocking her ability to hear, see, and think in nomagk. Another parent described the
trauma as “having a knife stuck” in her heart. Perhaps theseiptions seem a bit dramatic, yet
it has been my experience that they may not suffilyielgscribe the many emotions that flood
parents’ minds and hearts when they receive any bad rmews their child.

Many things can be done to help yourself through this peritdwma. That is what this paper
is all about. In order to talk about some of the good thihgiscan happen to alleviate the
anxiety, let us first take a look at some of the reastthat occur.

Common Reactions

On learning that their child may have a disability, nEestents react in ways that have been
shared by all parents before them who have also beed ¥aith this disappointment and this
enormous challenge. One of the first reactiomeisial—"This cannot be happening to me, to
my child, to our family.” Denial rapidly merges wigéimger, which may be directed toward the
medical personnel who were involved in providing the infation about the child’s problem.
Anger can also color communication between husbanavdadr with grandparents or
significant others in the family. Early on, it seetingt the anger is so intense that it touches
almost anyone, because it is triggered by the feelinggeffand inexplicabléossthat one does
not know how to explain or deal with.

Fear is another immediate response. People often feamtkiown more than they fear the
known. Having the complete diagnosis and some knowledte a@hild’s future prospects can
be easier than uncertainty. In either case, howésar of the future is a common emotion:
“What is going to happen to this child when he is five ye&dswhen he is twelve, when he is
twenty-one? What is going to happen to this child when gane?” Then other questions arise:
“Will he ever learn? Will he ever go to college? Willtreshe have the capability of loving and
living and laughing and doing all the things that we had plarined?

Other unknowns also inspire fear. Parents fear thathi@d's condition will be the very worst it
possibly could be. Over the years, | have spoken withay parents who said that their first
thoughts were totally bleak. One expects the worst. M@soeturn of persons with disabilities
one has known. Sometimes there is guilt over somgletsdommitted years before toward a
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person with a disability. There is also fear of sgtsetejection, fears about how brothers and
sisters will be affected, questions as to whether thékde any more brothers or sisters in this
family, and concerns about whether the husband or wiféowe this child. These fears can
almost immobilize some parents.

Then there iguilt—guilt and concern about whether the parents themselveschased the
problem: “Did | do something to cause this? Am | being punishesgoimething | have done?
Did | take care of myself when | was pregnant? Did migwake good enough care of herself
when she was pregnant?” For myself, | remember thinkiaigstirely my daughter had slipped
from the bed when she was very young and hit her hedldabperhaps one of her brothers or
sisters had inadvertently let her drop and didn'trtedl Much self-reproach and remorse can
stem from questioning the causes of the disability.

Guilt feelings may also be manifested in spiritual aeldjious interpretations of blame and
punishment. When they cry, “Why me?” or “Why my child?”,nygarents are also saying,
“Why has God done this to me?” How often have we raisgeyes to heaven and asked: “What
did I ever do to deserve this?” One young mother saigellso guilty because all my life | had
never had a hardship and now God has decided to give ardship.”

Confusionalso marks this traumatic period. As a result of ndy fuhderstanding what is
happening and what will happen, confusion reveals itself @pkdesness, inability to make
decisions, and mental overload. In the midst of suentsa information can seem garbled and
distorted. You hear new words that you never heard®eterms that describe something that
you cannot understand. You want to find out what it ialadlut, yet it seems that you cannot
make sense of all the information you are receiving.rQfegents are just not on the same
wavelength as the person who is trying to communicatethéim about their child’s disability.

Powerlessnest® change what is happening is very difficult to accept. dmnot change the

fact that your child has a disability, yet parents warfeel competent and capable of handling
their own life situations. It is extremely hard tofbeced to rely on the judgments, opinions, and
recommendations of others. Compounding the problem ishbsé others are often strangers
with whom no bond of trust has yet been established.

Disappointmenthat a child is not perfect poses a threat to mamgmpsiregos and a challenge to
their value system. This jolt to previous expectatiars aeate reluctance to accept one’s child
as a valuable, developing person.

Rejectionis another reaction that parents experience. Refectio be directed toward the child
or toward the medical personnel or toward other fam#ymbers. One of the more serious forms
of rejection, and not that uncommon, is a “death wish'the child—a feeling that many parents
report at their deepest points of depression.

During this period of time when so many different feelings flood the mind and heart, there is
no way to measure how intensely a parent may experin constellation of emotions. Not all
parents go through these stages, but it is important fentsato identify with all of the
potentially troublesome feelings that can arise, sothiegtwill know thatthey are not alone



There are many constructive actions that you can takediately, and there are many sources
of help, communication, and reassurance.

Seek the Assistance of Another Parent

There was a parent who helped me. Twenty-two hounsraftewn child’s diagnosis, he made a
statement that | have never forgotten: “You may ndize# today, but there may come a time
in your life when you will find that having a daughter witbisability is a blessing.” | can
remember being puzzled by these words, which were nonettalasvaluable gift that lit the
first light of hope for me. This parent spoke of hopetfigr future. He assured me that there
would be programs, there would be progress, and there weuldlp of many kinds and from
many sources. And he was the father of a boy with rhestexrdation.

