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° Isiglllez:tsci)zr;/.and medical examination including aar pLoAT) roall 169
—(elpondl ol S
®  Repeat test within 10-12 weeks of delivery. & 1150l ULl
e Inform parents/parent education about red flags g — rouuadl (38
(Screening Clinic). — sulegdl alauoyl
e  Teach spleen examination. 5ol — o il
e Start prophylactic penicillin (penicillin V HPLC | jouin-¢ UC})szq_ﬁch M&D wdaiodiroadljes|
potassium125 mg Oral twice daily) at diagnosis. roaJlgeal sde sickle cell anemia
e  Start folic acid 1mg Oral, Once daily at diagnosis. il go — éloald
e Advise hydration. bl anil roliaoll
e  Encourage full immunization. roaJu Laalao]
e  Refer to pediatric Hematologist if available. —lrolboll ww)
2200 0Jl clr eVl Julus.
e  Full history and medical examination including
spleen size
e  Repeat test within 10-12 weeks of delivery
e Inform parents/parent education about red flags
(Screening Clinic) roal JUail—roall j69
e Parent education about red flags —roalljuwsidl Al il Lo
e Start folic acid 1mg Oral, Once daily at diagnosis | HPLC | jguuil1—¢ b&uﬂ%lg o b_wg_x.o_Jl . re
e Blood transfusion regimen to be decided . .~ .7 |Thalassemia anemia
according to diseasegseverity (usually do not m'..DJ) meQI o
need transfusion at birth) W= (rotaoll
e  Encourage full immunization
e  Refer to pediatric Hematologist if available.
2l J 69— roall J89 , -
Parents are notified and referred to a dietitian or general G6PD . . roéip:l_.}ig— ;Mﬁ:ﬂ Jgal U'O“UI
. . enzyme| daV¥qJl aic G6PD deficiency | M~
pediatrician for health education. assay —roalroan (nd) anemia
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* Modified from: Newborn Screening Manual A Guide for Newborn Care Providers, edition 1.1, Newborn
Screening Ontario, 2015.
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KPI # 1: : Jall juisgoJl

Newborn Screening Coverage aulgodl @o Uil dxhn i

The proportion of newborns - o
clya] r0d gyl adigodl duuud

Description who have had newborn . wogll
screening Y

Jebil J5J ynadllclja] ey
waoll jSlo swygagy gyaldl

Since all newborns should
have screening, this KPI deter-

Rationale i a9j00 (sJ| Juigodl 1ia Wagy lalg woll
mines the reasons why some , o ;
. wan o]l elyal caeio (sl obuwl
babies were not screened - ‘
adlgoll aol)
95%-of newborns are 0liy adlgodl g Jsil sde % 90
Standard i Jueoll
screened QN9

At least %95 of

Green Zone Jall sue adlgollgo % 90 (nng
newborns are screened

95-80 % o o : o
Yellow Zone aUlgodl gywo % 90 - % A-nng Jonll glal
of newborns are screened

Less than %80 of aJlgollgwo % A g Jsl nns
newborns are screened Jall sue

Red Zone
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KPI # 2:
Time of Newborn Screening Sampling

Description

Rationale

Standard

Green Zone

Yellow Zone

Red Zone

The proportion of babies who
have a newborn screening
sample taken between 24 and 72
hours of birth

Some of the disorders can be
fatal within the first week

On other hand, the baby must
have been on breast milk
regular formula long enough for
the biochemical indicators to
show an abnormality

95%-of first NBS samples are
taken between 24 and 72 hours
of birth

-%95At least of
newborns are screened

80-95%-of newborns are
screened

Less than %80 of
newborns are screened
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:KPI # ¥

Quality of newborn screening blood samples

Description

Rationale

Standard

Green Zone

Yellow Zone

Red Zone

The quality of the blood spot
sample which reflect proper
collection and transport

Unsatisfactory samples require
a repeat which could lead to a
.delay in the management

% 10of blood spot samples are
of unsatisfactory quality

Not more than 1% of blood
spot samples are of unsatis-
factory quality

More than %1 to %5 of blood
spot samples are of
unsatisfactory quality

More than %5 of blood spot
samples are of unsatisfactory
o[VE1Y
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KPI # 4:
Sample Transport to the NBS laboratory

