After a
Diagnosis

Whether You're Waiting for
Answers or Have a Diagnosis
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Your new born baby has just arrived and after months of being asked whether
you had preference on gender, and your response was possibly... Any as long
as it is healthy!

You may find yourself with a child that maybe healthy, but have additional
needs. They may have already been given a diagnosis or they maybe

undergoing some further investigation towards a diagnosis.

This guide was lovingly written for you by another parent carer, who | can
guarantee has been exactly where you are, right now.

Because it was me, exactly 13 years ago.

Purpose of This Booklet

Help you understand your
emotions

Understand the impact on
wider family

Look at how others can support
your family




After the initial shock

- What does this diagnosis mean?
-What can | expect?

-Is it okay to feel the way | feel?
-How do | deal with it?

After your child's diagnosis, you may
find yourself searching for answers,
understanding, and support. This is a
completely natural response.

This guide can provide essential
information, practical steps, and, most
importantly, reassures you that as a
parent, you are not navigating this
alone. If you've recently learned your
child has a disability or chronic illness,
you're beginning a significant and
often emotional journey. This new
world can feel overwhelming, filled
with unfamiliar medical practitioners,
therapies, and procedures. To help you
find your footing, it's beneficial to
learn as much as possible about the
condition that makes your child - and
your life - uniquely special.

Some parents don't remember
anything about the appointment
after the diagnosis. But there are
also parents who experience relief
because, after years of diagnostic
searching, they finally receive an
answer to their question. Some
parents do not experience any of
the above. They are not sad, their
world is not collapsing, but they
have received confirmation of
something they have had an
(indefinable) feeling about for a
long time.

/' “Don’t waste too much
. time worrying about the
i future, it comes soon
enough.”



In essence, your experience of
receiving your child's diagnosis will
be unique to you. However, it's
reassuring to know that many helpful
resources exist to support you
through this period. Finding comfort
in the understanding that you are
not alone in this experience can be
a source of strength. Therefore, we
will explore the varied ways parents
react and provide practical tips and
advice to offer guidance based on
what others have learned. Keep in
mind that every child and every
parent is different, so what you read
here may not exactly refer to your
situation.

Though it may be hard to imagine,
there will come a time when the first
thing you notice when you look at
your child, is the amazing and
unique individual, and not the
diagnosis or disability. When | look at
my daughter now, | see the sassy,
funny, inspirational kid she is.

Not the undiagnosed bundle of
complexities that her paperwork
would allow you to believe.

Rollercoaster of emotions

There you are, either leaving the
appointment, in the car on the way
home, or sat on busy public transport
with words echoing in your head.
Maybe you expected it, maybe you
didn't. Maybe, you never saw this
day coming... Maybe you are in
shock.

When that shock subsides, the big
question comes. How do you deal
with this, how do you get your head
around it, and how do you relay this
information to others?

So many emotions...

After your child's diagnosis, you
might feel deeply protective and
loving, wanting to hide away a little
while, but also understandably angry
about the situation.

You might react by trying to act as if
nothing has changed, or you might
feel emotionally drained, not up for
speaking to others. All of these
feelings are perfectly normal.



It can take time - weeks, months, or
even years - to fully integrate your

child's disability or chronic illness into

your life. However, parents often find
that the initial pain lessens over the

years. You will experience good days

and challenging days, but the
majority will likely become ordinary,
just like in any other family. It may
not get any easier, just slightly
different year on year.

It is very normal to have feelings of:
Confusion

Powerless

Disappointment

Rejection

Guilt

Denial

Confusion

You may not know what has
happened and what is going to
happen. You don’t know what the
specialist or paediatrician is talking
about, you don’t know who the
people are who your child now has
appointments with and you may
struggle to make decisions.

Powerless

Your child now has additional needs
and you cannot do anything about it,
except incorporate it into your life
and adjust your life moving forward.
There will be elements of
uncontrollable situations and that
can be scary.

Parents of children with
disabilities can experience a
range of grief-related emotions,
including sadness, anger, and
disappointment, as they
navigate the challenges of their
child's condition and mourn the
loss of the future they envisioned
for their child. It can be difficult
to accept the idea that it could
be grief, but it is okay to not be
okay, whatever that looks like for
you.



Disappointment

Of course you may be disappointed.
You have spent at least 9 month of
your life envisioning the day you had
your child. The days out, the getting
ready for school, the introducing
them to family... and in a single
moment it could all change.

Rejection

Although you may not reject your
child, others might. Individuals who
maybe don't understand your child
and have determined that they will
leave them out of things ‘just in
case’. This would make it hard not to
feel rejected.

Guilt

It is hard isn't it? To not feel guilty.
You maybe asking yourself, is this my
fault? or what if | am not capable of
looking after them as well as others
expect me to? What if | drop the
ball? All natural normal questions
and concerns to have, lot's of parent
carers express similar questions and
feelings.

Denial

What if they got it wrong? What if
they got the wrong child? what if,
what if, what if...

How do you deal with these
emotions?

Everyone deals with things
differently. We all find different ways
to learn to cope with the changes
that a diagnosis of additional needs
can bring. You will attempt
numerous ways to cope and adapt,
it is all trial and error, but know there
is no wrong or right way, just
whatever way works for you and your
family.

Here are some suggestions to help
you begin:

Talk

Talk to friends, family, or a
practitioner you trust. Seek other
parents who also have children with
additional needs too, this can help
you process the diagnosis.



Cry

Lot's of people will feel they should
suppress their emotions as being
visibly upset can be a sign of
weakness. Don't be afraid to show
your emotion, don't be afraid to cry.
However, if you are finding yourself
unable to control your emotions after
a long period of time, please reach
out to someone for support.

Read

You probably have 100's of
questions, collecting information
about your child’s diagnosis, and
their future is a great source of
comfort as long as you do it at your
own pace. It will be hard to avoid
googling it all, but if you are going
o google, make sure you are
reading the right information.

When you are done
researching everything you
can possibly think of, check

out some podcasts by parent
carers. Some offer invaluable
information, some offer
support, and some just simply
can make you laugh.

Connecting with your partner

Keep talking to each other. Over
the years it appears that many
parents do not talk about their
feelings. Sometimes they make
themselves appear stronger than
they are (especially towards each
other). But if you can communicate
in more difficult times like this, the
greater strength you will have
between you to tackle the future.

It can be increasingly difficult to
keep your relationship afloat when
you have a child with a disability.
Numerous parents have highlighted
that sometimes it can truly ‘make or
break’ a relationship. The key is not
to forget who you were as a couple
before. If you can't do date nights
now, do date days. When possible
carve out time during the day when
they maybe at school or out with
family and friends to reconnect. Ban
discussions about your child’s needs
and focus on nonsense, just for a
little while.



































































































