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No matter how deep your grief and how great your pain, remember that
you are not alone. First Candle/SIDS Alliance is here to help you through this
difficult time, just as we have been helped by others who have traveled this road
before us.

It is very important that all those touched by the sudden, unexpected, death
of a baby at anytime during the prenatal period through age two, understand
that in most cases there are no specific symptoms or anything that would have
alerted us to the problem, and many times we may not have specific answers to
our questions about why the baby died. These tragic deaths happen in the best
of families and to the most capable, careful and loving parents.

Because these infant deaths occur unexpectedly, nearly every parent feels in
some way responsible for the baby’s death until the facts are explained. Often
one parent blames the other, or relatives blame one or both of the parents.
Families sometimes blame a childcare provider or the doctor who told them the
baby was healthy a short time before the death.

Sometimes, even after receiving as much information as possible about the
cause of the baby’s death, some family members find it difficult to accept these
facts. They may continue to search for answers or to blame themselves or
others. It is important, since the cause of most miscarriage, stillbirth and SIDS
deaths remain unknown, parents should refrain from concluding that
something they did caused their baby’s death.

The death of a child is the most painful loss a family can sustain. The
impact of a child’s death is pervasive and far-reaching, affecting parents,
siblings, extended family and all those in the community involved in their own
special way. A child’s death alters the family constellation and threatens the
fabric of the community and society.

As we've discussed, the sudden, unexpected death of an infant is devastating
and often leaves families in intense shock and confusion, with overwhelming
feelings of self-blame and with little or no energy to seek help and support. There
was no way to predict that their baby would die, no time to prepare for the death,
and no direct answer as to why the baby died. These families are in acute crisis
and need immediate intervention to cope with their loss and grief. First
Candle/SIDS Alliance offers compassionate grief services to all those experiencing
a sudden infant death through availability of a 24-hour, 7-day per week, crisis
hotline; grief packets specifically designed to meet the needs of various family
members and caregivers; and the availability of accurate, up-to-date information
on what is known about these tragic causes of infant death.
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The Grieving Process
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Mothers and fathers express their grief in different ways. This fact is not always
understood. For instance, mothers generally need to “talk out” their grief, while fathers
tend to suffer in silence.

Parents working outside the home are diverted by their work, while parents working
as homemakers are surrounded by constant reminders. Fathers may find it more difficult
to ask for help and support from others and may seek diversions through their work; they
may even take on extra work to escape “thinking about it all the time.”

Often the loss of the baby is the first grief situation either parent has experienced.
Grief is so intense that they find themselves struggling for ways to relate to each other as
well as to their friends and relatives. In order to prevent misunderstanding, most families
find it helpful to maintain an atmosphere in which their feelings can be discussed openly,
even though that is difficult.

In the beginning, the day of the week and the
hour your baby died will be the most difficult times.
After awhile, the date of death in each month will have
significance. Later it will stretch out to other dates
such as your baby’s birthday or the anniversary of your
baby’s death. Holidays and other family celebrations may also be painful reminders to you
about your baby who is gone. Sometimes, the anticipation of these events is worse than the
actual day. Unfortunately, it’s hard for many of us to predict how we might feel.

What’s most important, and sometimes most difficult, is to decide for yourself what you
want to happen on those days. Special days are often family-oriented, focusing on
togetherness, plans for the future and remembrances of the past. These can be painful; yet
at other times, you may find this togetherness acceptable and even comforting.

You may find consolation in long-held family holiday traditions, you may want to do
everything different, or you may decide to “get away from it all” this year. Let others know
your needs, limits and feelings. Don’t be afraid to ask for help and support. First
Candle/SIDS Alliance can provide you with suggestions of how other families have
commemorated individual days.
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The Journey of
Living On
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Maybe you are one of the many people trying for another baby soon after a baby has died.
It’s natural - you want to fill your empty arms and heart. Yet you may feel frightened that the
next baby will die as well. You will need to figure out how long to wait and what seems right
for you. For many parents, the thought of having another baby brings comfort. Others
comment that they feel they are betraying their baby who has died. The “right” time to
embark on this will vary depending on your individual circumstances. Trust yourself about
the timing.

When a baby dies, well-intentioned people often try to persuade parents that having
another baby as soon as possible is the only way to accept that death and to heal. If you had
infertility problems or other losses this advice may seem especially cruel. But “healing” is
actually nothing more than incorporating an event into your life in a way that enables you to
live with it. Doing that takes time. You cannot necessarily speed up the process of healing
by having or not having another baby.

If you decide not to have another baby and that decision is based upon your own reasons,
be secure with the fact that this decision is right for you. If you decide not to have another
baby, but you think this decision is based more on fear than on practical considerations, do
not hesitate to seek some counseling. You will not be the first or the last person to experience
this feeling.

If you are expecting a baby, you will probably be excited as well as afraid. It is hard to be
patient. It's also unfair to have to wait and go through this all again. Building a good support
system can really help. Talk with your doctor or another health professional; you can also
contact First Candle/SIDS Alliance. Speaking with other bereaved parents who have had
subsequent children may help. Search within your group of relatives and friends for people
who will listen to your fears, not give you lots of unsolicited advice. Reviewing the facts about
sudden infant deaths and reducing the risks may also be reassuring.

