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Supplemental Information

The supplemental information includes a comprehensive list of genes and loci (Table S1)
associated with intellectual disability along with data items, including when available, OMIM
reference, associated gene(s), DECIPHER alleles, impact on mortality, and inheritance
pattern. Table S2 and Table S3 list the references used in each calculation for the costs of
intellectual and physical disability presented in Table 1 and Table 2 respectively in the main
manuscript and an excel file (Supplementary Excel file 1) that provides all the data used in
the costing analyses and the methods used to calculate the low, middle and upper estimates
for each cost category (note this is a separate file to this document). Figure S1 provides a
PRISMA flow diagram that details how monogenic diseases associated with intellectual
disability were ascertained. A table of contents is provided listing each supplemental resource

individually.
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Table S1. The most frequent intellectual disability etiologies

Disease OMIM Gene DE;?ZI;ER Body System Inheritance Longevity”
KBG syndrome 148050 ANKRDI11 99 Intellectual Disability Syndromic Autosomal dominant 3
16q24.3 microdeletion syndrome ANKRDI11 99 Chromosomal Autosomal dominant 3
Monosomy 22q13 606232 SHANK3 98 Chromosomal Autosomal dominant 3
X-linked nonjii Eﬁfﬁgm intellectual 300055 MECP2 83 Intellectual Disability Non-Syndromic | X-linked recessive 3
Rett syndrome 312750 MECP2 83 Intellectual Disability Syndromic X-linked dominant 3
Wiedemann-Steiner syndrome 605130 KMT2A 72 Intellectual Disability Syndromic Autosomal dominant 3
Coffin-Siris syndrome 135900 ARIDIB 67 Intellectual Disability Syndromic Autosomal dominant 3
Nicolaides-Baraitser syndrome 601358 ARIDIB 67 Intellectual Disability Syndromic Autosomal dominant 3
6925 microdeletion syndrome 612863 ARIDIB 67 Chromosomal Autosomal dominant 3
Mental retardation, X-linked 102 300958 DDX3X 65 Intellectual Disability Non-Syndromic X-linked dominant 3
Mental retardation, autosomal dominant 7 614104 DYRKIA 60 Intellectual Disability Non-Syndromic | Autosomal dominant 3
Autosoririilelr; ccfiijlvzig;)l;i?t)/yndronﬂc 249500 MEDI3L 57 Intellectual Disability Non-Syndromic | Autosomal recessive 3
Kleefstra syndrome due to a point mutation 610253 EHMTI 55 Intellectual Disability Syndromic Autosomal dominant 3
9q34 microdeletion syndrome 610253 EHMTI 55 Chromosomal Autosomal dominant 3
Microphthalmia, Lenz type 309800 NAAIO 54 Ophthalmological X-linked recessive 3
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DECIPHER

Disease OMIM Gene Alleles Body System Inheritance Longevity”
Periventricular nodular heterotopia 300049 FLNA 53 Central Nervous System X-linked dominant 3
Frontometaphyseal dysplasia 305620 FLNA 53 Skeletal Dysplasias X-linked dominant 3
Osteodysplasty, Melnick-Needles type 309350 FLNA 53 Skeletal Dysplasias X-linked dominant 3
Otopalatodigital syndrome type 1 311300 FLNA 53 Skeletal Dysplasias X-linked dominant 3
X-linked non-syndromic intellectual 309530 IQSEC2 51 Intellectual Disability Non-Syndromic | X-linked recessive 3

disability

Severe intellectual disability-progressive
postnatal microcephaly- midline stereotypic 309530 I0SEC2 51 Intellectual Disability Syndromic X-linked recessive 3
hand movements syndrome

Alpha-thalassemia - X-linked intellectual

disability syndrome 301040 ATRX 50 Intellectual Disability Syndromic X-linked recessive 3

Mental retardation hypotonic face syndrome 309580 ATRX 50 Intellectual Disability Syndromic X-linked recessive 3
Epileptic encephalopathy, early infantile, 11 613721 SCN2A 50 Epilepsy Syndromes Autosomal dominant 2
West syndrome 613721 SCN2A 50 Epilepsy Syndromes Autosomal dominant 2