My first recommendation is to try to find another pareina child with a disability, preferably
one who has chosen to be a parent helper, and seekheis assistance. All over the United
States and over the world, there are Parent to PRregtams. The National Information Center
for Children and Youth with Disabilities (NICHCY) hastings of parent groups that will reach
out and help you. If you cannot find your local parent orgdiun, write to NICHCY to get that
local information.

Talk with Your Mate, Family, and Significant Others

Over the years, | have discovered that many parents@nmunicate their feelings regarding
the problems their children have. One spouse is oftetecoad about not being a source of
strength for the other mate. The more couples can comate at difficult times like these, the
greater their collective strength. Understand that ymwh @pproach your roles as parents
differently. How you will feel and respond to this nehallenge may not the same. Try to
explain to each other how you feel; try to understand wberdon’t see things the same way.

If there are other children, talk with them, too. Be @@t their needs. If you are not
emotionally capable of talking with your children or sggeto their emotional needs at this time,
identify others within your family structure who canadsish a special communicative bond
with them. Talk with significant others in your life—yobest friend, your own parents. For
many people, the temptation to close up emotionally stgrethis point, but it can be so
beneficial to have reliable friends and relatives wéo feelp to carry the emotional burden.

Rely on Positive Sources in Your Life

One positive source of strength and wisdom might be yowister, priest, or rabbi. Another
may be a good friend or a counselor. Go to those who lhee#s a strength before in your life.
Find the new sources that you need now.

A very fine counselor once gave me a recipe for livingughoa crisis: “Each morning, when
you arise, recognize your powerlessness over the situatioand, turn this problem over to
God, as you understand Him, and begin your day.”



Whenever your feelings are painful, you must reach outanthct someone. Call or write or
get into your car and contact a real person who WkIwéth you and share that pain. Pain
divided is not nearly so hard to bear as is pain iaignl. Sometimes professional counseling is
warranted; if you feel that this might help you, do betreluctant to seek this avenue of
assistance.

Take One Day at a Time

Fears of the future can immobilize one. Living with teality of the day which is at hand is
made more manageable if we throw out the “what if'sl &mhat then’s” of the future. Even
though it may not seem possible, good things will contiodgppen each day. Worrying about
the future will only deplete your limited resources. Yawdienough to focus on; get through
each day, one step at a time.

Learn the Terminology

When you are introduced to new terminology, you shoutdadesitant to ask what it means.
Whenever someone uses a word that you don’t understandhstopnversation for a minute
and ask the person to explain the word.

Seek Information

Some parents seek virtually “tons” of information; otremes not so persistent. The important
thing is that you request accurate information. Don'tftedcato ask questions, because asking
guestions will be your first step in beginning to understaacerabout your child.

Learning how to formulate questions is an art thatméke life a lot easier for you in the future.
A good method is to write down your questions beforergmg@ppointments or meetings, and to
write down further questions as you think of them duringntieeting. Get written copies of all
documentation from physicians, teachers, and therap#sding your child. It is a good idea to
buy a three-ring notebook in which to save all infoligrathat is given to you. In the future,
there will be many uses for information that you haweréed and filed; keep it in a safe place.
Again, remember always to ask for copies of evaluatiaagndstic reports, and progress
reports. If you are not a naturally organized person, just gex and throw all the paperwork in
it. Then when you really need it, it will be there.

Do Not Be Intimidated

Many parents feel inadequate in the presence of peopletfimedical or educational
professions because of their credentials and, sometimesuse of their professional manner.
Do not be intimidated by the educational backgrounds of tnad®ther personnel who may be
involved in treating or helping your child. You do not hawvapologize for wanting to know
what is occurring. Do not be concerned that you are lzelmgther or are asking too many
guestions. Remember, this is your child, and the situatioa pasfound effect on your life and
on your child’s future. Therefore, it is important thatijearn as much as you can about your
situation.



Do Not Be Afraid to Show Emotion

So many parents, especially dads, repress their emotioagdaethey believe it to be a sign of
weakness to let people know how they are feeling. Thagest fathers of children with
disabilities whom | know are not afraid to show themogions. They understand that revealing
feelings does not diminish one’s strength.

Learn to Deal with Natural Feelings of Bitterness and Anger

Feelings of bitterness and anger are inevitable when yire¢hat you must revise the hopes
and dreams you originally had for your child. It is veryuadile to recognize your anger and to
learn to let go of it. You may need outside help to d& thimay not feel like it, but life will get
better and the day will come when you will feel positgain. By acknowledging and working
through your negative feelings, you will be better equippeaddet new challenges, and
bitterness and anger will no longer drain your energidsratiative.

