PREGNANCY AND INFANT LOSS NETWORK

Care and Support during COVID

Referrals still welcome

WE ARE STILL ACCEPTING REFERRALS AND PROVIDING
PEER SUPPORT DURING THIS TIME.

During the COVID-19 pandemic, our Family Support services remain available to people who have
experienced the loss of their pregnancy or the death of their baby. We have online support groups, a
private Facebook group, and a website with resources for families and professionals.

Available supports
Online Circles of Support groups:

These groups are for anyone who wants to connect online with other families who have experienced
a pregnancy or infant loss in a mixed-loss group. This means that families with different types of loss
will be together in one group. They are generally offered once a month and details are shared with
the family directly once we have received a referral from a professional or the family has requested
support themselves.

Online support (specific to type of loss):

These online groups are separated by the type of loss the family has experienced and include
groups for first trimester loss, second trimester loss, third trimester loss, infant death, SIDS, and
termination of pregnancy. These groups typically meet twice a month and details are shared with
the family directly once we have received a referral from a professional or the family has requested

support themselves.
REFER A FAMILY HERE
Facebook group:

PAIL Network hosts a private group on Facebook for any family who wishes to connect with others in
a moderated environment via social media. CONNECT
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Care and Support during COVID

Resources:

All of PAIL Network’s booklets can be found online for families to read on our website, and families
are always offered a hard copy of a booklet to be mailed out to them at no cost at the time of their
intake. Professionals can order copies of our general brochure and our booklets to have on hand to
give families at the time of their loss. Families have told us that receiving booklets from their health
care provider has been meaningful as the information included can help them to navigate the coming
days and weeks after their loss.

Pregnancy

Pz After Loss

Befor

FIND RESOURCES HERE

Your care matters

Core elements of bereavement care can be maintained when a pregnancy ends or a baby dies
during the COVID-19 pandemic. PAIL Network recognises that there are many new considerations
required when providing bereavement care given the current constraints in Ontario. Your kind,
compassionate care can make a difference for families.

Things you may wish to offer families:

e Acknowledgement of their loss and of individual responses to grief and trauma, and in
particular, how the restrictions that are in place may further impact their ability to mourn this
loss. FIND SOME EXAMPLES HERE. You may also wish to say:

“I'm sorry we are meeting under these circumstances”
“I'm sorry we don’t have a private space for you right now”
“Is there anyone else you want to call while we talk?”
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Care and Support during COVID

“I'm sorry for your loss”

“Families have told us that the pandemic has made this time even harder for them”
“How are you doing today?”
“Is there anything | can do right now to help?”
“What type of support do you have at home?”

¢ |dentify who, if anyone, is permitted to be present with the person who is carrying the
pregnancy. Encourage the family to include other support people by using live
videoconferencing (i.e. FaceTime) if they would like.

e Continue to offer the recognition of parenthood and the opportunity to make memories with
their baby, including photographs. For more guidance about how to take photos, click here.

e When possible, give families time to make decisions. Reassure families that it is safe to be in
the hospital. Many people are afraid of being in the hospital right now and may make quick
decisions that they will regret later. It is a gift to the family for you to help to slow things down.

¢ Provide clear instructions on what to expect next and who to contact if they have questions or
concerns. It may also help to remind the family that they can make an appointment for
postpartum follow up with their primary care provider or OB provider (and that this may be a
virtual appointment).

¢ [nformation on lactation after loss. A person may lactate after around 15-16 weeks gestational
age. PAIL Network has resources for professionals here. All of our booklets for families also
talk about lactation after loss.

e Talk to families about ways to honour their baby. A family may want to have access to their
baby’s remains, regardless of gestational age. Many funeral homes will be able to talk
through the options for burial/cremation/memorial services, even for babies under 20 weeks.
While there may be timelines associated with burial/cremation for babies born over 20 weeks,
there is no timeline on having a memorial service or ceremony. A family may want to hold a
ceremony later, when physical distancing restrictions are lifted. As a professional, you can
help a family by normalizing this.

Referrals to PAIL Network

One of the most important ways you can support families is to ensure they are aware of what will
happen next, including follow up appointments and opportunities to receive psychosocial support.
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Care and Support during COVID

With the family’s consent, you can refer a family for peer support on the PAIL Network website here:
https://pailnetwork.sunnybrook.ca/healthcare-professionals/referral/

You can make a positive difference with the care you provide. Thank you for all you do to provide
compassionate care to families, especially during this time.

Psychological support for staff

Even when we aren’t in the midst of a pandemic, caring for families who are experiencing pregnancy
and infant loss can take an emotional toll. You may find that your emotions are closer to the surface
as a result of the stressful circumstances of COVID-19. Now, more than ever, it is important to take
care of yourself and your mental health at work.

FOR MORE IDEAS ON HOW TO DO THIS VISIT:

PAIL NETWORK TEND ACADEMY
ONTARIO.CA

Under ‘Mental health, wellness, and addictions support’.
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Resources “We know it hurts, were here to help.”

For an up-to-date list of helpful resources, or to get support, please To access one of Pregnancy and Infant Loss Network’s free peer-led
go to pailnetwork.ca. support services please contact us at:

Phone: 1-888-303-PAIL (7245)
E-mail: pailnetwork@sunnybrook.ca
Website: pailnetwork.ca

7 Who You can Call for Help

» Your Healthcare Team

Contact Information:

» Public Health or Community Nurse
Contact the health department in your community

» Your Spiritual Care Provider, Clergy, or Elder
Contact Information:

» Local Crisis Helpline

Contact Information:






Pregnancy and Infant Loss
(PAIL) Network

About Us

We are an organization of peers supporting families who have
suffered pregnancy and infant loss. We achieve this through
education and peer, online, and telephone support.

PAIL Network is able to offer its services to bereaved families and
healthcare professionals with the support of the Ministry of Health
and Long Term Care, generous donors, and dedicated volunteers.
To learn more about our support services or to make a donation,
visit us at pailnetwork.ca.

Thank You

PAIL Network would like to thank Women’s College Hospital for
their permission to reprint “The Rights of the Baby” and “The
Rights of the Parents”.

Please Note

While this publication is intended to offer useful information, it is
not intended to replace professional health care and medical
advice.

Children and Grief

After a miscarriage, many parents are concerned about their other
children.

They may ask themselves:
+ Do we tell them about the miscarriage?

+ When do we tell them about the miscarriage? How do we tell
them?

* How do | answer their questions or reassure them?

+ Am | paying enough attention to them?

+ Why am | so nervous that something bad will happen to them too?
+ Why don’t they seem to care about the miscarriage?

+ Should | cry in front of my children or show them that | am sad?

If you are thinking or feeling these things, you are not alone. There
are no answers to these questions that will be right for every family.
While many families find it best to talk about what happened with
children, others will choose to not talk about the miscarriage. If you
decide to talk about the miscarriage, or if your children ask, you
may find it helpful to use explanations that are clear and simple and
appropriate for their age. It is ok to let your children know that you
are upset that the baby died. It may help to let them know that you
love them and that the pregnancy loss was not their fault.

It may be helpful to ask family and friends to help with things such
as childcare or special outings for other children. Sometimes,
families find keeping a routine for children is helpful. This means
having the children do many of their ‘regular’ activities.

Your child’s primary care provider, social worker (school, hospital,
or community), child life specialist, educator, community leader, or
elder may assist you with ideas on how to support them and how
to speak with them in language they will understand. Talking to
other parents with children who have experienced a loss may also
be helpful. For more information or resources, please go to
pailnetwork.ca






Grief and Your Relationship

If you have a partner, you may find that you each experience grief
differently. This is normal. Because no two people grieve the same
way or at the same time, you may find that there is hurt or anger or
sadness within your relationship. This especially happens when one
partner thinks the other is not grieving or when one partner thinks
the other does not care about the loss or them.

In some cases, your partner may feel that they are expected to
remain outwardly strong to support you. This can hide feelings of
loss and sadness as your partner tries to cope themself. In some
cases, one partner may be required to keep working or to care for
other children or the home, and they may wish to avoid getting
outwardly upset so they can complete their work and tasks.

Many partners say that sexual intimacy after a miscarriage is
challenging, especially if one partner is ready and the other is not.
Sometimes pregnancy loss makes people feel ashamed of or
disappointed in their body. Sometimes physical symptoms, such
as pain or bleeding, mean that a person does not feel sexual.
Sometimes the sadness or anger means that a person can’t
connect with their partner in an intimate way.

It is important that partners not blame themselves or each other,
and to remember that you are both grieving the same difficult loss.
It is important to try to be respectful of each other and where each
person is on their grief journey. Talking about your feelings and
differences with each other can be helpful. Some families also
find it helpful to talk with a trusted person, such as a friend, family
member, or professional.

Introduction

What to Expect From This Guide

Bereaved parents and healthcare professionals created this booklet
to guide you through what to expect when experiencing a miscarriage,
which is defined as a pregnancy loss under 20 weeks. This may be
a very difficult time in your life, and we want you to know there is
help and you are not alone.

We hope this booklet helps you understand the following:

+ Miscarriages are unfortunately common and most often due to
natural causes

+ There are different options for how to manage a miscarriage,
whether it takes place at home or in a hospital. We will talk about
these options further below.

+ Grief is a natural response to a miscarriage

* Many parents feel overwhelming and complicated emotions
following a miscarriage, including sadness, shame, guilt, anger,
and self-blame. If you feel these things, you are not alone.

+ People experience the loss of a pregnancy differently, and there
are no right or wrong ways to feel about your loss

» There are many ways you can help yourself heal physically and
emotionally after the miscarriage has ended

This booklet is intended as an overview of physical and emotional
experiences that may occur during early and late miscarriage. We
hope the information in this booklet will help you better understand
your miscarriage and ways to find the support you may need.

Throughout this booklet, gender-specific language is sometimes used
in explanations (i.e. vaginal bleeding) or to reference existing research
or knowledge. We hope this booklet is useful to all childbearing

individuals, regardless of their gender identity or sexual orientation.

You may find that all sections of the booklet are not relevant to
you or helpful. Please read through this booklet in whatever way is
useful for you.






Words, Meanings and Special Terms

Miscarriage
The early delivery of a baby (embryo or fetus) or loss of a pregnancy
prior to 20 weeks gestation.

Embryo and Fetus

These are the early developmental stages of a baby and the medical
terms frequently used. The early cluster of cells that grows from a
fertilized egg is known as the embryo. The embryo will continue to
grow until it is called a fetus from 12 weeks until birth. In this
booklet, we will use ‘baby’ to refer to both an embryo and a fetus.

Spontaneous Abortion
The medical term for miscarriage.

Missed Abortion/Missed Miscarriage

When the baby dies and stays inside the uterus for at least two
weeks before the miscarriage occurs.

Incomplete Abortion/Incomplete Miscarriage

When the baby or pregnancy tissue remains inside the uterus
during or following a miscarriage.

Threatened Abortion/Threatened Miscarriage
Miscarriage symptoms, including bleeding and cramping, are
happening and the baby is still alive.

Molar Pregnancy

The fertilized egg implanted in the uterus has too many or too few
chromosomes and can’t develop into a fetus. The cell still grows
into an abnormal mass of tissue, triggering pregnancy symptoms.
Molar pregnancies need to be treated immediately and followed up
by a healthcare provider.

+ Drug or alcohol abuse or a big increase in use

« Changes in how you function every day — not eating, bathing,
getting out of bed

* Problems with sleeping
+ Difficulty concentrating
» Thoughts of hurting yourself or others

If you have a personal or family history of mental iliness, let your
care provider know. If you are worried about your thoughts or
feelings or want more support, let your care provider know. Book
an appointment with your primary care provider (doctor or nurse
practitioner). At the appointment, tell your care provider that you
would like to talk about your mood, or take the opportunity to talk
about your mood when asked “how are you feeling?” It is important
to tell your pregnancy care team if you are feeling overwhelmed,
finding it difficult to cope, or if you are having thoughts of harming
yourself or others. Your care provider will be able to provide
screening, follow-up, referrals, and supports for you and your
family if necessary.

Some families also find it helpful to:

+ Connect with their local Public Health Department. Many Public
Health Departments will have Nurses or trained volunteers that
can help you and tell you about supports in your community.

« Talk to other parents who have experienced mental iliness.

+ Join a support group.

+ Talk to a mental health professional.

+ Get support from a mental health organization. In Ontario, the
Canadian Mental Health Association has a website with information
on mental health and mental iliness and links to support. The
Mental Health Helpline (1-866-531-2600 or mentalhealthhelpline.ca)
has information about free mental health services in Ontario and
links to mental health service providers and organizations. On
their website, you can search for local services.






Beyond Worry: Anxiety and Depression

After a miscarriage, it is normal for people to have thoughts and
feelings that range from sad and angry to shocked and numb.
Many of these thoughts and feelings come from grief, which is very
common for families who have experienced a pregnancy loss.

Sometimes, certain thoughts and feelings can be a sign of mental
health problems such as anxiety or depression. Having anxiety or
depression means more than having a bad day or a scary thought.
Anxiety and depression can happen to anyone. There is some
evidence that the risk for anxiety or depression is higher for people
who have experienced a miscarriage.

Diagnosing and treating anxiety and depression is very important,
but some things make it harder for families to get the supports and
treatment they need. Sometimes feeling sad, negative, angry, or

anxious is so difficult that people are not comfortable talking about it.

It may be hard for people to believe that someone will understand
how they feel. Often people feel ashamed that they are having
these thoughts or feelings or are worried that people will think they
are a bad or weak person. Some people are worried about being
forced to take medication. Some people might not even notice how
they are feeling and a loved one may be the person concerned.
Maybe you did try to talk to someone about it, but they didn’t
listen or you felt embarrassed. Finally, many of the thoughts and
feelings associated with pregnancy loss or grief are the same as
the thoughts and feelings associated with anxiety and depression,
making it hard at times for care providers to determine what is
happening.

Talking to your family and care team about mental health is important.
Signs of anxiety or depression may include:

* Low mood or extreme sadness

« Significant or persistent feelings of worthlessness or hopelessness

* Feeling guilty, inadequate, anxious, or panicked

Ectopic Pregnancy

The embryo grows outside the uterus. Usually — but not always —
in the fallopian tube. The embryo cannot grow safely and must be
removed.

Blighted Ovum
When the embryo does not develop from a fertilized egg.

Uterus

Commonly known as the womb, the uterus is a reproductive organ in
the pelvic region. In most cases, this is where a pregnancy develops
and a baby grows.

Cervix

Narrow, neck-like tissue that forms the lower part of the uterus. The
cervix connects the vagina (birth canal) to the uterus, and opens to
allow passage between the two.

Dilation and Curettage (D&C)

A short surgical procedure where the cervix is opened (dilated) and
tissues from the pregnancy are removed from the uterus. This is
done by removing (scraping or suctioning) the uterine lining while
you have pain relief (are under anesthesia). The D&C is done in a
hospital operating room and in most cases you can go home on
the same day as the procedure.

Misoprostol

A medication (drug) used to initiate a miscarriage. This drug may be
prescribed when an ultrasound confirms that your baby has died
but the miscarriage hasn’t started.

Products of Conception
A medical term to describe the tissues formed in the uterus after
conception (e.g. yolk sac, placenta, embryo).






What is a Miscarriage and What
Causes It?

Miscarriage is the early delivery of a baby or loss of a pregnancy
before 20 weeks gestation. This booklet categorizes miscarriage in
two parts:

* Early loss, occurring up to 12 weeks

+ Late loss, occurring after 12 weeks but before 20 weeks

After 20 weeks, or if the baby weighs 500 grams or more at birth,
the pregnancy loss is called a stillbirth. Because these experiences
can be very different from each other, from the language that is
used to the services that are provided, we address each one
individually. For more information on stillbirth, please see PAIL
Network’s ‘Stillbirth’ booklet, or go to pailnetwork.ca.

Miscarriages are a very sad end to many pregnhancies and
unfortunately common. Researchers estimate that up to one

in four recognized pregnancies end in miscarriage. Most early
miscarriages are the result of a random error in the baby’s
chromosomes. In these cases, the baby cannot survive and the
pregnancy ends. When this happens, the miscarriage should not
affect future pregnancies.

Some of the more common causes of miscarriage include:

+ Chromosome or genetic problems with the baby

* Infections

* Hormone problems

* Immune system responses

* Medical conditions

* Problems with the uterus or cervix

* Problems with the placenta

After a miscarriage, many families want to know why it happened.
It can be very difficult to not know “why” a miscarriage has happened,
but most often the exact cause will never be identified. It is important
to remember that most of the time, miscarriages cannot be prevented
and are not because of something a person did wrong.

Ideas for Support

You and your family are unique, and what you find helpful and
supportive might be different than what others find helpful and
supportive. Take what is useful, and leave the rest behind. Some
ideas for support include:

+ Surrounding yourself with people who are kind, loving, and able
to support you and your family

Talking about your thoughts and feelings with your partner, family,
friends, elder, religious leader, community leader, or healthcare
providers

+ Taking a break from regular activities or responsibilities, and
accepting help from others when possible. For example, you may
want help with making meals, child or pet care, and housework.

Honouring your pregnancy or baby in a way that is meaningful

to you: donate to a local charity, do something you enjoy while
thinking of your baby, attend a memorial event, make a memento
box, write a poem or letter to or about your baby, write in a journal,
name your baby, have a ceremony for your baby, wear a special
piece of jewelry to commemorate your baby, light a candle, or
plant a tree

« Connecting with peers: join a bereavement support group, read
other people’s stories, meet with a friend who will listen to you
as you talk, or talk to families that have had a similar experience.
Talking with others can be validating and comforting.

Taking time off work, if possible. Your healthcare providers may
be able to assist with documentation that you need.

Whatever you decide to do, the most important thing is that you
get support and help when you need it.






Does Everybody Feel This Way?
Sadness, Shock, Guilt, and Anger

After a miscarriage, many families experience feelings of sadness,
shock, anger, and guilt. Sometimes these feelings are connected
to a certain event, such as when you are thinking about the baby,
when you return to work, when you receive a pregnancy-related
email or piece of mail, when your body leaks milk, or on your due
date. Sometimes these feelings seemingly come out of nowhere
and surprise you when you least expect it.

Many people feel guilty about their pregnancy loss or baby’s death
and constantly wonder ‘if only’. Some people think a lot about what
they could or should have done differently, even if they are told by
healthcare providers that it was not their fault. Some people are
angry that other people have ‘easy’ pregnancies or very sad when
they know that it was the last time they could ‘try’ for a baby. Other
people feel ‘numb’ after their miscarriage. If you feel or think these
things, you are not alone.

We know that far too often, families feel isolated and misunderstood
by family members, friends, co-workers, and care providers. You
deserve to have the support you need. If you need more support,
talk to a trusted person, including your care provider.

You might also consider supports from a:

+ Social Worker

+ Psychologist, Psychotherapist, Psychiatrist, or other mental
health professional

+ Public Health Nurse or Community Health Nurse

« Community or Friendship Centre

« Spiritual or religious care provider, community leader, or elder
+ Lactation Consultant

* Doula

+ Peer support organization such as PAIL Network. You can
self-refer by filling out the intake form at pailnetwork.ca

How Should My Miscarriage
Be Managed?

During a miscarriage, there are three management options for
healthcare providers and families to consider. They are:

+ Expectant: This means waiting to see if the miscarriage starts
or finishes on its own. No medication is given and no surgical
intervention happens - families wait to see if the person’s body
naturally passes the baby and all the pregnancy tissues. In many
cases, families wait at home. Talk to your healthcare team about
how long you will wait before discussing another option, such as
medical or surgical management.

* Medical: Medication is used to help the body pass the baby and
all the pregnancy tissues. What medication is used and where
the miscarriage happens (at home or the hospital) depends on
different factors, including where you live, how far along you are in
the pregnancy, and your specific set of circumstances.

« Surgical: A surgical procedure, called a dilation and curettage (D&C),
is done at the hospital. During the procedure, your cervix is
opened and the doctor uses special tools or suction to remove
the baby and pregnancy tissues. You are given medication so
that you do not feel pain during the procedure. Very often, families
will go home on the same day as the procedure.

Expectant management (waiting for the miscarriage to start on
its own) has the benefit of avoiding the hospital and the anxiety
of medical or surgical intervention. Some families feel comfort in
being at home and letting their body do what it needs to do.

However, if the miscarriage has not already started, waiting for it to
begin can be a source of worry for some people, especially if they
are home alone, have other children to care for, or are working.
Your primary care provider (doctor, nurse practitioner, or midwife)
may be able to follow you closely and provide support so that you
do not need to go to the Emergency Department. If you live in a
community that has an Early Pregnancy Assessment Clinic, you
may be able to have close follow-up there.
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If you are farther along in the pregnancy, or if the miscarriage has
not begun within a few weeks, you will be referred for medical or
surgical intervention. Many healthcare providers will wait up to 6
weeks for the body to miscarry on its own, as long as there are not
signs of infection or other complications.

Surgical (a D&C) and medical (taking medication) management
options often have the benefit of being quicker, and people may
choose them because they want the experience to end as quickly
as possible. There are few side effects from surgical intervention,
but people may have to wait for a spot in the hospital to have the
procedure done or travel a long distance to a location that is able
to provide this service. We discuss the D&C in more detail in the
section ‘Miscarriage at the Hospital’.

Medical intervention is associated with side effects that may include
diarrhea, chills, fever, nausea, and vomiting. Depending on how far
along you are in the pregnhancy or where you live, you may be able
to take the medication at home or in your local community. It may
also be a faster option than waiting for surgical management.

In some cases, your healthcare provider may decide which method
is appropriate for you based on your pregnancy, symptoms, and
medical history. Surgical and medical interventions become more
common and necessary the further along you are in your pregnancy.

In some cases, you will be asked what you would like to do. If

you are given a choice, there are several factors you may wish to
consider. Remember: there is no wrong choice. If you are given a
choice, choose the method that feels right for you and your family.
Talk to your healthcare team about what options are best for you,
including the risks and benefits of each management method.
Discuss your thoughts, feelings, questions, and concerns with your
healthcare team.

You may also feel alone and isolated because some of your closest
friends, family members, or co-workers have hurt you. Maybe they
said something upsetting to you, or didn’t say anything at all to
acknowledge your loss. Maybe in your family, you’re not supposed
to talk about death or sad things or cry openly. Maybe you are
feeling misunderstood by them a lot. Because of this, you might be
avoiding talking to or spending time with people who used to be a
bigger part of your life.

Often, family and friends want to do the right thing, but they may
be unsure of how to help or what to say. If possible, let them know
how you feel and what you need during this time.

Wondering What Could Have Been: Parents must grieve their
dreamed upon future, the family they envisioned, and the life that
could have been.

Memorializing Loss: Many families experience that there are few, if
any, rituals for the loss of a pregnancy or baby. Most families aren’t
offered a funeral or memorial service. They may not know how to
honour their experience, their loss, or their baby.

If you are feeling alone and isolated and you want more support,
you may find it helpful to talk to your care providers about your
feelings. Your care providers may be able to tell you about additional
supports in your area. Some people only share their thoughts with
their partner, best friend, or perhaps through their journal. Many
families also find it helpful to talk to other people who have gone
through a pregnancy loss. PAIL Network provides peer support

for families who have experienced a miscarriage. Whatever you
decide, the most important thing is that you get support and help
when you need it.






Special Challenges

After a miscarriage, families may face unique challenges including:

Lack of Recognition: Families, friends, and healthcare providers
may not acknowledge the loss as significant, or may undermine its
impact. They may not understand how you are feeling, know how
to help, or know what to say. Sometimes families will hear deeply
hurtful things, such as:

* “You are young, you can always try again”

+ “Once you get pregnant again, you will feel better”
+ “At least you didn’t know the baby”

+ “Now you have an angel in heaven”

+ “This happens to lots of people”

+ “It’s God’s will” or “Nature knows best”

Families may feel judged or that there’s a ‘time limit’ imposed upon
them for returning to ‘life as usual’. People may wonder or even ask
you when you will ‘get over it’.

Complicated Feelings: Families may feel cheated or betrayed.
They may feel overwhelming guilt that they should have known
something was wrong and/or done something to prevent it. They
may feel anger towards themselves, their partner, a healthcare
provider, or friend. They may also feel sad or numb or hopeless.

Social Isolation: After a miscarriage, many families say they feel
alone and isolated. There are few, if any, shared memories or
tangible evidence that the baby existed, and therefore parents may
feel they are grieving alone. Parents may feel anxiety about being
asked (or not being asked) about their pregnancy and therefore
avoid others. They also may avoid being around other pregnancies,
babies, and/or children.

What to Expect: Early Miscarriage
(Loss from 0-12 weeks)

An early miscarriage is the loss of a pregnancy or baby between
the 1st and 12th week of pregnancy. Most miscarriages occur
during this time. During a miscarriage, your baby and the associated
pregnancy tissues will leave your body. It is important that all parts
of the pregnancy come out, because any tissues left behind can
cause heavy bleeding or an infection that may interfere with healing
or with potential future pregnancies.

Sometimes, the body will miscarry on its own. You may feel some
cramping, back pain, or experience bleeding from the vagina. Other
times, you may need medical or surgical help from a healthcare
professional. This means that you may need medication to help
start or complete the miscarriage, or a surgical procedure called
dilation and curettage (D&C).