Glass syndrome 612313 SATB2 49 Intellectual Disability Syndromic Autosomal dominant 3

2q33.1 microdeletion syndrome 612313 SATB2 49 Chromosomal Autosomal dominant 3

Mental retardation, autosomal dominant 23
(Intellectual disability-facial dysmorphism 615761 SETDS5 48 Intellectual Disability Syndromic Autosomal dominant 3
syndrome due to SETDS5 haploinsufficiency

Cornelia de Lange syndrome 2 300590 SMCIA 48 Intellectual Disability Syndromic X-linked recessive 3
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Disease OMIM Gene Alleles Body System Inheritance Longevity”
Rubinstein-Taybi syndr‘ome due to 180849 CREBBP 46 Intellectual Disability Syndromic Autosomal dominant 3
CREBBP mutations
Rublnstem-Taybf syndror.ne due to 16p13.3 610543 CREBBP 46 Chromosomal Autosomal dominant 3
microdeletion
Koolen-De Vri d due t int
oolen-e vries syndtome die fo a potn 610443 KANSLI 46 Intellectual Disability Syndromic Autosomal dominant 3
mutation
17q21.31 microdeletion syndrome 610443 KANSLI 46 Chromosomal Autosomal dominant 3
X-linked intellectual disability, Najm t
tkec fiteTlectma cusaity, Najt type 300749 CASK 44 Intellectual Disability Syndromic X-linked dominant 3
(MICPCH)
Early infantile epileptic encephalopathy CASK 44 Epilepsy Syndromes X-linked recessive 3
Duchenne muscular dystrophy 310200 DMD 44 Neuromuscular X-linked recessive 3
Helsmoortel-van der Aa syndrome 615873 ADNP 42 Intellectual Disability Syndromic Autosomal dominant 3
Smith-Magenis syndrome 182290 RAILI 42 Intellectual Disability Syndromic Autosomal dominant 3
17pl1.2 nnc_r oduph(.:atlon syndrome 610883 RAII 42 Chromosomal Autosomal dominant 3
(Potocki-Lupski syndrome)
Mental retardation, autosomal dominant 5 612621 SYNGAPI 40 Intellectual Disability Non-Syndromic | Autosomal dominant 3
Severe feeding difficulties - failure to thrive
- microcephaly due to ASXL3 deficiency 615485 ASXL3 39 Intellectual Disability Syndromic Autosomal dominant 3
(Bainbridge-Ropers syndrome)
Autosomal dominant non-syndromic N . .
. R TCF4 39 Intellectual Disability Non-Syndromic | Autosomal dominant 3
intellectual disability
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Disease OMIM Gene Alleles Body System Inheritance Longevity”
Pitt-Hopkins syndrome 610954 TCF4 39 Intellectual Disability Syndromic Autosomal dominant 3
Rubinstein-Taybi synd 2 (due t
4 ”g;;g 0 lfayp ;;Z:u frf‘i’:il:ncy() ueto 613684 EP300 38 Intellectual Disability Syndromic | Autosomal dominant 3
Mental retardation, autosomal dominant 9 614255 KIFIA 38 Intellectual Disability Non-Syndromic | Autosomal dominant 3
Neurofib tosis type 1 due t
curonbromatosts type - due to 162200 NFI 38 Intellectual Disability Syndromic Autosomal dominant 3
NF1mutation or intragenic deletion