Maintain a Positive Outlook

A positive attitude will be one of your genuinely valualdels$ for dealing with problems. There
is, truly, always a positive side to whatever is odogtrFor example, when my child was found
to have a disability, one of the other things pointedd@me was that she was a very healthy
child. She still is. The fact that she has had no physpairments has been a great blessing
over the years; she has been the healthiest chilceldar raised. Focusing on the positives
diminishes the negatives and makes life easier towitdal

Keep in Touch with Reality

To stay in touch with reality is to accept life thaywt is. To stay in touch with reality is also to
recognize that there are some things that we can chadgslzer things that we cannot change.
The task for all of us is learning which things we camgeaand then set about doing that.

Remember That Time Is on Your Side

Time heals many wounds. This does not mean that living avitl raising a child who has
problems will be easy, but it is fair to say that,iaetpasses, a great deal can be done to
alleviate the problem. Therefore, time does help!

Find Programs for Your Child

Even for those living in isolated areas of the courgsgistance is available to help you with
whatever problems you are having. NICHC$site Resource Shedist contact persons who
can help you get started in gaining the information andtasse you need. While finding
programs for your child with a disability, keep in mind thedgrams are also available for the
rest of your family.

Take Care of Yourself
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In times of stress, each person reacts in his oowarway. A few universal recommendations
may help: Get sufficient rest; eat as well as you e time for yourself; reach out to others
for emotional support.

Avoid Pity

Self-pity, the experience of pity from others, or fgdy your child is actually disabling. Pity is
not what is needed. Empathy, which is the ability toviegi another person, is the attitude to be
encouraged.

Decide How to Deal With Others

During this period, you may feel saddened by or angry abowtdfigoeople are reacting to you
or your child. Many people’s reactions to serious problemsaused by a lack of
understanding, simply not knowing what to say, or feahefunknown. Understand that many
people don’t know how to behave when they see a childdiffdrences, and they may react
inappropriately. Think about and decide how you want to dealstdites or questions. Try not
to use too much energy being concerned about people whotaable to respond in ways you
might prefer.

Keep Daily Routines as Normal as Possible

My mother once told me, “When a problem arises and yoit Enow what to do, then you do
whatever it was that you were going to do anyway.” Riadgt this habit seems to produce some
normalcy and consistency when life becomes hectic.

Remember That This is Your Child

This person is your child, first and foremost. Grantedy yhild’s development may be different
from that of other children, but this does not make youd dbss valuable, less human, less
important, or in less need of your love and parenting. lasekenjoy your child. The child

comes first; the disability comes second. If you &ax and take the positive steps just outlined,
one at a time, you will do the best you can, your childhenefit, and you can look forward to
the future with hope.

Recognize That You Are Not Alone

The feeling of isolation at the time of diagnosialimost universal among parents. In this article,
there are many recommendations to help you handledsealif separateness and isolation. It
helps to know that these feelings have been experidncedny, many others, that
understanding and constructive help are available to yoyandchild, and that you are not
alone.

a Back to top


http://old.nichcy.org/pubs/newsdig/nd20txt.htm#top
http://old.nichcy.org/pubs/newsdig/nd20txt.htm#top

The Unplanned Journey: When You Learn That Your Child Has a
Disability

by Carole Brown, Samara Goodman, and Lisa Kupper

The birth of a child with a disability, or the discovégat a child has a disability, can have
profound effects on the family. IrvYbu are Not Alon¢ the first article in thisNews Digest
Patricia McGill Smith offers the insights that sbed others have gained through their own
experience of having a child with a disability. In thisce, we will provide additional
information to support the life cycle, health, andveling of the family when a member has a
disability.

It is with a great deal of humility that we are ewatempting to describe what the future may
hold for you and your family. On the one hand, we wait tp be as prepared as possible so you
can negotiate the challenges that may await your yaih the other hand, we recognize that
individual variation and differences are the rule whehill has a disability. Researchers often
base their findings on group data—what happens to the nyagdieople in a circumstance.
However, what might be “true” in a research sensg mo& be at all true for your family.
Therefore, while we hope this article will guide yowsturces that are helpful, take from our
discussion only what you need.

The Journey

Growth is endless and our lives change and change us beyond anticipation. | dgebtifer
pain—it aches in a particular way when | look at Jessy’s friendsgaier companions), some of
them just her age, and allow myself for a moment to think of attast®ot be. But we cannot sift
experience and take only the part that does not huit)us.

No parent wants his or her child to be sick, disabled, wné@ in any way. It is not an
experience anyone expects to have; rather, it is agguhat is unplanned. The terrain families
must travel is often rough in places. And yet, the nitgjof families are able to find the strength
within themselves and among their circles of support tptadaand handle the stress and
challenges that may accompany their child’s illness satiity.