Miscarriages can happen at home or in the hospital. Most often,
from a medical perspective, early miscarriage is not considered a
serious health concern. There may be exceptions to this, for example
when there is very heavy vaginal bleeding or an ectopic pregnancy.
We will talk about these in more detail below.

During a miscarriage, many families go to an emergency department
or to see their primary care provider for help. Sometimes, they
wait for a long time to be seen or have to wait in a room with many
other people with very little privacy. Often, they are sent home in
the middle of a miscarriage or sent home to wait to see how the
miscarriage will progress. This is understandably very distressing
for families, especially when they are hoping that healthcare providers
will give them answers or stop the miscarriage or when follow-up
will not happen for several days. Sometimes, families are told that
there are miscarriage signs but that ‘only time will tell’, and they are
sent home and told to follow up within the week, with few answers
and no other options. During this time, many families are upset,
scared, angry, and confused. If you are feeling this way, you are not
alone.






If possible, try to have a friend or partner with you when meeting
with doctors or other healthcare providers, as you may be in shock
and unable to absorb all the information on your own. If you are
alone, you can ask a member of your healthcare team to call a
friend or family member for you.

Miscarriage at Home

Miscarriage at home is a common option for families who are
experiencing a miscarriage before seven to ten weeks, though
this option isn’t limited to that time frame. Some families will
choose to stay at home the whole time, while others will choose
to go to an emergency department or to see their doctor or
nurse practitioner at some point. Many families, even if they

go to an emergency department or to see their doctor or nurse
practitioner, will be sent home to wait for the miscarriage to end,
sometimes with medication.

As we now know, a miscarriage, which often starts with vaginal
bleeding and cramping, may begin on its own. It may also be
helped along or ‘induced’ using a medication called misoprostol,
which is inserted into the vagina (please see the “Late Loss”
section of this booklet for more details on misoprostol).

Once the miscarriage has begun, bleeding from the vagina and
cramping can continue for up to 7 to 10 days. Cramping and
vaginal bleeding usually lasts only a few days if the drug
misoprostol is used.

Although early miscarriage is not usually medically serious, it is
a very difficult time. Be aware that intense cramping could begin
at any time, you will have bleeding from your vagina, and you will
likely feel tired.

Grief and Loss

When you experience a pregnancy loss or your baby dies, you may
feel deep physical and emotional pain that does not ever go away.
We are sorry this has happened to you. Grief is a natural response
to loss and deeply personal, which means that everybody grieves
differently. Some people move through it easily, while others are
deeply affected. After a miscarriage, there is no right or wrong way
to feel. Many families say that even if the pain changes over time,

it may become stronger again at certain times, for example when
you get your next period, on your due date, or when seeing another
pregnant person, healthy baby, or family with children.

The following may be experienced after a pregnancy loss:
+ Crying and sadness

+ Temporary impairment of day-to-day functioning, which means you
don’t feel like yourself or feel like doing the things you normally do or
enjoy

+ Avoidance of (staying away from) social activities
+ Intrusive thoughts, including feelings of guilt and shame
+ Feelings of yearning, numbness, shock, or anger

+ Feelings of anger, sadness, or confusion about your personal
cultural, spiritual, religious, or philosophical beliefs

+ Aloss of the feeling of being in control or belief that there is ‘good’ in

the world

We know the time right after a miscarriage can be very challenging for
many families. You are not alone in feeling or thinking these things.






Menstruation

Most people can expect a menstrual period in about four to six
weeks after their miscarriage. Talk to your healthcare provider if this
doesn’t happen, or if you have any other concerns. Many families
say that the first period after a miscarriage is difficult emotionally,
because it is another reminder of the loss. If you find yourself feeling
this way, know that you are not alone.

It is possible to become pregnant immediately after pregnancy
loss, even before your menstrual period has returned. If you do not
want to get pregnant during this time and could get pregnant from
sexual intercourse, healthcare providers recommend using birth
control methods, such as condoms.

Many healthcare providers recommend waiting for one complete
menstrual cycle before getting pregnant again. The reality is that
the decision to ‘try again’ is a very personal one, and it depends
on the person and their individual circumstances. Some people
will want to ‘try again’ as soon as possible. Some people will be
advised to wait until the results come back from the tests done
after the miscarriage, in case there is information gained that may
help with the next pregnancy. Some people might find it very hard
to even think about another pregnancy for a long time, if ever.
Other people will have mixed feelings, for example if they feel
stressed that they need to ‘try again’ quickly because they are
planning on using fertility treatments, are worried about their age,
or it took a long time to get pregnant before.

You may find it helpful to:

* Rest as you are able. Don’t put pressure on yourself to lead your
“normal” life during this time.

» Have someone at home to help you and to sit with you
+ Eat or drink in small amounts
+ Get help with child or pet care, making meals, and housework

The experience of miscarrying varies between pregnancies and is
affected by the size of the baby and the length of the pregnancy.
People with very early miscarriages (less than 7 weeks) will likely
find their miscarriage to be similar to a heavy period, with no obvious
passing of remains. The further along a person is in a pregnancy,
the more likely they are to notice tissue or remains. Very heavy
cramping and a feeling of needing to go to the washroom (have a
bowel movement) may precede the passing of remains. Knowing
this signal may help you to prepare.

Some people will choose to collect the baby or pregnancy tissues.
How you manage the remains is a personal choice. Some people
will not want to collect them, while others wish to collect them for
burial, cremation, or other special traditions. If you wish to collect
them, have a small container or box ready. You may want to use a
bowl of clean water to wash the remains and avoid using toilet paper
or tissues that may stick when handling the remains. If you are in
the emergency department, you may wish to ask for a container.
Most hospitals will have a collection aid for the toilet, such as a
‘urine or toilet hat’ or ‘urine meter’ that you can ask for. You may
even be able to bring this home with you.

Once the bleeding has stopped, let your primary healthcare provider
know (doctor, nurse practitioner, or midwife). They may arrange
for you to have an ultrasound or blood work to make sure the
miscarriage is complete and all tissues from your pregnancy are
gone. They may also ask you to come in for a follow-up appointment
or give you instructions on what to do next.






Miscarriage at the Hospital: Suction Dilation and
Curettage (D&C)

Instead of going home and waiting for your miscarriage to end or
taking medication, you may be offered a surgical intervention at
a hospital. Tissue from the pregnancy can be removed surgically
through a procedure called dilation and curettage, or D&C.

A D&C is a short procedure (around 15 minutes) performed under
local or general anesthetic. This means that you will not be in pain
for the procedure. You may be awake but given medication (local
anesthetic) or ‘put to sleep’ (general anesthetic). The D&C is
performed in an operating room. Because of this, D&C procedures
are often not offered to a family immediately. Many times, the doctor
will need to wait for an opening in the operating room schedule.
This may mean that families must wait for the procedure, sometimes
several days or even longer. This is understandably very upsetting
for many families. If this happens to you, and you are sent home to
wait, you may want to discuss with your care team what to do if the
miscarriage starts on its own, and when you should come back to
the hospital.

During the D&C, the doctor will use medication or surgical instruments
to open (dilate) your cervix and then gently scrape the lining of your
uterus using a surgical tool called a curette. The scraping is to
remove the baby and other pregnancy related tissues. The doctor may
use a suction tool instead of scraping. Most families are monitored
for 4-8 hours after the procedure, and then sent home the same
day. You may need someone to drive you home after the procedure.

Before you leave, discuss with your care team who will provide
follow-up for you. Often the care team will suggest seeing your
primary care provider (doctor, nurse practitioner, or midwife) for
follow-up. Even if they do not, you can call to make an appointment
on your own or call on behalf of your partner or loved one. After
the procedure, you may still experience some bleeding and cramping.
This is normal.

Milk Production

After experiencing pregnancy loss your body may start to produce
milk. This is more common for people who had their miscarriage
after 14 weeks. Many people find milk production very sad and
distressing, as this is another reminder of the pregnancy loss or
baby that died. If you feel this way, you are not alone.

To alleviate discomfort you may find it helps to:

« Hand express (gently massage and squeeze your breast with
your hand) or pump your breasts lightly. Doing this simply for
comfort will not increase milk production, and it will help you
avoid blockages and infection (called ‘mastitis’).

+ Take a warm shower. It may help the milk leak out enough to
provide some comfort.

Apply cold compresses or a bag of frozen vegetables for
15 minutes. Some people also use frozen cabbage leaves.
Repeat as necessary.

If safe to do so, depending on your medical background, take
pain medication such as ibuprofen or acetaminophen as needed.
Both of these medications may be purchased over-the-counter.
Talk to your healthcare team to see if these medications are right
for you. If you take the medications, follow the instructions on the
bottle or from your healthcare team.

+ Wear a tight fitting bra that does not have an underwire.

Discomfort from milk production should only last a few days and
should be gone within a week. If you have any concerns or think
you may have an infection, please contact your primary care
provider (doctor, midwife, or nurse practitioner).






Too Much Bleeding is an Emergency

You should seek emergency medical attention from the closest
emergency department or nursing station if you are:

+ Experiencing bleeding heavy enough that you fill a maxi pad
every hour

+ Feeling faint
+ Having too much pain
Have someone take you (do not drive yourself) or call 911. When it

is safe to do so, let your primary care provider (doctor or midwife or
nurse practitioner) know.

Physical Healing After a Miscarriage

After the miscarriage your body will gradually return to a non-pregnant
state. You may still be experiencing vaginal bleeding similar to

a heavy menstrual period. This will slow down over 1-2 weeks.
During this time it is important that you prevent infection by following
the guidelines below:

+ Use only sanitary pads while you are bleeding
* Do not use tampons

* Do not have sexual intercourse until the bleeding has stopped
completely

* Do not douche

Consult your healthcare provider or go to the closest emergency
department or nursing station if any of the following occur:

+ Vaginal bleeding filling one pad an hour

 Vaginal bleeding that does not stop or decrease by 2 weeks
+ Vaginal bleeding or discharge that smells bad

+ Severe pain in your abdomen

+ Chills or a fever over 38.5°C (101.3°F)

Ectopic Pregnancy

An ectopic pregnancy occurs when a fertilized egg implants itself
outside the uterus. This commonly occurs in a fallopian tube. As
the pregnancy grows, it will need to be removed or it will threaten
the life of the pregnant person. An ectopic pregnancy is dangerous
and requires immediate medical attention.

Symptoms of an ectopic pregnancy may include intense, sharp
abdominal pain, vomiting, dizziness, and dark vaginal bleeding.
Ectopic pregnancies can be treated surgically or medically. The
type of management will depend on many factors, which will be
assessed and explained to you by your healthcare team.

Recovering from an ectopic pregnancy, both physically and
emotionally, will take time as you are dealing with the loss of your
baby and potentially the loss of your fallopian tube. This happens
sometimes when the fallopian tube is damaged by the ectopic
pregnancy.






What to Expect: Late Miscarriage
(Loss from 13-20 weeks)

Overview

A late miscarriage is the loss of a pregnancy or baby between the
13th and 20th week of pregnancy.

Similar to an early miscarriage, symptoms of a late miscarriage
can include abdominal cramping and/or vaginal bleeding. In some
cases, your amniotic sac or “water” (the fluid surrounding the baby
in utero) may break, resulting in the feeling of a gush of fluid from
your vagina. In other cases, there may be no physical symptoms
and the miscarriage is discovered during a routine appointment or
ultrasound. This means that you may find out your baby has died
during an ultrasound or medical appointment.

Whether labour has started on its own or labour needs to be induced,
a miscarriage that occurs later in pregnancy almost always requires
medical or surgical intervention, and an admission to hospital for
delivery. This is, in part, due to the increased size of the baby and
the potential for complications during delivery.

Admission to the Hospital

Every hospital will have its own policies and procedures, and
once admitted you will be cared for by a variety of healthcare
professionals who have experience caring for people experiencing
late miscarriages. Where you are admitted and the staff that will
care for you depends on the community in which you live. For
example, it may be emergency room staff, maternity staff, surgical
staff, or general medicine staff. Sometimes, families will wait for

a long time to be seen or have to wait in a room with many other
people with very little privacy. Sometimes the staff caring for the
family will be very busy with other patients, and you will be left

Funeral, Burial, Cremation, or Other
Ceremony or Tradition

Although not required by law for babies born under 20 weeks,
parents may choose to honour their baby with a funeral, burial,
cremation, or other special ceremony or tradition. It is within your
rights to bring the baby from the hospital to the funeral home, or to
the family home yourself. You may also choose to hire the services
of a funeral director to transport your baby. You may be required to
sign a hospital release form to allow the funeral home to transport
your baby or for you to take the baby with you. For families who will
return home before any investigations or tests are completed, talk
to the hospital to make sure the correct process is in place to have
your baby and placenta brought back to you or your community. This
is especially important for families who live far away from where
the investigations or tests are completed. The healthcare institution
where you are receiving care should provide you with burial and
transportation guidelines.

Hospital cremation of the baby’s remains is customary before a
baby is 20 weeks, or if your baby has not reached a weight of at
least 500 grams. When parents do not make arrangements for a
baby who is under 20 weeks, the hospital will automatically arrange
for a cremation. You may wish to ask the hospital what their
current practice is and consider if this fits with your cultural,
spiritual, religious, or philosophical beliefs.

Funeral homes vary in price for their services and it is advised
you call around for the cost option that is right for you. If you
have miscarried at home please check with your local municipality
regarding personal burial by-laws or contact your local funeral
home.
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An autopsy involves an examination of the baby’s internal organs
and may sometimes identify reasons why the baby died. During the
autopsy, the baby is treated with respect and dignity. If you wish,
this examination can be limited to the organs of most concern. If
you do not want a full autopsy performed, you may want to consider
something called a ‘limited autopsy’. This allows for an examination
completed on the outside of the baby’s body, including x-rays and
testing of the baby’s chromosomes. An autopsy can also confirm
the sex of a baby.

If you decide to have an autopsy or investigation, talk with your
healthcare team about who will follow-up with you about the results
and how long they will take to come back. Sometimes, results can
take up to 6 months or even longer. You may wish to request that
the results are sent to your primary care provider (doctor or nurse
practitioner) so you can follow-up with them in their office. You may
also ask to book a follow-up appointment with the doctor who
discussed the autopsy with you or with your pregnancy care provider
(doctor or midwife). If you live far away from where you received
care, you can ask if the healthcare provider is willing to speak to
you about your test results over the phone, or if you can have the
test results with explanations mailed to your home. You may also
be able to make an appointment with your local nursing station to
discuss the results.

Your healthcare team will be able to help you decide who will best
be able to follow-up with you once the results are back. Even if the
results come back and no answers or reason for the miscarriage
are found, you can use the appointment to discuss how you are
feeling (physically and emotionally) and whether there are any more
supports that you need.

You may also wish to speak to the healthcare team if you plan to
keep the baby or pregnancy tissues for burial, cremation, or other
special ceremonies. This will ensure that the lab or hospital team
knows to return everything after they are finished with their
investigation.

alone a lot. Other times, specialists will have to be called and a
family will have to wait for long periods of time until certain procedures
or staff are available. During this time, many families are upset,
scared, angry, and confused. If you are feeling this way, you are not
alone.

If possible, try to have a friend or partner with you when meeting
with doctors or other healthcare providers, as you may be in shock
and unable to absorb all the information on your own. If you are
alone, you can ask a member of your healthcare team to call a
friend or family member for you.

During their miscarriage or after learning of their baby’s death,
some families will have to wait to be admitted to the hospital.
This may happen if the miscarriage was discovered at a routine
pregnancy appointment but no physical symptoms are present.
Families may be asked to return home and wait for an opening
at the hospital, which can often take several days or even longer.
Waiting at home while knowing that your pregnancy has ended
or your baby has died can be very difficult and frustrating. Many
families simply want to hurry up the process.

You may find it helpful to:

+ Talk to a professional, such as a social worker or doctor, about
taking time off work. Sometimes they can assist you with
documentation that you need for your workplace.

+ Ask for a contact person at the hospital or for someone from the
hospital to give you updates about the timing of your admission

+ Ask a close friend or family member to stay with you or check in
with you regularly

+ Ask for help with making meals, pet or child care, or giving
updates to friends and family members






Once admitted to hospital you may request:

+ To be admitted to a private room or area, although unfortunately
in many hospitals, this is not always possible

* To have a symbol of loss — such as a butterfly or equivalent,
hospital-specific symbol — placed on the outside of your door.
This is so that all staff entering your room know about your
miscarriage.

+ To be introduced to your primary healthcare team (doctor,
midwife, nurse, anesthetist, social worker, spiritual care provider,
etc.) and to have time to ask questions

+ To be given the opportunity to identify support person(s) or
comfort measures (including a birth plan) to help you cope during
the time leading up to, during, and after delivery

 To have the process of labour, induction of labour, and what to
expect after delivery explained to you

 To be given options for pain management

+ To discuss the plan after delivery. This includes whether you wish
to have an examination of the baby or placenta or if you wish to
keep the baby or placenta to take home with you, or to have your
baby transferred back to your community after you have returned
home.

The Process: Medication (Misoprostol or Oxytocin)

Whether you have started to labour on your own or your labour is
helped along (induced), the medication most commonly used is
called misoprostol. Misoprostol comes in tablet form and is inserted
into the vagina. It can also be taken orally at three to four hour
intervals.

Autopsy, Investigation, or
Examination of Pregnancy Tissues

After a miscarriage, your healthcare team may recommend an
autopsy, investigation, or examination of your baby or pregnancy
tissues. This means examining your baby or placenta or pregnancy
tissues closely. Whether or not this is offered or available to you may
depend on the circumstances of the miscarriage, such as where it
happened (home, clinic, hospital) and how far along the pregnancy
was. Not every clinic, hospital, or community will offer these services
or have them available. Examination requires collection of the
pregnancy tissues, which is not always possible. Collection of
tissues is easier, for example, during surgical intervention (D&C)
and harder during earlier gestations, where there may not be tissue
to collect or the miscarriage happens at home.

During the examination or investigation, your pregnancy tissues are
examined closely and genetic tests may be performed. Sometimes,
tissue samples are taken and assessed microscopically in a lab.
Sometimes, samples are taken from the baby or pregnancy tissues
and tested for genetic disorders, infection, or other issues. These
tests may help determine why the baby died, and are often helpful
in cases of molar pregnancies or recurrent miscarriage.

The information gathered may be helpful in planning for future
pregnancies. For people who have recurrent miscarriages (two or more
miscarriages in a row), testing your blood and the pregnancy tissues
for genetic or other issues may be suggested by your healthcare
team. If you have experienced multiple miscarriages, it is important
to discuss this with your primary care provider (doctor, midwife, or
nurse practitioner) to determine what options are available to you.

Your healthcare team will talk to you about whether an investigation
is possible or necessary. After, you will get to decide if it is the right
choice for you and your family. Sometimes, even if the tests or
investigations are done, no reason for your miscarriage or baby’s
death will be found. In fact, it is more common that the tests don’t
provide a reason for the miscarriage or the death of the baby.
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Follow-up After Your Miscarriage

If you did not see your primary care provider (doctor, nurse
practitioner, or midwife) during your miscarriage, or if you were only
seen in an emergency department, you may want to book a follow
up appointment to discuss the miscarriage. If appropriate and

you live in a community that has an Early Pregnancy Assessment
Clinic, you may want to receive follow-up there. If you received
care through a maternity unit, they may have suggested a follow-up
appointment with the care team that you saw.

At your follow-up appointment, you may want to talk about:
* How you are doing physically (bleeding, pain)

+ How you are doing emotionally (feelings, thoughts)

+ Considerations for your next pregnancy

+ Ideas for support in your community

* A note for time off work or for time that you missed during your
miscarriage

Some things to remember:

+ When experiencing miscarriage bleeding, always use pads. Do
not use tampons.

* Miscarriages are often an emotional emergency. Try to surround
yourself with loving people. When possible, be kind to yourself.

» Reach out for support if you need it. Talk to a close friend or
family member. Join a support group. Connect with an elder or
a community or religious leader. Talk to a professional.

« The Canadian Mental Health Association has a website with
information on mental health and mental illness and links to
support. The Mental Health Helpline (1-866-531-2600 or
mentalhealthhelpline.ca) has information about mental health
services in Ontario and links to mental health service providers.

+ If you or your family need help in an emergency or are in crisis,
go to your local emergency department or call 911. You may also
contact a distress centre or crisis line.

Misoprostol causes the uterus to contract and is used in aiding

the delivery of both your baby and the placenta. Cramping and
contractions can begin as soon as half an hour after misoprostol
administration and the medication almost always takes effect within
the first 12 hours.

Common side effects of misoprostol include: chills, fever, nausea,
vomiting, and diarrhea. Not everyone will experience all side effects,
but if side effects do occur, medication can be administered to
relieve symptoms. Talk to your healthcare team about what you
are feeling, and let them know if you are having any of these side
effects.

Once misoprostol has started to work, the uterus contracts and your
cervix begins to open. Often the cramping is quite strong and painful
and comes on very suddenly. Delivery usually follows quickly after.

Even though misoprostol works very well in most circumstances,
sometimes labour doesn’t progress. This means that even though
you are taking misoprostol, the medication is not causing cramping
or contractions or the cramping you are having is not strong enough.
When this happens, misoprostol will be stopped and a medication
called oxytocin will be administered through your veins (in an IV).
Oxytocin is a medication that also causes your uterus to contract.
If after trying oxytocin, the baby and placenta are still not delivered,
your healthcare team will reassess and discuss additional options
based on your specific situation. If you would like, ask your
healthcare team any questions you have.

Sometimes the use of misoprostol is effective in the delivery of the
baby but not all of the pregnancy tissues, such as the placenta.

In such cases, your doctor may need to perform a suction dilation
and curettage (D&C), which is a surgical procedure. They may also
do a manual removal of the placenta or tissues, which means they
will use their hand to gently remove them.






Throughout labour, your healthcare team will watch your blood
pressure, pulse, and breathing (vital signs) and your labour progress
will be closely monitored. During this time you may have your
support person or people with you. Many families say that this
process is a scary, sad, and tiring time. Ask your healthcare team
any questions you have. Some families find it helpful to talk with
their healthcare team about what to expect throughout the process
and at the time of delivery. Other families do not want to talk about
the process or delivery and rely on the healthcare team to tell them
information when it’s important for them to know. There is no right
or wrong way to approach this time, so do whatever feels best for
you and your family.

Pain Relief

Your healthcare team will be able to talk to you about pain relief
during your miscarriage. You may have even spoken to a doctor
who is specialized in providing pain relief (called an anesthetist)
prior to the beginning of labour, who will offer various options for
pain management. While oral pain medication can be given, the
most common pain management option is morphine or fentanyl
administered through your veins (intravenously or IV) through
something called a ‘patient controlled analgesia (PCA) pump’. This
pump allows you to be in charge of your own pain relief. It works by
having you push a button when you feel you need pain relief. The
pump can stay with you for as long as it is needed. While you are
using the pump, your healthcare team will watch you closely and
talk to you about how you are coping with the pain.

Rights of the Baby

» To be acknowledged by name and sex

+ To be treated with respect and dignity

+ To be with the grieving family whenever possible

+ To be recognized as a person who has lived and who has died

+ To be remembered with specific mementos (footprints, hand
prints, pictures, clothes, name band, ultrasound picture)

+ To be nurtured (bathed, dressed, wrapped)
+ To be buried or cremated

» To be remembered

Women'’s College Hospital, Toronto, 1984
Source: Health Canada, 1999 Family-Centred Maternity and
Newborn Care, Pg. 8.7.

Talk to your healthcare team about the options that are right for
you. In some circumstances, you may not know the sex of the baby
or choose to have a funeral or ceremony. Your healthcare team will
be able to support you and your family to arrange for care that
respects your wishes, traditions, and preferences.
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+ To acknowledge the life and death of their child, a person in their
family

+ To choose any type of burial, cremation, or other funeral service

» To be heard and listened to by caring professionals, without
judgment or prejudice

 To be cared for by staff who are empathetic, caring, and sensitive
to individual responses, behaviour, and choices

* To be treated with respect and dignity

+ To have the support of family and/or friends at any time, if the
parent wishes

+ To seek religious or cultural support for their choices and to be
treated with cultural and religious sensitivity

+ To be aware of the grieving process; to be able to grieve openly
or quietly; and to be informed of, and understand, the feelings
and emotions generated by loss

» To understand their future options regarding autopsy and genetic
counselling

 To be informed about parent support groups

+ To receive follow-up supportive care (at the hospital, primary care
practitioner’s office, and/or home) by telephone or by visit

+ To have the opportunity to evaluate their hospital and community
experience

Adapted from Women'’s College Hospital, Rights of parents at the
hospital: At the time of the baby’s death. Toronto: Women’s College
Hospital, 1984.

Seeing and Holding Your Baby

Following delivery, you will be given the opportunity to spend time
with your baby if you choose to do so. They are your baby, and
only you should make this decision for yourself.

Many parents are comforted by contact with their baby, and there
is nothing wrong with wanting to see, hold, and touch them, no
matter how far along in the pregnancy you are. Some parents know
what they would like to do, even before giving birth. Others cannot
make that decision until they have given birth. Some parents decide
that they do not want to see or hold their baby at all. Sometimes,
one person does not want to see or hold their baby, while another
person does. Whatever you decide to do, remember that it is a very
personal choice, that you can always change your mind, and that
your healthcare team will support you.

