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INTRODUCTION

‘A Little Lifetime’ is a booklet written and produced by the Irish Stillbirth and Neonatal Death Society
(ISANDS)
ISANDS is a voluntary support group of bereaved parents for bereaved parents and families.
The Booklet came about as a result of the sharing of experiences of grief and loss by a number of parents whose
babies had died either through stillbirth or neonatal death (baby who died after birth). Using the knowledge they
gained from their experiences, they put together “A Little Lifetime” to help parents and families in a practical
way and to guide them through the days, weeks and months ahead.
‘A Little Lifetime’ is distributed mainly through hospitals and is given to parents who have been told that their
baby has died before birth or is not expected to live for very long after birth. Very often when parents receive
‘A Little Lifetime’ they are still in the initial stage of shock and it may all seem a little unreal but it is essential
that they have information available to them as soon as possible.
ISANDS was founded in 1983. Since that time ISANDS has grown and continues to increase understanding
and initiate improvements in the care and support given to parents whose baby died around the time of birth.
We have a Support Team which supports parents by telephone and by facilitating Parents Support Meetings in
Dublin and as needed in other areas of the country.
We produce two Newsletters each year with the inclusion of stories and poems written by bereaved parents and
families. We organise Services of Remembrance each year to give parents and families the opportunity to come
together to remember their baby.
We organise seminars and conferences for Professionals and are invited to give presentations to Professionals
working in this area of care.
One of the original aims of the group was to introduce a Stillbirth Register to Ireland to bring it into line with
other European countries. Following years of campaigning, this was finally achieved by ISANDS in 1994 and
became law in 1995.
‘A Little Lifetime’ was first published in 1984. At that time there was little understanding of the needs of bereaved parents and families. This booklet has proved to be a valuable source of information and support to both
grieving families and those caring for them. Many changes have come about since then; this is a tribute not
only to the work of ISANDS but also to those who have made the changes possible.

(National Executive of ISANDS, 2007)
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Part One

A NOTE TO PARENTS
Everyone feels grief when someone who is very special dies. Grief is a process that a person must go through
in order to adjust to a death. You have spent months forming a relationship with your baby during your pregnancy and now your hopes for the future will not be fulfilled.
Nothing will take away the pain and hurt you are feeling – nothing anyone can say will do that. We would like
to share with you what we have learned from other parents who have lost a baby – about how they felt physically and emotionally, how they coped with practical details and what helped them.
You will have to deal with many feelings that are probably new to you. You will need to make decisions about
naming and holding your baby, about funeral and burial arrangements, etc. It is important to take your time; the
decisions to be made are yours.
The time you have to spend with your baby is short; remember you will have to create a lifetime of memories.
We hope this booklet will help you make the most of this time.
This booklet has been written to help you now and in the difficult days, weeks and months ahead. It may be
hard to read it all at once, we recommend that you read the sections that you need at this time. Other sections
may be of more interest and relevance to you later.
When you are told the news that your baby has died, or will die, you feel that all your hopes, plans and dreams
for this little baby are gone. It is important to remember that your baby will always be part of your family, even
if those plans and dreams cannot be fulfilled. This is still your son or daughter and nothing can ever change
that.

HEARING THE SAD NEWS
Nothing can prepare you for the nightmare of being told that your baby has died or will die shortly after birth.
The plans and preparations for the birth of your baby are all shattered with a few words telling you the sad
news. You may feel afraid or angry, frustrated or shocked. It is also common to feel emotionally frozen as hundreds of questions go through your head – the main one being very simply “WHY?”
There are many reasons why babies die either before or shortly after birth. The baby may not be capable of life
outside the womb, there may be a congenital abnormality causing death before or after delivery or other complications such as eclampsia or lack of oxygen.