@311 jigoJl
auigoll yand Jiao (sul ealiaell Jii

Description

Rationale

Description

Standard

Green Zone

Yellow Zone

Red Zone

The time taken for the sample to
be received by the
laboratory after being taken

Samples must be sent to and re-
ceived by the laboratory as soon
as possible after they are taken

The time taken for the sample to
be received by the
laboratory after being taken

95% of samples are received by
the laboratory within two calen-
dar days of being taken

of samples are received % 95

by the laboratory within two
calendar days of being taken

Yellwo Zone: %95 of samples are
received by the laboratory

within (7 - 2) calendar days

of being taken

Less than %95 of samples are
received by the laboratory within
two calendar days of being
taken
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KPI # 5: ;o LAl juiigodl

Laboratory Testing Turnaround Time vaasll dayii sue Jgnall iUl cadgll

Description The time taken by the NBS labo- URA9 JiA 0 ad @iy sl casgll wogll
ratory to test each sample for all 2102) naollelyaY aldigoll
of the 17 disorders specified in the 59 Gaan0Jl Julie desudl uol ol
NBS Program aolyuJl

w el
Rationale Samples should be tested as soon 189 €l S wlipellnng way
as possible to reduce/eliminate mor- wlecln o gio / Juldid S o0
tality/morbidity ool

Standard 100% of samples meet the turna- Swgy A 638910 yanolldayi Juool
round time of 2 working days (@l ywo % 1) wlisell 5 Joc

Green Zone 100% of samples meet the turna- Swog) JUa dp9gio pnolldaris

round time of 2 working days U0 % 1) awlyell 2l Joc
(wligell

Yellow Zone Not less than %95 of samples meet Sw0gy JUA 659930 padllda il

the turnaround time of 2 working Ul e wluell go % 90 J Joc
days

1ol guaill

Red Zone Less than %95 of samples meet the Swogl JUa 6p9gio paolldaiy

turnaround time of 2 working days alizell o % 90 oo U8l Joe
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KPI # 6:

Time of notification of positive results

Description

Rationale

Standard

Green Zone

Yellow Zone

Red Zone

The time taken to refer a baby with
a positive screening result for
diagnostic testing

Reduce/eliminate mortality/mor-
bidity

100% of babies with positive results
are notified to their referring physi-
cians by the laboratory within two
calendar days

(from the receipt in lab test result)

100% of babies with positive results
are notified to their referring physi-
cians by the laboratory within two
calendar days

(from the receipt in lab test result)

Not less than %95 of babies with
positive results are notified to their
referring physicians by the labora-
tory within two calendar days
(from the receipt in lab test result)

Less than %95 of babies with
positive results are notified to their
referring physicians by the laborato-
ry within two calendar days

(from the receipt in lab test result)

asleYl o 2nl) Ga¥gll siuand JSiodlunnald (sibgll golull
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U digell Jogl sl gl @1u)
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WA dduedl Juw i sl ousda )l 1)
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(@bl yo % 1)

alg dulallpng da)il agag aic
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KPI # 7: :@1ludl i goll

Time of Commencement of Treatment clell 224 o jWUI cudgll
Description The time that is required for the el pay ag oiuy sl cusgll gl
commencement of treatment for 0ilogns gl guud guall adigol)
babies with positive test results aulay
Rationale The timely commencement of / J48) uwlio cudg (w9 glell ey woll
treatment reduce/eliminate morbidity wodlaleclh o gioy

and mortality

Standard 100% of babies with positive test Ul gl (% 1) adigodl U5 Juoodl
result are commenced on treatment WA zWoll ygéliu dulayl onilognag
by 10 days of age r0g32Yg o ol -

Green Zone | 100% of babies with positive test ol g Al (% 1) adigodl JS5
result are commenced on treatment | JWa glelly L] rogilogag

by 10 days of age rogiaVg o Ui .

Red Zone Not all (%100) babies with positive e ol (% 1) adigod JS uu

test result are commenced on JUa glell ygoliy aulay] rogilogag

treatment by 10 days of age roialg oo ol I
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KPI #8 :
Percent of loss to follow-up :

-1following the receipt of an invalid specimen.
2-following an out-of-range test result .

