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Height and Weight for Girls with Down Syndrome: 1 - 36 months
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Height and Weight for for Girls with Down Syndrome: 2 -18 years

length  J skl

weight 54l

jesl2_3 4 5 ¢ 7 8 9 10 11 12 13 14 15 16 17 18
AGE (YEARS)
160 160[ 54
155 L issf 2
) "1 i L
150—1 —p 757150 60
L~ L
1450 /,’/;-50-145 >4
R i
140 E /’ // 25m 140 36
/] / V. | =t 54
135 v4 - 135
130 /] 7 .// [52
4 & P jem) In |
125 A v v 90 F 200
120 4 // g5 190
115 T 4 // ,/ go [ 180
110 / / = / 7s [ 170
Y, / / 160
105 4 95570
/'/ / L1 L 150
100 65
7 L~ L 140
A 5
50"}
50 ///;' /’l A P
774 A SamnE
oy y /'/ AN
& // / 7T e e LI
70 / ,/ // 35 80
il / / ’/ 30 70
w
25 / //l// E s [6°
I
20 // > <] & 20 50
15— /7; ] L Ls[ 2
10 =" ¥
10
kg AGE (VEARS) kg 1b
2 4 5 6 g 9 10 11 12 13 14 15 16 17 18

Age (years) (&l gw) posdl

length  J skl

weight 5 4l




ATV e 10l Lo e il 93 bl W M e

Head Circumference for Girls with Down Syndrome: 1 - 36 months

55.00
50.00
—-—‘—"—_
4 pe=e
2 1]
A T -+
:) 45100 1 ol 44
= erq
L y =r
~ ot -
— // J-° L (o
kE) /, P b7 i - i 3
~ y =
4
3 4000 / . I
C / s |
g / 7 7
QL R ”
g yll /]
8 I u V.
=
(@) []
o 3500 /
P /
9]
T 1
7
4y
/
30.00 /
25.00

©C N M 0 WO NN DO 09 N Y NV 0 Q9 A Y D
e = = = NN N NN O

Age (months) (,¢a0) el

=— + Std. Dev. = = = = 50th Percentile = = -2Std. Dev.




Boys adlqdll

A YV e i0 s da D ‘éJSJYJSU Jaij.\l.b.ss

Head Circumference for Boys with Down Syndrome: 1 - 36 months
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 Continue regular eye exams every year if normal, or more
frequently as indicated.

- Between 3 years and 5 years of age, lateral cervical spine
x-rays (neutral view, flexion and extension) to rule out atlanto-
axial instability: have the radiologist measure the atlanto-dens
distance and the neural canal width. X-rays should be performed
at an institution accustomed to taking and reading these x-rays.

« Initial dental evaluation at two years of age with follow-ups
every six months.

« At 2-3 years of age, screen for celiac disease with IgA
antiendomysium antibodies, as well as total IgA.

P Developmental Skills

* Enrollment in appropriate developmental or educational
program.

» Complete educational assessment yearly for children from 4
until the end of formal schooling

« Evaluation by a speech and language pathologist is strongly
recommended to maximize language development and verbal
communication. An individual with significant communication
deficits may be a candidate for an augmentive communication
device.

P Recommendations

* Twice-daily teeth brushing.

* Total caloric intake should be below recommended daily
allowance (RDA) for children of similar height and age.
Monitor for well-balanced, high fiber diet. Regular exercise and
recreational programs should be established early.

« Continue speech therapy and physical therapy as needed.

« Continue SBE prophylaxis for children with cardiac defects.

 Monitor the family's need for respite care, supportive counseling
and behavior management techniques.

* Reinforce the importance of good self-care skills (grooming,
dressing, and money handling skills)




From1to 12 Years

P History

* Review parental concerns

* Review the child growth and development

« Evaluation of current level of functioning;

* Review current programming (early intervention, preschool,
school)

* Review ear and hearing problems;

* Review sleep related problems (snoring or restless sleep might
indicate obstructive sleep apnea);

* Review constipation and management

* Review audiologic and thyroid function tests and ophthalmologic
issues

* Review dental care.

* Monitor for behavior problems.

P Exam

* General pediatric and neurological exam including evaluation
for signs of spinal cord compression: deep tendon reflexes,
gait, Babinski sign.

¢ Include a brief vulvar exam for girls.

+ Use Down syndrome growth charts, as well as growth charts for
typically developing children. Be sure to plot height for weight
on the latter chart.

P Lab and Consults

« Echocardiogram by a pediatric cardiologist if not done previously;

« Thyroid function test (TSH and T4) yearly. 3-5% risk of acquired
hypothyroidism.

* Check behavioral auditory testing every 6 months until 3 years
of age, then yearly.