Many parents have described the progression—and pendulum—thod$ethey experienced
upon learning that their child has an iliness or a disabiiagty McGill Smith touched upon
many of these emotions in her article—shock, deniadf,gyuilt, anger, confusion. The type of
emotions parents experience, as intense and overwhehsitihgy may be, are also normal and
acceptable. Stability does return, both to the individudltarthe family. Parents begin to search
for needed information. Many report feelings of personaitjrahat are often, in retrospect,
astounding to them. One mother, reflecting on life dfierbirth of a child with spina bifida and
other disabilities, says:

| have learned, and grown, more since Dylan’s birth than any other timg ilife. You learn
patience, and you get to witness miracles that you otherwise would&eneoo busy to have
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noticed... You learn acceptance, you realize you have been wrong to judgeudedry that
there is a thing called unconditional lo(2).

Taken together, the many suggestions and insights offereddytpavho have lived for years
with the experience of disability in the family camyide parents who are new to the experience
with much guidance and support. The remainder of this anitleutline many of the ways that
parents have helped themselves and those they love @djigtg with and caring for a child

with special needs.

Access Information and Services

One of the first things you can do that may prove eposly helpful, now and in the future, is to
collect information—information about your child’s dishtlyi about the services that are
available, and about the specific things you can do to heipgjold develop to the fullest extent
possible. Collecting and using the information availableisalulity issues is a critical part of
being a parent of a child with special needs. Fortunatedye is a great deal of information
available on many disabilities and many disability issues.

Join a Group

Much of the information that will be helpful to youiisthe hands, heads, and hearts of other
parents like yourself. For this reason, it is worthwtolgoin a parent’s group. Some groups are
organized around one particular disability (e.g., cergdaly, Tourette syndrome, Down
syndrome), while other groups draw together parents whepective of the disabilities of their
children, have similar concerns, such as daycare, traaspar coping, or finding out about and
supporting special education in their community. Within ezdhese groups, information,
emotional and practical support, and common concernbeahared. The power of this mutual
sharing to combat feelings of isolation, confusion, argkstis a consistent thread running
throughout the literature written by and for parents.

Our children had Down syndrome, seizure disorder, holes in the heamgapure birth,
deafness, and cerebral palsy. | hated the repeat surgeries, but one misthent her child had a
condition that doctors could fix. | struggled with how to respond to strangetsanother
mother wanted her child’s condition to be visibly obvious so strangerslwaoderstand why
she wasn’t doing what other six-month-old babies did..It was powerfuhfdyscongregate with
other mothers whose babies had special needs, hear the variation in $eee¢ke experience
refracted through the crystal of multiple identit(&$.

Parent groups aren’t only for mothers, though. Don Meyéesvof running “fathers-only”
workshops where fathers came together to exchange tmsigt trade war stories.

Often the din of the conversation was such that we were asked {iatldsavn” by presenters in
neighboring rooms. Fathers became so involved in talking to their peera¢hsdmetimes
needed to shoo them out of the room at the end of the meetingbis &t fathers who “don’t
say anything.” Clearly these men have much to say, and much to offenotier(4)



There are many ways to identify a parent group in yowa. a&keyood starting place is the
NICHCY State Resource Sheet, which can help you iyamtoups in your state. The state
parent training and information (PTI) center (which igellson NICHCY’sState Resource Sheet
) is also a good resource.

Read Books Written By (and for) Parents

You may also find it helpful to read many of the ex@atiresources—books, articles, Web
sites—that are available on disability issues. Someguaweed in this publication. Others are
listed on our disability fact sheets. Worthwhile suggest@about what to read can come as well
from talking to a local librarian, your child’s teacher other involved professional; contacting a
national, state, or local disability group; or talking thestparents of children with disabilities.

Find Out About Services

The search for available services is a challeng&afailies and one that continues as the child’s
needs change. Most of these services are made avéuadalase of legislation at the federal and
state levels. For a quick read on the educational rafitkildren and youth with disabilities,
NICHCY offersQuestions Often Asked by Parents about Special Education Semttes
Questions and Answers about IDEFhese free publications are available in English and i
Spanish on our Web site or by contacting us. We've listedvathers in the box further below.

Typically, there are many services available within gsamities, districts, and states to assist
you in meeting the needs of your child with disabiliaesl your family. Families with a young
child with disabilities (birth through the third birthday)ositd access early intervention services
which are designed to identify and treat developmentdl@nts as early as possible. For school-
aged children with disabilitiespecial education and related serviaas be important factors in
addressing a child’s educational needs.

Early intervention services. Early intervention services are designed to addressets of
infants and toddlers with disabilities as early as fdessirhese services can range from feeding
support from a nutritionist in a hospital to developingmpglete physical therapy program for
an infant with cerebral palsy. However, these senacesot just for the child with special
needs. When framing the law describing early interverg@mices, Congress recognized that
families are central in a young child’s life. Thenefpthe family’s priorities, concerns, and
resources are a major consideration when planning sefeicegants and toddlers with
disabilities. The plan that is developed through thisgseds called an Individualized Family
Service Plan (IFSP).

Parents, too, can benefit from early interventiawises. As full members of the team
developing the program for their child, they can leailtsskat may be useful for a long time—
skills in helping their child learn and develop, as weltkills in decision-making, planning,
being of support to others, and influencing policy-making irr tt@mmunity.