If you decide to see or hold your baby, you may decide to hold your
baby right after birth, or you may wish to wait several hours before
making a decision. Sometimes, parents are scared about how the
baby will look or about how they will feel. Some parents are worried
that they will be traumatized by seeing their baby. In some families,
cultural traditions or spiritual beliefs guide whether or not they will
see, hold, or name their baby. In other cases, there may not be very
much to see or hold at all.

When making your decision, you may find it helpful to:

+ Talk ahead of time about the delivery. Your healthcare team can
give you some guidance about what to expect. You may decide
to see how things go, and to change your mind depending on
how you are feeling. For example, if you are in pain or feeling
nauseous, you may ask the healthcare team to keep your baby
in a safe place until you are ready to see or hold them. Or, you
may ask the healthcare team to describe your baby to you first
before you decide if you would like to see or hold them right
away. Remember, you can change your mind at any time.
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+ Ask your healthcare team to take your baby at birth and keep
them in a safe place until you are ready to see or hold them.
Some families request that their baby is kept in the room with
them, while others are ok for their baby to leave the room with a
healthcare provider until they ask to have them in the room.
Others would like to have their healthcare team describe their
baby or the pregnancy tissues that have been collected before
they see them, to help them prepare.

+ Choose to hold your baby but not see them. Your healthcare
team can help you with this. They may place your baby in a warm
blanket and wrap them gently, so that you can hold them and
spend time with them but not see them.

+ Ask your healthcare team to describe your baby or what was
collected at birth to you.

« If possible, ask your healthcare team to give your baby a bath
before you see them.

+ Remember that there is no rush. Take as much time as you need.
You can also change your mind at any time.

Your healthcare team can also assist with special items, such

as photos, birth announcement cards, or memorial items. When
possible, some families want to help with giving their baby a bath
or dressing their baby. Talk to your healthcare team about what will
work best for you, your family, and your baby.

Birth Registration

Your healthcare team will be able to assist you with understanding
current Ontario law, which dictates which babies are registered
through the Registrar’s Office and given a birth certificate. The
majority of babies born before 20 weeks will not meet the legal
criteria for registration. This is often extremely upsetting to families.
If your baby is not born alive, your baby’s birth will not be registered

with the Registrar’s Office and they will not receive an Ontario birth
certificate. Many families find this especially difficult during an
already sad and distressing time. If you feel this way, you are not
alone.

Many families struggle with the laws around birth and death
certificates. For example, a family who has their baby die at 19
weeks of pregnancy may be sad or angry that a baby born one
week later would be classified as a stillbirth and have a death
certificate, but theirs will not. The rules can seem arbitrary and
disrespectful to the life that was lost. If you feel or think these
things, you are not alone.

While it may not take away your sadness or frustration about the
registration laws, many hospitals offer keepsakes that honour

the life and death of your baby, regardless of the time that your
pregnancy ends or your baby dies. Some families choose to create
their own birth announcements or keepsakes that include details
such as their baby’s name, weight, and date of birth. Many hospitals
will have special cards to give to families that include these
important details about their baby.

Rights of the Parents

» To see, touch, hold, and nurture their child with no limitation as to
time or frequency

+ To be fully informed about the baby, the cause of death, and the
process of legitimizing the death (e.g. the funeral)
+ To have written and verbal information about:
o Options available for the burial or funeral
o Supports available to family members
o Necessary legal information (e.g. timing of burial, birth registration)

+ To receive mementos of their baby (e.g. footprints, picture,
certificate of life)
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Some families will find it helpful to tell children about what to
expect and to give them a special role in the pregnancy and after
the baby is born. It may be helpful to ask family and friends to help
with things such as childcare or special outings for other children.
Sometimes, families find keeping a routine for children is helpful.
Your child’s primary care provider may also assist you with ideas
on how to support them. Talking to other parents with children who
have experienced a loss may also be helpful.

Family-centred care

In a subsequent pregnancy, grandparents and close friends often
experience excitement, worry, fear, and sadness. During your
pregnancy, some family members or friends may relive their own
subsequent pregnancies and as a result, behave differently towards
you. Many times, they want to be included in pregnancy care. For
some families, involving others is an easy and wonderful experience.
For other families, involving grandparents and close friends is a
difficult and stressful experience.

You know what is best for you and your family, and what will be
helpful and supportive. Talk to your pregnancy care team if you
want your pregnancy care to include partners, siblings, grandparents,
and friends in appointments, teaching sessions, and discussions
about fears and concerns.

Resources

For an up-to-date list of helpful resources, or to get more
information or support, please go to pailnetwork.ca.
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Partners (cont’d)

In both cases, partners may feel worried and scared or happy

and excited, or a mix of different emotions. Often, in subsequent
pregnancies, families feel alone or isolated. For partners, this may
be especially true because they may be expected to support their
partner and not upset them or may not be asked how they are
doing. They may be hesitant to trust clinicians or feel overwhelmed
caring for other children. We know that in pregnancies after loss,
partners may have unique needs and require special support.
For example, they may need more support from friends, family,
and care providers. Some partners find it helpful to talk to other
parents. PAIL Network provides partner support. They may also
find it helpful to speak with their primary care provider (Physician or
Nurse Practitioner) about their mental health needs, or to take the
opportunity at pregnancy appointments to ask the pregnancy care
team their questions.

Siblings or other children

In a pregnancy after loss, parents are often concerned about their
other children. They may ask themselves:

+ When do we tell them about the new pregnancy?

+ What if this pregnancy also ends in loss?

* How do | answer their questions or reassure them?

+ Am | paying enough attention to them?

+ Why am | so nervous that something bad will happen to them too?
+ Why don’t they seem to care about the new baby?

+ Should | cry in front of my children or show them that | am sad?

If you are thinking or feeling these things, you are not alone. Many
families find it best to be open and honest with children, and to
use explanations that are clear and simple and appropriate for their
age. Try not to make promises about things you can’t control.
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We're here to help.

To access one of Pregnancy and Infant Loss Network’s free peer-led
support services please contact us at:

Phone: 1-888-303-PAIL (7245)
E-mail: pailnetwork@sunnybrook.ca
Website: pailnetwork.ca

7 Who you can call for help

» Your pregnancy care team (doctor, midwife, nurse)

Phone:

» Public Health or Community Health Centre
Contact the Public Health Department, Best Start Hub,
or Friendship Centre in your local community.

» Your spiritual care provider, clergy, community
leaders, or elder

Phone:

» Local Crisis Helpline

Phone:

For any non-crisis mental health or illness information,
please visit the Canadian Mental Health Association’s
website (mentalhealthhelpline.ca) or call 1-866-531-2600.





Pregnancy and Infant Loss (PAIL)
Network

We are an organization of peers supporting families who have suffered
pregnancy and infant loss. We achieve this through education,
peer, and telephone support.

PAIL Network is able to offer its services to bereaved families and
healthcare professionals with the support of the Ministry of Health
and Long Term Care, along with generous donors and dedicated
volunteers. To learn more about our support services or to make a
donation, visit us at pailnetwork.ca.

Thank You

PAIL Network would like to thank the families who reviewed this
booklet and who shared their experiences for the benefit of others.

Note: While the information contained in this publication will
hopefully give you useful tools and ideas, it is not intended to
replace professional health and medical care.

Dedication

This booklet is dedicated to the memory of the babies whose lives
were short, but important, and to the families who love and miss
them every day.
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Family and friends

Partners

In a pregnancy after loss, some partners report feeling more con-
nected to the pregnancy and feeling that they want to be more
involved. They might wish to:

+ Attend more pregnancy appointments

+ Ask more questions

+ Be home more

+ Talk about their thoughts and feelings

+ Make more decisions and share their opinions

Other partners report feeling less connected to the pregnancy and
feeling that they want to avoid involvement or attachment. They
might wish to:

+ Avoid pregnancy appointments

+ Avoid asking questions about the preghancy

+ Work more hours or stay away from home

+ Avoid talking about their thoughts and feelings

+ Make few decisions and keep their opinions to themselves
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Parenting (cont’d)

Just as it is normal for your previous loss to have impacted your
pregnancy, it is normal for it to impact how you parent. When
possible, be kind to yourself and surround yourself with people
who are understanding and willing to listen when you talk. Some
families find it helpful to:

+ Talk with other families who are parenting after loss.
PAIL Network provides support for families.

+ Talk to professionals such as Social Workers, Psychologists,
Psychotherapists, Nurses, Midwives, or Physicians.

+ Join a community group, for example through the local Public
Health Department, Best Start Hub, Early Years Centre, or
Community or Friendship Centre.

+ If you gave birth to multiples (twins, triplets, etc.), reach out to
your local multiples group.

+ Use wellness checklists. In Ontario, parents have free access to
the Nipissing District Developmental Screen (www.ndds.ca),
which is a tool to track development for infants and children up
to 6 years of age.

Ask family and friends for help at home with things like cooking,
cleaning, and childcare while you get to know your baby.

« Ask your primary care provider (Physician, Nurse Practitioner,
Midwife) to see your baby more frequently at the start, while you
gain confidence and trust in your parenting abilities.
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Introduction

What to expect from this booklet

Being pregnant after experiencing a previous pregnancy loss or having
a baby die may be a hopeful and exciting yet scary, confusing, and
difficult time. This booklet has been written by a group of healthcare
professionals with bereaved parents who have experienced a
pregnancy after loss. It is the hope of PAIL Network that this booklet
will help guide you through your own pregnancy after loss experience.

In this booklet, pregnancy loss or infant death include miscarriage
or other types of early loss (such as an ectopic pregnancy or the
loss of an embryo), stillbirth, the death of a newborn or baby in

the first year of life, and medical termination of a pregnancy. Some
families who are newly pregnant might feel uncomfortable reading
through the birth and parenting sections to start. Please read through
this booklet in whatever way is useful for you.

We hope this booklet helps you understand the following:

* Pregnancy after loss is a unique time for families. No family will
experience the pregnancy the same. Please take what is helpful
from the booklet, and leave the rest behind.

* You have a right to receive pregnancy care that is knowledgeable,
understanding, and compassionate. This means a pregnancy care
provider who listens to your concerns and needs and works with
you as a member of the team.

+ Having mixed feelings and thoughts are normal. You may be
looking forward to the pregnancy or scared to acknowledge it.
At different times, you may feel excited, sad, happy, or angry.
You are not alone in feeling this way.

+ Having a subsequent baby may not change any of the thoughts
and feelings you have, for example fear or guilt. Support after
your pregnancy is important for many families, and thinking about
these possible supports during pregnancy may be helpful.
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Words, meanings and special terms

Embryo and fetus

These are the early developmental stages of a baby. The early cluster
of cells that grows from a fertilized egg is known as the embryo. The

embryo will continue to grow until it is called a fetus from 10 weeks
until birth.

Infant death
The death of a baby within the first year of life.

Miscarriage or pregnancy loss

The early delivery or loss of an embryo/fetus, prior to 20 weeks
gestation.

Neonatal death
The death of a baby within the first 28 days of life.

Stillbirth

The loss or death of a baby after 20 weeks of pregnancy (or
weighing more than 500g at birth) but before the baby is born.
It can happen during pregnancy or during birth.

Subsequent pregnancy

In this booklet, subsequent pregnancy refers to a pregnancy after
a prior pregnancy loss, stillbirth, and neonatal or infant death.
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+ For infant feeding, is there a class or clinic | can visit? Are you
aware of any ongoing supports? How do | know if the baby is
getting enough? Will my body make enough milk? How do |
safely prepare formula?

+ Are there any supports you can refer me to once | go home?
Would any Hospital or Public Health Programs be a good fit for me?
(Healthy Babies Healthy Children, Aboriginal Healthy Babies
Healthy Children, Early Years Centre, Best Start Hub,
Breastfeeding Clinics, Friendship Centre)

* Who do | call if | have an issue or question once | go home?
+ Do you have any written materials | can take home?

+ What follow-up appointments should | make for the baby or
myself?

Parenting

Some families say that a previous pregnancy loss or death of a
baby impacts the way they care for another baby or how they parent
other children. Some families report feeling guilty, scared, angry, or
constantly worried. Some families say that they are always worried
something bad is going to happen or that they will not be able

to keep their baby safe. Some parents report feeling guilty when
holding their new baby, thinking that the only reason why they are
holding that baby is because another baby died. Families are told
“at least you have a healthy baby now” or “you must be so happy”
or “you really need to relax”. Some parents want to talk about their
baby who died but no one asks. Sometimes families feel that people
assume they have ‘moved on’. Sometimes this makes parents feel
misunderstood or very angry or sad. As a result, it is sometimes
difficult to ask for support from people, especially if they are people
who are making hurtful or insensitive comments. Because of this,
many families again find themselves alone and isolated.
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Birth (cont’d)

This can be spoken about, or written in a birth plan document (for
more information on a birth plan, please see section ‘Preparing
for Baby’). It’s also ok to say “I’m not sure how I’'m going to feel”.
Some families bring something special to the birth that represents
the whole family, including something to represent or honour their
baby who died.

Postpartum care

After your baby is born, just like any new parents, you will need care,
support, and information. Many families who have a baby after a
previous loss feel worried, scared, and vulnerable and need lots of
advice and reassurance. They wonder if they will be able to take
care of a new baby and what will happen if something goes wrong.
Maybe you didn’t believe you would ever have a baby and you
don’t have any supplies. Maybe it’s been difficult to communicate
with your family or friends during the pregnancy and now you aren’t
sure who to call for help. Maybe your baby died after birth and you
are only starting to worry now. Many parents worry that their bodies
won’t make enough milk or that they won’t know if their baby is
eating enough. Maybe you feel really sad or angry. If you think or
feel these things, you are not alone. Most families find it helpful to
talk with someone.

Your pregnancy care team will listen to your concerns, answer your
questions, give you information, and refer you to helpful supports.
Some families find it helpful to ask:

* How do you know my baby is doing well?

+ What are some warning signs | should watch out for (for both
myself and baby)?
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Starting a new pregnancy

Grief and loss: a lifelong journey

When you lose your pregnancy or your baby dies, you may feel deep
physical and emotional pain that does not ever go away. We are sorry
this has happened to you. Many families say that even if the pain
changes over time, it may become stronger again at certain times, for
example on anniversaries or when seeing another pregnant person
or healthy baby.

For many families who have suffered this type of loss, starting a new
pregnancy might mean that their feelings of grief and loss become
stronger as they think about their baby that died. You might find it
difficult to be excited for your new pregnancy or feel guilty about those
feelings. You might feel happy that you are pregnant again or angry
that you are pregnant again and that your baby died. It is very
common to feel scared as you approach the time in your pregnancy of
your previous loss or worried every time you have an ultrasound
or test that something will be wrong. You may feel jealous that
others who are pregnant have an ‘easy’ pregnancy and frustrated
that you can no longer have a ‘normal’ pregnancy. You may worry
about how you sleep, what you eat, and how much activity you do.
Many families feel that every thought and activity in their subsequent
pregnancy is impacted by their previous loss.

We know this time can be very challenging for many families.You
are not alone in feeling or thinking these things. While feeling and
thinking these things is normal, some families have told us that they
found certain activities helpful. If you want, you may try:

+ Writing a letter to your baby or babies that died. Tell them why you
are sad. Tell them that you miss and love them. Tell them that a
new baby is on the way.

+ Writing a letter to your baby in this pregnancy. Tell them about
their sibling. Tell them why you are sad, or excited, or scared.

+ Keep track of ways this pregnancy or baby are different than and
the same as your previous pregnancy or pregnancies.
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Grief and loss: a lifelong journey (cont’d)

+ Spend time visiting a special place you have to remember your
baby.

+ Talk about these thoughts and feelings with your partner, family,
friends, or healthcare providers.

* Honour your baby or babies in a way that is meaningful to you:
donate to a local charity, do something you enjoy while thinking
of your baby, or attend a memorial event.

+ Connect with peers: join a support group, read other people’s
stories, meet with a friend who will listen to you as you talk.

+ Instead of having a baby shower/celebration while you are
pregnant, have a celebration after the baby is born.

Remember, your needs are unique and you know best what you
and your family need at this time. Surround yourself with people
who are able to support you and your family.

Feeling alone: isolation in the subsequent pregnancy

In pregnancies after loss, many families say they feel alone and
isolated. This may be because you have decided not to share
that you are pregnant until you feel you are at a ‘safe’ time in the
pregnancy. This ‘safe’ time may never come. Because of this,
people do not know you are pregnant and you are not able to talk
about how you are doing or feeling. You may also feel sad that you
are missing out on things that other pregnant people get to enjoy,
such as posting a creative pregnancy announcement on Facebook,
gifts and celebrations, going to ‘normal’ prenatal classes, and
well-wishes or ‘special’ treatment.

You may also feel alone and isolated because some of your closest
friends and family members have hurt you. Maybe they said or did
the wrong thing when your baby died, or said something upsetting
when you told them you were pregnant again. Maybe in your family,
you’re not supposed to talk about death or sad things or cry openly.
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Birth and parenting

Birth

Some families who are having a baby after a previous loss are excited
and looking forward to the birth. Some families are scared and worried
and sad when thinking about the birth, especially if it makes them
think about the baby that died or if their baby died during or shortly
after birth. Many families experience a mix of emotions. Some
are surprised about their thoughts and feelings, especially if they
thought they would feel differently. Some families have chosen a
different type of birth than before. Others have suffered an early
pregnancy loss and are experiencing many new things. For some
families, this is the first time they are back in the same hospital or
area where their loss took place. All of these things can be stressful
and sad. They can even cause or bring up past trauma.

For many families, knowing this is normal and common is reassuring.
Sometimes it is helpful to know that some parents who thought
they would be scared and sad end up feeling confident and happy
when their baby is born. Sometimes it is helpful to know that some
parents who thought they would be confident and happy end up
feeling scared, sad, or guilty when their baby is born. If this happens
to you, it is normal, and doesn’t mean you love one baby more or
less than the other. Grief is a complicated but normal response to loss,
and it often accompanies happy occasions when you think about
what has been lost. As much as is possible, be kind to yourself.

Although it can be very difficult at times, many families find it helpful
to share what they are thinking about and feeling with their birthing
team. Your pregnancy care team will be able to answer your
questions and talk to you about what to expect, especially if you
will have a labour induction or caesarean birth (C-section). Some
families find it helpful to write out or talk about what most scares
or excites them, or what they want to be different this time. Some
families find it helpful to share about their loss with the birth team,
S0 everyone present can know about the whole family.
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Beyond worry: anxiety and depression (cont’d)

Talking to your pregnancy care team about mental health is important.
If you have a personal or family history of mental illness, let your care
provider know. If you are worried about your thoughts or feelings
or want more support, let your care provider know. Ask your care
provider to ask you about your mood at your appointments, or take
the opportunity to talk about your mood when asked “how are you
feeling?” It is important to tell your pregnancy care team if you
are feeling overwhelmed and finding it difficult to cope. Your care
provider will be able to provide screening, follow-up, referrals, and
supports for you and your family if necessary.

Some families also find it helpful to:

+ Connect with their local Public Health Department, Healthy
Babies Healthy Children Programs, Aboriginal Healthy Babies

Healthy Children Programs, Best Start Hub, or Friendship Centre.

Many Public Health Departments will have Nurses or trained
volunteers that can support you at home. They will also be able
to tell you about supports in your local community.

+ Talk to other parents who have experienced mental illness.
+ Join a support group.
+ Talk to a mental health professional.

+ Get support from a mental health organization. In Ontario, the
Canadian Mental Health Association has a website with information
on mental health and mental illness and links to support. The
Mental Health Helpline (1-866-531-2600 or mentalhealthhelpline.ca)
has information about free mental health services in Ontario and
links to mental health service providers and organizations. On
their website, you can search for local services.
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Maybe you are feeling misunderstood by them. Because of this,
you might be avoiding talking to or spending time with people who
used to be a bigger part of your life.

You may also feel alone and isolated because seemingly everyone
else is enjoying their pregnancy. You hear people in the waiting
room talking about getting the baby’s room ready or strangers in the
grocery store say “You must be so excited! | loved being pregnant!”
Listening to people complain about morning sickness or stretch
marks or lack of sleep with a new baby might make you feel sad
and angry and make you feel that you can’t say what’s on your
mind without making people really uncomfortable.

If you are feeling alone and isolated and you want more support,
you may find it helpful to talk to your care providers about your
feelings. Your care providers may be able to tell you about additional
supports in your area. In some bigger hospitals, there are pregnancy
groups you can join. Some people only share their thoughts with
their partner, best friend, or perhaps through their journal. Many
families also find it helpful to talk to other people who have gone
through a pregnancy after loss. PAIL Network provides peer support
for families experiencing a subsequent pregnancy. Whatever you
decide, the most important thing is that you get support and help
when you need it.

Different grieving styles

Sometimes the difference in people’s grieving styles can cause
conflicts in relationships. This can be especially true when the people
are close to each other, such as spouses, partners, or close friends
and family members.

It is important to mention that there are many different grieving
styles or coping mechanisms, meaning that each person responds
to and handles loss uniquely. If possible, talk about this with the
people who are close to you. Some families find it helpful to talk
with their care provider or to talk with a mental health professional.
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Sharing the news: telling people you are pregnant

Just like in any other pregnancy, deciding when to tell people you
are pregnant is a personal decision that will look different for each
family. In pregnancies after loss, many families say they struggle
with when to share the news. Some families share very early in the
pregnancy, either widely or to a few people. Some families decide
to wait for a ‘safe’ time in pregnancy, sometimes after the timing of
their previous loss or after receiving the results of some pregnancy
tests. Some families do not know when or how they will share the
news and wait until someone asks them or it becomes obvious that
they are pregnant. Others only tell people whom they will see, and
wait until after the birth to share the news more broadly.

Many families with other children at home worry about telling them
about another baby. Sometimes the questions that children ask
are difficult to answer and you know that you cannot give them

a guarantee. There is no magical answer for the best time to talk
about your pregnancy. We hope it helps you to know that you are
not alone in struggling through this decision. Some families will find
it helpful to ask for help with speaking to their children. Your child’s
daycare or school teacher may be able to help, or their primary
care provider (Doctor or Nurse Practitioner). If available in your
area, Child Life Specialists offer psychosocial support for children
and assist families in times of change.
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Beyond worry: anxiety and depression

During pregnancy, it is normal for people to have thoughts and
feelings that range from happy and excited to worried and sad.
For families who have had a previous pregnancy loss or had a baby
die, having these thoughts and feelings is very normal. Many of
these thoughts and feelings come from grief, which is very common
for families who have had a baby die.

Sometimes, certain thoughts and feelings can be a sign of mental
health problems such as anxiety and depression. Having anxiety or
depression means more than having a bad day or a scary thought.
Anxiety and depression during pregnancy can happen to anyone.
There is some evidence that for families who are pregnant after
loss, the risk for anxiety or depression is even higher.

Diagnosing and treating anxiety and depression during pregnancy
is very important, but some things make it harder for families to get
the supports and treatment they need. Sometimes feeling sad,
negative, angry, or anxious while pregnant is so difficult that people
are not comfortable talking about it. The pressure to be happy and
excited for the pregnancy can make it hard for people to believe
that someone will understand how they feel. Often people feel
ashamed that they are having these thoughts or feelings or are
worried that people will think they are a bad parent. Some people
are worried about being forced to take medication. Maybe you
did try to talk to someone about it, but they didn’t listen or you felt
embarrassed. Finally, many of the thoughts and feelings associated
with pregnancy or grief are the same as the thoughts and feelings
associated with anxiety and depression, making it hard at times for
care providers to determine what is happening.
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Does everybody feel this way? Worry, fear, and
vulnerability

Many families experience worry, fear, stress, anger, sadness, guilt,
and vulnerability in their pregnancies after loss. Sometimes these
feelings are connected to a certain event, such as the time before
an ultrasound appointment, sitting in a waiting room with other
pregnant women, talking to friends who just don’t understand your
experience, waiting to feel the baby move when you wake up in the
middle of the night, or an anniversary or the time in your pregnancy
when your baby died. Sometimes these feelings seemingly come
out of nowhere and surprise you when you least expect it.

Many families worry that something they do or don’t do will cause
harm to their pregnancy or baby, even if they have been told that it
will not. Many people feel guilty about their pregnancy loss or baby’s
death and constantly wonder ‘if only’. This can make the current
pregnancy very stressful. Sometimes families worry that they won’t
be good parents or that they won’t know how to take care of their
baby. Many families worry that they are bothering their partner or
family or friends or pregnancy care team with questions or that
people will think that they are constantly overreacting. Unfortunately,
sometimes families are told this. If you feel or think these things,
you are not alone.

We know that far too often, families feel isolated and misunderstood
by family members, friends, and care providers. You deserve to
have pregnancy care and support from a team that provides a safe
space for you to discuss your feelings and thoughts. If you need
more support, talk to a trusted person, including your care provider.
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Answering that question: “Is this your first pregnancy?”