« Thyroid function test (TSH and T4), at 6 and 12 months of age.

« Evaluation by ENT specialist for recurrent otitis media as needed.

« Assess the emotional status of parents and interfamily
relationship including parents and siblings.

« Review the parents understanding of risk of recurrence.

« Discuss early intervention

* Refer for enrollment in local program (if not done during the
neonatal period). This usually includes physical and occupational
therapy evaluations and a developmental assessment.

* Application for Handicap allowance from Ministry of Social
affairs (Recommend competence of 2 years of age).

« Continue family support.

« Continue SBE prophylaxis for children with cardiac defects.



From 1to 12 Month

P History

* Review parental concerns.

* Question about respiratory infections (especially otitis media).
Occur in 50-70% of cases.

* For constipation, use aggressive dietary management and
consider Hirschsprung disease if resistant to dietary changes
and stool softeners

* Solicit parental concerns regarding vision and hearing

P Exam

* Review parental concerns.

« Question about respiratory infections (especially otitis media).
Occur in 50-70% of cases.

« For constipation, use aggressive dietary management and
consider Hirschsprung disease if resistant to dietary changes
and stool softeners

« Solicit parental concerns regarding vision and hearing

P Lab and Consults

* Evaluation by a pediatric cardiologist including echocardiogram
(if not done in newborn period): remember to consider
progressive pulmonary hypertension in DS patients with a VSD
or atrioventricular septal defect who are having little or no
symptoms of heart failure in this age group.

« Auditory brainstem response test (ABR) by 3 months of age if
not performed previously or if previous results are suspicious.

« Pediatric ophthalmology evaluation by six months of age
(earlier if nystagmus, strabismus or indications of poor vision
are present).

» Administer Pneumococcal vaccine at 2 months.



* Talk about how and what to tell other family members and
friends.

* Review Methods of copying with the new situation

* Check hematocrit or complete blood count to investigate
plethora (polycythemia) or thrombo-cytopenia (possible
myeloproliferative disorders)

* Check thyroid function test-check on results of state-mandated
screening

* Evaluation by a pediatric cardiologist including echocardiogram
(even in the absence of a murmur); reinforce the need for
subacute bacterial endocarditis (SBE) prophylaxis in susceptible
children with cardiac disease.

* Refer for auditory brainstem response (ABR) or otoacoustic
emission (OAE) test to assess congenital sensorineural hearing
at birth or by 3 months of age.

* Refer for a pediatric ophthalmological for if there are any
indications of nystagmus, strabismus or poor vision.

* Discuss value of Early Intervention (infant stimulation)

* Refer for enrollment in local program.

* Parents at this stage often ask for predictions of their child’s
abilities: «Can you tell how severe it is?» This is an opportunity
to discuss the unfolding nature of their child>s development,
the importance of developmental programming, and our
expectation of being able to answer that question closer to two
years of age.

* Referral to Local Down Syndrome Association and Down
syndrome school



From Birth to One Month

P History

* Review parental concerns.

* Was there a prenatal diagnosis of DS?

« If vomiting persist or in case of absence of stools, check for
gastrointestinal tract obstruction (Gastroesophageal Reflux,
duodenal web or atresia, or Hirschsprung disease).

* Review feeding history to ensure adequate caloric intake.

* Any concerns about hearing or vision?

* Inquire about family support.

P Exam

* Confirm diagnosis clinically

* Discuss the clinical findings (hypotonia and facial appearance)
with Both parents.

* Pay special attention to: cardiac examination; cataracts (refer
immediately to an ophthalmologist if the red reflex is not seen);
otitis media

* Subjective assessment of hearing .1% risk of Congenital Hearing
Loss

* Assessment of fontanels (widely open posterior fontanel may
signify hypothyroidism)

* Exam for plethora, thrombocytopenia.

P Lab and Consults

* Chromosomal karyotype

* Genetic counseling

 If feeding difficulties are noted; consultation with feeding
specialist (occupational therapist or lactation nurse) is advised.

* Discuss susceptibility to respiratory tract infections

* Discuss the strengths of the child and positive family experiences



Further Interviews

* Need to be frequent, even daily sometimes.
* Private.
* Planned.
« Done by the same team at the first time.
* Repeat same information given in previous interviews.
 Answering parent inquiries.
« Diffusing of either parent planning.
* Other area to be covered:
- Child's special needs.
- Importance of early intervention.
- Voluntary agencies & schools.
- Fact sheet which summaries all information.
- Package of information & books.
« Continuity is important, out-patient clinic is needed.




How to help parents to

understand information

hadiag

Nownk

Simplify your information:

« Avoid using medical words.

- Short words & sentences.

Gear your level & style of speech to parents level.
Categories the information:

» Announce categories name, repeat it.