17q11 microdeletion syndrome 613675 NF1 38 Chromosomal Autosomal dominant 3
17q11.2 microduplication syndrome 613675 NF1 38 Chromosomal Autosomal dominant 3
Beta-propeller protein-associated L . . .
. 300894 WDR45 38 Intellectual Disability Syndromic X-linked dominant 3
neurodegeneration
Okur-Chung neurodevelopmental syndrome 617062 CSNK2A1 37 Intellectual Disability Syndromic Autosomal dominant 3
Mental retardation, autosomal dominant 6 613970 GRIN2B 37 Intellectual Disability Non-Syndromic | Autosomal dominant 3
X-linked intellectual disability, Turner type 309590 HUWEI 36 Intellectual Disability Syndromic X-linked recessive 3
Spinocerebellar ataxia type 29 117360 ITPRI 36 Cerebellar/Ataxias Autosomal dominant 3
Mental retardation, autosomal dominant 32 616268 KAT6A 36 Cardiac Autosomal dominant 3
intellectual disability - sparse hair -
brachydactyly (Nicolaides-Baraitser 601358 SMARCA2 36 Intellectual Disability Syndromic Autosomal dominant 3
syndrome)
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Disease OMIM Gene Alleles Body System Inheritance Longevity”
Congenital heart defects, dysmorphic facial
features, and intellectual developmental 617360 CDK13 35 Cardiac Autosomal dominant 3
disorder
Cornelia de Lange syndrome 5 300882 HDACS 35 Intellectual Disability Syndromic X-linked recessive 3
Early infantile epileptic encephalopathy, 7 613720 KCNQ2 35 Epilepsy Syndromes Autosomal dominant 3
SyndroE‘fe)ﬁj}’i‘}:g;rl‘télﬁzzlofSabﬂity 300534 KDMSC 35 Intellectual Disability Syndromic X-linked recessive 3
Early infantile epileptic encephalopathy, 4 612164 STXBPI 35 Epilepsy Syndromes Autosomal dominant 3
Dravet syndrome 612164 STXBP1 35 Epilepsy Syndromes Autosomal dominant 3
Epileptic encephalopathy, early infantile, 54 617391 HNRNPU 34 Epilepsy Syndromes Autos.omal 3
Dominant
Desanto-Shinawi syndrome 616708 WAC 33 Intellectual Disability Syndromic Autosomal dominant 3
Atypical Rett syndrome 300672 CDKLS 32 Intellectual Disability Syndromic X-linked dominant 3
Early infantile epileptic encephalopathy 300672 CDKLS5 32 Epilepsy Syndromes X-linked dominant 3
West syndrome 300672 CDKLS5 32 Epilepsy Syndromes X-linked dominant 3
5q14.3 microdeletion syndrome 613443 MEF2C 32 Chromosomal Autosomal dominant 3
Sotos syndrome 1 117550 NSDI1 32 Overgrowth Autosomal dominant 3
5935 microduplication syndrome 117550 NSDI1 32 Chromosomal Autosomal dominant 3
CHARGE syndrome 214800 CHD7 31 Malformations Autosomal dominant 3
6
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Disease OMIM Gene Alleles Body System Inheritance Longevity”
COFS syndrome 214150 ERCCo 31 Intellectual Disability Syndromic Autosomal recessive 2
Cockayne syndrome type 1 133540 ERCC6 31 Neoplastic Autosomal recessive 2
Verheij Syndrome 615583 PUF60 31 Malformations Autosomal dominant 3