The services themselves are offered through a public\@ateragency and are provided in
different settings, such as your home, a clinic, ahimghood daycare center or Head Start
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program, a hospital, or the local health departmaeaitial evaluation and assessment of your
child will be provided free of charge. Services may alsprbgided at no cost, although this
may vary from state to state. Some states chargelanfsscale” fee for services.

The NICHCY State Resource Shadéntifies the name and telephone number of your state’
contact person for programs for infants and toddlers avihbilities.

Special education and related services. Through the mandates of two federal laws—the
Individuals with Disabilities Education Act (IDEA) and@en 504 of the Rehabilitation Act of
1973—each eligible child with special needs is guaranteexkappropriate public education
designed to address his or her unique needs. This educagtianned by a team, including the
parents of the child.

Thus, as parents, you are key participants in the tesnadébermines what type of special
education your child will receive. Together, the membenrgaf child’s team develop an
Individualized Education Program (IEP), which states iting the educational program that is
planned for your son or daughter.

There are many books and Web sites that are partigculseful if you are seeking to understand
and access special education services. If you're ingelr@s reading more on the subject, ask us
what resources are available. We’'ll be pleased toeminyou with the many books, articles, and
Web sites on the subject. Material is also availallsfNICHCY to explain the special
education process (see the box below).

Information from NICHCY

Parent’s Guide to Accessing Programs for Infants, Toddlers, and PresshuitheDisabilitie$
Your Child’s Evaluatiof

Developing Your Child’s IEP

Parent to Parent Support

Questions Often Asked by Parents about Special Education S&rvice

Questions and Answers about IDEA

Related Servicés

And much more!

* Available in spanish

Supporting and Empowering the Family
You're the heart of the family
Many factors can influence the well-being of a familyjeQactor is certainly the emotional and

physical health of the parents. You, as parents, amitedf the heart of the family. You are the
ones who deal with the issues associated with your'shilgability—doctors, child care
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providers, family members, your child’s school, the prsitasals who work with your child.
You also maintain the household — working to pay the lslispping, cooking, cleaning up,
taking care of other children. Is it any wonder that mamgmia of children with disabilities
report times of feeling overwhelmed?

Therefore, it is very important for you, as parerdgake some time to care for yourselves as
individuals: getting enough sleep, eating regular meals,gakshort walk, and doing the things
that you really enjoy, even if you can only squeeze tinemecasionally. As one mother relates:

| would sometimes retreat to my “tower” and pretend that | had no redpbnas other than to
amuse myself with a good book or a soothing tape. The respite usually astimtdre than a
half hour, and it was never enough, but it helped me break the “martyrénpatf thinking |
was required to live and breathe only for my children.

In those brief moments of quiet reflection | could renew my séresdf and remember that | was
important, too; that | was Kate, a person, with lots of abilities anerasts that did not all
coincide with my role as Mommy. | came to realize that a s#léshness is not a bad thing. If |
could enjoy myself more, | could enjoy my children niGye.

Many families will be single-parent families, but fbose who are not, the relationship between
the parents is a factor that can influence the famig-being. When the parents’ relationship
is a strong and supportive one, it enriches familyftifeall members. Conversely, when there
are problems in the relationship, the tension affe@sekt of the family as well. This is stating
what most of us already know—that marriages undergo chaitig¢he birth of a child, any

child. But when a child in the family has special nedus,dhange may be even more profound.
As Kelly Harland puts it, “[H]Jow unexpectedly it all unds. One moment, you and your lover
are singing along in bad Italian with Venetians in@aated bar...red wine pouring out of
nowhere. And the next minute, the two of you are filling disability forms for your tiny

son.”(6)

Much of the literature written by parents discussessway parents to protect their relationship.
One point emerges again and again, and that is the impertd making time for each other:
meeting for lunch, getting away for a few hours togetslesying an activity. Talking to each
other and really listening are also important—and contiersado not always have to revolve
around the children in the family. Finding other topics szual$s can do much to revitalize
parents and preserve intimacy between them. It isi@igortant to recognize that there are times
when one partner needs to have space. As one parertt, fidtsalize that you do not deal with
this stress in the same way your spouse does. Let yousespeal with it in their own way, and
try to come to an understanding of your differencey Another parent shares, “At these lonely
moments, the greatest gift was simply to let the dvleei(8)

Sharing the duties of providing care is also necessdnguagh couples report that they often
have to work hard at communicating in order to achiegéwe-ness” that goes behind
teamwork. Many parents have found it is necessary apfuh&d seek joint counseling. Through
this process, they grew to understand each other’s naddoacerns more fully and found ways
of discussing and resolving their differences. As one paars, “We steer a rocky ship, my



husband and I...We have had to check in with the thérapimetimes once a year, sometimes
once a week. We've experienced a hard distance betweemmother from time to time, as Will
in all his complexity takes over every spare secoraliofives. We have hung on, though. Our
hearts are bonded by something that goes even deepenvtba(p)

Brothers and Sisters

We know from the experiences of families and the figdiof research that having a child with a
disability powerfully affects everyone in the familyhis includes that child’s brothers and
sisters. Many authors and researchers have writténaelatjuence about how the presence of a
disability affects each sibling individually, as wellthe relationships between siblings.

