Shared Blood

Acting now for a better future



About Us

This booklet 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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Recognising Early Symptoms

A simple checklist for parents and caregivers

Most childhood symptoms have ordinary causes. One
symptom does not mean that your child has a genetic disorder.
What matters more is a pattern: symptoms that keep returning,
become worse over time, affect growth or development, or
appear alongside a family history of an inherited condition.
You do not need to diagnose your child yourself. This checklist
simply highlights signs worth discussing with a healthcare
professional.
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Signs Worth Noticing

Energy, Colour & Growth

Talk to a doctor if you repeatedly notice:

0O unusual paleness

O tiredness or weakness that does not improve
0 becoming breathless very easily

0 poor feeding or poor weight gain

0 growth that seems to have slowed

0 yellowing of the skin or eyes

Laigguun ol 0.43.)) "‘-"“3'9"

;oS 0ygiine cw HSI3 o5 LugSes Wlode Ja3 73 )b )b Ll 3]
(L3 My B al> b e y2) ) Geno e O

Sl & Sxid pae o> S90S b OiglSel Ll O

bls sz Guiluo Al iy O

L3y a3y yeb Cawlio IS (539 b bid o5 Sugd Shes O

Ugy wgaue (08 b Gl gao Ladgguins O

B> 53 3o S 09eSiT b Al O




Signs Worth Noticing

Breathing & Digestion

Talk to a doctor if your child has a combination of:
0O a cough that does not go away

0O repeated chest infections

0 wheezing or breathlessness

0O poor weight gain despite eating normally

0 frequent bulky, greasy or oily stools

plal pldi Hol L yuilw

e 3513 65 Sl bl acgozo S Olode Ja3 253 U0 29 S I 3]
FUS 0)guino

9 G 9 N pi> 9> uilgS Ll O

- OsaailHbHb S w0

Wegy il b U lgl Guner Glaw g i il O

Lioky o 0 yob cawlio IS ()9 3929b S SlaS (gilae S Joase O
zhal 8 Lad Loy b Jlg SUSs «s)ley cw oy O




Signs Worth Noticing

Development & Movement

Talk to a doctor if:

0 development appears to slow significantly

0 your child has unusual muscle weakness or seems very
floppy

O sitting, standing or walking is significantly delayed

o your child loses a skill they could previously perform

For example, a child who could walk begins losing that ability,
or a child who previously used words stops doing so.

Loss of previously learned skills is particularly important to
mention. Developmental slowing or regression can occur in
some inherited metabolic and lysosomal storage disorders.
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Signs Worth Noticing

Abdomen, Bones & Body changes

Talk to a doctor if you notice:

0O an abdomen that remains unusually enlarged

0 unexplained enlargement around the liver or spleen area
0 unusual changes in the shape of bones or joints

0 increasing stiffness or difficulty moving

0O changes in appearance or body shape that become more
noticeable over time
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Signs Worth Noticing

Joints, Skin & Bruising

Talk to a doctor if your child has:

0 unusually flexible joints together with pain or repeated
injuries

O joints that repeatedly come partly or completely out of place
O frequent sprains after minor activity

O skin that seems unusually stretchy or fragile

0 wounds that heal with unusual scars

O frequent or unusually easy bruising
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Signs Worth Noticing

Family history is an important clue

Tell your child's doctor if:

0 another family member has a diagnosed genetic disorder

0 one or both parents are known carriers of an inherited condition
o several relatives have the same unexplained illness

o several family members required regular blood transfusions

O there have been unexplained deaths of babies or young children
in the family

Family history does not mean that your child has inherited a
disorder, but it can help a doctor decide whether further testing is
appropriate.
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After Noticing Signs

When Should I Speak to a Doctor?

You should consider arranging an appointment when:

0 a symptom keeps returning or does not improve

O several unusual symptoms appear together

o your child's growth or development seems to be slowing
0 symptoms are becoming progressively worse

o your child loses a skill they previously had

O there is a known inherited condition in the family

You do not need to wait until you are certain something is
wrong.
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After Noticing Signs

What Should I Tell the Doctor?

You do not need medical vocabulary.

Try to describe:

o0 What you noticed

o When it started

0 How often it happens

0 Whether it is becoming worse

0 Any other symptoms occurring at the same time
0 Any similar conditions in the family

Photos, short videos, growth records and previous medical
reports may also be useful.
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Main Protocol

Notice. Record. Ask.

Notice symptoms that persist, repeat or appear together.
Record what you see and when it happens.

Ask a healthcare professional when you are concerned.

Most symptoms on this checklist will not turn out to be caused
by a genetic disorder. But recognising an unusual pattern early
can help a child receive the right assessment sooner.
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