MISCARRIAGE

The death of a baby at any stage of pregnancy can be a very real loss to the parents and family. From the very
start of your pregnancy you will have begun to include this new baby in your future plans. A precious life has
been lost to parents whether you lose the baby through early or late miscarriage. This booklet has been written
mainly for parents whose babies are stillborn or die shortly after birth; however, if you have had a miscarriage
and it was not possible to see your baby, you may identify with much of what is said in this booklet.
ISANDS MEMORIES COLLECTION
ISANDS have a booklet available to help create memories- Baby born before 24 weeks – record of memories

CONGENITAL ABNORMALITIES

You may have been told that your baby has a serious abnormality and will die during pregnancy or after birth.
Conditions such as anencephaly, spina bifida, hydrocephalus, Potters syndrome, Edwards syndrome and certain
heart defects may be detected by a scan. It may help to find out more about your baby’s condition to prepare
you for what to expect. When you are given such news it is normal to feel totally shocked. You may begin to
‘grieve’ for your baby even though he or she is still alive. You will have to think about telling your family and
friends the sad news and preparing them for the birth and death of your baby. You may need extra support for
the duration of the pregnancy. Many parents have found that being aware of their choices and making some
plans before the birth allowed them to spend as much time as possible with their baby when he or she was born.

IF YOUR BABY DIES BEFORE BIRTH – INTRA UTERINE DEATH / STILLBIRTH
You may have found out from a routine scan that your baby has died before being born. You may have been
worried and hoped that the scan would reassure you that your baby was all right. Very often the sad news is
written on the faces of the staff in the hospital long before they say anything. Being told that there is no heartbeat confirms your worst fears. It is very hard to accept that the son or daughter that you have been expecting,
the baby whom you already know and who has lived inside you for many months, has died.
Your immediate reaction may be to want the baby delivered as soon as possible. The question of how and when
your baby will be born is something that you should discuss with your doctor. It is usually safer to wait until
you go into labour naturally and ask your doctor to explain the reasons why. It will be a difficult time, but it
will give you an opportunity to prepare for your baby’s birth.
Going home from hospital knowing that your baby has died and that you still have to give birth can be a very
frightening time. Physically you may not feel or look any different at all, and it may be hard to accept that the
scan was correct. You will miss your baby kicking but you may still have gentle movements, which can be
confusing for you.
If you have other children and they know about the pregnancy, try to explain what has happened. It is best to
tell your family and close friends about the baby so that they are aware of the situation. You may feel very sad
and isolated, you may want to have somebody to talk to, or you may want to be alone. It can help to talk to
somebody who has been through a similar experience. You can contact ISANDS at the telephone number 018726996.
In some cases labour has already begun and it is during labour that it is discovered your baby has died. Even
with new technology and close monitoring by hospital staff there are babies who die during labour, just before
or during delivery.
Trying to cope with the birth and death of your baby at the same time can be very confusing. Wondering what
your baby will look like and the fear of not knowing what to expect is normal. Don’t be afraid to express your
fears. When the baby is born you can either ask one of the nurses to describe him or her to you, or ask to see
a photograph first. Then, when you are ready, you can hold your baby. When you see your baby for the first
time, you will realise that you have given birth to your son or daughter. You will be able to see what he or she
looks like and you may even experience joy at having given birth.
The time you have with your baby shortly after delivery is very precious. Hold your baby for as long as you
like and look at every little detail. Although it may seem like an intrusion at this time, it is lovely to have some
photographs taken of your baby shortly after birth. This is your baby, a baby who will never be replaced and
who will have a special place in your heart.
ISANDS leaflet Precious Time–Precious Pictures (enclosed in ISANDS Pack)
may be helpful to you in creating memories of your baby.

IF YOUR BABY DIES AFTER BIRTH-NEONATAL DEATH
It is very difficult to accept that in spite of advanced medical knowledge and modern technology, babies are
born with conditions that cannot be cured. Your baby’s condition may be diagnosed during pregnancy or immediately after birth. Sometimes everything may seem normal for a time and you may be celebrating the birth,
only to be told that your baby will not survive.
When your babies died within minutes or hours of birth
Some babies only live for minutes or hours after birth, giving you little or no time with your baby. Nothing
can prepare you to face the birth and death of your baby in such a short space of time. Disbelief, shock and a
feeling of numbness cloud what you hear and feel. Even though you may not have had the opportunity to care
for your baby while he or she was alive, there is still time before the baby’s funeral to involve your family and
other children, and create some special memories.