Autism spectrum disorder due to AUTS2
deficiency (Mental retardation, autosomal 615834 AUTS2 30 Intellectual Disability Syndromic Autosomal dominant 3
dominant 26)

Severe intellectual disability-progressive

. . 615075 CTNNBI 30 Intellectual Disability Syndromic Autosomal dominant 3
spastic diplegia syndrome
Intell 1 disability- h delay-
nte ectl.la disability s evere speech delay 613670 FOXPI 30 Intellectual Disability Syndromic Autosomal dominant 3
mild dysmorphism syndrome
LEOPARD syndrome 1 151100 PTPNI1 29 Intellectual Disability Syndromic Autosomal dominant 3
Noonan syndrome 1 163950 PTPNI1 29 Intellectual Disability Syndromic Autosomal dominant 3
X-linked non-syndromic intellectual
tiednon s.y " ?c?rmc tniefiectua 300046 USP9X 29 Intellectual Disability Non-Syndromic X-linked recessive 3
disability
Autosomal dominant childhood-onset
proximal spinal muscular atrophy without 158600 DYNCIHI 28 Neuromuscular Autosomal dominant 3
contractures
Mandibulofacial dysostosis-mi hal
andibwotacia Cysostosis-merocephaly 610536 EFTUD2 28 Craniofacial Autosomal dominant 3
syndrome
Kabuki syndrome 2 300867 KDMG6A 28 Intellectual Disability Syndromic Autosomal dominant 3
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Disease OMIM Gene Alleles Body System Inheritance Longevity”
X-linked intellectual dlsa.blhty - cerebellar 300486 OPHNI 28 Intellectual Disability Non-Syndromic X-linked recessive 3
hypoplasia
Christianson syndrome 300243 SLC9A6 28 Intellectual Disability Syndromic X-linked recessive 3
Cohen syndrome 216550 VPS13B 28 Intellectual Disability Syndromic Autosomal recessive 3
Marshall-Smith syndrome 602535 NFIX 27 Overgrowth Autosomal dominant 3
Sotos syndrome 2 614753 NFIX 27 Overgrowth Autosomal dominant 3
Mental retardation, autosomal dominant 35 616355 PPP2R5D 27 Intellectual Disability Syndromic Autosomal dominant 3
Intellectual disability with postnatal
fietectial cisabritty with posthata 618430 TCF20 27 Intellectual Disability Non-Syndromic | Autosomal dominant 3
overgrowth
Mental retardation, autosomal dominant 44 601893 TRIO 27 Intellectual Disability Syndromic Autosomal dominant 3
Atypical Rett syndrome 613454 FOXG1 26 Intellectual Disability Syndromic Autosomal dominant 3
14q11.2 microduplication syndrome 613457 FOXG1 26 Chromosomal Autosomal dominant 3
14q12 microdeletion syndrome 613457 FOXGI 26 Chromosomal Autosomal dominant 3
H ia- h i i - A 1
ypotoma.s‘p cech Impairment-severe 615419 NALCN 26 Intellectual Disability Syndromic . utosoma . 3
cognitive delay syndrome dominant/ recessive
Intell 1 disability - ity - brai
neflectua ,dlgabl lt},] obesity b.raln 613192 TRAPPCY9 26 Intellectual Disability Syndromic Autosomal recessive 3
malformations - facial dysmorphism
X-linked non-syndromic intellectual
i eed non-syndromic miefectua 305450 MEDI2 25 Intellectual Disability Non-Syndromic | X-linked recessive 3
disability (Opitz-Kaveggia syndrome)
8
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Disease OMIM Gene Alleles Body System Inheritance Longevity”
X-linked intellectual disability with
1r} © H.l eriee ula 1sabriity wi 309520 MEDI?2 25 Intellectual Disability Syndromic X-linked recessive 3
marfanoid habitus (Lujan-Fryns syndrome)
Ohdo syndrome, X-linked 300895 MEDI?2 25 Intellectual Disability Syndromic X-linked recessive 3
Myoclonic-atonic epilepsy 616421 SLC6A1 25 Epilepsy Syndromes Autosomal dominant 2
Intellectual disability-devel tal delay-
pictlectia’ disabl Tty-developmenla’ delay 314580 ZC4H2 25 Intellectual Disability Syndromic X-linked recessive 3
contractures syndrome
Tall stature-intellectual disability-facial
dysmorphism syndrome (Tatton-Brown- 615879 DNMT3A 24 Intellectual Disability Syndromic Autosomal dominant 3
Rahman syndrome)
Blepharophimosis-intellectual disability 603736 KAT6B 24 Intellectual Disability Syndromic | Autosomal dominant 3
syndrome, SBBYS type
Genitopatellar syndrome 606170 KAT6B 24 Skeletal Dysplasias Autosomal dominant 3
Juvenile myoclonic epilepsy 121201 KCNQ3 24 Epilepsy Syndromes Autosomal dominant 3
Benign familial neonatal seizures, 2 121201 KCNQ3 24 Epilepsy Syndromes Autosomal dominant 3
Mental retardation, autosomal recessive 65 618109 KDM5B 24 Intellectual Disability Syndromic Autosomal recessive 3
White-Sutton syndrome 616364 POGZ 24 Intellectual Disability Syndromic Autosomal dominant 2
Dravet syndrome 607208 SCNIA 24 Epilepsy Syndromes Autosomal dominant 3
Mali igrati ial sei f
alignant mlgr&.itlng partial seizures o 604403 SCNIA 24 Epilepsy Syndromes Autosomal dominant 3
infancy
Mental retardation, autosomal dominant 49 617752 TRIPI2 24 Intellectual Disability Syndromic Autosomal dominant 3
9
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Disease OMIM Gene Alleles Body System Inheritance Longevity”
AutosorTlal dommant. non.—.syndromlc 616579 CHAMPI 23 Intellectual Disability Syndromic Autosomal dominant 3
intellectual disability