The impact, according to the siblings themselves, variesdayably from person to person. Yet
there are common threads that run through their st@ri@$-or many, the experience is a
positive, enriching one that teaches them to accept ptugrie as they are. Some become deeply
involved in helping parents care for the child with a diggbit is not uncommon for siblings to
become ardent protectors and supporters of their brotlsster with special needs or to
experience feelings of great joy in watching him or hereagheven the smallest gain in learning
or development. Megan, age 17, says of her life wittbh@ther who has Down syndrome:

Every day Andy teaches me to never give up. He knows herendjffeit he doesn’t focus on
that. He doesn't give up, and every time | see him having a hardltmake myself work that
much harder...I don’t know what | would do without Andy. He changed myflifdad not
grown up with him, I would have less understanding, patience, and compassioodier. pe
shows us that anyone can do anythihd).

In contrast, many siblings experience feelings of bigesrand resentment towards their parents
or the brother or sister with a disability. They magl fealous, neglected, or rejected as they
watch most of their parents’ energy, attention, mpaey psychological support flow to the
child with special need4d.p) As Angela, age 8, puts it, “[T]here are times wheit Hown and
think, ‘It's not fair!”(13)

And many, many siblings swing back and forth between positidenegative emotions. Helen,
age 10, whose sister has severe mental retardatioiandes, begins by saying that she’s glad
to have a sister with special needs. “It has openedyes/te a world of people | never would
have known about.1{4) But she also says, “Sometimes | wish | had speeiatis. | think that a
lot when Martha gets ooohed and aahed over and nobodyrenkes about me.”(5) And then

in the next breath, Helen says, “Another thing is thegally makes me mad when kids slap their
chest with their hands and go, ‘I'm a retard!" It madesa mad!"(6)

The reaction and adjustment of siblings to a brotheisber with a disability may also vary
depending upon their ages and developmental levels. Thgeothe nondisabled sibling is, the
more difficult it may be for him or her to understand #ituation and to interpret events
realistically. Younger children may be confused about ther@af the disability, including what
caused it. They may feel that they themselves are toehdemay worry about “catching” the
disability. As siblings mature, their understanding ofdisability matures as well, but new
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concerns may emerge. They may worry about the fututeeafbrother or sister, about how their
peers will react to their sibling, or about whether @irthey themselves can pass the disability
along to their own childreri()

Clearly, it is important for you to take time to talk apeabout your child’s disability with your
other children, explaining it as best you can in terrat @he appropriate to each child’s
developmental level. As Robert Naseef remarks, “Jusaemts need information, so do
siblings, on their level.”(8)

If you're concerned about sibling issues, let NICHCY put yotouch with resources that can
help you open up the lines of communication and addres®#us of your nondisabled
children. You may also find there is a support group availabyour children, which can
provide an “excellent outlet” for siblings to share tHeelings with others in a similar
situation.(L9) The Internet also offers the possibility of conm@etand sharing. Visit the area of
NICHCY’s Web site calleigawhat to identify disability-related Web sites that all your
children can enjoy or appreciate.

Your Child with Special Needs

Much of how you raise your child with a disability will deyeon your family’s personal beliefs
about childrearing, your child’s age, and the nature of hieeodisability. An important point to
remember is that most of the regular child-raising issukapply—children with disabilities
will go through the usual childhood stages. They may nohgagh stages at the same age, at
the same rate, or use the same words as children wdlsalilities, but they are children and
kids are kids.

We, as parents, may believe that all children shoulddaged the same, but in practice that is
usually not the case. Why? Because anyone who has tmemwlahildren, even infants, knows
they have different personalities and react diffeyetatisimilar situations. We encourage and
coax the shy child and set limits for the rambuncticwes &Ve tell the loud ones to be quiet and
the quiet ones to speak up. We offer different activibethe child who loves to paint than to the
one who wants to play ball. Children just are not theesatyut they should have the same
opportunities.

Among their opportunities should be the chance to assumeasingly greater degrees of
responsibility and independence. There may be many waykich your child can help himself
or herself or other members of the family, includinghdashores around the house. You will
need to consider what these activities might be, given son or daughter’s disabilities and
capabilities. As you expect and encourage your child tavassesponsibility, his or her sense of
pride and competence will also increase.

Conversely, to not expect or encourage your child to congriiouself-care or household matters
may send the message that he or she is not capdidpofg. Dependence is fostered instead.
As one mother insists, “Let him do things for himselb@ baby him. My father-in-law noticed
how Chrissy can manipulate people very well...[His] oeant was, ‘Boy, he wouldn’t walk
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anywhere if he could find someone to carry him all ové&up. That's whywe don’t carry
him!”(20)

Of course, the nature and severity of your child’s digglmnay affect how much he or she is
able to participate in household duties and so on. PeggyFRirstnarks:

The issue, then, for each of us is what is a “realistic’ amoumniofality to expect from our
child? If we expect too much, we run the risk of rejecting him &s Hewe expect too little, we
will fail to encourage him to do the most he can with himself. Tisere one answer for all of
us, or even for all of us dealing with the same condition. The besimdo is to realize that this
IS an ongoing question that we need to cong{@éy.