For lack of a better term, your next child has been called the “subsequent child.” This
new child is indeed a very special one, to you and to everyone else. The birth of a subsequent
child can be an overwhelming emotional experience. When you see and hold your new baby
for the first time, you may find that difficult memories come flooding back and intermingle
with the pleasure you are feeling. The moment can be a mixture of great joy and intense pain.

Will you spend twenty-four hours a day by the crib? The answer is no. Even if you try,
eventually you will get tired; which isn’t good for you or your baby. That is when you learn
to trust - in living, in yourself and your values. You will probably check on your sleeping baby
more frequently than you did your other children. Parents of subsequent children are the
first to admit that in the past they used to check their babies to see if they were covered,
whereas now they check breaths and heartbeats. Many babies are quiet sleepers; a gentle
hand on the tummy can reassure you. Babies do pause in their breathing periodically and

.
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Children’s Reactions
to Death
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From the moment you became a parent yourself, you have sought to
protect your child from the pain and sorrows in life. Mostly, you have been
successful - you've had the ability to solve problems and the power to lessen
hurts. Suddenly your adult child is facing a pain far deeper than any other
pain in life. It may be deeper than anything that you have ever experienced,
or perhaps you can understand this sorrow because you, too, have lost a baby.

Either way, you are now experiencing a variety of emotions: helplessness,
frustration, grief, guilt, and anger. You are suffering a “double grief.” You are
grieving for your grandchild; all your hopes and dreams have been shattered,
your “promise” of immortality has been broken. You had wondered if he or
she would favor your side of the family, wondered what he would become, and
had perhaps even bought gifts for later on (like a first tricycle or special doll).
Your grief might not even be recognized by your own child, but you are, most
definitely, entitled to it. Grandparents are often referred to as “the forgotten
grievers.” You had a special relationship with your grandchild - one of
unconditional love unhampered by parental responsibility.

You are, at the same time, grieving just as deeply for your own child. You
feel frustrated and helpless because this is one pain that you can’t “just kiss
away.” All the little ways that you had to coax a smile from that child are
useless now; all the magic words that used to solve the problems are empty.
You can only sit by, offer support, and watch your adult child learn to live with
this loss. Grandparents often think that they should cope better, have all the
answers, control the situation and be an example. When all that they have
offered: advice, financial aid, babysitting, experience, and help, is not
accepted, asked for, or is even rejected, they feel guilt, frustration and anger.

A baby’s death is uniquely difficult because of its very nature. Its
suddenness and the lack of answers to important questions intensify the grief
reactions. As grandparents, understanding what is known about sudden
infant deaths is vitally important. Talking with other bereaved grandparents
may help. First Candle/SIDS Alliance can help put you in touch with other
grandparents that have experienced a similar death.

.
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Childcare
Providers

Stop the Mail and the Calls
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First Candle/Sudden Infant Death Syndrome Alliance is a national, non-profit,
voluntary health organization dedicated to the promotion of infant health and
survival during the prenatal period through age two through programs of advocacy,
education and research; while at the same time providing compassionate grief
support to those affected by an infant death. Forged through the merger of national
and regional SIDS groups formed nearly four decades ago, the SIDS Alliance was
established in 1987 in an effort to unite parents and friends of SIDS victims with
medical, business and civic groups concerned about the health of America’s babies.

The evolution of SIDS Alliance into First Candle is the result of our research
and education programs that help save over 3,000 precious infant lives each year. It
is our goal to take the knowledge and expertise we have gained within SIDS into
stillbirths, miscarriages and other causes of sudden infant death - in the hope of
eventually eliminating infant mortality in the United States.

With help from over fifty local programs and partner organizations, First
Candle/SIDS Alliance strives to achieve increased public participation and support in
the fight against our nation’s high rates of infant mortality.

A nationwide, toll-free information, referral and crisis hotline (1-800-221-SIDS)
is available for parents who wish to discuss their concerns with a counselor, request
additional information, or be connected to support services in their area. Our world-
wide website at www.firstcandle.org provides the latest facts about reducing the risks
of infant death, as well as online links to other families and local programs.

Each year, First Candle/SIDS Alliance convenes a national conference, enabling
bereaved family members and others interested in infant mortality throughout the
U.S. the opportunity to connect, share experiences, and gain the comfort and skills
necessary to assist themselves and their local programs. The First Candle/SIDS
Alliance National Conference also serves as a vital communications link, allowing for
rapid exchange and dissemination of high quality research and risk reduction data
and improved service strategies. Conference information is available on the website
or through the national hotline number.

Sudden infant deaths cannot be solved through the efforts of bereaved families
alone. Opportunities exist for people interested in becoming involved with the work
of First Candle/SIDS Alliance at both the national and local levels: you could become
a volunteer, an educator, a fundraiser, or an activist. Just call or write First
Candle/SIDS Alliance to learn more about how you can make a difference to this very

important infant health cause.
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Friends and
Relatives: Some
Suggestions on
How to Help

Call First Candle/SIDS Alliance for
more
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Oh little one
if I had known it was fo be
our last day together
I would have done it all
differently.

I would have taken you
to the beach to hear the waves
and to the mountains
to feel the snow.

I would have shown you
rainbows and
Christmas trees
and Ferris wheels.

Or maybe
I would have done exactly
what I did
Sing you to sleep
tuck you in
and whisper goodnight.

excerpted from
The Chance to Say Goodbye
by Deborah R. Gemmill
mother of Tyler Dean Gemmill 10/22/81-5/25/82
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