It would be difficult to find a family that has not been asked at some
point in their pregnancy, “Is this your first?” Maybe you have been
asked a variant of this question, such as “How many children do
you have?” While people who ask this question are usually saying,
“I notice you are pregnant, and | want to ask you about it”, many
do not realize that for some families, this question is difficult to
answer. For families who have had a baby die, this question might
make them feel sad, angry, guilty, anxious, or uncomfortable.

For many families, their answer to the question depends on who is
asking and why. If you are shopping and a stranger asks you, you
might decide that now is not the time to share about your baby that
died. Or, you might decide to tell them. It may depend on the day.
Either is ok.

Many families say that if they do not share about their baby that died,
they feel guilty or sad. Some say that even if they decide to share
about their baby, the conversation then goes in a direction that
makes them feel sad, angry, guilty, anxious, or uncomfortable. People
might then ask “Why did your baby die?” and you suddenly find
yourself talking about your baby in the frozen food section when
you did not want or mean to. Or perhaps you are glad to be talking
about your baby. Instead, maybe the stranger does not ask how
your baby died and that makes you feel sad or angry. You are not
alone in feeling or thinking these things.

If possible, many families find it helpful to think about their response
ahead of time. You might want to say:

+ Thank you for asking, but | do not want to talk about my pregnancy
at this time. You can leave out the ‘thank you for asking, but’ part.

* No, this is not my first pregnancy.
+ | have had another pregnancy, but that baby died.

+ My baby died because he was born early or | don’t know why my
baby died.

* | have three children.

| have three children, but one of them died.
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Answering that question: “Is this your first pregnancy?”
(cont’d)

Many people do not understand how common pregnancy or infant
loss is. This lack of awareness or stigma can be very difficult. If
possible, try to remember that the person is likely asking to make
small talk, and they will most often happily continue on with their
day, even if you decline to talk with them. Answer the question
however you would like. If one day the question was especially
hard for you, or you feel sad or angry or disappointed with how you
answered it, it may help to share that with someone, either your
partner, a friend, or your healthcare provider.

For many families, this question is especially hard when it is
asked by a care professional or provider, such as an Ultrasound
Technologist, Physician, Nurse, or Receptionist. All of a sudden,
the option to decline to share is taken away. You might even find
the same care professional or provider keeps asking you the same
question at each visit, and you might wonder how people cannot
remember or communicate this with each other.

Many families find it helpful to share their history with the professional
or care provider at the start of their visit. For example, you might
want to say to the Ultrasound Technologist, “In my first pregnancy,
my baby died, so | am very nervous today” or to the Physician,
“Appointments make me very nervous because | have experienced
a pregnancy loss before”. Some offices or hospitals place special
notes or symbols on charts for families who have experienced a
loss. It is ok to ask to have one placed on your chart if you would
like, and to ask a new care provider or professional, “Will you
please review my chart today? There is a special note on the chart
about my pregnancy history”. Care professionals or providers
should be open to your suggestions on how to make appointments
and tests more comfortable for you.
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+ Getting information from family members, friends, or books.

Asking your pregnancy care team for information and supports.

Asking the hospital or birth centre for a private tour. Many families
find it helpful to see the space where they will give birth ahead of
time. For some, this is a very difficult process, especially if they
are returning to the same space where their loss happened. Take
along a trusted person with you, and tell the person doing the
tour about what happened to you. Even though it is very difficult,
many families say it helps to relieve some of the concerns they
have about returning back to the same space. For some families,
it is very helpful that the first time back is not when they are there
to have the baby. If you are on ‘bed rest’ or unable to take the
tour in person, ask to arrange for a virtual tour.

Creating a written birth plan. A birth plan is a document that tells
your care providers your story, your preferences for birth and care
of the baby, and any other information that you feel is important.
If you think it will help you to have your thoughts and wishes
written down, ask your care provider to assist you with starting a
birth plan. If possible, review it with the pregnancy care team and
talk about it with your support people ahead of time. You can find
more information about birth plans, as well as birth plan examples
at www.omama.com. Search for ‘making a birth plan’.

Talking to the Neonatal or Pediatric Team where you will give birth.

Arranging a meeting with a Lactation Consultant to discuss infant
feeding options, questions, goals, and your feelings.

Talking to the staff that provide care for you after the baby is
born. Let them know your concerns and ask them your questions.
If possible, have another person with you to listen to the teaching.
Ask for written instructions, if you find this helpful.

Arranging for help at home after the baby is born. Sometimes
this can be from family, friends, your partner, or a healthcare
professional, such as a Public Health Nurse.
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Preparing for baby: prenatal classes, tours, and
birth plans

Prenatal education or preparation for parenting classes is a common
way to get information on ways to have a healthy pregnancy, the
birth process, labour and delivery options, and ways to take care of
and feed a new baby. The classes are also often a chance to meet
other parents, to ask questions from an expert about things that
worry or concern you, and to have a tour of the place where you
will give birth.

For many families who are pregnant after loss, preparing for birth
is difficult. Many families do not attend prenatal education or
preparation for parenting classes, even if they want to. Some families
do not think that they will fit in in a ‘normal’ prenatal class, or they
wonder if the content will cause worry or distress. Some families
worry they will say something that scares the other parents, feel angry
that other people seemingly don’t think about the fact that babies
die, or they might not want to ‘jinx’ the pregnancy by assuming
there will be a baby to take home. For some families who had their
baby die later in pregnancy or after birth, they may have attended
classes before and not feel like they want to attend again.

All families deserve to have access to information that will support
them in making decisions about their pregnancy and birth, the
opportunity to ask questions, and support in caring for a new baby.
While you may not feel comfortable attending regular prenatal
classes, some families find other ways to prepare, such as:

+ Asking their local prenatal education department or program for
one-on-one classes (or classes for their family).

+ Attending regular classes, but speaking to the Educator ahead of
time so they know their history and fears and concerns.

* Doing the classes online. Many Public Health Departments or
Best Start Hubs will have free online prenatal class options, or
information that you can research on your own time about
pregnancy and parenting. The Public Health Agency of Canada
has information on a healthy pregnancy, including emotional and
mental health.
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The pregnancy

Your unique needs for care and support

In a pregnancy after loss, many families say that they have special
or unique care needs because having experienced the death of a
baby or loss of a pregnancy changes the experience of another
pregnancy. When the worst has happened, families often say they
are no longer able to expect a ‘normal’ pregnancy or ‘healthy’
baby. Many families think about what they want to do differently
this pregnancy. Some families wonder if they will be able to prevent
the worst from happening again. Many families feel that ‘normal’ or
‘regular’ pregnancy care no longer meets their needs.

As a result, many families turn to the expertise of healthcare
professionals to provide answers or solutions or hope. However,
too often in pregnancies after loss, families struggle against a
pregnancy care system that is not flexible or adaptable enough
to meet their unique needs.

In your subsequent pregnancy, it is important that you receive
pregnancy care from professionals who are able to appropriately
assess, monitor, and address your medical needs. It is also important
that you receive pregnancy care from professionals who are able to
assess, monitor, and address your emotional and support needs.
Some families will want to have pregnancy care from an Obstetrician
or Maternal Fetal Medicine Physician, while others would prefer to
have pregnancy care from a Family Physician or Midwife.

While it may not be fair or ideal to have to teach others about your
needs or suggest care options that you would like, many families
find this is necessary. Sometimes, thinking about your medical,
emotional, and support needs ahead of time will help you to choose
the best pregnancy care team and discover what is important for
your family in this pregnancy. You may want to ask yourself:

+ Do | require specialty or ‘high risk’ pregnancy care? This may
mean care from a specialist or care at a hospital with advanced
screening and support processes.
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Your unique needs for care and support (cont’d)

* How do | feel about specialty or ‘high risk’ pregnancy care? If it
has been recommended for me, is there anything else | would
like included in my care that will make me feel more supported
or comfortable? If it has not been recommended to me, am |
comfortable with that?

* Do I want to request extra appointments, ultrasounds, and
screening tests? Or would | like to receive ‘routine’ pregnancy
care if possible?

* Do I have any questions for my pregnancy care team about my
past loss? Do | have any questions about how, if at all, that loss
will impact my current pregnancy?

+ What supports do | currently have in place? What extra supports
would | like to explore?

+ Are there any other medical issues that | would like to discuss
with my care team? For example, a personal or family history of
diabetes or depression.

+ Would | like to have someone with me at my appointment to help
me advocate for my needs during this pregnancy or to help
remember information?

Choosing a pregnancy care provider

In a pregnancy after loss, most families will want to choose a
pregnancy care provider or team that they trust and that makes
them feel comfortable. Some families will choose a different care
provider than in their previous pregnancy, finding it difficult to receive
care from the same team. Other families will want to choose the
same care provider or team that cared for them previously. Choosing
what is best for you and your family is most important.

If you live in a small community, or already have to travel for medical
care, you might not have a choice in pregnancy care provider or
location. If you are advised to have a higher level of pregnancy
care, for example by an Obstetrician or other specialist, you may
feel disappointed or angry that your choice is more limited.
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Families are often able to adopt unique coping styles in pregnancies
after loss. You know what is best for you and your family. As they
are able, some families find it helpful to:

+ Talk about their thoughts and feelings with a trusted person,
including the pregnancy care team. Many families find it helpful
to talk to other people who have been through a pregnancy after
a loss.

+ Ask a friend or family member to purchase baby supplies after
the baby is born, and bring them to you when you are ready.

+ Ask family, friends, and work colleagues to wait until the baby is
born before they give you gifts. Or have someone keep the gifts
for you and bring them to you after the baby is born.

- Slowly get ready for the baby by purchasing a little at a time, or a
few essentials such as diapers, wipes, and one ‘going home’ outfit.

Ask a friend or family member to help you set up the baby’s room
or area. If you already had a room set up when your baby died,
some people want to have someone help them make a few
changes, or go through their supplies. If you decide to use some
of the same items, that’s ok. If you decide to get all new items,
that’s ok too. Do what you need to do.

Decide that supplies for babies can be quickly purchased and
that right after birth, babies do not need a set up nursery.

Know that if they feel or think or do these things, they are not
alone.
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Are you having a boy or a girl? Thoughts on finding
out the sex of the baby

In a pregnancy after loss, some families hope for a baby that is

the same sex as the baby that died, while other families hope for

a baby that is a different sex. Many families who did not know the
sex of the baby that died have hopes for finding out this pregnancy.
Finally, some families do not think about this much at all.

When the baby’s sex is revealed, some parents are surprised to
discover that they feel disappointed, angry, guilty, or sad. Some
parents report feeling like they are having a ‘replacement’ baby if
the sex is the same, while others report feeling a deep sense of
sadness and resentment if the sex is different. Some families worry
that knowing the baby’s sex will now make it much harder if this
pregnancy also ends in loss, while others feel angry if they sense

a pressure from their family or community for a certain sex. If you
have any of these feelings, you are not alone. If possible, talk about
these thoughts and feelings with a trusted person.

Attachment: feeling connected to your pregnancy

In a pregnancy after loss, some families look forward to connecting
with the baby and feel a sense of joy and excitement as the days
pass by. Other families struggle with feeling connected to their
pregnancy or baby, feeling distant and finding it hard to believe or
purposely trying to avoid attaching. Sometimes, it depends on the
day or week.

In a subsequent pregnancy, many families delay or avoid preparing
for the baby’s arrival. Maybe you can’t bring yourself to set up the
baby’s room or area. Maybe you can’t bring yourself to celebrate
your baby with family and friends until you know that this time, you
will be bringing a baby home. Some families have told us that they
don’t ask very much about how their partner is feeling because
they don’t want to get too close again. Maybe you just don’t know
what or how to ask or what to do.

8 « Pregnancy After Loss

If you cannot choose a different pregnancy care team, sometimes
you can ask to have a different primary provider, for example, a
different lead Physician or Midwife.

Some families find it helpful to talk to their potential or chosen
pregnancy care provider about their needs, and you might find this
helpful as well. Some questions you may want to ask include:

+ What will be my plan of care this pregnancy? Will | be seen more
frequently? Will | have more ultrasounds and tests? What if |
want more ultrasounds and tests? What if | do not want more
ultrasounds and tests?

* In between appointments, am | able to contact you or your office
if | have any questions or concerns?

+ Are you willing to ‘share’ my pregnancy care with another provider?
For example, you may wish to see a Midwife team for the majority
of your pregnancy care, with visits at certain times to a Physician
or other pregnancy specialist.

How, if at all, will my care differ from my previous pregnancy care?

Will | see you for most appointments or does the care team
change frequently?

« What if | want to be seen more frequently in this pregnancy?
Are you able to arrange for that?

+ If needed, do you have any supports to which | could be referred?
For example, a Social Worker, Psychiatrist, Nurse, Dietitian, etc.?

+ Have you had any specialty bereavement training?

* Is my partner and/or family able to attend appointments with me?

What will happen if | need to be transferred to a high risk provider
or hospital? Is there a chance that my baby will be sent to a
different hospital?

Are you able to provide more postpartum follow-up? If yes, what
will that look like?
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Choosing a pregnancy care provider (cont’d)

In your early appointments, and as the pregnancy progresses, you will
likely want to talk to your care provider about what you are thinking,
feeling, and what you need. In the beginning, you might not know
what you need, and this is ok. Even if your care provider does not
routinely ask you about how you are coping or feeling, it is ok to
bring it up with them at your appointments. All care providers will want
you to have a healthy pregnancy, and this will mean talking with you
about what you need and what you find helpful as the time passes.

Many care providers will be able to refer you to other supports
during your pregnancy, either in your community or at a local hospital.
You might also want to find some of your own supports. Some
examples of additional support include a:

« Social Worker

* Psychologist, Psychotherapist, Psychiatrist, or other mental
health professional

+ Public Health Nurse or Community Health Nurse
+ Child Life Specialist

« Community Centre, Friendship Centre, or Best Start Hub or
Resource Centre

+ Dietitian

+ Spiritual or Religious Care Provider, Community Leader, or Elder
+ Lactation Consultant

* Prenatal Educator

* Doula

Monitoring the pregnancy

It is very common for families to request extra ultrasounds and
appointments in pregnancies after loss. Sometimes, extra
ultrasounds and appointments are recommended to you by your
pregnancy care team. For some families, especially those that live
in rural or remote areas, extra ultrasounds and appointments are
not available or if they are, getting to them may be difficult because
of the distance you have to travel or the time it takes to get there.
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It is also very common for families to be surprised that extra
ultrasounds and appointments do not give the relief or peace of
mind that was expected. While many families find comfort in the
moment, often the comfort is short-lived. Some families experience
more stress and worry leading up to the ultrasound or appointment,
which can be difficult if they are happening often. If you experience
these things, you are not alone.

Your care provider should understand that many families who are
pregnant after loss feel risks to the pregnancy that often go beyond
actual medical risk. This means that even if you know or are told
that “this will not happen again” or “the last time was an accident
and it will not repeat itself” or “there is no evidence that what
happened last time will impact this pregnancy”, actually believing
that this is true is difficult. This is why many families tell us that
even if they are told that there was nothing they did to cause the
loss, they still avoid certain foods or activities, especially if they
believe that their loss was somehow connected. This is also why
many families request extra monitoring and earlier delivery, even if
their care team says it is not necessary.

If possible, talk openly about this with your pregnancy care team.
Ask the team how they know your baby is well. Ask the team about
why they do or do not recommend extra monitoring. Ask about
extra supports during this time, and tell them if you are struggling
and what you think might help.

It is important to remember that while some families will want to have
extra pregnancy tests, monitoring, and appointments, some will
only want those that are necessary or ‘routine’. These are decisions
that are personal, and they should be made in collaboration with
your pregnancy care team, who can explain the risks and benefits
to you clearly.
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Some families will find it helpful to tell children about what to
expect and to give them a special role in the pregnancy and after
the baby is born. It may be helpful to ask family and friends to help
with things such as childcare or special outings for other children.
Sometimes, families find keeping a routine for children is helpful.
Your child’s primary care provider may also assist you with ideas
on how to support them. Talking to other parents with children who
have experienced a loss may also be helpful.

Family-centred care

In a subsequent pregnancy, grandparents and close friends often
experience excitement, worry, fear, and sadness. During your
pregnancy, some family members or friends may relive their own
subsequent pregnancies and as a result, behave differently towards
you. Many times, they want to be included in pregnancy care. For
some families, involving others is an easy and wonderful experience.
For other families, involving grandparents and close friends is a
difficult and stressful experience.

You know what is best for you and your family, and what will be
helpful and supportive. Talk to your pregnancy care team if you
want your pregnancy care to include partners, siblings, grandparents,
and friends in appointments, teaching sessions, and discussions
about fears and concerns.

Resources

For an up-to-date list of helpful resources, or to get more
information or support, please go to pailnetwork.ca.
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Silent Birth:
When a Baby Dies After

20 Weeks of Pregnhancy
(Stillbirth)
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To access one of Pregnancy and Infant Loss
Network’s free peer-led support services please
contact us at:

?/ow; 1-888-303-PAIL (7245)

Emmi/ : pailnetwork@sunnybrook.ca

W&/ﬁfé pailnetwork.ca g,)u 6:# :

Your pregnancy care team (doctor, midwife, nurse) W%&W Qa 6 Z 01&5 %
?Zo-w: | Q@ W&e/é 6 ?f‘?ﬂbﬂ"%

Public Health or Community Health Centre

Please contact the health department in
your community. / g%/%z #)
Dhove

Your spiritual care provider, clergy, community
leaders, or elder

Phone:

Mental Health Support Team

Phone:

Local Crisis Helpline

Phone





We are an organization of peers supporting families who have
suffered pregnancy and infant loss. We achieve this through
education and peer, online, and telephone support.

PAIL Network is able to offer its services to bereaved families and
healthcare professionals with the support of the Ministry of Health
and Long-Term Care, generous donors, and dedicated volunteers.
To learn more about our support services or to make a donation,
please visit us at pailnetwork.ca.

PAIL recognizes and supports that families have the right to define
themselves and that not all families conform to cisnormative and
heteronormative ways of being. PAIL is committed to supporting
the diverse needs of all families, including those from 2SLGBTQ
communities.

Please Note
While this publication is intended to offer useful information, it is not
intended to replace professional health and medical care or advice.

Throughout this booklet, gendered language is sometimes used in
explanations (i.e. vaginal bleeding) or to reference existing research
or knowledge. PAIL Network recognizes and supports that people
have the right to identify the terminology they would prefer to use
in reference to their body and that some medical terms and words
incorrectly assume or assign gender. We hope this booklet is useful

to all childbearing individuals, and inclusive of their gender identity or

expression.
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PAIL Network would like to thank Women’s College Hospital
for their permission to reprint “The Rights of the Baby”
and “The Rights of the Parents.”

PAIL Network would like to thank the families who
supported the writing of this booklet to ensure it
was reflective of their experiences.

Dedcition

This booklet is dedicated to the memory of the babies
whose lives were short, but important, and to the
families who love and miss them every day.
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We are deeply sorry that you have experienced the death of your
baby. Bereaved parents and healthcare professionals created this
booklet to guide you through what to expect when experiencing a
stillbirth, which is defined in Canada as the birth of a baby who is
born without any signs of life at or after 20 weeks of pregnancy or
weighing more than 500 grams at birth. The baby may have died
during pregnancy (called intrauterine death), labour, or the birthing
process. This will be a very difficult time in your life, and we want
you to know that there is help and you are not alone.

You may have many questions about what to do following your loss.
Reading this booklet can answer some of the questions you may
have at this time. Some people will be given this booklet while they
are waiting to have their baby, while others will be given it after their
baby has died and are going home from giving birth, or sometimes
much later. Because of this, you may find that all sections of the
booklet are not relevant to you or helpful. Please read through this
booklet in whatever way is useful for you.

This booklet is intended as an overview of physical and emotional
experiences that may occur after the death of your baby. We hope
the information in this booklet will help you better understand still-
birth and ways to find the support you may need.
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Many parents feel overwhelming and complicated emotions
following a stillbirth, including shock, sadness, shame, guilt,
anger, and self-blame. If you feel these things, you are not
alone.

After a stillbirth, many families wonder if there is something that
they did to cause the stillbirth or something they did to cause the
baby to be sick. Families may think “if only | did...” or “if only |
didn’t do...” or “if only | had gotten checked sooner”. If you feel
or think these things, you are not alone.

Most stillbirths happen for complex, complicated, sudden, or
unknown reasons. At other times, stillbirths are because of a
difficult choice that families must make. No matter the reason,
it never helps to blame yourself.

You will have special needs during this time and deserve a care
team that is kind, helpful, and supportive. There may be many
care options offered to you and your family and you should
choose what is best for you. We will talk about these options
further below.

In Canada, care providers and families have certain legal
requirements when a baby is stillborn. We will talk more about
these requirements below.

People experience the death of a baby differently, and there are
no right or wrong ways to feel during this time.

Intense grief is a natural response to the death of a baby.

The impact of a stillbirth stays with a family forever. Although the
supports you need will likely change over time, you may find that
for the rest of your life you have times where your grief is more
significant and times where your grief feels very manageable.
This is normal.
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Stillbirth

In Canada, the birth of a baby who is born without any signs of life
at or after 20 weeks of pregnancy or weighing more than 500 grams
at birth. The baby may have died during pregnancy (called intrauter-
ine death), labour, or the birthing process.

Intra-Uterine Death, or IUD
When the baby has died in the uterus (womb) after you have
reached your 20th week of pregnancy.

Neonatal Death
The death of a baby within the first 28 days of their life.

Infant Death
The death of a baby within the first year of life.

Perinatal Death

Includes stillbirths and deaths in the first week of life. The perinatal
period starts at 22 completed weeks (154 days) of gestation and
ends at seven completed days after birth.

Perinatal Hospice

Perinatal hospice and palliative care is a model of support that
families may choose when they know their baby may die before or
shortly after birth. This specialized support is provided from the time
of diagnosis through the baby’s birth and death.

Miscarriage
The early delivery of a baby (embryo or fetus) or loss of a pregnancy
prior to 20 weeks gestation.

Embryo and Fetus

These are the early developmental stages of a baby and the medical
terms frequently used. The early cluster of cells that grows from a
fertilized egg is known as the embryo. The embryo will continue to
grow until it is called a fetus from 12 weeks until birth. In this book-
let, we will use ‘baby’ to refer to both an embryo and a fetus.

Uterus

Commonly known as the womb, the uterus is a reproductive organ
in the pelvic region. In most cases, this is where a pregnancy devel-
ops and a baby grows.

Cervix

Narrow, neck-like tissue that forms the lower part of the uterus. The
cervix connects the vagina (birth canal) to the uterus, and opens to
allow passage between the two.

Dilation and Curettage (D&C)

A short surgical procedure where the cervix is opened (dilated) and
tissues from the pregnancy (i.e. placenta) are removed from the
uterus. This is done by removing (scraping or suctioning) the uterine
lining. You may be ‘put to sleep’ (have general anaesthetic) for this
procedure, or have another form of pain relief (i.e. spinal anaesthe-
sia). The D&C is done in a hospital operating room.

Induction of Labour

The process of helping a person to start labour. This may be done
by giving medications to help the uterus tighten or contract (con-
tractions) or to make the cervix soft and open. It may also be done
with procedures, such as using the balloon of a catheter to help the
cervix open.

Foley Catheter

A thin, flexible, sterile tube that is often placed in the bladder to

drain urine. Sometimes foley catheters are used to induce labour.
They are placed through the cervix and a small balloon at the end is
inflated with liquid (sterile water or saline). This balloon places pres-
sure on the cervix, causing it to slowly open. Sometimes, people will
have a foley catheter and medication together to induce labour.

Epidural (for labour pain)

Drugs used to reduce or remove pain are passed through a tiny,
flexible tube into the small of your back. An epidural numbs only
certain areas (for example, the ones that hurt during labour), so not
all of your body is affected. Epidurals are started by specialty doc-
tors (called anesthesiologists) and monitored by your healthcare
team.





(Whitis o SUbAR and
(it Coses FY





W%ﬂ'é s a W%# ww/
Wit Cowses T7

Although there are different definitions of stillbirth around the world,
in Canada, stillbirth is defined as the birth of a baby who is born
without any signs of life at or after 20 weeks of pregnancy or weigh-
ing more than 500 grams at birth. The baby may have died during
pregnancy (called intrauterine death), labour, or the birthing process
(just before they are born).

The World Health Organization reports that worldwide, there are
approximately 2.6 million stillbirths each year. Many experts suggest
the number is even higher. Most of these deaths (98%) occur in de-
veloping countries. In Canada, approximately 9 babies are stillboorn
every day. That’s one baby, one family, every 2.5 hours. Stillbirths
are almost 10 times more common than Sudden Unexplained Infant
Death (SUID or SIDS).

Stillbirths are a very sad and shocking end to some pregnancies.
You may wonder why it happened or blame yourself. While we
know there are some risk factors that place people at a higher risk
of experiencing a stillbirth, a stillbirth can happen to anyone and can
happen even in a pregnancy that has been going well or where there
are no other risk factors. In fact, the majority of stillbirths happen in
otherwise healthy, low-risk pregnancies.

In many cases, no one knows what causes the stillbirth.
Sometimes, a cause is found.