THE INTENSIVE CARE UNIT
Seriously ill babies will be rushed to the Special Care Baby Unit and you may only get a quick look at your
baby before he or she is taken away. The staff will usually take a photograph of your baby and bring it to you
as quickly as possible.
The doctors and nurses will tell you what is happening and explain your baby’s condition. They will prepare
you for what to expect when you first visit the unit; they will tell you what your baby looks like, if he or she is
attached to monitors or a ventilator, and how his or her condition is being treated.
It may be necessary to transfer your baby to a Paediatric Hospital or Unit for tests, treatment or surgery. It is
very distressing to be separated from your baby; you may feel very isolated and helpless knowing your baby is
so ill.
When you are ready to visit the Special Care Baby Unit (or Paediatric Hospital/Unit) you may feel very nervous
and uncomfortable in such strange surroundings. It will be very warm and you may feel weak. The staff will
explain the functions of the equipment and this can ease your fears. You may not be able to hold your baby
straight away but you will be able to touch and talk to him or her. Where it is possible, you will be gently encouraged to hold your baby and help in his or her care. You may be nervous or afraid of hurting your baby and
feel it is better left to the professionals. This is a normal reaction; however, helping to care for your baby now
will be an important memory for you in the future.
Sometimes one parent may want to be in the unit with the baby all the time, while the other is reluctant to see
and get to know the baby. These are both normal reactions but this may be the only time you can create memories as a family while your baby is alive. Parents also worry about how their other children will react when
they bring them to see their brother or sister in the intensive care unit. Most children will not find the unit
as frightening as adults. The staff will help you explain to them about their brother or sister’s condition and
answer their questions. Involving your children is very important. Their memories are precious too and they
will always remember you wanting them and helping them to be included. Spend as much time as you can with
your baby and if possible include other family members so they too can take part in your baby’s short life. Try
to have photographs taken of all the family together.

Going home while you baby is in the Unit

Going home without your baby, knowing that he or she may die at any time is very difficult. The staff in the intensive care unit or nursery will assure you that they will contact you immediately if your baby shows signs of
deterioration. You can always contact them by telephone day or night for a report or simply to get reassurance.

Your baby’s death
You may be anxious about how your baby’s death will occur. The doctor will explain to you what will happen.
You may not have been able to hold your baby before because of the tubes and monitors connected to him or
her. Some or all of the support systems may be removed so that you can now hold your baby as he or she dies.
You may want to be alone with your baby or you may wish to have family members present.
Unfortunately, if your baby’s condition deteriorates very quickly you may not have time to go to the hospital.
You can be reassured that your baby will not be alone, as the staff who have nursed him or her will be there.
They too will be upset when your baby dies. You might find it helpful to talk to them again at a later stage.

Bringing you baby home while he or she is alive
In some cases it is possible to take your baby home for a day, a weekend or for whatever time there is left. You
need to think about this carefully, as your baby may have special needs for his or her care. The staff in the unit
will show you how to manage this special care. It is also helpful if you contact your public health nurse, who
may be able to help in a practical way with the baby’s care. The nurse’s visits may give you support.
Caring at home for a baby who is going to die is very hard and the isolation from all the support systems in the
hospital may make it difficult to cope. However, on the other hand having your baby at home gives you the
opportunity to do everything you can as a family. It gives you a chance to take photographs and videos in your
own home, making a little lifetime of memories to treasure afterwards.
Let your family and friends know if you would like them to visit. They may be unsure of what to do and may
appreciate knowing how they can help.
You may realise that your baby’s condition is deteriorating and you may want to take him or her back to the
hospital, this is entirely up to you. If your baby dies at home it may be frightening, but it will be a very special
memory for you to have. It may be possible, if there is time, to have someone who has cared for your baby
there with you.
When your baby dies you will need to tell the hospital or your family doctor. If you choose to tell your doctor,
he or she will need to certify that your baby is dead. A post-mortem may be requested. Consider the request
and ask any questions you may have before making a decision
You may still take your baby back to the hospital at this stage so that you can prepare for the funeral or you may
decide to do this at home.

Take your time in making these decisions.
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