Another issue that may concern you is what (or whigtbetell your child about his or her
disability. As with siblings, the child with special nsaday also have a need for information
and perspective about what makes him or her different.

Now my hug becomes tighter, closer. | feel my breath in his tbhale

“Will, do you ever wonder why you get so scared when something conwgioaitolue, why it
upsets you so much?”

He sniffles. “Yeah.”

| hesitate. I'm feeling terribly warm. | never wanted to introgluty child to the label someone
else created for him. And yet an instinct tells me it mayHhielp.(22)

This is how Kelly Harland describes the conversatlmnisgad with her son when she told him
about his disability, autism.

And now he’s still. He has calmed down. He’s listening.

...And silence, as | try to imagine where to go next. Maybe I'mratig. Maybe | should never
have used that word. But an odd rush comes over me. It feelsittkéhig/tentative back-and-
forth, we’ve suddenly crashed through some floodgate....Has Will knoaw/iide that he has a
problem; has he been waiting for his mom to explain it to him? Theneall this talk something
for both of us to hold onto, maybe in this one moment a way to quedtibie or even rise
above it(293)

As your child grows and matures and especially as he adges into young adulthood, it may
be very helpful for him or her to be able to discussrthture of the disability. This includes what
special accommodations he or she needs in order to suncgsol and other settings. You
may wish to involve your child in his or her own IEP tngg, which can teach your child useful
skills like self-advocacy, expressing personal interastsgoals, and being involved in making
decisions that affect his or her life. In fact, by lavhenever your child’s transition to life after
high school is going to be discussed at an IEP mesjing,child must be invited to attend the
meeting. NICHCY offerg\ Student’s Guide to the IH@nd a technical assistance guide for
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parents and school personnel) to help students learn dledligR process, themselves and their
disability, and how to take part in planning their own edooafThe two guides are available by
contacting NICHCY directly or by visiting our Web site atvw.nichcy.org

Grandparents (and the Rest of the Family)

Grandparents are often greatly affected by the birthobild with a disability. “They face the
double grief of their grandchild’s disability and their ogimld’s pain.”@24) It is important to
remember that they will need support and information, tdais(i§ true for other members of the
family as well.)

Therefore, your parents and other members of the extéadelg need to be given opportunities
to get to know your child as a person and not just a pergbrdisabilities. Help them to
understand your child’s strengths and needs, help thencéptaam or her as part of the family.
Allowing family members to become involved with your childyralso allow you some much-
needed time away from the responsibilities associatigdcaring for a child with special needs.

Child Givers

All parents, at some time, will probably seek child c&ar families with a child who needs
more supervision or specialized assistance, child caréendifficult to find—or feel
comfortable with. However, even if you do not work owtdide home and do not need regular
child care, you may benefit greatly from having child care @eriodic or even an ongoing
basis. This will give you time to take care of persondtens, enjoy some leisure activity, or be
relieved of the constant need to care for a child witlisability or chronic illness.

You may also benefit from respite care, a systemmptgary child care provided by people
familiar with the needs of children with disabiliti€$emporary” can range from an hour to
several months, depending on the respite care provideghameeds and desires of the family.
Many respite care providers have undergone specializeihgaind can knowledgeably care for
children whose needs may range from close supervisiondaheare. Respite care can be
provided to infants, teenagers, or adults with special néedeme cases, the respite provider
may be able to provide care only for the child with theldigg; in other cases, care may be
available for siblings as well. Respite care generaffeidi from daycare in that it is not
available on a daily basis to allow a parent to retuthéovork force.

To find out more about respite services, contact the ARGtibnal Respite Network and
Resource Center. ARCH operates the National Resptatbr Service whose mission is to help
parents locate respite care services in their ar@ath@ Locator Service at (800) 773-5433 (toll
free), or visit the ARCH Web site dtttp://www.archrespite.org

Although many parents initially may feel reluctant to edweir child with special needs in the
care of someone else, those who have tried it givdeat@gtimony to its value in restoring their
energy, sense of humor, and perspective.

Working with Professionals
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Over ten years ago, parent Cory Moore, speaking directlyofessionals, wrote:

We need respect, we need to have our contribution valued. We needdipgiaitnot merely be
involved. It is, after all, the parent who knew the child first whd knows the child best. Our
relationship with our sons and daughters is personal and spans a lifetiine.

This sentiment echoes throughout the parent literandensthe hearts of parents everywhere.
Not surprisingly, many of the materials written by pasdot other parents offer insight into how
you might work together with professionals for the birgfyour child and family. The best
relationships are characterized by mutual respect, tntpenness, where both you and the
professional exchange information and ideas about techee, medical intervention, or
educational program for your child. Both you and the profeasioged to speak clearly about
issues and listen carefully. Indeed, both of you have iitapbexpertise to share.