A stillbirth may be caused by:

A problem with the baby’s health, such as slow growth or
chromosome or genetic problems with the baby

A problem with the pregnant person’s health, such as high
blood pressure, diabetes, or a blood-clotting problem

A problem with the placenta, such as the placenta being too
small or tearing away from the uterus too soon

An infection in the pregnancy

A problem with the umbilical cord where the oxygen is cut
off to the baby

A problem with the uterus or cervix

Early labour (natural or induced) or complications during
labour or when giving birth
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A stillbirth can happen for many different reasons and at different
times, such as during the pregnancy (after 20 weeks gestation),
during labour, or just before birth. Some families will find out that
their baby has died during a routine appointment or ultrasound,
while others will find out after going to the hospital or to a medical
appointment for another reason, such as bleeding or labour.

Some families will have to make a heartbreaking choice about their
baby. Some families will find out their baby has died just before
they gave birth because of an emergency or problem during the
labour or birth.

No matter the timing, finding out your baby has died or will die is a
terrible, shocking, and tragic event. What happens next depends
on the circumstances of your baby’s death and your pregnancy,
where you live, and what choices you make with your family and

healthcare team.
Mﬁt ng Dw'giom;

Unless their baby dies just before birth, many families say that the
time right after they learn their baby has died is especially difficult
because they are asked to start to make decisions about how and
when their baby will be born. If you are alone, you may find it helpful
to have a care provider call your partner(s) or your support people
S0 they can be with you, listen to the information being provided,
and ask questions.

Although it will be difficult, it is important to remember that you can
ask as many questions as you would like and ask for information to
be repeated to you and your family. Some families find it helpful to
have information written down for them, so they will have a chance
to review the information before they make decisions about their
baby.
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If your baby dies before you are in the hospital, you will likely have
a discussion with your care team about when and where you will
give birth. For most families, the hospital will be where they will go.
Many families say that they are scared or anxious and that being
admitted to the hospital for medical care can be quite scary as you
face many unknowns. If you feel this way, you are not alone.

Where you are admitted and the staff that will care for you depends
on the community in which you live. For example, it may be emer-
gency room staff, maternity staff, surgical floor staff, or a combina-
tion of many different people and care teams. Sometimes, families
will have to wait for a little while to be seen or have to return to wait
at home or in the community until there is an opening at the hospital
for them on the floor where they will give birth. Because the hospital
and staff will have to wait until it is time to admit you, which may de-
pend on having the right staff or physical space/room, this can take
several days or even longer.

Waiting at home or in a hotel while knowing your baby has died

may be especially distressing for families, who feel that they have
been forgotten or that they and their baby are not important to the
healthcare team. Many families simply want to hurry up the process.
During this time, many families are upset, scared, angry, and con-
fused. If you are feeling this way, you are not alone.

You may find it helpful to:

e Talk to a professional, such as a social worker, nurse, or doctor
about taking time off work. Sometimes they can assist you with
documentation that you need for your workplace (or your
partner’s workplace).

e Ask for a contact person at the hospital or for someone from the
hospital to give you updates about the timing of your admission

e Ask a close friend or family member to stay with you or check
in with you regularly

e Ask for help with making meals, pet or child care, or giving
updates to friends and family members

17





140{7%'551'0"/ ‘KZ ﬁ& ﬁ[asriﬁ/

Although every hospital will have its own policies and procedures, once
admitted to the hospital you will be cared for by a variety of healthcare
professionals. They will be able to explain the process and answer any
questions you may have, while also providing the support and resourc-
es needed to help you and your family cope during this time. You may
find it helpful to have a family member or friend with you at this time, to
help to listen to what is being said and to ask questions for you. Re-
member you can ask for information and explanations more than once.

Once admitted to hospital you may request:

e To be admitted to a private room or area

e To have a symbol of loss — such as a butterfly — placed on the
outside of your door. This is so that all staff entering your room
know about your stillbirth.

e To be introduced to your primary healthcare team (doctor, midwife,
nurse, anesthetist, social worker, spiritual care provider, etc.) and
to have time to ask questions

e o be given the opportunity to identify support person(s) or comfort
measures (including a birth plan) to help you cope during the time
leading up to, during, and after delivery

e To discuss how you wish to give birth to your baby and the pros
and cons of vaginal or caesarean birth

e o have the process of labour, induction of labour, and what to
expect after delivery explained to you

e To be given options for pain management

e o discuss the plan after delivery, including follow-up and
supports in your home community
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Some families will know that their baby may not survive the birthing
process, or if they do, they will only live for a short time. When this is
known in advance, sometimes these families will want and be able to
choose perinatal hospice. Perinatal hospice, and neonatal or infant
death, is not covered in this booklet. For more information, please go
to pailnetwork.ca.
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Many families experiencing a loss cannot imagine going through the
pain of a full labour and giving birth to their baby and will request a
caesarean section (c-section) right away. Sometimes this is because
of shock, fear, anger, or distress. Your healthcare team will discuss
this with you, including the current and future risks and concerns of a
surgery with you. Most care providers will encourage avoiding a major
surgery if possible.

How you have your baby is a decision that you and your healthcare
team will make together. It may help you to know that if you immedi-
ately feel like you want a c-section, you are not alone in feeling this way.
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If your baby has died before labour has started, labour may need to be
induced to enable your body to deliver the baby and placenta.

This means that you may be given medication to help your body go i
nto labour or have other help. Before you are given medication or other
procedures, your healthcare team will speak to you about the process,
such as helping to make your cervix ready for labour. Your healthcare
team will be able to talk with you about the best options for your
specific circumstances and explain the process to you in more detail.

Many families say that they are in shock when they first learn their baby
has died, and have a hard time remembering exactly what was said to
them right after. Remember you can ask as many questions as you
would like, and ask for details or explanations more than once.
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[t may take several days, or longer, for your healthcare provider to
schedule the induction of labour. You may also choose to discuss the
possibility and safety of waiting for labour to happen naturally. While the
wait may be very difficult emotionally, it can also allow time for you to:

e Think about what will be important to you during and after the birth,
including how you may want to involve other family members
(children, grandparents, etc.)

Arrange for family members or loved ones to be with you

e Arrange for a photographer to be brought in to create special
memories

e Consider what special services or other ceremonies you would like
performed

e Ask questions
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Before beginning an induction, your healthcare provider will check your
cervix for dilation (opening). They will do this by using their fingers to
feel your cervix, by doing a vaginal exam. If your cervix has not yet
started to dilate, you will require medication or medical techniques to
help this happen. There are a number of ways this can be done de-
pending on the facility you are in.

Medical management may include using medications. If you are given
medication, it may be placed in your vagina (close to the cervix) or
given through an intravenous (IV) line, or both. You may also hear from
your care team that you need other help to go into labour. For ex-
ample, your care team may talk to you about helping your body to be
ready for labour by using a foley catheter (balloon) to open your cervix.

The goal of these interventions is to cause softening of your cervix and
cramping (from your uterus) so that your cervix starts to open and you
start to labour (have regular contractions). Regular contractions that
help your cervix to open is often called ‘active labour’. If the meth-

ods used above do not bring you to ‘active labour’, your care team

will discuss next steps with you. Some people may also be offered

to have their ‘water broken’ (membranes ruptured artificially). This is
done using a special tool to make a small hole in the sac of fluid around
the baby. Often this helps to make contractions stronger and closer
together.
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While the medications we discussed above often work very well, in
some cases labour doesn’t happen or the medications don’t give
strong and regular enough contractions to open your cervix and help
the baby move down into the pelvis. If these approaches don’t result
in delivery of your baby and the placenta you will be reassessed by the
healthcare team taking care of you. At some point, they may discuss a
ceasarean section (c-section) with you.

Throughout labour, your healthcare team will watch your blood pres-
sure, pulse, and breathing (vital signs) and your labour progress will
be closely monitored (cervix opening, contractions, bleeding). During
this time you may have your support person or people with you. Many
families say that this process is a scary, sad, and tiring time. Ask your
healthcare team any questions you have. Some families find it helpful
to talk with their healthcare team about what to expect throughout the
process and at the time of delivery. Other families do not want to talk
about the process or delivery and rely on the healthcare team to tell
them information when it’s important for them to know. There is no right
or wrong way to approach this time, so please do whatever feels best
for you and your family.
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You will most likely be offered some sort of pain management when you
are in labour. The type of pain management available to you will de-
pend on where you live and what hospital you are receiving care from.
Your healthcare team will be able to discuss this with you in more detail.
They will also be able to talk to you about pain management techniques
that don’t involve medication, such as special positions, massage,
emotional support, movement, and water.

If available, it is very common to be offered or receive an epidural. An
epidural lasts as long as needed and often provides good pain relief.
If you are interested in other options, you could receive pain medica-
tion (narcotics) through your IV or you could be offered a PCA (patient
controlled analgesia) pump. This pump allows you to be in charge or
your own pain relief. It works by having you push a button when you
feel you need pain relief. The pump can stay with you for as long as
it is needed. While you are using the pump, your healthcare team will
watch you closely and talk to you about how you are coping with the
pain. Depending on where you live, you may also be offered laughing
gas (nitrous oxide) to help with the pain.

21
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Your healthcare team will monitor you throughout your labour and help
to assess when it is time for you to begin pushing. This usually hap-
pens when your cervix is all the way open, although sometimes birth
can happen before that, depending on the size of your baby. Some-
times the process of labour and pushing takes a long time, and other
times it is very short or sudden. After your baby is born, you will also
have to pass or birth the placenta. Sometimes the placenta comes out
very quickly, while other times it comes out more slowly. Sometimes,
people need extra help for their placenta to come out (medication,
removal with a healthcare provider’s hand, or surgery).

Cresarean ot

Depending on your own unique medical history and the situation of
your birth, you may need to have a caesarean section. Some families
will have this because of the medical needs of the pregnant person, for
example if they’ve already had a caesarean section before or it's not
safe for them to labour because of bleeding or other issues.

Other times it will be because of a choice a family makes in consultation
with their healthcare team. Sometimes families will have a caesarean
section because of an emergency surrounding the birth, which we will
discuss more below.

It is important to remember that regardless of how you give birth, you
will need care and support from your healthcare team. Your healthcare
team will be able to answer any questions you have, support you in
spending time with your baby, and provide the necessary physical and
medical care needed.
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Sometimes there are emergencies surrounding the death of a baby to
stillbirth.  This may be because a family comes into the hospital with a
pregnancy concern and there is a rush to deliver the baby, but the baby
dies before birth. Sometimes there is a concern or emergency issue
while a person is in labour or when pushing to deliver the baby
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and then there is a big rush to deliver the baby, sometimes by surgery,
but the baby does not survive. At other times, the health of the preg-
nant person is at risk, for example with high blood pressure or severe
bleeding, and the healthcare team must focus on keeping them healthy
and saving their life.

Sometimes, doing this means knowing that the baby may die. Some-
times, the pregnant person is very ill and taken to a specialty unit or
the closest Intensive Care Unit and the other family members are left

to cope with the baby’s death and the fact that their loved one is also
very ill. Coping with an emergency situation or other traumatic events
on top of the death of a baby can be extremely difficult. You may feel
shock, anger, sadness, numbness, or extreme distress. It is normal to
feel these things.Your healthcare team will be able to help you and your
family during this time.

[t may be helpful to remember:

o Often there is no rush to make big decisions, such as funeral ar-
rangements. You can take your time to make some of these plans
until everyone is together.

¢ You will likely need physical care and monitoring, as well as emo-
tional support. Your care team will help you with pain management
and monitor you for safety.

e (Often there is no rush to make decisions about seeing and holding
your baby and making special keepsakes. The healthcare team will
be able to assist you and your family when you are ready.

e |t may help to have a follow-up meeting about what happened,
as you may have a hard time remembering and have questions.
Sometimes families are able to get their questions answered before
they go home, while others will ask for an appointment after to talk
about what happened. You can ask your healthcare team to have
this meeting with you, if it’s not offered.

e How you feel about things and the support you need may change
over time. At first, you may be in shock and just want to go home.
After, you may find that you are really struggling with everything that
happened and wondering what to do. You may have nightmares
or constantly wonder ‘if only’. There is help during this time, but
you or a loved one may need to reach out and ask for it. For many
families, this can be extremely difficult.
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In 1984, a group of healthcare providers and families put together a list
of important considerations for parents and babies, which are below.
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e To see, touch, hold, and nurture their child with no limitation as to
time or frequency
o To be fully informed about the baby, the cause of death, and the
process of legitimizing the death (e.g. the funeral)
To have written and verbal information about:
1) Options available for the burial or funeral
2) Supports available to family members °
3) Necessary legal information (e.g. timing of burial,
birth registration) °
e o receive mementos of their baby (e.g. footprints, picture, °
certificate of life) °
e To acknowledge the life and death of their child, a person in their
family
e To choose any type of burial, cremation, or other funeral service
e To be heard and listened to by caring professionals, without
judgment or prejudice
e To be cared for by staff who are empathetic, caring, and sensitive
to individual responses, behaviour, and choices
e To be treated with respect and dignity
e To have the support of family and/or friends at any time,
if the parent wishes
e To seek religious or cultural support for their choices and to be
treated with cultural and religious sensitivity
e To be aware of the grieving process; to be able to grieve openly
or quietly; and to be informed of, and understand, the feelings
and emotions generated by loss
e To understand their future options regarding autopsy and genetic
counselling
e To be informed about parent support groups
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To receive follow-up supportive care (at the hospital, primary care
practitioner’s office, and/or home) by telephone or by visit

To have the opportunity to evaluate their hospital and community
experience

Adapted from Women'’s College Hospital, Rights of parents at the hospital:
At the time of the baby's death. Toronto: Women's College Hospital, 1984.
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To be acknowledged by name and sex

To be treated with respect and dignity

To be with the grieving family whenever possible

To be recognized as a person who has lived and who has died
To receive mementos of their baby (e.g. footprints, picture,
certificate of life)

To be remembered with specific mementos (footprints,
handprints, pictures, clothes, name band, ultrasound picture)
To be nurtured (bathed, dressed, wrapped)

To be buried or cremated

To be remembered

Women'’s College Hospital, Toronto, 1984 Source: Health Canada, 1999
Family-Centred Maternity and Newborn Care, Pg. 8.7.
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Following the birth of your baby, you will be given the opportunity to
spend time with them if you choose to do so. They are your baby, and
only you should make this decision for yourself. Families make different
choices and it is common for parents to change their mind about what
they want to do. It may help to know that many families are glad that
they spent time with their baby, even when they initially thought that
they did not want to do so. We know that few parents ever regret the
decision to see and hold their baby. What you decide to do is some-
times a complex decision and ultimately up to you. Your care team will
support you and talk through your thoughts and feelings with you.

It is ok to ask your care team to guide you through this time and to
suggest things to you that many families have found meaningful.

Many parents are comforted by contact with their baby, and there is
nothing wrong with wanting to see, hold, and touch them, no matter
how far along in the pregnancy you are. Some parents know what they
would like to do, even before giving birth. Others cannot make that
decision until they have given birth. Some parents decide that they do
not want to see or hold their baby at all. Sometimes, one person does
not want to see or hold their baby, while another person does. What-
ever you decide to do, remember that it is a very personal choice, that
you can always change your mind, and that your healthcare team will
support you.

If you decide to see or hold your baby, you may decide to hold your
baby right after birth, or you may wish to wait a bit before making a
decision. Sometimes, parents are scared about how the baby will look
or about how they will feel. Some parents are worried that they will be
traumatized by seeing their baby. In some families, cultural traditions or
spiritual beliefs guide whether or not they will see, hold, or name their
baby. Talk to your healthcare team about the options that are right for
you. Your healthcare team will be able to support you and your family
to arrange for care that respects your wishes, traditions, and preferenc-
es.
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When making your decision, you may find it helpful to:

e Talk ahead of time about the delivery. Your healthcare team can
give you some guidance about what to expect. You may decide to
see how things go, and to change your mind depending on how
you are feeling. For example, if you are in pain or feeling nauseous,
you may ask the healthcare team to keep your baby in a safe place
until you are ready to see or hold them. Or, you may ask the health-
care team to describe your baby to you first before you decide if
you would like to see or hold them right away. Remember, you can
change your mind at any time.

e Ask your healthcare team to take your baby at birth and keep
them in a safe place until you are ready to see or hold them. Some
families request that their baby is kept in the room with them, while
others are ok for their baby to leave the room with a healthcare
provider until they ask to have them in the room. Others would like
to have their healthcare team describe their baby before they see
them, to help them prepare.

e (Choose to hold your baby but not see them. Your healthcare team
can help you with this. They may place your baby in a warm blanket
and wrap them gently, so that you can hold them and spend time
with them but not see them.

e Ask your healthcare team to describe your baby to you

e |[f possible, ask your healthcare team to give your baby a bath
before you see them

e Remember that there is no rush. Take as much time as you need.
You can also change your mind at any time.
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Your healthcare team can also assist with collecting special items that
will honour and remind you of your baby. Some of these items may
include:

Photographs (pictures)

Your baby’s footprints and/or handprints

Your baby’s identification bracelet

Information about your baby’s birth

A bassinet card

A blessing, baptismal, or other ceremonial certificate
A tape measure to show the size of your baby
A lock of your baby’s hair

Cord clamp

Your baby’s clothing, hat, or blanket

Hand and foot molds

Placenta imprint

Other mementos you may wish to add to your baby’s memories pack-
age include:

Poems and notes you may collect or write to or about your baby
An ultrasound picture

A certificate of life

Certificate of death or stillbirth

Cards

If you are unsure about whether you want to take the items home with
you, talk with your care provider before you leave the hospital. It may
be possible for your mementos to be kept at the hospital until you are
ready to bring them home. Many families who do not initially take them
come back for them, sometimes many years later.
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You and your family will be encouraged to participate as much as you
wish in the care of your baby after birth. This care may include bathing,
dressing, and bundling your baby in a blanket. Your healthcare provider
will be available to assist, or if you prefer, your healthcare provider can
perform this care alone or with someone you would like to be a part of
this care. Talk to your healthcare team about what will work best for
you and your family.
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You may choose to have other people, such as siblings, grandparents,
special friends, or community members come to see, hold, and meet
the baby. Some families will want to keep cultural traditions or have a
special ceremony together, such as a baptism, cedar bath, or reading.
This may be done in your hospital room, in a nearby room, or in the
hospital’s spiritual care space. Depending on the type of ceremony,

it can take place now, or in the future when you are ready. Your care
team will help to support you through these decisions and can help to
make arrangements with the hospital, spiritual care providers, funeral
home, and your community leaders.

There may be cultural, spiritual, or other traditions surrounding the nam-
ing of your baby. Deciding to name your baby may be a difficult deci-
sion, but many parents find this meaningful when their personal wishes
and cultural traditions allow for it.
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Your baby may stay with you as long as you choose. Once your baby
has been taken to the hospital morgue, it is generally possible to have
your baby brought back to you to see and hold. Talk to your care team
about this process, as it will vary depending on where you live and give
birth. Once your baby has been taken to a funeral home, they will also

be able to assist you with seeing your baby and spending time with
them again.
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After a stillbirth, many families want to know why it happened. Your
healthcare team will likely ask you about doing some investigations or
tests to try to determine the cause of your baby’s death. These inves-
tigations or tests may include blood tests collected from the birthing
parent, examination of the placenta, and blood or tissues from the baby
being sent for chromosomal analysis.

You may also be offered an autopsy. An autopsy involves an examina-
tion of the baby’s internal organs and may sometimes identify reasons
why the baby died. During the autopsy, the baby is treated with respect
and dignity. Depending on where you live and give birth, your baby may
need to be transported to another hospital that has the needed staff
required for these tests and investigations. Your healthcare team will be
able to answer your questions about these processes.

Sometimes, families are too shocked to think about this process at the
time of their baby’s death. Sometimes, they are worried about what will
happen to the baby (i.e. during the autopsy) or worried that the tests will
delay important ceremonies or traditions (i.e. burial). Sometimes they
worry they will not be able to see their baby again after the tests. Many
parents find this overwhelming to think about at a very difficult time. If
you feel this way, you are not alone.

However, sometimes some very important information can be gathered
from the investigations, such as why the stillbirth happened and what
risks a person may have in a future pregnancy. Your healthcare team
will discuss the different options available and help you choose a plan
that is best for you, your baby, and your family. Remember you can ask
as many questions as you wish.

[t may help to know that some families will choose some investigations,
such as examining the placenta and blood work, but not others, such
as an autopsy of their baby. It may also be helpful to know that there
are different types of autopsy procedures, such as partial or limited
autopsies, where you can choose what procedures are performed.

A limited autopsy allows for an examination of the outside of the baby,
x-rays, and testing of the baby’s chromosomes, if that is needed. Your
healthcare team will be able to explain what is available to you in your
community.
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In many cases, the investigations will help to rule out certain causes,
such as infection or a small placenta, but an exact cause will never be
identified. Sometimes, even if the tests or investigations are done, no
reason for your baby’s death will be found. It can be very difficult to not
know “why” a stillbirth has happened. It is important to remember that it
is never helpful to blame a parent for a stillbirth.
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If you decide to have an autopsy or investigation, talk with your health-
care team about who will follow-up with you about the results and
how long they will take to come back. Sometimes, results can take up
to 6 months or even longer. You may wish to request that the results
are sent to your primary care provider (doctor or nurse practitioner) so
you can follow-up with them in their office. You may also ask to book
a follow-up appointment with the doctor who discussed the autopsy
with you or with your pregnancy care provider (doctor or midwife). If you
live far away from where you received care, you can ask if the health-
care provider is willing to speak to you about your test results over the
phone, or if you can have the test results with explanations mailed to
your home. You may also be able to make an appointment with your
local nursing station or healthcare team to discuss the results.

Your healthcare team will be able to help you decide who will best be
able to follow-up with you once the results are back. Even if the results
come back and no answers or reason for the stillbirth are found, you
can use the appointment to discuss how you are feeling (physically and
emotionally) and whether there are any more supports that you need.

You may also wish to speak to the healthcare team if you plan to keep
the placenta for burial, cremation, or other special ceremonies or tra-
ditions. This will ensure that the lab or hospital team knows to return
everything after they are finished with their investigations.
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Your healthcare provider will discuss with you when burial or crema-
tion is required by law. In Ontario, this is after 20 weeks of pregnancy.
Some parents may find comfort in making these arrangements, while
others will initially be overwhelmed or horrified. Parents may take a few
hours or several days to make decisions about burial or cremation be-
fore requesting assistance from a funeral home and/or cemetery. Some
families find it helpful to have a close friend or family member assist in
making these arrangements.

The cost of burial or cremation varies by community and by company
or funeral home. Depending on where you live, you may have several
options and find it useful to call around to see if there are major price
differences. Some funeral homes offer reduced fees for the cremation
and/or burial of babies. If you have a burial, you will likely need to pay
for a cemetery site and the opening and closing of the grave. The cost
of these services varies by community. For more information, please
visit pailnetwork.ca.

How Does my Baby Reach the Funeral Home?

Funeral homes will offer to come to the hospital to bring your baby to
the funeral home. There may be a cost associated with this. If you live
far away from the hospital, there may already be a process in place
for bringing your baby back to your home community. Your healthcare
team should be able to assist you with information.

It is also within your rights to bring the baby yourself from the hospital
to the funeral home. Some families will choose to take their baby home
first, or to a special location, before making plans to get the baby to the
funeral home. You may be required to sign a hospital release form if
you choose to transport your baby. If this is something you wish to do,
talk to your healthcare team.

For families who will return home before any investigations or tests are
completed, talk to the hospital to make sure the correct process is

in place to have your baby and placenta brought back to you or your
community. This is especially important for families who live far away
from where they gave birth or the investigations or tests are completed.
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The healthcare institution where you are receiving care should provide
you with burial and transportation guidelines.

Is a Funeral Service or Tradition Necessary?

For many families a funeral, service, ceremony, or traditional event or
practice is a way of remembering and honouring the life and death of
their baby. However, unlike burial or cremation, a traditional funeral ser-
vice or event is not required by law. Some families will choose to have
a service, celebration of life, ceremony, or other culturally or spiritually
meaningful event, while others will not. Sometimes, families will choose
to honour their baby in many ways, such as by writing a poem, lighting
a candle, planting a tree, having a community sweat lodge, observing a
time of mourning, having a funeral or special service such as a Mizu-
ko-Kuya, or organizing or joining a memorial event.

For families who give birth away from their home community, this pro-
cess may be more difficult because hospital staff may not know about
supports in your home community, you may have to wait until your
baby is returned home, costs may be a challenge, or people may not
even know that you had your baby and that your baby died. When this
happens, sometimes families choose to have a friend, family member,
trusted local health or community worker, or elder assist with telling
people and planning a funeral service or tradition.

Who Can Help with Arrangements?

The hospital social worker, spiritual care provider, your healthcare team,
or your own spiritual, religious, or community leaders can offer informa-
tion and assistance with burial or cremation. You, or a family member
or friend, can directly contact a funeral home of your choice.

Similar to burial or cremation fees, the funeral director will explain your
options, including costs, and will help to make the arrangements that
you seek. With some religious faiths or because of personal choice,
this planning and the arrangements may take place at a religious centre
or in a private residence, rather than at the funeral home.
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After giving birth, your body will gradually return to a non-pregnant
state. You will probably still have bleeding from your vagina, similar to
a heavy menstrual period for the first few days, and this will slow down
over the next several weeks. It is normal to have some small or
infrequent bleeding after this, but you shouldn’t have very heavy
bleeding after about 2 to 3 weeks.