Severe intellectual disability-poor language-

strabismus-grimacing face-long fingers 615074 GATAD2B 23 Intellectual Disability Syndromic Autosomal dominant 3
syndrome

Mental retardation, autosomal dominant 31 616158 PURA 23 Epilepsy Syndromes Autosomal dominant 3
Schinzel-Giedion syndrome 269150 SETBPI 23 Intellectual Disability Syndromic Autosomal dominant 2

Mental retardati t 1 dominant 41
entatretar ? 101, aUTosormat comnat 612376 TBLIXRI 23 Intellectual Disability Syndromic Autosomal dominant 3

(Pierpont syndrome)
Mental retardation, X-linked 93 300659 BRWD3 22 Intellectual Disability Non-Syndromic X-linked recessive 3
L -Gastaut synd Epilepti
cennox-Lastaut syn 'rome (Epileptic 615369 CHD2 22 Epilepsy Syndromes Autosomal dominant 3
encephalopathy, childhood-onset)

Mental retardation, X-linked 98 300524 NEXMIF 21 Intellectual Disability Syndromic X-linked recessive 3
Geleophysic dysplasia 2 614185 FBNI 20 Skeletal Dysplasias Autosomal dominant 3

Glaucoma - ectopia - microspherophakia -
stiff joints - short stature (Weill-Marchesani 608328 FBNI 20 Ophthalmological Autosomal dominant 3

syndrome 2, dominant)

Kabuki syndrome 1 147920 KMT2D 20 Intellectual Disability Syndromic Autosomal dominant 3
Proteus-like syndrome 158350 PTEN 20 Intellectual Disability Syndromic Autosomal dominant 3
Macrocephaly-autism syndrome 605309 PTEN 20 Intellectual Disability Syndromic Autosomal dominant 3

10
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Disease OMIM Gene Alleles Body System Inheritance Longevity”
Bannayan-Riley-Ruvalcaba syndrome 158350 PTEN 20 Overgrowth Autosomal dominant 3
Witteveen-Kolk syndrome 613406 SIN3A 20 Intellectual Disability Syndromic Autosomal dominant 3
Mental retardation X linked, syndromic 33 300966 TAFI 20 Intellectual Disability Syndromic X-linked recessive 3
Baraitser-Winter syndrome 1 243310 ACTB 19 Craniofacial Autosomal dominant 3
AHDC1-related intellectual disability-
obstructive sleep apnea-mild dysmorphism 615829 AHDCI 19 Intellectual Disability Syndromic Autosomal dominant 3
syndrome (Xia-Gibbs syndrome)
Early infantile epileptic encephalopathy 614558 SCNSA 19 Epilepsy Syndromes Autosomal dominant 3
Myhre syndrome 139210 SMAD4 19 Intellectual Disability Syndromic Autosomal dominant 3
Hereditary persistence of fetal hemoglobin-
sickle cell disease syndrome (Dias-Logan 617101 BCLIIA 18 Haematological Autosomal recessive 3
syndrome)
Intellectual disability - craniofacial 615009 PACSI 18 Intellectual Disability Syndromic | Autosomal dominant 3
dysmorphism - cryptorchidism
Rolandic epilepsy - speech dyspraxia 245570 GRIN2A 17 Epilepsy Syndromes Autosomal dominant 3
Early-onset epileptic encephalopathy and
intellectual disability due to GRIN2A 245570 GRIN2A 17 Epilepsy Syndromes Autosomal dominant 3
mutation
Mowat-Wilson syndrome due to a ZEB2 235730 ZEB2 17 Intellectual Disability Syndromic Autosomal dominant 3
point mutation
11
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Disease OMIM Gene DE;?ZI:SER Body System Inheritance Longevity”
Mowat-Wilson sync;rcz)zr;le due to monosomy 235730 ZEB2 17 Chromosomal Autosomal dominant 3
Joubert syndrome 17 614615 CPLANE] 16 Central Nervous System Autosomal recessive 3
Joubert syndron:;:et\:;ict? orofaciodigital 277170 CPLANE] 16 Central Nervous System Autosomal recessive 3
dysmﬁf;l;?j:::::sp;nnznctiit(aililsl? ftclllira:(i)tr}:lalies 617755 BPTF 15 Intellectual Disability Syndromic Autosomal dominant 3