KPI #9 :

Percent of out-of-range results that need referral for
evaluation.

KPI #10 :

Prevalence of each disorder detected by newborn
screening .

KPI #11 :

(Percent of missed cases) false negatives:

g0 LI puisgodl

Lgieulio 269 (iUl eVlal duwl
waolJdally jue alive oWl aoy- |

‘ol uigoll

wanal) Wl o jdu (sl dueiuds ol @iliudl du

ulell uugodl

9 dgouiiodl ualoll yo b0 JS Juiiiil Jaco
_@olyl

sle saladl piugodl

LAt (o ol oy rod (sl eolilad] duund

-1Percent of babies with disease who were not identi-
fied on NBS but had a valid newborn screen

-2Percent of babies with disease who were not identi-
fied on NBS because they did not have a valid screen

rog ol e rod ¢uall gulnodl AdlgoJl dud - |
o) uanoll el yo roe i sde
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Db oll Sl o) ynnodl elya) roae cuuuy
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KPI # 12 :
Professional and Public Educational Activi-
ties

i UL 350l
g@"" - - Ig ..". Ia,!g.gg_'iJI .. 3 .‘“I
aual iyl ([ SiyoJl

Description

Green Zone

Yellow Zone

41

Rationale

Definition

Standard

Red Zone

Organize professional and public
educational activities in the
Supervisory Regional Center of NBS
in the Y+ Health Directorates in the
Kingdom

Improve professional education and
public awareness about NBS

Professional Educational Activity :
A workshop with participation from

professionals working in all the NBS
centers within the Health Directorate

Public Awareness Activity :
Participation in the Annual NBS
Awareness Day with organizing a
regional public educational activity within
the region of the Health Directorates

Organize — at least — one professional
educational activity and one public
awareness activity in the Supervisory
Regional Center of NBS in the Health
Directorate within @ maximum of Y
months

Organize both activities within

a maximum of 'Y months

Organize one activity within a maximum
of 'Y months

No educational activities within )Y

months
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Unremarkable Results Remarkable Results

Results are available to the health care
provider through all of the following:
1- system

2- Email

To recommend repeat newborn
screening specimen or diagnostic
testing

Results are available in the system.
No follow-up required.
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Date reported: 01/12/2024

Newborn Screening Test Report

Submitter
Resp. doctor *
King Faisal General Hospital - Alhassa
Patient
Name: Barcode:
Sample Type
D.O.B: Weight:
Datt | llected:
Sex: ate sample collected
Mother name:
Baby MRN:
Mother NID:
Family phone:
Mother MRN
Mother phone:
Test Resultcode Screening
result
TSH NTSH-I-N Normal
GALT GALT-I-N Normal
N17P 170HP-I-N Normal
G6PD G6PD-I-N Normal
BTD BTDG-I-N Normal
HGBE HGBE-I-N Normal
Screening Result
MS/MS Disorders: PKU, MSUD, Normal

ASA, CIT, HMG, MMA, PA, BKT,
GA1, IVA, MCAD, 3MCC, VLCAD,
HCU

PHL, 7090 King Abdulaziz Rd - Al Arid Dist. Riyadh 13351 - 5210 Page 10of 2
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Date reported05/05/2023

Early Screening Program For Newborns to Reduce Disability

Submitter
Tel:
Fax:

KAAUH - PNU
Patient
Name: Barcode:

Resp. doctor
D.0.B: Weight:
Sex: Date sample collected:
Baby MRN: Mother name:
Family phone: Mother NID:

Mother MRN

Mother phone:
Test Resultcode Screening

result
TSH NTSH-I-N Normal
GALT GALT-I-N Normal
N17P 170HP-I-N Normal
G6PD G6PD-I-N Normal
BTD BTDG-I-N Normal
HGBE HGBE-I-N Normal
Screening Result Test Concentration Unit Cutoff

MS/MS Disorders: PKU, MSUD, High pmol/L

ASA, CIT, HMG, MMA, PA, BKT,
GAT1, IVA, MCAD, 3MCC, VLCAD,
HCU

Comments

The newborn screening results show risk of having one or more of the conditions included in the newborn screening panel, repeat NBS testing
must be performed immediately.