During this time, it is important that you prevent infection by following
the guidelines below:

Only use sanitary pads while you are bleeding
Do not use tampons

Change sanitary pads frequently

Do not douche

Too Much Bleeding is an Emergency

Consult your healthcare provider or go to the closest emergency

department or nursing station if any of the following occur:

e Vaginal bleeding filling one pad an hour (heavier than soaking
one pad per hour)

e Vaginal bleeding that does not stop or decrease (slow down)
by 2-3 weeks

e Vaginal bleeding or discharge that smells bad or that has large clots
(bigger than a plum)

e Severe pain in your abdomen

e Chills or a fever over 38.5°C (101.3°F)

Menstruation

Many people will get a menstrual period in about 4 - 6 weeks after their
loss. Talk to your healthcare provider if this doesn’t happen, or if you
have any other concerns. Many families say that the first period after

a stillbirth is difficult emotionally, because it is another reminder of the
loss. If you find yourself feeling this way, know that you are not alone.
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It is possible to become pregnant after a stillbirth, even before your
menstrual period has returned. If you do not want to get pregnant
during this time and could get pregnant from sexual intercourse,
healthcare providers recommend using birth control methods, such as
condoms. Talk to your healthcare team about the option that is best for
you.

Milk Production

After the stillbirth, your body will likely start to produce milk. Many
people find milk production very sad, cruel, shocking, and distressing,
as this is another reminder of your baby that died. Many families
describe feeling anger towards their body or the situation, or deep
distress that their body is making food for a baby that isn’t there.
Some families feel pride when they produce milk. Many families feel a
combination of things. If you feel this way, you are not alone.

After your baby is born, you have several options, and what you decide
to do will depend on many factors. Talk to your healthcare team if you
have questions.

What To Do: Stopping Milk Production

Many families will decide to stop milk production after their baby is
born. The major influence on milk supply is how fully and often the
breasts/chest tissues are emptied. When stopping milk production, the
goal is to allow the breasts/chest tissue to remain as full as possible
while avoiding unrelenting or severe engorgement (filling of the breast/
chest tissue).

To alleviate discomfort you may find it helps to:

e |f your breasts/chest tissues become firm, gently hand express
your milk (gently massage and squeeze your with your hand to
remove drops or teaspoons for comfort only) or pump to remove a
small amount of milk for comfort. Doing this simply for comfort will
not increase milk production, and it will help you avoid blockages
and infection (called ‘mastitis’). Immediately after hand expressing/
pumping apply cold compresses (described below). Apply cold
compresses or a bag of frozen vegetables for 15 minutes. Repeat
as necessary every 2-3 hours. To avoid damage, it is important not
to apply the frozen items directly to your skin (wrap in a wet tea
towel or cloth first). Do not use heat, as this can increase breast/
chest tissue swelling and increase your chances of an infection
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e |f safe to do so, depending on your medical background, take pain
medication such as ibuprofen or acetaminophen as needed. Both
of these medications may be purchased over-the-counter. Talk to
your healthcare team to see if these medications are right for you.
If you take the medications, follow the instructions on the bottle or
from your healthcare team.

e For comfort, wear a comfortable (not tight) fitting bra or top that
does not have an underwire. Bras or tops that are too tight may
cause problems such as blocked milk ducts or mastitis (infection).
Wear what you find most comfortable.

There is no exact timeline for how long your body will continue to make
milk, but this time typically ranges from a few days to a few weeks. If
you have any concerns or think you may have an infection, please con-
tact your primary care provider (doctor, midwife, or nurse practitioner).
You may also wish to call a local ‘breastfeeding’ clinic or your local
Public Health department (explain why you are calling and ask to speak
with a public health nurse). Some hospitals will have clinics with lacta-
tion consultants, nurses, or other healthcare providers that will be able
to assist you as well.

What to Do: Continuing Milk Production and Donating Your Milk

Some parents may decide to maintain their milk supply as a way to stay
connected to their baby or role as a parent. While some parents may
do this for a short time, others may choose to do so for longer.

Some people will wish to explore pumping their milk and donating it to
a Human Milk Bank to assist another baby in need. In order to become
a donor, there is a screening process which typically involves an intake
phone interview or questionnaire, blood tests, and a health history

form for your primary care provider to complete. To begin this process,
please speak to a lactation consultant or member of your healthcare
team, or visit the Human Milk Banking Association of North America’s
website at www.hmbana.org to find a Human Milk Bank near you. In
Ontario, there is one milk bank, based in Toronto. They accept dona-
tions from all around the province.

Some parents have also found other options meaningful, such as sav-
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ing and storing frozen milk in the home or having a piece of jewelry or
other type of keepsake made by companies that specialize in this type
of service.

Follow-up After Your Stillbirth

You will most likely be offered a follow-up appointment (sometimes
called a postpartum appointment) with a healthcare provider after the
stillbirth.  This appointment is usually around 6 weeks after you give
birth, but may be earlier if you need closer monitoring (blood pressure
check, heavy bleeding, etc.).

The person who you will see for your appointment will vary, depending
on where you gave birth and where you live. Sometimes families will
want to have follow-up with their primary care provider (doctor or nurse
practitioner). Others will have follow-up with the care team that cared
for them in pregnancy or for their birth, for example an obstetrician,
midwife, or family doctor.

Some families will have both, depending on where they live.
At your follow-up appointment(s), you may be asked about or want to
talk about:

How you are doing physically (bleeding, pain)

How you are doing emotionally (feelings, thoughts)

Contraceptive options

Stopping or starting medications (prenatal vitamins,

thyroid medications, etc.)

Ideas for support in your community

e Follow-up (Do you need another appointment? When will you talk
about test or blood work results? Autopsy or pathology results?
Do you need any further investigations? When?)

e Paperwork needed for time off work, For more information on the
available options, please visit pailnetwork.ca.

e Considerations for your next pregnancy (if you would like more

information, please see Appendix One — Facing the Future at the

end of this booklet)
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Grief and Loss: A Lifelong Journey

Many families describe forming an attachment to their baby long before
the baby is born. As a parent, your hopes and dreams for your little one
likely began when you found out you were pregnant, or maybe even
before that, such as when you decided to start trying to conceive.
When a baby dies, families often grieve the loss of their baby and the
future they imagined. Grief is a normal, healthy, healing, and loving
response to the loss of a loved one.

After your baby dies, you may feel deep physical and emotional pain
that does not ever go away. We are sorry this has happened to you.

Grief is a natural response to loss and deeply personal, which means
that everybody grieves differently. Some people move through it more
easily, while others are deeply affected. After your baby dies, there is no
right or wrong way to feel or grieve. Many families say that even if the
pain changes over time, it may become stronger again at certain times,
for example when you get your next period, on your due date or baby’s
birthday, or when seeing another pregnant person, healthy baby, or
family with children.

The following may be experienced after a stillbirth:

Crying and sadness
e Temporary impairment of day-to-day functioning, which means you
don’t feel like yourself or feel like doing the things you normally do
or enjoy
Avoidance of (staying away from) social activities
Intrusive thoughts, including feelings of guilt and shame
Feelings of yearning, numbness, shock, or anger
Feelings of isolation or of being alone
Feelings of anger, sadness, or confusion about your personal cul-
tural, spiritual, religious, or philosophical beliefs
e Aloss of the feeling of being in control or belief that there is ‘good’
in the world

We know the time right after a baby’s death can be very challenging for
families. You are not alone in feeling or thinking these things.
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After a stillbirth, many families experience feelings of sadness, shock,
anger, and guilt. Sometimes these feelings are connected to a certain
event, such as when you are thinking about the baby, when you return
to work, when your body leaks milk, on your due date, on your baby’s
birthday, or at the start of each school year. Sometimes these feelings

seemingly come out of nowhere and surprise you when you least ex-
pect it.

Many people feel guilty about their baby’s death and constantly wonder
‘if only’. Some people think a lot about what they could or should have
done differently, even if they are told by healthcare providers that it was
not their fault. Some people are angry that other people have ‘easy’
pregnancies or very sad when they know that it was the last time they
could ‘try’ for a baby. Other people feel ‘numb’ after their stillbirth. If you
feel or think these things, you are not alone.

We know that far too often, families feel isolated and misunderstood by
family members, friends, co-workers, and care providers. You deserve
to have the support you need. If you need more support, talk to a
trusted person, including your care provider. You might also consider
supports from a:

e Social Worker

e Psychologist, Psychotherapist, Psychiatrist, or other Mental Health
Professional

Public Health Nurse or Community Health Nurse

Community or Friendship Centre

Spiritual or Religious Care Provider, Community Leader, or Elder
Lactation Consultant

Doula

Crisis Support Volunteer or Victim Services Volunteer

Peer support organization such as PAIL Network. You can self-refer
by filling out the intake form at pailnetwork.ca
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After a stillbirth, it is normal for people to have thoughts and feel-

ings that range from sad and angry to shocked and numb. Many of
these thoughts and feelings come from grief, which is very common

for families who have experienced a pregnancy loss. Grief is not an
illness. Sometimes, certain thoughts and feelings can be a sign of
mental health problems such as anxiety or depression. Having anxiety
or depression means more than having a bad day or a scary thought.
Anxiety and depression can happen to anyone. There is some evidence
that the risk for anxiety or depression is higher for people who have
experienced a stillbirth.

Diagnosing and treating anxiety and depression is very important, but
some things make it harder for families to get the supports and treat-
ment they need. Sometimes feeling sad, negative, angry, or anxious is
so difficult that people are not comfortable talking about it. It may be
hard for people to believe that someone will understand how they feel.
Often people feel ashamed that they are having these thoughts or feel-
ings or are worried that people will think they are a bad or weak person.
Some people are worried about being forced to take medication. Some
people might not even notice how they are feeling and a loved one may
be the person concerned. Maybe you did try to talk to someone about
it, but they didn’t listen or you felt embarrassed.

Many of the thoughts and feelings associated with stillbirth or grief are
the same as the thoughts and feelings associated with anxiety and de-
pression, making it hard at times for care providers to determine what is
happening or to tell them apart.
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Talking to your family and care team about mental health is important.
Signs of anxiety or depression may include:

Low mood or extreme sadness

Significant or persistent feelings of worthlessness or hopelessness
Feeling guilty, inadequate, anxious, or panicked

Drug or alcohol abuse or a big increase in use

Changes in how you function every day — not eating, bathing,
getting out of bed

Problems with sleeping

e Difficulty concentrating

Thoughts of hurting yourself or others

If you have a personal or family history of mental iliness, let your care
provider know. If you are worried about your thoughts or feelings or
want more support, let your care provider know. Book an appointment
with your primary care provider (doctor, midwife, or nurse practitioner).
At the appointment, tell your care provider that you would like to talk
about your mood, or take the opportunity to talk about your mood
when asked “how are you feeling?”

[t is important to tell your pregnancy care team if you are feeling over-
whelmed, finding it difficult to cope, or if you are having thoughts of
harming yourself or others. Your care provider will be able to provide
screening, follow-up, referrals, and supports for you and your family if
necessary.

Some families also find it helpful to:

e Reach out for support if you need it. Talk to a close friend or family
member. Join a support group. Connect with an elder or a com-
munity or religious leader. Talk to a mental health professional.

e Connect with their local Public Health Department. Many Public
Health Departments will have nurses or trained volunteers that can
help you and tell you about supports in your community.

Talk to other parents who have experienced mental illness

e Talk to a crisis support line or crisis volunteer
Get support from a mental health organization. In Ontario, the Ca-
nadian Mental Health Association has a website with information on
mental health and mental illness and links to support. The Mental
Health Helpline (1-866-531-2600 or mentalhealthhelpline.ca) has
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information about free mental health services in Ontario and links to
mental health service providers and organizations. On their web-
site, you can search for local services.

If you are experiencing thoughts and feelings that put you in immediate
danger, such as thoughts of wanting to hurt or kill yourself, you should
go to your nearest emergency department or call for emergency help
(911). You may also contact a distress centre or crisis line.
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If you have a partner(s), you may find that you each experience grief
differently. This is normal. Because no two people grieve the same way
or at the same time, you may find that there is hurt, anger, or sadness
within your relationship. This especially happens when one partner
thinks the other is not grieving or when one partner thinks the other
does not care about the loss or them.

In some cases, your partner may feel that they are expected to remain
outwardly strong to support you. This can hide feelings of loss and
sadness as your partner tries to cope themself. In some cases, one
partner may be required to keep working or to care for other children
or the home, and they may wish to avoid getting outwardly upset so
they can complete their work and tasks.

Partners may also play an important role in telling the other family
members (including children) what has happened and what will hap-
pen in the immediate future. It is important to discuss with your partner
how you will handle questions from children, family, and friends and to
discuss how they are coping with this often difficult task.

Many partners say that they feel especially alone and isolated, because
friends, family members, and healthcare providers will ask about the
parent who gave birth but not them. This can be especially difficult
when the partner is struggling with their grief and not getting the
support they need.

Many partners say that sexual intimacy after a stillbirth is challenging,
especially if one person is ready and the other is not. Sometimes peo-
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ple feel ashamed of or disappointed in their body. Sometimes physical
symptoms, such as pain, bleeding, or lactation mean that a person
does not feel sexual. Sometimes the sadness or anger means that a
person can’t connect with their partner in an intimate way.

[t is important that partners not blame themselves or each other, and to
remember that you are both grieving the same difficult loss. Although it
may be difficult, it is important to try to be respectful of each other and
where each person is on their grief journey. Talking about your feelings
and differences with each other can be helpful. Some families also find
it helpful to talk with a trusted person, such as a friend, family member,

or professional.
Ohilters (rrief

Many families with other children at home will have questions about
what to do or say during this time. For more information on this topic,
please see Appendix Two at the end of this booklet.
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After experiencing a stillbirth, families may face unique challenges
including:

Lack of Recognition: Families, friends, and healthcare providers may
not acknowledge the loss or may undermine its impact. They may not
understand how you are feeling, know how to help, or know what to
say.

Families may feel deeply hurt or judged or that there’s a ‘time limit’ im-
posed upon them for returning to ‘life as usual’. People may wonder or
even ask you when you will ‘get over it’. Some people may not mention
your baby’s death at all, such as when you return to work, or not under-
stand how it impacts how you feel about other events, such as another
person’s baby shower or children’s birthday parties.

Sometimes families will hear deeply hurtful things, such as:

“You are young, you can always try again.”

“Once you get pregnant again, you will feel better.”

“At least you didn’t know the baby.”

“At least the baby didn’t suffer.”

“Now you have an angel in heaven.”

“What did you do wrong?”

“| told you something was wrong.”

“Try to be grateful for the children you have.”

“They’re in a better place.”

“You chose this...”

“God is protecting you from something bad that would have

happened.”

“It's God’s will” or “Nature knows best”

e “Why aren’t you going to her baby shower?” or “Why won'’t you
come to my child’s birthday party? You're selfish.”

e “You really need to get on with your life.”

e “Why are you always so sad?”
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Complicated Feelings: Families may feel cheated or betrayed. They
may feel a real sense of self-doubt; that they should have known some-
thing was wrong and/or done something to prevent it. They may feel
overwhelming guilt if the stillbirth was because of a medical condition
with the baby or pregnant person and a very difficult decision had to be
made to stop the pregnancy. They may feel anger towards themselves,
their partner, a healthcare provider, or friend. They may also feel sad

or numb or hopeless. Families may feel angry that they did everything
‘right’ and that this still happened, or upset that other people have
‘easy’ pregnancies. It can be very difficult to let go of a “Why me?”
feeling. This feeling is very common for families to have for a long time
after the loss of the baby.

Social Isolation: After a stillbirth, many families say they feel alone and
isolated. There are few, if any, shared memories and therefore parents
may feel they are grieving alone. This may be especially true for fami-
lies who had to travel away from home for pregnancy care, emergency
pregnancy care, or to give birth. Parents may feel anxiety about being
asked (or not being asked) about their pregnancy or baby and therefore
avoid others. They also may avoid being around other pregnancies,
babies, and/or children.

You may also feel alone and isolated because some of your closest
friends, family members, or co-workers have hurt you. Maybe they

said something upsetting to you, or didn’t say anything at all to ac-
knowledge your loss. Maybe in your family, you’re not supposed to talk
about death or sad things or cry openly. Maybe you are feeling misun-
derstood by them a lot. Because of this, you might be avoiding talking
to or spending time with people who used to be a bigger part of your
life. Often, family and friends want to do the right thing, but they may
be unsure of how to help or what to say. If possible, let them know how
you feel and what you need during this time.

Wondering What Could Have Been: Parents grieve their dreamed
upon future, the family they envisioned, and the life that could have
been.

Memorializing Loss: Many families experience that there are few,

if any, rituals for the loss of a pregnancy or baby. Some families will
choose to have a funeral or memorial service or other ceremony, while
others will not. Families may not know how to honour their experience,
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their loss, or their baby. They may feel deeply hurt that some people
don’t attend a ceremony, call to check in, or offer support in other
ways. They may also feel deeply hurt if they feel people feel it is strange
that they are having a ceremony, taking photos, or wanting to talk about
their baby or show their photos.

If you are feeling alone and isolated and you want more support, you
may find it helpful to talk to your care providers about your feelings.
Your care providers may be able to tell you about additional supports

in your area. Some people only share their thoughts with their partner,
best friend, or perhaps through their journal. Many families also find it
helpful to talk to other people who have gone through a pregnancy loss.

PAIL Network provides peer support for families who have experienced

a stillbirth. Whatever you decide, the most important thing is that you
get support and help when you need it.
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You and your family are unique, and what you find helpful and support-
ive might be different than what others find helpful and supportive. Take
what is useful, and leave the rest behind.

Some ideas for support include:

e  Surrounding yourself with people who are kind, loving, and able to
support you and your family

e Talking about your thoughts and feelings with your partner,
family, friends, elder, religious leader, community leader,
or healthcare providers

e Taking a break from regular activities or responsibilities, and accept-
ing help from others when possible. For example, you may want
help with making meals, child or pet care, and housework.

e Honouring your pregnancy or baby in a way that is meaningful to
you: donate to a local charity, do something you enjoy while think-
ing of your baby, attend a memorial event, make a memento box,
write a poem or letter to or about your baby, write in a journal,
name your baby, have a ceremony for your baby, wear a special
piece of jewelry to commemorate your baby, light a candle, or plant
atree

e (Connecting with peers: join a bereavement support group, read
other people’s stories, meet with a friend who will listen to you
as you talk, or talk to families that have had a similar experience.
Talking with others can be validating and comforting.

e Taking time off work, if possible. Your healthcare providers may be
able to assist with documentation that you need. Social workers
often are able to assist families with the necessary paperwork.

For more information on current policies, please visit pailnetwork.ca.

Whatever you decide to do, the most important thing is that you get

support and help when you need it. You are not alone in this journey of
grief and loss. There is help and support.
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For an up-to-date list of helpful resources, or to get support, please
visit to www.pailnetwork.ca.888-303-PAIL (7245) pailnetwork.ca

Append One

Facing the Future: Pregnancy After Stillbirth

You may find that making decisions about future family planning is dif-
ficult at this time. It may take time for you to work through these deci-
sions. You may have already had a discussion with your care providers
about this, for example in the hospital when talking about an autopsy
or at a follow-up appointment when discussing contraception plans or
follow-up tests.

Some families have found it helpful to wait a few months before consid-
ering another pregnancy. Others will want to talk about this right away.
Some won’t want to talk about ever. You may have special consider-
ations to think about, such as timing between pregnancies if you had

a c-section delivery, if you have been advised to wait for blood work
results or other tests, or if you will need to use fertility assistance for
another pregnancy.

If you do want to think about another pregnancy, sometimes thinking
about your medical, emotional, and support needs ahead of time will
help you to choose the best pregnancy care team and discover what
is important for your family in the next pregnancy. You may want to ask
yourself:

e Do | want to do pre-conception planning, which means meeting
with a care provider to discuss considerations in my next pregnan-
cy? These may be medications to take (aspirin, thyroid medica-
tions, progesterone, etc.), blood work to do (to rule out underlying
medical issues that can increase your risk of stillbirth), or other tests
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or health considerations, such as ultrasounds or support to stop
smoking. Depending on where you live, you may be able to meet
with an Obstetrician or Maternal Fetal Medicine Physician (high risk
pregnancy doctor) to talk about this.

e Do | want to do genetic counseling, which means meeting with
experts who will be able to discuss a plan for assessing my risk of
genetic issues in future pregnancies?

e Do | require specialty or ‘high risk’ pregnancy care? This may mean
care from a specialist (obstetrician or maternal fetal medicine phy-
sician) or care at a hospital with advanced screening and support
processes.

e How do | feel about specialty or ‘high risk’ pregnancy care? If it
has been recommended for me, is there anything else | would like
included in my care that will make me feel more supported or com-
fortable? If it has not been recommended to me, am | comfortable
with that?

e Who will be my primary care provider in the next pregnancy? (mid-
wife, family physician, obstetrician, etc.) Do | want the same care
providers? Different care providers? What is available to me where
[ live?

e Do | want to request extra appointments, ultrasounds, and screen-
ing tests? Or would | like to receive ‘routine’ pregnancy care if
possible?

e Do | have any questions for my pregnancy care team about my
past loss? Do | have any questions about how, if at all, that loss will
impact my next pregnancy?

e What supports do | currently have in place? What extra supports
would | like to explore?

e Are there any other medical issues that | would like to discuss with
my care team? For example, a personal or family history of diabetes
or depression.

A pregnancy after a stillbirth, or any type of loss, can be a stressful ex-
perience both physically and mentally. PAIL Network provides support
to families in pregnancies after stillbirth. For example, there is a booklet
for Pregnancy After Loss and peer support available. For more informa-
tion about these supports, please go to www.pailnetwork.ca
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After a baby dies, many parents are concerned about their other
children.

Children’s Grief

PAIL Network has a booklet about children’s grief that discusses some
common fears and questions families have in more detail. The booklet
suggests ways to support children through their own grief, words to
say, and age-appropriate activities. For more information, or to order a
free booklet for your family, please go to pailnetwork.ca.
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For more information, or to find
support for yourself, please go to
pailnetwork.ca or call 1 888 303 7245
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To access one of Pregnancy and Infant Loss
Network’s free peer-led support services please
contact us at:

@%aw; 1-888-303-PAIL (7245)

E«Mm/ : pailnetwork@sunnybrook.ca

W&Zﬁ& pailnetwork.ca

Your pregnancy care team (doctor, midwife, nurse)

Dhone

Public Health or Community Health Centre
Please contact the health department in
your community.

Phone:

Your spiritual care provider, clergy, community
leaders, or elder

Dhone

Mental Health Support Team

Phone:

Local Crisis Helpline

Phone:





We are an organization of peers supporting families who have suffered
pregnancy and infant loss. We achieve this through education and
peer, online, and telephone support. PAIL Network is able to offer its
services to bereaved families and healthcare professionals with the
support of the Ministry of Health and Long-Term Care,

generous donors, and dedicated volunteers.

To learn more about our support services or to make a
donation, please visit us at:

?%aw; 1-888-303-PAIL (7245)

E-wm// : pailnetwork@sunnybrook.ca

Wﬂ//ﬁ&/ pailnetwork.ca

Please Note
While this publication is intended to offer useful information, it is not
intended to replace professional health and medical care or advice.

Throughout this booklet, gender-specific language is sometimes
used in explanations or to reference existing research or knowledge.
We hope this booklet is useful to all childbearing individuals and
their families, regardless of their gender identity or sexual orientation.
Throughout this booklet, specific language is sometimes used in
explanations (i.e. parents versus parent or family member).

We hope this booklet is useful to all families, regardless of their
make-up or membership. PAIL Network recognizes that a ‘family
member’ is whomever an individual identifies as belonging to their
family and that a sibling may have different meanings or definitions
for different families.

You may find that all sections of the booklet are not relevant to you
or helpful. Please read through this booklet in whatever way is useful
for you.
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PAIL Network would like to thank the families who
reviewed this booklet and who shared their experiences
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Ceilidh Eaton Russell, PhD(c), CCLS - Ceilidh Eaton Russell is
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and supporting children and families living with serious illness,
dying, or experiencing the death of a close family member.

We would also like to thank The Dougy Centre for their
generous permission to adapt their Developmental
Grief Responses for use in this booklet.

This booklet is dedicated to the memory
of the babies whose lives were short,
but important, and to the families
who love and miss them every day.





Introduction

What to Expect From This Guide
Words, Meanings and Special Terms
Children’s Grief

Ages 2-4 years

Ages 5-8 years

Ages 8-12 years

Ages 13-18 years old

Common Questions
“Should | tell my child?”
“How will they react?”
“Will my child be able to understand?”
“What should | say?”
Preparing for the Conversation
Starting the Conversation
Specific Language to Use, Clarify, and Avoid

A Note about Spiritual or Religious Beliefs

Addressing the Most Common Concerns: The 5 C’s
Can | Catch it?

Did | Cause it?

Can | Cure it?

Who Will Care For Me?

How Can | Connect?