You, for example, have intimate knowledge of your chilcdhwpecial needs. You live with and
observe your son or daughter on a daily basis and canbce invaluable information about
his or her routine, development, history, strengthsgdseand so on.

The professional, too, has specialized knowledge to corgribtitat of his or her discipline.
Often you must rely upon the professional’s judgment itter&that are critical to the well-
being of your child.

Thus, there should be a mutuality in the parent/profeakietationship. This can take time to
develop and may require effort from both parties. To¢haf many parent writers suggest:

« If you are looking for a specialist with whom you carrkvavell, ask other parents of
children with disabilities. Often, they can recommermgbad speech or physical
therapist, doctor, dentist, or surgeon.

« If you don’t understand the terminology a professionasuask questions. Say, “What
do you mean by that? We don’t understand.”

« If necessary, write down the professional’s answeEns is particularly useful in medical
situations when a medication or therapy is to be aigteired.

« Learn as much as you can about your child’s disabilitys Will assist you with your
child, and it can help you participate most fully in tharh process.

« Prepare for visits to the doctor, therapist, or schoavtityng down a list of the questions
or concerns you would like to discuss with the professional.

+ Keep a notebook in which you write down information conicgy your special needs
child. This can include your child’s medical history, testults, observations about
behavior or symptoms that will help the professional d@hiser job, and so on. (A
loose-leaf notebook is easy to maintain and add infooméb.)

« If you don't agree with a professional’'s recommendatieag,so. Be as specific as you
can about why you don'’t agree.

« Do whatever informed “shopping around” is necessary to fiddctor who understands
your child’s needs, is willing to work collaborativedgth other medical professionals,
and with whom you feel comfortable.
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« Measure a professional’'s recommendations for home tegagpnograms or other
interventions against your own schedule, finances, dmet gbmmitments. You may not
be able to follow all advice or take on one more thiaglimg as Helen Featherstone did
when she wrote, “What am | supposed to give up?...Theetisne in my life that
hasn’t been spoken for, and for every fifteen-minuteviggthat has been added, one has
to be taken away.26) Peggy Finston points out that “most professionals woa't
familiar with the sum total of our obligations and widit take it upon themselves to give
us permission to quit. This is up to us. It's in our poweanake the decision.2(?)

In conclusion, it is important that the parent/proif@sal relationship empower the parent to be a
full participant in information-gathering, informationasing, and in decision-making. However,
it is ultimately up to you to decide what role(s) you wantake in this process and what role(s)
you need help with. It is helpful to know that families tholeed, choose different roles in
relationship to professionals. Some parents want tw gdtofessionals to make most decisions
about their child, others want to serve as an infornmatite professional, some want veto power,
and some parents want a shared role in the intervewitb their child.298)

You are also free to change your mind about the rolevel ¢& involvement you may want or be
able to assume regarding your child’s services. You may hiaidypu choose different roles at
different times for different purposes. Be as direcpassible about what you want or don’t want
to take on in this regard.

Summary

In thisNews Digestwe have looked at many of the issues facing you as pareatchild with a
disability. Learning that your child has a disability dmeks is just the beginning of the journey.
At times, you may feel overwhelmed by the challenges@ated with disability and by the
strength of your own emotions. And while you may feel aland isolated, there are many
supports available. Other parents can be invaluable soureelp@and information. Services are
also available through public agencies that can assisteyaie family—early intervention
services for infants and toddlers and educational senocgsdschoolers and school-aged
children. Having access to information and supports may tieatin maintaining a stable and
healthy family life.

We urge you to read, to talk to other parents who have awttiich disability, to talk with each
other and with other family members, and to reach outdsistance when you need it.

We conclude with the words of Clare Claiborne Parlshasreflects upon the experience and
emotions of being a parent of a child with disabilities.

This experience we did not choose, which we would have given anything tchagaitide us
different, has made us better. Through it we have learned the lesson ofI€ggindc
Shakespeare—that one grows by suffering. And that too is Jessy’svgit. now what fifteen
years past | would still not have thought possible to write; that if tbeaas given the choice, to
accept the experience, with everything that it entails, or toedhes bitter largesse, | would
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have to stretch out my hands—because out of it has come, for albafwsmagined life. And |
will not change the last word of the story. It is still I¢26)
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Dissemination Center for Children with Disabilities (NICHCY).

NICHCY News Digest is published in response to questions from individuals and
organizations. We encourage you to share your ideaand feedback with us!
Project Director: Suzanne Ripley

Assistant Director: Donna Waghorn

Editor: Lisa Kiipper

NICHCY thanks our Project Officer, Dr. Peggy Cvach, at the Office of Special
Education Programs, U.S. Department of Education, for her review and many helpful
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Development and the Office of Special Education Washington, DC 20013
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