» Then cover each category in detail.

Place the most important information list.

Repeat information in different way.

Use concrete & specific advice (rather than general advice).
Stress the importance of certain information & necessity for
them to remember.



* Broad-brush picture
- No detail (It is impractical to fully educate parent in first 24
hours).
- Explanation simple, not technical.
- Every child look like his parent, it is their child, not DOWN'S
baby.
- Every child has his own smile.
- Every child has capacity to develop individually.
* Do not use terms like Mongoloid, Mentally retarded, etc.
* Give time to any immediate denial statement from parent.
« Make sure that parent aware that there will be further meeting
to discuss & implicate more detail, ask them to keep note for
questions they like to ask

WHEN to tell parents?
« As soon as possible.
« Normally within 24 hours of childbirth.

WHERE to tell?
¢ Quite environment without interruption.
« Minimum of 30 minutes.
« Parent together (they will support each other).
* Baby to be present and handled by parent (reduce possibility
of rejection).

HOW to tell?

« Parent need to be told you're suspicious rather than be “fobbed
off” with false reassurance.

- If you are unsure, it is best to say so

* Be open, frank, and honest about situation.

» Convey warmth, insight, respect.

« Inspire confidence by sharing information with parent.

« Evaluate the parent’s understanding of the diagnosis, if they
misunderstand it, correct directly & carefully.

* Invites questions.

¢ Prepare yourself to spend a lot of time with parent, do not rush
away.

* Prepare yourself to deal with parent emotional reaction.




Gudielines to breaking

news to parents

Having a baby is probably the most creative thing we do. It gives
us sense of hope, feeling of deep love, joy & pride, but these
feeling are challenged when the baby born disabled. What parents
feel? How do they cope? How people are told can influence their
emotions, their beliefs and how they deal with the future. When
disabled child is born, how should hospital staff react? What
should they say?

Years later parent will remember exactly how the news-breaker
handled the situation. Each parent has different needs, so should
be treated individually. The following are some points, guideline
rather than rigid rules:

WHO should tell parents?
* Pediatrician/Neonatologist .
« In presence of Midwife, social worker.
« Number of additional staff to be minimal.

WHAT to tell?

« Congratulate parent on the birth of their child.

+ Advise them that the baby is healthy (or not).

« Inform them about any resuscitation or procedure done for the
child.

« State your clinical diagnosis & degree of certainty. She/He
looks like her/his parent, I have some news that you do not
expected, your baby has Down Syndrome.

« Inform about any test need to confirm diagnosis possible cause.

« Try to remove parent blaming.

« Indicate your expectance of child.

« Do not try to be predictive, It is not sense to try to foresee the
future of any child with accuracy.




Introduction

Individuals with Down syndrome (DS) need the usual health care
screening procedures recommended for the general population.
For example, children with DS need the usual immunizations and
well childcare procedures

In addition to educators and early intervention providers, these
guidelines are designed for parents and other caregivers to use
with the professionals who participate in the care of the individual
with DS.

Immediately following the recommendations by age, you will find
explanations for the specific medical recommendations listed
below.

These “Health Guidelines” were prepared with the goal of
promotion of health for individuals with Down syndrome. We trust
that this will serve as a reference for families, educators, agencies,
and, of course, health care providers. Nevertheless, we recognize
the ease and simplicity of using a summary of these guidelines in a
one-page graphic format.

Be certain to use the specific DS growth charts in addition to
regular charts to record height and weight (for children from birth
to 18 years of age), and head circumference (for children birth to
36 months of age).
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DPT A SH Jses
Hib Ay eyt 6 months
Hepatitis B o S ol
: : S5 A
Hearing Test ol ez 8 months
; . AN
MMR @b SN 12 months
Oral Poli by s
are s
. N 18 months
Hib P TR SURTI
Oral Polio JubYI s o
. s =l g A=
DPT ‘54“"{‘ GW 4-6 years
MMR s SN
Gy Al J g5 3 el e &l g V-
Pre-School hearing Test 4-6 years
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Visits Schedule
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Next Visit
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Medical Information

Hospital No. Jakll VSJ
Child's Name Jakall (....A
DOB ) s,
Place of Birth Y O
Hospital Name el S"“‘
Mode of Delivery sy 4l &
Gestational Age Jodl glil sas
APGAR Score Sloul uliie
Weight (g) () 054
Length (cm) (‘.....) Jshll
Head Circum. (cm) (o) o s
Mother's Age (:‘J!,u—
Problems During Lo JSLis
Pregnancy fad| S
Problems During Loew JSLis
Birth 55 ol I
Problems After Loew JSLis
Birth 55V ol deo
Tel No. Jll o 52
Mobile No. Jisd
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