%&Té) gzyv‘l// 5'“'0( %W

12
15
19
20
21
23

25
26
28
29
31
31
32
35

38

39
40
41
42
43
44





Unexpected Moments

Answering Tough Questions
“How will it come out?”
“Does that mean the baby will be born?”
“Will | die too?” or
“Will [someone else’s] baby die too?”
“Am | still an older sibling?”
“When will you have another baby?”

Asking For, and Accepting Help
Help from Friends, Family and Community Leaders
Help from Professionals
Children: Asking for Help and Helping Themselves
Clarifying Messages

Self-Care: Caring for Yourself
Grief and Loss: A Lifelong Journey

Does Everybody Feel This Way?

Children Born After the Loss

45
49
50
50

51
52
54

55
56
57
58
61

63
64
65

67










Tlrodaction.

(it U Eapect From This Gide

Bereaved parents and professionals created this booklet to guide
you as you support children through a pregnancy or infant loss that
has happened in their family or to a loved one. We are deeply sorry
that you have experienced a pregnancy loss or the death of a baby
in your family.

The end of a pregnancy or death of a baby is a very sad and difficult
time for adults that can be made more sad and difficult when they
are responsible for supporting children in their own grief. Many fam-
ilies have questions about how to talk about pregnancy and infant
loss with their children. Some families will wonder about doing more
harm to children when talking about death or openly showing adult
grief.

Other families will have questions about how to talk to children of
different ages. Some families will have never thought about pregnan-
cy or infant loss until it happens to them and have more questions
than answers themselves. If you are feeling or thinking these things,
you are not alone.
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Talking about the loss of a pregnancy or death of a baby can be
hard for parents. If you are feeling this way, you are not alone.
However, keeping the loss from children can make it harder for
them (and us) in both the short and long term. Even though it
may be very difficult, being as honest as possible with your
children is recommended.

Children experience many of the same emotions that adults do.
However, when they’re grieving, children may feel these emo-
tions more intensely than they have before and be unable

to recognize, name, or express their feelings.

Every child will react in their own way based on their age and
development, what they understand, and their life experiences.
Children will need help to find healthy ways of expressing their
feelings, and to learn the difference between emotions (what we
feel) and behaviours (what we do).

Children grieve in “chunks”, meaning that they may seem to be
sad or angry one minute, and happy the next.

Over time, children may surprise you with comments or ques-
tions at the most unexpected moments. They may have many
questions and then not talk about things a while. Being ready
for the unexpected (for example, a question or comment while
grocery shopping after months of not discussing the pregnancy
or baby) may help you cope with the strong feelings that may
suddenly appear.





Children use play to make sense of and express their feelings
and may shift between different feelings or activities quickly.

Over time the way that children grieve will evolve as they develop
a more complex understanding of the pregnancy loss. Grief may
show up at some times and not at others. This cycle of grieving
is natural and healthy.

You can continue to support a child by talking openly about

their feelings and their developing understanding, using clear
language, and including them in rituals or special events.

You will need support as well during this time.

For many people, navigating life after a pregnancy loss or the
death of a baby is a process that never ends. It’s ok to be
learning as you go, and to do what feels best for you and your
family.
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Regression

When a person or child changes their ability to do certain tasks or
behavious, by seemingly going ‘backwards’. For example, a child
that was once toilet trained may begin wetting the bed, or a child
that was speaking well may go back to communicating without
words.

Resilience
Resilience refers to a person’s ability to recover quickly from difficult
or challenging events in their life.

Miscarriage
The early delivery of a baby (embryo or fetus) or loss of a pregnancy
prior to 20 weeks gestation.

Stillbirth

In Canada, the birth of a baby who is born without any signs of life
at or after 20 weeks of pregnancy or weighing more than 500 grams
at birth. The baby may have died during pregnancy (called intrauter-
ine death), labour, or the birthing process.

Infant Death
The death of a baby within the first year of life.

Pregnancy Loss

The loss of a pregnancy at any stage, from conception until birth.
Early pregnancy loss is often referred to as a miscarriage, while a
later pregnancy loss may be referred to as a stillbirth.





Grief

Grief refers to a person’s reaction or response to a death or loss.
Grief may have emotional, physical, behavioural, social,

cultural, and spiritual factors. Everybody grieves differently.

Euphemisms

A euphemism is a word or expression that is used to replace anoth-
er word or expression that may feel more offensive or harsh to say.
For example, someone may say “gone away” or “sleeping” instead
of “died”.










C%/o/r&ws





rief

Children experience many of the same emotions that adults do:
sadness, anger, loneliness, guilt, numbness, and confusion. Howev-
er, when they’re grieving, children may feel these emotions more in-
tensely than they have before and be unable to recognize, name, or
express their feelings. As a result, their feelings may be expressed

through:

e Tears

e QOutbursts

e (Changes in patterns of eating, sleeping, or toileting

e Physical symptoms, like headaches or stomachaches

Sometimes what seems like a small, unrelated event can trigger

a strong emotional response, because the child was already full

of confusing and intense feelings. Children will need help to find
healthy ways of expressing their feelings, and to learn the differ-
ence between emotions (what we feel) and behaviours (what we
do). Although some behaviours are not acceptable, such as hurting
themselves or others, children need help understanding that there
is nothing wrong with having the emotions that lead to those be-
haviours. You can help a child find ways to let those feelings out,
such as through talking, music, art, drama, play, and physical activ-

ity.

Children grieve in “chunks”, meaning that they may seem to be sad
or angry one minute and happy the next. Children use play to make
sense of and express their feelings and may shift between different
feelings or activities quickly. Some children even incorporate dying
and pregnancy loss into their play, acting out or drawing about their
ideas. These are natural and healthy ways for children to grieve and
offer outlets when they don’t have the words to explain what they
are thinking or feeling.





Over time the way that children grieve will evolve as they develop a
more complex understanding of the pregnancy loss and perhaps
imagine a relationship with the baby. In the long term, grief that
seems to recur is not a sign of regression, even if it looks the same as
it did when the child was younger. This cycle of grieving is natural and
healthy. You can continue to support a child by talking openly about
their feelings and their developing understanding.
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e Tryto check in regularly to see if your child has any questions or
things that they’re wondering or worrying about. You might find
that they have noticed or interpreted more than anyone realized,
and may need more information over time. They may ask the
same questions repeatedly, or may ask about something that
happened a long time ago. These are indications that they are
still working to make sense of those complex questions or situa-
tions. You can help them by answering as clearly and concretely
as possible and then asking, “Does that answer your questions?”,
or, “Is there another part of your question that | haven’t answered
yet?”

e Some children will not ask or say very much, at least at first.
This may be because they don’t know what they want to know,
or because they don’t know how to put their ideas into words,
or because they worry they will say something wrong. Let them
know you’ll keep checking in with them so that they know they'll
have another chance to share their thoughts or feelings. Children
may need to be invited many times before they feel comfortable
enough to share their feelings or concerns. You may wish to say,
“Any questions or feelings you have are okay; we can talk about
anything.”





Children may try to make you feel better, or cheer you up, and may
feel they’re not doing it well enough when you continue to feel sad.
This is an opportunity to teach them the difference between “fixing”
and “helping”. It is important to let them know two things:

(1) Their care for you is helpful, even though it doesn’t make your
feelings stop. You may use an analogy, for instance, if your child falls
and scrapes a knee, a hug from you and a Band-Aid can help them
feel better, but it will not erase the scraped knee. Similarly, nothing
can or should erase your feelings of grief, since they are a natural
response to what you are experiencing.

(2) Very importantly, it is not a child’s responsibility to take care of
their parent(s) or to make their parent(s) feel better. It is important for
children and parents to help and care for one another, but children
cannot be responsible for an adult’s happiness or wellbeing. They
may need to be reminded of this more than once.
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Most children this age don’t yet understand that death is permanent,
and not reversible. They will most often express emotions through
play and you may notice some behavioural changes.

You may hear questions like:

“The baby died? When will he come sleep in his crib?”
“Will | die too?”

(outuon responses 1 ﬂméj

Anxiety

Crying

Sleep disturbances

Clinginess, need for physical closeness

Temper tantrums

Telling the story to others, including strangers

Behavior regression- may need help to do things they have
already mastered, such as getting dressed independently

e

Create a consistent routine to re-establish a sense of safety and
security. This is most important at the beginning and ending

of the day.

Use short, honest explanations of the death, such as, “The baby
died. Her body stopped working.” Use the words died and dead.
Avoid words like “passed away, gone, born sleeping, and lost.”
Set limits, but be flexible when needed.

Give choices wherever possible. “Do you want the red cup or the
blue cup?”

Offer lots of physical and emotional nurturing.
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Children this age are exploring their independence and trying to do
more on their own. Concrete thinking is common, with the emergence
of magical/fantasy thoughts and imaginative ideas. Children this age
often still see death as reversible. They may also feel responsible and
worry that their thoughts or wishes caused the death to happen. They
might say things like: “It’s my fault the baby died, | was mad that | had
to share my room and | wished we were never having a baby.”

(oo responses ‘KZ ﬁ/rwﬁ

Sleep disturbances, changes in eating habits

Questions about how, why, who else

Concerned about safety and being left alone

Short periods of strong reactions and emotions mixed with acting
like nothing happened

Nightmares

Regressive behavior (bedwetting, trouble tying shoes)

Physical complaints (headache, stomachache, body pain)

e

Use concrete language to explain the death honestly, such as, “The
baby died. Her body stopped working.” Use the words died and
dead. Avoid words like “passed away, gone, born sleeping, and
lost.”

Be prepared for repetitive questions

Allow children to talk about the experience and ask questions

Offer lots of physical and emotional nurturing

Give choices whenever possible. “The family room needs to be
tidied. Would you like to do it tonight or tomorrow morning?”

20
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School aged children may still be concrete thinkers, but are now be-
ginning to understand more abstract ideas like death and grief. They
have often made closer connections with friends and activities outside
their home and family. Children this age are starting to understand that
death is permanent and think more about how the loss will affect them
over the long term.

Some children may focus on the details of what happened to the body
of the baby, and have feelings of guilt and regret that stem from the
concern that their thoughts and actions made the death happen. They
may say or think things like “If | was nicer to my mom while she was
pregnant, the baby wouldn’t have died.”

(outuon responses 1 ﬂméj

e Express big energy through behavior that is sometimes seen as

“acting out”

Anxiety and concern for self and others

Worries about something bad happening again

Difficulty concentrating and focusing

Nightmares and intrusive thoughts

Physical complaints: headaches, stomach aches, body pain

Using play and talk to recreate the event

Detailed questions about death and dying

Wide range of emotions: rage, revenge, guilt, sadness, relief, and

worry

e Hypervigilance/increased sensitivity to noise, light, movement, and
change

e Withdrawal from social situations
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Answer questions clearly and accurately. Even though children this
age are starting to grasp abstract thought, it’s still recommended to
use the words dead and died, and avoid words like “passed away,
gone, born sleeping, and lost.”

Provide a variety of activities for expression: talk, art, physical
activity, writing.

Help children identify people and activities that help them feel safe
and supported.

Maintain routines and limits, but be flexible when needed

Give choices whenever possible. “Would you rather do your
homework before dinner or after dinner?”

Model expressing emotions and taking care of yourself.

Be a good listener. Avoid giving advice (unless they ask for it).

Talk with teachers about providing extra support and flexibility with
assignments.

Seek professional help for any concerns around self-harm or
suicidal thoughts.
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Teens are cognitively able to understand and process abstract con-
cepts about life and death. They begin to see themselves as unique
individuals, separate from their role in the family and may wrestle with
identity and who they want to be in the world. There can be significant
changes in their priorities, spirituality/faith, sexuality, and physical
appearance.

Teens often rely on peers and others outside the family for support.
While teens understand death is permanent, they may have unspoken
magical thoughts of the person being on a long trip, etc. They may
also delve into questions about the meaning of life, death, and other
traumatic events.

(omtigon responses 7& ﬁm/é

o Withdrawal from family or other support networks/focused on
connections with peers

e Increased risk taking: drugs/alcohol, unsafe behaviors, reckless
driving

¢ Inability to concentrate (school difficulties)/pushing themselves to
succeed and be perfect

o Difficulty sleeping, exhaustion

o Lack of appetite/eating too much

o Unpredictable and at times intense emotional reactions: anger,
sadness, guilt, relief, anxiety

o Uncomfortable discussing the death or their experiences with
parents and caregivers

o Worry about safety of self and others

o Fear about death or violence happening again

« Confusion over role identity in the family

e Attempts to take on caregiving/parent role with younger siblings
and other adults

o May have thoughts of suicide and self-harm

o Hypervigilance/increased sensitivity to noise, movement, light
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Reinforce assurances of safety and security, even if teens don’t
express concerns

Maintain routines and set clear expectations, but be flexible when
needed

Allow for expression of feelings without trying to change, fix, or take
them away

Answer questions honestly

Provide choices whenever possible. “I'd like to do something to
honor your sister’s birthday, would you like to

be part of that? What ideas do you have?”

Adjust expectations for concentration and task completion when
necessary

Assist teens to connect with support systems, including other
adults (family, family friends, teachers, coaches)

Model appropriate expressions of grief and ways to take care of
yourself

Ask open ended questions (“What is it like for you?”) and listen
without judging, interpreting, advising, or placating

Have patience with teens’ wide range of reactions and questions
Seek professional help for any concerns around self-harm or
suicidal thoughts

You may find that your child does not perfectly fit into one of these cat-
egories. This is normal. These charts are useful as a guide, but every
child (and adult) will have their own unique way of dealing with death
and loss. As much as possible, try to let your child guide you and
‘meet them where they are’.
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Athough it's natural to try to protect children, they are aware of more
than we realize, including information they overhear and our emotions
that they observe and internalize. Many families wonder, “Won't telling
them about this be unnecessarily upsetting?” While it can be upsetting
for children to learn about a pregnancy or infant loss, it is important to
remember that keeping information from them doesn’t shield them from
the actual experience of loss and grief, or the changes and emotions

of those around them. It is also very likely that they will one day find out
what happened, and wonder why they weren’t included at the time.

When they don’t have complete information, children interpret
and make assumptions that are generally even scarier than reality,
especially when they think, “It must be so bad they can’t even tell me.”
Sometimes this means they will think the upset in the family is because
of them or something they’ve done. Children may also start to believe
that they’re not important enough to include in what the family is going
through, or that their feelings aren’t important enough to worry about
right now. Children take their cues from the adults around them.

If we don’t open up conversations with them, then they learn not to
open up conversations with us, even when they have important ques-
tions, feelings, and fears.

In fact, when children are given clear, simple, age-appopri-
ate information about what their family is experiencing, their fears
and misconceptions can be clarified and they can be helped to share
their feelings and develop coping strategies that will build a sense of
resilience. Being honest with children also gives them a feeling of being
included and valued as an important part of the family. It teaches them
that even when it is hard, it is valuable to talk about difficult experiences
and feelings, demonstrates that you're open and available to talk with,
and shows them that they’re not the only ones wrestling with difficult
feelings, which allows you to teach and practice supporting one
another.
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Talking about it can be hard for parents, however keeping

it from children can make it harder for them (and us) in both the
short and long term. This booklet will suggest some different words
and ways of talking about miscarriage, pregnancy loss and stillbirth
that can minimize some of the common fears and misconceptions
that children may have.

When children are given clear, simple, age-appropriate information
about what their family is experiencing, their fears and misconcep-
tions can be clarified and they can be helped to share their feelings
and develop coping strategies that will build a sense of resilience.

Being honest with children:

e Gives them a feeling of being included and valued as an
important part of the family.

e Teaches them that even when it is hard, it is valuable to talk
about difficult experiences and feelings.

e Demonstrates that you’re open and available to talk with.

e Shows them that they’re not the only ones wrestling with
difficult feelings, which allows you to teach and practice
supporting one another.
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Every child will react in their own way based on their age and develop-
ment, what they understand, and their life experiences. Some children
will react right away, while others will need some time for the mean-
ing to settle in and may not appear to react for days or weeks. Some
children will seem more upset or show more emotion than others. All
of these are natural responses. It is important to remember that there
is no single way to grieve, and that in the context of grief, being “okay”
includes feeling awful sometimes. How often, how intensely, and for
how long someone feels “awful” varies from person to person, but is
natural nonetheless. Going through a difficult experience like this does
impact children, but by helping them to understand, talk about it, and
feel supported, the impact can also be positive because they can learn
healthy communication patterns, coping strategies, and build resilience.
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Every child is unique. Children’s ways of understanding what it means
to be alive or to die will vary, not only depending on their age, but im-
portantly depending on their life experiences; what they’ve witnessed,
heard and learned. Regardless of what they currently understand, they
are capable of understanding important aspects of death — for exam-
ple, that this wasn’t anyone’s choice or fault (including their own), and
that nothing can change what has happened.

Rather than waiting for them to understand before we share informa-
tion, we can start by sharing information to help them to develop their
understanding. This creates a foundation for them to begin to make
sense of what is happening, express their ideas, questions, worries and
feelings, and develop ways of coping with grief.

Children’s developing understanding. When they are learning about
something complex like how a baby grows, or what “dead” means, they
first come to understand these things in simple terms. When that simple
explanation has sunk in, they will begin to notice and wonder about the
subtleties, asking new questions and seeking more details, adding new
pieces to a more and more complex puzzle.

Children may ask the same questions over and over again while they’re
working to understand the answer, and then over time their questions
may become more complex and abstract. These questions may stir
strong emotions in the adults around them, but it is important to re-
member that they are not intended to be hurtful questions. It is natural
for children to wonder things like, “why couldn’t the baby keep grow-
ing?” or “when will you have another baby?” Try to pause and take a
breath before answering, and when you do, answer as honestly and

29





concretely as you can. If you don’t know the answer to a question, or if
there is no answer, it is okay to say, “l don’t know,” or “I've been won-
dering about that, too,” and “I'm glad you asked that so that we could
wonder about it together.”
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Before talking to your child, you might ask someone you trust to help
you practice what you want to say, or you might want to try writing it
down. Keep in mind that no matter how much you prepare, there will
always be surprises. That’s okay. Just try to answer as honestly and
clearly as you can and remember it’s okay to say, “| don’'t know” or,

“I need to think about that.”

The goal of practicing, or thinking through what you want to say, is to
help you find words that you feel most comfortable using. You may find
that you never feel completely “ready” to have a conversation. If you
feel this way, you are not alone. This is an experience that no one is
ever “ready” for, so a feeling of total “readiness” to talk may not come
at all. Sometimes people believe that if they can’t have the conversation
without crying, that means they’re not “ready.”

In fact, it's okay — and even valuable — for your child to see you crying
rather than hiding difficult feelings. It models for them that crying is a
natural and healthy way of expressing sadness and that we can share
and support one another through the most difficult experiences. Being
“strong” doesn’t have to mean holding our feelings inside. Showing
genuine, strong feelings to children can be okay and helpful for them

as they learn to express their own strong feelings.
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Below are some things to think about and ideas of what you might say
to your child depending on things like the type of loss you have experi-
enced and how much your child knows already.

If you are in the early weeks of pregnancy and are sure that your child is
unaware of any medical appointments, physical or emotional changes,
or symptoms, it is important to recognize that they are still very likely to
sense your feelings or tension, and may suspect that they’ve caused
your distress.

e What you can do and say: You can begin to reassure them by say-
ing something like, “I'm feeling upset right now and | will probably
feel upset for a little while, but | am okay. I’'m not upset with you or
because of you, and I’'m still going to be able to take care of you
even while I'm upset.”

Even if your child was not aware of your pregnancy, it is still helpful to
talk to them openly and honestly, to help them understand what has
happened. By speaking openly we can hear and clarify their fears, and
provide support and comfort for their struggles. Below, you will find
some ideas about how you might start these conversations with your
child.

If you haven’t spoken with your child about your pregnancy, it is never
too early to start a conversation with them. Very often, children notice or
overhear much more than we realize; they may know that you’ve been
to a doctor or a hospital, or may have witnessed physical or emotional
changes.
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e What you can do and say: You can start by explaining, “I (or we)
have been to a doctor/hospital. | am (or “mom is”, “we are”, “dad
is”) not sick, I/we will be okay. We want to talk more about it with
you, but first we want to ask if you’ve noticed anything, or had any
questions or worries about your mom/dad/us, or anything else
that’s happened?” This can give you an idea about any miscon-
ceptions or fears they might have. Try to clarify any misconceptions
as clearly and simply as you can, and check in to see how they’ve
understood your explanation by asking, “What do you think of that”?
Does that make you think of any new questions?”

e Once you've explored any misconceptions you can begin to explain
what has happened, using simple, concrete language. To describe
an early miscarriage you might say, “l was (or “we were”) trying to
grow a baby but | (“we”) found out that the baby isn’t going to grow,
so I'm (“we’re”) feeling sad right now.”

If your child knew that you were pregnant, or if the pregnancy was
farther along, you might say that the baby “stopped growing” or “isn’t
growing anymore”, clarifying that it cannot start growing again or that
the baby has died. You may also say, “The baby’s heartbeat stopped”
or, “The baby has died.”

If your child had already met the baby, for example if your baby died
after birth or at home, you might say, “We have some very sad news.
(Baby’s name) died today. This means that their heart is not beating
anymore and they are not breathing.” Depending on the child’s age and
questions, you may wish to give more information. It is important to
clarify that even though you are sad you will still be able to take care of
them, and that the baby’s death was not their fault.
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Even if these are not words you plan to use around your child, they
might be overheard and misunderstood so it is better for you to explain
their meanings, and then talk about what other words you might use
instead. Children may have heard of a horse-drawn carriage (like in
stories of princes and princesses), or think of a “carriage” as a kind of
stroller, and think that the baby is in one of those carriages. Similarly,

the word “miscarried” may sound like, “Miss carried the baby away,” or
that somebody was carrying the baby and dropped them.

What you can say: “The word ‘miscarriage’ means that the baby’s
body has stopped working or growing; it means that the baby died. If
someone says that a person ‘has miscarried’, it means that the baby’s
body stopped working or growing inside of that person’s body, but it
was not because of anything they did or didn’t do. They didn’t ‘carry’
the baby wrong or do anything to hurt the baby, it just stopped growing

properly.”

Avoid saying “sick.”

If people are describing a pregnant person as feeling “sick” rather

than naming it as a “miscarriage,” or explaining that the baby died or
stopped growing because it was “sick,” the next time someone else
gets sick — including themselves — children tend to worry that it could
be the same kind of sickness. For these reasons it is important to use
clear and specific language to explain what is happening.

Clarify the term “pregnancy loss.”

Again, this may not be a phrase you plan to use around your child, but
they may hear and misunderstand its meaning. When they hear the
word “loss”, children may wonder where the baby is, who “lost” him or
her, and why no one is looking for them.
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What you can say: “When people talk about ‘pregnancy loss’, they
mean that the pregnancy ended. The baby was not ‘lost’ in the sense
that they were ‘misplaced’ or in the sense of losing a competition. Peo-
ple also talk about having ‘feelings of loss’ when someone or something
very special to them will not be in their life anymore.”

Explain and use the words “died” and “dead.”

Adults often use euphemisms instead, hoping that they will feel gentler
to those who are grieving. Unfortunately, euphemisms are unclear and
may be confusing or concerning for children.

What you can say: “When someone is alive, it means that their body
is working — their heart is beating, their lungs are breathing, their brain
is working to help them think, see, and hear. Even when we are asleep,
our bodies are still working and doing all of those things. When some-
one has died, it means that they are not alive anymore, their body has
stopped working and growing, and it cannot start working again.”

Once children understand what “dead” means, they can also learn that
some people use other words instead, like “lost” or “passed away.”

e Words to Avoid
“Loss” - As described above, “losing” something implies failure, as
in losing a game, or that something has gone missing

e “Passed away” — This language is vague and unclear to children.
Passing a test is an accomplishment. When we pass by a person
or place, we can go back and visit another time.

e “Gone to be with God” — This suggests that the baby chose to
leave rather than staying with the child

e “God needed an angel” —This raises many worrisome questions for
children that can lead to feelings of fear, confusion, or resentment,
such as:

e Why God didn’t want the baby to be with the family. (“Did | not
deserve a brother or sister?”)

e Why did God choose this baby rather than another. (“Didn’t we
need the baby, too?” “Was | not good enough for God to need me
when | was a baby?”)

e Fears about God “needing” another family member at any time.
(“Will God need my mom or dad to take care of the baby too?” “Will
| die soon t00?”)

e “In a better place” — Children may wish they could go there too,
or that they could have made this place “better” so that the baby
would have chosen to stay
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If you have beliefs, hopes, or ideas about your baby’s soul, spirit, or
continuing presence in your life, these can be very special ideas and
conversations to share with your child. Because children develop an
understanding of concrete concepts before more abstract ideas, they
often benefit from learning about the physical meanings of miscarriage,
pregnancy loss, and death first. As soon as they have a foundational
understanding of those concepts, then spiritual or religious ideas can
be explored with less risk of confusion or misunderstanding.
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When children know that someone is not feeling well, they wonder if
they, or someone else in the family might “catch” the same condition,
since the illnesses they are most familiar with from school or daycare
are contagious (a cold or flu, lice, etc.). Children may also wonder if
another baby might stop growing.