* Longevity coded as 1=less than two years of life; 2=death by adolescence; and 3=adult life expectancy.
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Table S2. References for cost analysis in Table 1

Total
Costs

Healthcare Costs Social Costs

. L' L L* Sum of L* L L L* L** L Sum of
Chﬂgﬁg 0-3 M! M? M23 previous 3 M2 M M MS M?2S M2 previous 6 S};‘é“a‘;;‘?él
U u? u*? columns U u! Ut e U u* columns
. L' L’ L> Sum of L3 L’ L L L L’ Sum of
Cl;?;s;g:; M' Mm? M3 previous 3 M4 Mm* Mm* M246 M26 M2 previous 6 Sl_lllgl a(;lfdtgtél
u' U? uy*? columns u u? u uy> uy u* columns
. L' L? L* Sum of L* L? L! L*® L** L? Sum of
sesl;;i(jrigfg;lid M M’ M previous 3 M M M M6 M6 M previous 6 Sl.l[!(rjn a?)ﬁitgt(ajl
P U’ U2 U2’ columns U Ut Ut u* ys Ut columns
. L L L> Sum of L4 L Lt L L L Sum of
Chﬂ(:rrg'ﬁl“_ll M M Y previous 3 M* Y m* Y M€ Y G previous 6 SI_]I"([:n a(;lfdtgtél
u' U? u*s columns U u u y* u* u* columns
. L L L* Sum of L* L L! L* L*® L? Sum of
Chlﬂggfrla‘::l M8 M m238 previous 3 m* M2 m* M4 M M previous 6 Sl_ll'gl a(;fdtgt(ajl
U' U’ Ut columns U u? U Ut u* u? columns
. L*® L > Sum of L2 > L* L*® L** L? Sum of
Sglktlslrlg/re::)t“‘(;tllrlld M M M27% previous 3 M* M m? Y M2é Y o previous 6 S].lllgl a(:liitgtél
P U u? u’® columns U Ut Ut U u® Ut columns
. L L L* Sum of L* L! L! L* L** L* Sum of
Chlld::ﬁdl 2-17 M M2 M2 previous 3 M43 M40 M* M>46 M6 M40 previous 6 Sl_;lgl a?lfdt;tél
U' U’ Ut columns U U’ U Ut u® u* columns
. L L L Sum of L3 L L L L L> Sum of
Chﬁ;g:r;tze_” m'# M m>38 previous 3 m* Y M* M4 M M4 previous 6 Sl_lll(r:n a(:lfdtgtél
u' u? Ut columns U U? u! U u® U columns
. L L L Sum of L3 Lf L L L L* Sum of
s(ékv’gir/e‘r‘olfiulnzl M M° M27# previous 3 M* M249 M* M246 M2 M249 previous 6 Si_‘l‘(‘:“a‘l’;‘gtél
P U' U’ u’® columns U U? Ut U*s u® U’ columns
L L L~ Sum of L L L~ L ) L Sum of
Young :ﬁ;ﬁt 18-29 M4 MO M2 previous 3 M2 M246 ME13 M246 M° M24 previous 6 Sl-li‘gla?ijtgtél
Ut u" u*? columns U’ U? Ut U ue u* columns
L’ L’ L* Sum of L* L® L L* L*® L* Sum of
YOUI:El :;;Ltti&” M2 MO M2 previous 3 M2 M ME4 M6 M6 M2 previous 6 S]-lll(r:n a(l))fdtgtél
u! u! u*? columns u> U? Ut e u® Ut columns
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. Total
Healthcare Costs Social Costs
Costs
L L L Sum of L L L* L L™ L Sum of
vomeaan 520 | L[ [ R S TR T e [ e | e | ety [ smonu
P u! Ut U’ columns U2 U2 Ut Urae Ut Ut columns
L L L Sum of L' L* L' L L* L Sum of
Adurlrl;ii’)[(l)-59 M2 MO M2 previous 3 MI0I617 M MI0ILI7 M246 M¢ M4 previous 6 Sl.lilgla(:lt;itgtél
U u" u*? columns u*’ U U’ U4s Ut u? columns
L L’ L> Sum of Lo L L" L L L Sum of
Ail:)l(;;g;29 M2 MO M2 previous 3 MI01617 M¢ MO M4 M6 M2 previous 6 Sl-lllgl a(;)fdtgtél
u! u! U’ columns u> U U’ s u® Ut columns
L’ L L7 Sum of LY L L” L L L Sum of
seﬁg}t ngf 9nd M MoE M previous 3 MMeT M M M4 M6 M previous 6 S]-l[l([:n azfdtgtél
vere/protou U U’ U’ columns U U U’ U4 U U columns
L L LT Sum of LIo16 L L Le L3618 L4 Sum of
Eldeﬂfnﬁf&m >60 M M M3 previous 3 M01617 M M M246 Mé M2 previous 6 Sﬁ‘g’a‘ﬁ?g
U U U columns u> U Ut U4s uies Ut columns
L18 L18 LS,lS Sum Of L10,16 La L18 L6 L3,6,18 L4 Sum Of
Elderrxg ;;1;1; >60 M'® M M8 previous 3 M101617 M M8 M246 M3618 M4 previous 6 Sl_lllén a(:lfd t(;té.l
U U Uy columns u» U U O usss v’ columns
L® L® L""® Sum of L L L"® L Le® L Sum of
?g:jg,/as;fl;ffg M'"® M'"® M8 previous 3 M7 M M M24e MO8 M4 previous 6 Sl_lilgl a?iitgtél
P U U u columns u*’ U U U4s Us u? columns
Health costs (HC); Lower boundary (L); Middle boundary (M); Not applicable (NA); Social costs (SC); Upper boundary (U)
References 2, 4, and 6 have been bolded to highlight where costs estimates have been specifically reported to be in excess (i.e. related to only the costs associated with disability).
Note reference 5 is the source used to adjust costs based on the proportion of individuals reported to receive those services and is not a source of cost data.
“Assume $0 cost as any education for (elderly) adults would be provided through daytime activities
14
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Table S3. References for cost analysis in Table 2