PHL, 7090 King Abdulaziz Rd - Al Arid Dist. Riyadh 13351 - 5210 Page 1 of 2
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The Saudi National Newborn Screening Program

Professional Education Workshop

DAY 1

[ Tme | Subject | Speaker
8:30-9:00 Registration
9:00-9:15 Welcome / Introduction
9:15-10:00 General aspects of Metabolic disorder
10:00- 10:15 BREAK

10:15 11:00 Nutritional Assessments
11:00-12:00 Aspects of metabolic nutrition for MMA/PA

12:00-1:00 Aspects of metabolic nutrition for IVA/ HMG
1:00 - 2:00 Lunch
2,00—2:45 Case presentation

2:45 -3:30 Aspects of metabolic nutrition for PKU
3:30-4:14 PKU case presentation
DAY 2

9:00- 9:40 Aspects of metabolic nutrition for UCD
9:40-10:30 UCD case presentation

10:30 -11:15 Aspects of metabolic nutrition for MSUD
11:30-12:30 Case presentation for MSUD
Galactosemia

12:30-1:30 Diagnosis / clinical presentation / treatment
1:30-2:30 Lunch

2:30-3:30 Diagnosis / clinical presentation / treatment
3:30-4:30 Aspects of metabolic nutrition for FAOD



Speaker

5 Session:
Management of Detected Cases lll: Amino Acids Disorders

08:30-09:00 Clinical Scenarios in AA disorders
09:00-09:30 Nutritional Management in AA disorders
09:30-09:45 Discussion
09:45-10:00 Coffee Break
6" Session:
Management of Detected Cases IV: FAOD
10:00-10:20 Clinical Scenarios in FAOD
10:20-10:40 Nutritional Management in FAOD
10:40-11:50 Discussion
11:50-13:00 Prayer & Lunch
7th Session :
Management of Detected Cases V
13:00-13:20 Clinical Scenarios in galactosemia & biotini-
dase deficiency
13:20-13:35 Nutritional Management in galactosemia
13:35-14:00 Clinical Scenarios in CH & CAH
14:00-14:15 Discussion
8th Session:

Counseling & Education
14:15-14:45 Talking to parents: genetic counseling aspects
14:45-15:15 Talking to parents: Educational aspects
15:15-15:30 Discussion
15:30-15:35 Closing Remarks
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Nutrition Therapy for Metabolic Disorders Workshop

Time Subject \ Speaker
8:30-9:00 Registration
9:00-9:15 Welcome / Introduction
9:15-10:00 General aspects of Metabolic disorder
10:00- 10:15 BREAK

10:15 11:00 Nutritional Assessments
11:00-12:00 Aspects of metabolic nutrition for MMA/PA

12:00-1:00 Aspects of metabolic nutrition for IVA/ HMG
1:00 - 2:00 Lunch
2,00—2:45 Case presentation

2:45 -3:30 Aspects of metabolic nutrition for PKU
3:30- 4:14 PKU case presentation
DAY 2

9:00- 9:40 Aspects of metabolic nutrition for UCD
9:40-10:30 UCD case presentation

10:30 -11:15 Aspects of metabolic nutrition for MSUD
11:30-12:30 Case presentation for MSUD
Galactosemia
12:30-1:30 Diagnosis / clinical presentation / treatment
1:30-2:30 Lunch

2:30-3:30 Diagnosis / clinical presentation / treatment
3:30-4:30 Aspects of metabolic nutrition for FAOD
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American College of Medical Genetics Act Sheets: www.acmg.net

Newborn Metabolic Screening Programme Monitoring Framework,
November 2010, National Screening Unit, New Zealand
Government.

e Newborn Screening Manual: A guide For Newborn Care Providers,
Edition 1.1, Newborn Screening Ontario, Canada ,2015.

e NHS newborn blood spot screening programme, United Kingdom:
/http://newbornbloodspot.screening.nhs.uk

e Oregon Practitioner’s Manual, Newborn Screening Program, 9th
Edition, 2010.
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