This is why it is helpful to clarify for children that:

e A pregnancy loss is not a “sickness”
e No one can “catch” it from anyone else
e You and your baby didn’t “catch” it from another person

What you can say: “Miscarriages and pregnancy losses are not illness-
es. They cannot spread from one person to another the way that some
germs or ilinesses can. Miscarriage (or stillbirth, other types of pregnan-
cy loss, or infant death) happens when a baby’s body stops working or

when the pregnancy or baby isn’t growing the way that it would need to
in order to be born and live or to stay alive.”

If your baby did die from an illness before birth or after, such as the

flu or another infection, it may be helpful to clarify if you know why the
baby died, and to give reassurance that you are watching the child very
closely. It may also help to clarify that you are being cared for by doc-
tors or nurses that are helping you to feel better.

If the child is worried that it might happen again with another baby
(either unborn or born already), you could explain that no one really
knows if it will happen again. Sometimes it does happen again, but
many times it does not. You might relate it to other things in nature,
like when we plant many seeds, a lot of them will grow but some will
not. Just because some do not grow, they don’t stop the others from
growing. It may help to ask more questions to clarify if there is some-
thing specific the child is worried about, so you can answer questions,
clarify misunderstandings, or simply say, “l feel worried about that too.’
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Children tend to look for and come up with their own explanations of
cause and effect, making it hard to understand something like pregnan-
cy loss or infant death that can have so many unknowns. Sometimes
children may have thought or said that they didn’t want a baby sibling,
or may worry that they weren’t acting like a “good enough” big sibling,
and believe that to have caused the pregnancy loss or baby’s death.
They may also wonder if there was something their parents did or didn’t
do that caused this to happen.

What you can do and say: Regardless of what may or may not be
known about the cause of a particular pregnancy loss or death of a
baby, there are some things we can say for sure:

¢ Nothing that the child said, wished, or did or didn’t do could
possibly have caused the pregnancy loss or baby’s death.

e No matter how much a child or parents want, wish for, or love a
baby before or after it is born, we often cannot change the way a
baby’s body is or isn’t growing, and we often cannot prevent unex-
pected pregnancy losses or sudden deaths.

e Sometimes feelings of helplessness can evolve into ideas about
guilt for children just as they do for adults who may wish they could
have prevented the miscarriage or death. For example thinking,
“|'wish | could have done something to prevent this” can slip into,
“I'should have done something to prevent this” or, “This was my
fault.” Children (and adults) need help to explore those ideas, val-
idation of the wishes and feelings of helplessness, and reminders
and reassurance that there was often nothing they could or should
have done to stop this from happening.
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Children may wonder if there is something that they, their parents, or
healthcare providers can or should do (or should have done) to save the
baby. Especially for children who have been enjoying their big sibling
role or preparing to be a big brother or sister and imagining that role to
include protecting or taking care of their younger sibling, they may feel
responsible for being unable to protect them from death.

What you can do and say: You can respond to questions about wish-
ing to cure or save the baby in the same way as questions about what
caused the pregnancy loss or baby’s death:

¢ Nothing that the child said, wished, or did or didn’t do could
possibly have stopped this from happening.

¢ No matter how much we wish we could, often no one can change
the way a baby’s body is or isn’t growing — not even doctors or
nurses.

e Once a baby’s body has stopped working or growing, there is
nothing that anyone can do to change or “fix” it.
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A pregnancy loss or death of a baby raises big questions for siblings.
“Care”” questions often include:

“Who will take care of me if my parents are too sad?”

This is a common concern when children see their parents behaving
or feeling differently and being less emotionally available than they are
used to. This is why it can be so important to reassure children. You
may want to say, “Even though we’re feeling sad right now we can still
take care of our family” and, “We won’t always be this sad.”
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During and after a pregnancy loss or death of a baby, children
(like adults) may wish to be able to connect with the baby but be unsure
of whether they can, or how to do so. In order to feel comfortable doing
S0, children often need reassurance and for the adults around them to
demonstrate that it is still okay to think and talk about their brother or
sister. Some children will find their own ways to connect through play,
using toys or their imagination to act out a continuing relationship, such
as an imaginary friend. They may also act out the pregnancy or infant
loss. Others may use art as a way of expressing their feelings, or they
may make things for the baby. These kinds of play are not signs of “de-
nial” or that the child doesn’t believe that their sibling has died.

As long as a child has had honest conversations to help them
understand what has happened, these behaviours are natural, age-ap-
propriate ways of making sense of the baby’s death and their ongoing
connection, and of expressing their ideas and feelings. In fact, these
are reminders and opportunities to check in with children about their
evolving feelings and understanding, to clarify any misconceptions, and
to be “in it together”.
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After the loss and for a long time after, you may be caught off
guard by how or when your child will choose to talk about the baby.
Their comments and questions may come at the most unexpected mo-
ments. Maybe your child has not brought up the baby for months and
all of a sudden they ask a question when eating breakfast. You may
find out that your child has been talking about their sibling with friends,
teachers, other parents, or strangers because a teacher mentions your
loss to you when you are picking up your child from school. You may
be surprised by a comment from another parent because you discover
your child has been talking about their sibling in class. For many fami-
lies, this will be a difficult surprise, especially when you were not expect-
ing to have to talk about your loss in the moment. Sometimes children
will bring up their sibling to people that you would not have normally
told (i.e. a stranger in a grocery store). It may be helpful for you to think
about and practice how you want to respond in these moments.

What you can do and say: Some people have ideas about how they
would like to connect, or help their child feel connected with their baby,
while others want to do something, but are not sure what. Some
people may find it too hard to even think about this for some time. Try
to remember that there is no “right” or “wrong” thing to do, only what
“feels right” for you. It is never “too soon” or “too late.” You may find
that it comes naturally, or it may take time and exploration to see what
works for you and your child. You could start by reassuring your child.
e You could say, “It's okay for us to keep thinking, wondering, re-
membering, or talking about the baby.”

e You might let your child know that you think about the baby some-
times, and that it can be helpful to think or talk about, no matter
what feelings come up.

e You might simply ask your child, “Do you think about him/her
sometimes?” or ask if there’s anything they’d like to do to remem-
ber or connect with the baby, in case they have their own ideas
already. Try to honour their wishes if they do have their own ideas.
You can explore different options together.
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Some simple ways of helping children to feel connected could include:

Creative Activities:

Drawing pictures of memories, wishes, or imaginations about the
baby

Looking at pregnancy or baby photos. Compare your photos of
your pregnancy with your child and with the baby. Talk about what
you remember from each pregnancy, or what you were thinking
when you found out you were pregnant each time.

Collecting mementos, like ultrasound photos, photos, baby items,
or birthday or sympathy cards you received in a memory box or a
scrapbook

Making a book “for” the baby, and adding notes or drawings to it
whenever the child (or you) feels moved to do so

Creating “family” beads: let the child choose a different coloured
piece of craft clay for each person in your family, including the baby.
Roll or squish the colours together and talk about how family mem-
bers are all connected (teaching, helping, caring for, and shaping
each other), even before they’re born and after they die. Show your
child that the colours of clay can’t be taken apart — once they’re
connected, they’ll always be connected, just like family.

Plant a tree or flower garden together, or discover a special place
that reminds you and your child of your baby

Write a story or song about your baby

Share (or buy) a special toy to play with
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Rituals:

Lighting a candle and making a wish, saying a prayer, or singing a
song. Some people do this once while others do it every year (or
even every week or month).

Burying a special object or a letter or picture, either with the baby
(depending on the type of loss you experienced, and timing), or in
another special place. Many families will choose to visit this place
often or on special occasions.

Attend a memorial event or participate in an event while thinking
about and talking about your baby

Support a cause that is close to your heart in honour of your baby
Celebrate birthdays or due dates

Name your baby together

Make or purchase a special piece of jewelry to wear

Remember your baby at during holidays or special events (i.e.
Christmas ornament, mentioning the baby’s name at weddings or
special events, light a candle, say a prayer for the baby, balloon or
lantern release, etc.)

Start a ‘random act of kindness’ day on the baby’s birthday or due
date. Ask friends and families to do the same and share with you
how they spread kindness that day.
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After sharing simple explanations and addressing their most common
concerns, some children will want or need more detail and may have
questions about what happens next. These can be difficult questions to
hear and may stir strong emaotions, but try to remember that children’s
thinking is very concrete and these questions are honest efforts to
understand. Depending on your type of loss, below are some examples
of things that children may wonder, and some ideas for how you might
respond.
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Children are concrete thinkers and may have already heard about
babies being ‘born’. They may think that any baby that is ‘born’ is
alive, or stays alive. You can clarify that while most babies that are born
are born alive and stay alive, which means being able to breathe and
have a heartbeat, some babies will not. This means their bodies won’t
be doing these things, but they still need to come out of your body.
Sometimes that can happen naturally, and other times medical help is
necessary.

What you can do and say: If it was an earlier miscarriage you might
explain, “Some cells / the baby’s body started to grow but they did
not become big enough or strong enough to live outside of my tummy.
Now that the baby has stopped growing, my body will let go of those
cells / the baby’s body. That means that the baby will come out, but
they will not be born alive.” If your loss was later (a stillbirth) you may
want to explain, “The baby’s heartbeat stopped” or, “the baby didn’t
have a heartbeat and wasn’t able to breathe”.

If your child is looking for more information about “how” the baby will
come out, depending on your situation you could explain that your
body will let go and push it out naturally, or that doctors will give you
some medicine that will help your body to do that, or that you will go to
the hospital so that the doctors can help to take the baby’s body out of
yours.
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These questions can come up for different reasons. For some children it
may be linked to their idea that a person can “catch” death, so clarify-
ing that pregnancy or infant loss is not contagious (as discussed above)
will address this fear. For others, if this is their first time learning about
death, the idea that it could happen to someone they know may stir
feelings of vulnerability. They may start to think about their own death,
or about the deaths of other people that they know.

What you can do and say: If your loss was a miscarriage or still-
birth, you could explain that miscarriages or stillbirths (or pregnancy
losses) do happen, but that many pregnancies are healthy. No one
really knows if your own or another family will experience a pregnancy
loss, but just because it happened once, does not always mean it will
happen again. You can explain that whatever caused the baby’s body
to stop working or growing will not happen in your older child’s body,
because their body is already big and strong enough to be working and
growing on its own. Although it is natural to feel vulnerable after a loss
of any kind, and no one can say for certain what may happen, it can
help children to find a balance by being reminded of how rare some

of these risks are. However, if your family is one of those families who
have experienced the rare risk or had multiple losses, this thought may
not be comforting at all. If this is true for you, you may decide to not
discuss this part with your child.

If your loss was an infant death, and you know why the baby died, it
may be helpful to clarify this and to give reassurance that your child is
healthy/does not have an iliness. You can also explain that whatever
caused the baby’s body to stop working or growing will not happen in
your older child’s body, because their body is already big and strong
enough to be working and growing on its own.

If the child is worried that it might happen again with another baby
(either unborn or born already), you could explain that no one really
knows if it will happen again. Sometimes it does happen again, but
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many times it does not. You might relate it to other things in nature,
like when we plant many seeds, a lot of them will grow but some will
not. Just because some do not grow, they don’t stop the others from
growing. It may help to ask more questions to clarify if there is some-
thing specific the child is worried about, so you can answer questions,
clarify misunderstandings, or simply say, “I feel worried about that too.”
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Deciding how you want to approach this, both within and beyond your
family will be very personal. Including your child in the discussion can
be very helpful so that they understand, feel included, and have their
relationship to the baby acknowledged and valued. Your child may ask,
“Am | still a big brother or sister? Can | still care for this baby even after
he or she has died?”

What you can do and say: You might start by talking with your child
about what it means to be a big brother, sister, sibling, cousin, etc. and
what it means to be part of a family. Being a big brother or sister can
mean a lot of things, but one of the most important things is caring
about the baby, and that is something that your child is doing already
(even if they were not happy about having a sibling). Being part of a
family means that we are connected to one another through our rela-
tionships and our care for one another. “Family” doesn’t mean we all
live together, or that we're all alive at the same time. As an example,
you could explain that great-great-grandparents are family members
even though they aren’t alive anymore, and extended family members
or others who are alive now are “family” even though they don’t live
with you. So, this baby brother or sister will always be part of the family,
which means your child can continue to be a big brother, sister, or
sibling too.

The child may need help over time to find a balance between different
thoughts and feelings. For example, on one hand, valuing the older sib-
ling role or title, and on the other hand, grieving the lost opportunity to
practice it (or continuing to practice it) with the baby. There is no “right”
or “wrong” way to feel, or perfect balance to be achieved. Both of those
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competing sets of emotions need to be acknowledged and expressed in
different ways and to varying degrees over time.

Sometimes children may not want to identify themselves as an older
sibling. At other times, they might feel differently, valuing that role or
title. When children do not feel like an older sibling, or do not want to call
themselves oneg, it is not a sign that they did not care about or want the
baby in the family. Instead, it may mean that they don’t feel that they’re
doing what older siblings do, or it can be a way of distancing from the
grief of missing the relationship they’d been imagining or living for a short
while. No matter the cause, it is common and natural, and it is likely to
change over time.

Let your child know that however they feel, whatever they decide, and
no matter how many times or how often they change their minds, that’s
okay. It is natural for them to have complex, changing, and contradic-
tory feelings. It is most helpful for them to know that you support them
regardless, and that there is nothing “wrong” with any choice they make.

What you can do and say: Once you have talked about how your child
feels, and how they identify themselves and the baby within your family,
you can explore whether and how your child might want to talk about
that with people outside of your immediate family. For instance, how
would they like to answer if someone asks them if they have any brothers
or sisters? What if it was a friend of theirs or your family versus someone
they were just meeting for the first time? Some people have chosen to
say things like:

e ‘| have a baby brother who died.”

“I had a baby sister.”

“No, | don’t have brothers or sisters.”

“You can ask my mom.” or “You can ask my dad.”

“I don’t want to talk about that right now.”

The choices you make will be very personal and there is no “right” or
“wrong” thing to do; you will be guided by what feels “right” (or least un-
comfortable) for you and your child. You might decide to have the same
response No matter who is asking, or you might share more information
with some people than with others.
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Children may be nervous about answering these questions, either
because of their own grief, if they are unsure about your feelings about
their answer, or if they are nervous about how the other person might
respond. You can help by talking openly about how they feel, how you
feel about different answers, and by reassuring them about what kinds
of answers you are comfortable with. Finally, it can be very helpful for
children to practice responding to this kind of question with someone
they trust (you or another family member or close friend) pretending

to be different people asking the question. Your child might feel differ-
ently after these practice runs, and may want to change the way they
respond. This is another opportunity to ask about how it felt to answer,
what felt uncomfortable or better about different responses, and what
your new, shared plan will be.
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For adults, this can be a very hard question to hear. It may feel like a
suggestion that this baby is replaceable, or it may feel painful to imagine
trying to have another baby, especially if this is not possible or if getting
pregnant is challenging. Try to remember that children do not intend

to hurt you and are not aware of how their question might make you
feel. Children are naturally concrete thinkers and may wonder how long
they might need to delay the future they’d been imagining. Even so, it

is okay to take some time and deep breaths before answering difficult
questions like this.

What you can do and say: There is no single “right” thing to say. Try to

be honest. Depending on how you feel, you might say something like:

e “l don’t know”

e “l/we need to take some time to focus on taking care of ourselves,
for now. | don’t know how long we might need, but then we will try
again.”

e “I'm/we’re feeling a bit too sad to think about that right now. Let’s
talk about that again soon.”

e ‘I don’t know if we will try again, we’ll have to wait and see”

e “We'll talk to the doctor and see when it would be okay to try again”

e  “We'll try again as soon as we can”
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Managing your own grief can often feel overwhelming. There may be
times when you don’t feel you can support your child while you have
such strong feelings of your own. This is normal. For many families,
stressful things happen that make it challenging to be fully present and
aware of your children’s emotions. It is always a good idea to think
about who else might be available to support your child, allowing you to
take some time for yourself. Often, friends and family members express
that they want to help but are unsure what to offer. They appreciate
being asked and being able to provide this kind of concrete support.

They may want to help by:

Taking them to the park

Having a playdate

Driving them to school or activities

Going to a movie

Helping with homework

Spending time together or getting them out of the house

You may also wish to ask for help from a:
e Community or friendship centre
e Spiritual or religious care provider, community leader, or elder
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A wide range of reactions are natural for grieving children, and will re-
solve over time. However, if you feel unsure or worried about your child,
if their grief seems to be more complicated or you are noticing con-
cerning behaviours, you can always ask for advice or support. Talk to a
healthcare professional about your concerns. They can help you think
about what kind of help you might be looking for, and help you find out
about services that are available to you in your community. You may
also want to ask for help from:;

You may also want to ask for help from:

Your primary care provider (doctor or nurse)

Child life specialist

Social worker (school, hospital, or community)
Your child’s teacher or educator

A public health nurse or community health nurse

A psychologist, psychotherapist, psychiatrist,

or other mental health professional

e Crisis support volunteer or victim services volunteer
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Sometimes when they have the right tools, children can help them-
selves, or ask for the kind of help that they need. Although they wiill

still need your support, it can offer a bit of relief for you and for them to
know that there are ways they can comfort or advocate for themselves.
Here are some strategies that might be helpful:

Choose special objects that could be comforting for your child:

e These may include a special stuffed animal, blanket, or other item
that belonged to or was meant for the baby

¢ Holding onto something of theirs helps some children feel close and
connected, or helps them feel safe to privately remember or think
about the baby and their feelings

e |t doesn’t matter what the object is, as long as it is meaningful for
your child. For this reason, it is important that they are involved in
choosing this object, rather than having it chosen for them.

If you have a memory box, scrapbook, photos or any other mementos,

let your child know that they are welcome to look at them whenever

they want to

e |f possible, support them to add to these keepsakes with their own
words, drawings or other contributions

e They could also make a special keepsake, like a keychain made
with shrink art, or a symbol or image out of modelling clay (or any
other art supplies) to honour their sibling and their connection

When they are grieving, children (like adults) may feel even more isolat-

ed than they truly are. In these situations it can be helpful for children

to have concrete reminders of all of the people in their lives who care

about them.

e You may choose to help your child make a bracelet using different
beads to represent each person who cares about them, or you
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could make a paper chain (glue or tape strips of paper together,
as with holiday decorations) with a person’s name written on each
piece of the paper chain

You could create a kind of “family” or “community tree” by tracing
the child’s hand and arm on a piece of paper or canvas, so that
their arm is a tree trunk and fingers are branches. Then you can
draw leaves around the branches and write the names of different
people inside each of the leaves.

They could also make a special keepsake, like a keychain made
with shrink art, or a symbol or image out of modelling clay (or any
other art supplies) to honour their sibling and their connection

These activities are helpful for two reasons:

1. Children may not realize how many people care about them,
and will benefit from hearing and listing all of their names

2. It helps to have a concrete, visual reminder of their supportive
community when they are feeling sad or alone

Children need adults to start conversations about things like death,
grief, and feelings. Once they know they can talk with you about those
things, sometimes children can make great use of tools to revisit those
conversations, or to express their feelings. For instance:

You could start a “mailbox”: Using a plain or decorated shoe box
kept in a shared space, invite everyone in the family to write or draw
a picture about anything they’re thinking and feeling. These can be
“anonymous” (though you'll likely recognize the handwriting). This
will provide opportunities to express any thought or feeling, and
entries can be shared together as a family once a week, or as often
as you like.

You could use bristol board or cardboard to make door hangers
with different “feeling faces” on them, like sad, angry, happy, lonely,
etc., and encourage the child to use them on their bedroom door to
show how they are feeling that day. This is a simple way to practice
expressing feelings. It also gives you something to ask about, or to
share in by saying, “l feel like that today, too” or, “l felt like that the
other day, but today I'm feelinga bit ____.”
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Children who are able to read can make and use door hangers with
different statements on them. Try to encourage your child to share
any feelings or statements that they’d like to write on a door hanger.
Some ideas might include:

“I need a hug”

‘I need a hug but please don’t ask me why”

“I need to talk but | don’t know what to say”

“I need some time to myself but I'm okay”
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If you act, or say something to your child in a way that you later wish
you had done differently, it’s okay. You can always go back to clarify
and explain what you were thinking or feeling, and how you wish you'd
handled things differently. For instance:

If you explained something in a way that you think might not have been
clear, you might say, “| wanted to check in with you about something.
When we talked about , | think | might have said something con-
fusing. Can you tell me what you remember about that so | can explain
it in a different way?”

Or, if you reacted emotionally, you might explain, “I wanted to talk with
you about the other day when | got upset about . I'm sorry that |

[reacted/spoke] to you that way. | have had some very strong feelings
and sometimes they make it hard for me to think and act the way that
| want to. But those feelings are not your fault and | will do my best to
[remember that / stay calm / be patient / etc.] next time.”

These conversations show your child that:

® You have strong feelings too

e Sometimes everyone needs a “do-over”

® You care enough about your child that you are still thinking about
them and your conversation

Most importantly, as you are focusing on caring for and supporting your
child, try to remember that you need and deserve that very same kind
of care and support, patience, and gentleness. Taking care of yourself
will also be good for the rest of your family, but it is important to take
care of yourself for your own sake, not just because it will help others.
Experiences like these are extremely difficult; we are not meant to have
to get through them alone. Ask for help, accept help, and be as gentle
and patient with yourself as you can.
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Many families describe forming an attachment to their baby long before
the baby is born. As a parent, your hopes and dreams for your little one
likely began when you found out you were pregnant, or maybe even be-
fore that, such as when you decided to start trying to conceive. When

a pregnancy ends or a baby dies, families often grieve the loss of their
baby and the future they imagined. Grief is a normal, healthy, healing,
and loving response to the loss of a loved one.

After your pregnancy ends or your baby dies, you may feel deep phys-
ical and emotional pain that does not ever go away. We are sorry this
has happened to you.

Grief is a natural response to loss and deeply personal, which means
that everybody grieves differently. Some people move through it more
easily, while others are deeply affected. After a loss, there is no right

or wrong way to feel or grieve. Many families say that even as the pain
changes over time, it may become stronger again at certain times,

for example when you get your next period, on your due date or

baby’s birthday, or when seeing another pregnant person, healthy baby,
or family with children around the same age.

The following may be experienced after a pregnancy or infant loss:

e Crying and sadness

e Temporary impairment of day-to-day functioning, which means you

don’t feel like yourself or feel like doing the things you normally do

or enjoy

Avoidance of (staying away from) social activities

Intrusive thoughts, including feelings of guilt and shame

Feelings of yearning, numbness, shock, or anger

Feelings of isolation or of being alone

Feelings of anger, sadness, or confusion about your personal cul-

tural, spiritual, religious, or philosophical beliefs

e Aloss of the feeling of being in control or belief that there is ‘good’
in the world
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We know the time right after a pregnancy loss or baby’s death can be
very challenging for families. You are not alone in feeling or thinking
these things.
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After a loss, many families experience feelings of sadness, shock,
anger, and guilt. Sometimes these feelings are connected to a certain
event, such as when you are thinking about the baby, when you return
to work, on your due date, on your baby’s birthday, or at the start of
each school year. Sometimes these feelings seemingly come out of
nowhere and surprise you when you least expect it.

Many people feel guilty about their pregnancy loss or baby’s death and
constantly wonder ‘if only’. Some people think a lot about what they
could or should have done differently, even if they are told by healthcare
providers that it was not their fault. Some people are angry while other
people feel ‘numb’. If you feel or think these things, you are not alone.

We know that far too often, families feel isolated and misunderstood by
family members, friends, co-workers, and care providers. You deserve
to have the support you need. If you need more support, talk to a
trusted person, including your care provider. You might also consider
supports from a:

e Social worker

e Psychologist, psychotherapist, psychiatrist, or other mental health
professional

Public health nurse or community health nurse

Community or Friendship Centre

Spiritual or religious care provider, community leader, or elder
Doula

Crisis support volunteer or Victim Services volunteer

Peer support organization such as PAIL Network
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As more and more families share their stories of pregnancy and infant
loss with their loved ones and communities, more people are learning
about their family history and hearing stories of pregnancy and infant
losses that happened before they were born. There are many examples
now of children born after a loss who know about the loss(es) and talk
about them openly. Like older siblings, these children may participate
in family memorial events, ‘talk’ to their siblings, and think about them
often. They may experience sadness, grief, and connection to the
pregnancy or baby throughout their lifetime. This is normal.

There are also many examples of children growing up not knowing that
their family experienced pregnancy and infant loss but finding out later
in life. Many of these children or adults also describe feeling grief and
connection to their siblings they ‘never knew’. This is normal.

Deciding to share about a pregnancy or infant loss with children is a
complicated and personal choice, regardless of when they are born.
We do know that pregnancy and infant loss affect the whole family, and
that the impact can be felt for a long time and into future generations.

It is never ‘too late’ to talk about a pregnancy loss or baby’s death, or
to begin to honour their life or memory. You can continue to support a
child (or adult) by talking openly about their feelings and their specific
needs.
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For more information, or to find
support for yourself, please go to
pailnetwork.ca or call 1 888 303 7245





PREGNANCY AND
INFANT LOSS NETWORK

38 Sunnybrook

Pregnancy and
Infant Loss Network
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