. Total
Healthcare Costs Social Costs Costs
. L” L” L" Sum of L L” L L L2 L Sum of
Chﬂdr:? }?(;111176 M? M"” M2 previous 3 M M"Y M M2 M2 M2 previous 6 S}‘I‘(‘:”a‘;;‘gtél
severe u® u® u® columns U* u” U U u U columns
. LY LY LY Sum of L LY L L Lo L Sum of
seS:rlcledirrf 1111(())5_ 1i7tal Mo M M previous 3 M MY M M MP2! M previous 6 S].lll(rjn a?)ﬁitgtél
P u” u” u” columns U u” U U u U columns
L* L* L*» Sum of L* L L L7 L LY Sum of
Young adults 18-29 M2 M2 M2 previous 3 M2 M M2 M2 M M previous 6 | Sum of total
employed U2 Uz s columns Ry U Uz Ry s v columns HC and SC
L> L> L*» Sum of Lz L L> L7 L L7 Sum of
Young adults 18-29 M2 M= M2 previous 3 M2 M2 M2 M%7 M* M2 previous 6 Sum of total
unemployed U2 R U columns URs U2 U2 U UM U2 columns HC and SC
L* L L*» Sum of L* L L L7 L L7 Sum of
Adults 30-60 M M M2 previous 3 M* M? M2 M2 M* M7 previous 6 Sum of total
employed U U U columns uRs Ut U2 uRy yHs U columns HC and SC
L* L L*5 Sum of L* L L* L” L LY Sum of
Adults 30-60 M* M M previous 3 M* M M* M7 M M previous 6 Sum of total
unemployed U e U columns uRs Ut U2 U UM U2 columns HC and SC
Health costs (HC); Lower boundary (L); Middle boundary (M); Social costs (SC); Upper boundary (U)
References 19, 20, 22, and 24 have been bolded to highlight where costs estimates have been specifically reported to be in excess (i.e. related to only the costs associated with disability)
“Assume $0 costs
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Eligibility

Included

Figure S1. PRISMA flow diagram illustrating how a list of monogenic diseases associated
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