Shared Blood

Acting now for a better future



About Us

This checklist is part of a project dedicated to increasing
awareness of inherited genetic disorders in Pakistan and
promoting early recognition of symptoms in children. It has
been designed for child care workers, parents, and caregivers
to provide simple, practical information about common
genetic disorders, their early warning signs, and when medical
attention may be needed. Through greater awareness and
early intervention, we hope to help every child receive the
care and support they deserve.
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Preparing For Medical Appointments

A simple checklist for parents and caregivers

Medical appointments can feel rushed, especially when your
child has several symptoms, medicines, test results, or
specialists involved. A little preparation can help you use the
appointment time well and make sure the care team has the
information they need. You do not need to understand every
medical term beforehand. Your job is simply to bring the
important information, explain what you have noticed, ask
your questions, and make sure you understand what happens
next.
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Before The Appointment

Know Why You Are Going

Before leaving home, ask yourself:

o0 What is the main reason for this appointment?

0 What has changed since the last appointment?

0 What are the 2-3 most important things I want to discuss?

Writing these down can help if the appointment is short.

Write Down What You Have Noticed

If you are visiting because of symptoms, note:

0 what the symptom is

o when you first noticed it

o0 how often it happens

0 whether it is getting better, worse, or staying the same

0 what seems to make it better or worse

o0 whether it affects eating, sleeping, walking, playing, school, or everyday
activities

For symptoms that are difficult to explain, photographs or short videos
may sometimes help.

Bring Your Child's Medical Information
If available, bring:

O previous test results

O genetic testing reports

0 letters or reports from specialists

O vaccination or health records

o growth records

O a list of previous diagnoses

0 details of any allergies

If your child has a diagnosed genetic condition, try to bring the actual
genetic or laboratory report, not only the name of the condition.



Before The Appointment
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Before The Appointment

Make a Medicine List

Write down every medicine your child currently takes, including:
O prescription medicines

0 medicines bought without a prescription
O vitamins

0 supplements or herbal remedies

For each one, write:

Name:

Dose:

How often:

Why it is taken:

You can also take photographs of the medicine packets or bring the medicines with
you if practical. Healthcare organisations recommend keeping an up-to-date
medicine list because it helps clinicians check doses, interactions, allergies, and
treatment changes.

Write Down Your Questions
Do not rely on remembering everything during the appointment.
My most important questions:
i
i
i
Questions might include:
» What could be causing these symptoms?
Do we need any tests?
What is this test looking for?
When will we receive the results?
Does my child need to see another specialist?
Should anyone else in the family be tested?
[s there anything we should watch for at home?




Before The Appointment
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Before The Appointment

If a Genetic Disorder Is Being Investigated

Try to bring as much family information as you know.

o Does anyone else in the family have the same condition?

0 Are any relatives known carriers?

0 Has anyone had similar unexplained symptoms?

0 Have relatives had genetic testing?

0 Are the parents biologically related?

0 Have there been unexplained deaths of babies or children in the family?
0 Have there been repeated pregnancy losses?

You do not need to know your entire family medical history. Share what you
know, and say when you are unsure. Family history can help clinicians decide
whether genetic testing or counselling may be useful.
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During The Appointment

Start With the Main Concern

Explain the most important issue first.

For example:

“My main concern is that she has become much more tired over the last two months and
is not gaining weight.”

This helps the care team understand what matters most to you.

Be Specific About Changes
Instead of saying:
“He has been unwell for a while.”

Try:
“He started coughing around six weeks ago. It happens every day, and he has had two
chest infections since then.”

Simple details about when, how often, and what has changed can be very useful.

Before You Leave

Try not to leave without knowing the answers to these questions:
What happens next?

O Are any tests needed?

0 Where and when will the tests happen?

0 How will we receive the results?

o Who should we contact if the results do not arrive?

o [s another appointment needed?

o Does my child need to see another specialist?

If A New Medicine Is Prescribed

o Verify dosage and timing clearly.

o Ask for the procedure if a dose is missed

o Check for any side effects that may be important

o Ask if any current medicine should be discontinued

Know What to Watch for at Home

Before leaving, ask:

o What symptoms should improve?

o0 How long might improvement take?

o What should make us contact the clinic again?

O Are there any symptoms that mean we should seek urgent medical help?




During The Appointment
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After The Appointment

After the Appointment

When you get home:

o write down anything important while you still remember it

0 update your medicine list if anything changed

0O keep new reports or prescriptions together

o note the date of the next appointment

0 complete any tests or referrals that were arranged

O contact the clinic if you were expecting results and they do not arrive
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The Main Protocol
Prepare. Ask. Confirm.
Prepare the important information before the appointment.
Ask questions when something is unclear.
Confirm what happens next before you leave.
You do not need to know all the answers before seeing the medical team.
A good appointment is one where the care team understands your concerns, you
understand the plan, and you know what to do next.
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Quick Check

Quick Appointment Checklist

Before leaving home, check:

0O Appointment details

0 Main concerns written down

o0 Questions written down

0 Medicine list

o Allergies noted

O Previous reports or test results

0 Genetic reports, if relevant

0 Family history information, if relevant

o Phone or notebook for notes

o Another trusted person, if you would like support

Bringing a family member, caregiver, or trusted person can be useful if you want
help remembering information, taking notes, or asking questions.
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