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From the desk of
JOAV MERRICK

Date: September 19, 2007

Nitza Davidovitch

Dirvector of Academic Development & Assessment
Ariel University Center of Samaria

Tel- 032066103

Fax - 03-9371465

E-mail - donirzaia veariel.vosh.ac.il

Ref: Survey of cases of Rett Syndrome in residenrial care centers in Israel conducred
by Aeir Lotan

Thas letier to confirm that the survey conducted in residennal care centers in Israel under
my authority with the purpose to find undiagnosed cases of Rett syndrome s conducted
with my permussion, under my supervision and after approval of the progect from the
Institutional Review Board of the Office of the Medical Director

According to law the Office of the Medical Director is the Ethics Committee (Helsimki)
concerned with approval of research project m thys pepulation,

Mewa Lotan has myv pernussion 0 enter all &0 resadential care centers to discuss the stody
with my medical staff on site. o assess the medical chams and 1o conduct an initial clinical
assessment on site or refer to further imvesugation at the National Reti Syndrome Center,
Chaum Sheba Medical Center, Tel Hashomer

Any further question should be directed 1o me.

Simcerely yours

_I"FFF.-.-._'_'_“.
Joav Mermick
Medical Durector
Dhvision for Mental Retardation in Israel
Muimistry of Social Affairs
Jerusalem

Joav Merrick, MD, MMedSci, DMSc

Professor of Child Health and Human Development

Affiliated with the Kentacky Children’s Hospital, University of Kentacky, Lexington,
Unived Srates

Wark address: Medical Divector, Division for Mental Retardavion, Minizstry of Social
Affairs, POB 1260, IL-91012 Jerusalem, Israel
Tel: 972-2-6708122, Fax: 971-2-6703657

Home address: Postbox 131, IL-71945 Neve Tzuf, Israel
Tel: 972-8-9201918, Fax: 972-8-2201917, E-mail: imemickf internet-zahav net

39




TIRONN NTYY MROR 23 70

apPAR N9YIYY MWK OO

PRI HRIIN IRWIDI2IINT 107

T2 PR IR aw

V7 NINADN QY M2 DWW 0217 DOI7ORD MDY NNKR (ps/pnnn ow

2U0MPT 2WITIVCHY MIRMT'T RWAD 2ODTNIRT 2ODR0RT DR NUTESPR NNRPR N/WRR 1N

27N 9122 290 PR B mIT'Y IDRR (199D NNA0R 2pnR

D/2PMNRT_ATR 122 20N 2IPRRD OANWRT VIR NMSTY 2vwpn 2vhsh n/yTine Nl
UK 5% ,"'RTR Y122 PR DY ANT' TADR MR PTORT LAINTY 95D TOR NINST DY e

PO KRR L7000 TS

PARM TIPR DY WH VIV 2I0RORT AW 1NN 2ININT DY pnnm YIXNRD 27N NN
. UXMT P MWK nbaph wanw

T2 PR IR aw

177992 ONRR 2NN K1) 2RI MR

270 .1

125 hay .2

20/05/10 980

S9DRN J9NIOND NIACAT IPAR 2ISTYT QIWITIVSY NN

/0 93 32 eemnaw
57

ﬂdii S9N

30[([ [0 :Tewna ﬁ A

40



TR HROIN IRVOCIIIINGT 19757
Q7N 5123 29910911 PN DY MY

OV TIPS /M 012 R P AW
.07 NIMON Y MM 2°W1 YW 0710 D17ORN MDD ((NP2Rna) 1S n1Nun

.07 NINON O NN N2 PINAR TIWI 12 AR 1IN IV (N0XRN2) P 99900

12X7 HY 221N MO°RY IR TN TR MPODI MINYNT 65 902 0P 1071 pnna

OO 19p DOR¥MA NINAT N1122 V7 N1A0N YW PR 1571 .12 NI N2 DY SNINIAT
2w 301 221N 1Y TIWI PPI1AR0T NTIAY NA0NA .NIINONT NPVINTT NORIDI TMVOM

DN 220000 Mnow

TPINT T O¥ AR N1I27 0P DO1INI RANRAT PR /DA IDINY panh 7Y NMSIDIN

.07 NNdN2 MY

.(ﬂ’ﬁpﬂ:’? QDI NOWDI 739MaR MR ,RITW M0 POR)NIMI -IR /P11 /119907 noyn

DT R/PTI/112°0 92 MDY XY X

(075 K1) MM — X /P11 /712°0 1Y .2

-------------- 7 NI °R2 991N XD ,NIMI R 19X 10 OX .3
D°1°9P7 D2IMDRDT R (VIS K1) 7772 /3T / avpmib anexn nhyinm nonwsn
U7 NINON QY MINAINRAT D°WID (RANT? L1732 219707 DR DY WY 11137 20 N2 20w
YW 2O2A73 RDD2 AWR 2w 719°777 M1’ Opwh MDY MIWOR MR .79 HROXI0D w°
U7 QY N2 NPIMDIRT 27 N1V D°TPN 21901 ,NO9Y 120 77 W1 0D T % K PINAR?
NI0N QY N2 W N12PWAINRM NI0WAT MO 12 ARNWT P 101,10 1D 3T
2 N°990 7330 92P% 7770 101 ARNWT 0D DY N1 NIAANT NRWh 2°PYET 2K 0
MW 20-2 7 NR%P NINONT ATAT MYTNAT) MIYRT NI %W NMITITN/Mnnonan
MI27 (07 QY M2 2¥ YT 7297 PRI NIYE 1T MININDT N112T 217 1971 MINNNGT

LJN17322 377 MDY A8AY RN 1R DOV 7w 1D IR 27PN 190 5P 1901 MY

41



229NNWnRY 201 DIYS 2IDIWOT MWW NANT N7

77390 1988 N

N PR MI23YNA 9210 1°R) 2O 2°1IN1 T12°Y 1971 1100010 N7y ? 2
X°w 93
2901 /AP 2ODNNWAT W aNDa NYTR TS NWITI BRT

L(NYTR mMAsEIT oD BW PRy AN R1)30 LN

DOPT237 QY NIPAR MIATYNT N9 AR 11°1°M00 N7y ?::.:

25w D22 P WIS IR MO AANWTY KD 2ORW 2T 2IDNNWRYD 0N aNT
293w

SRR

D°n°p 1IN IV D921 1IN0 NTAY .2

29909377/ 2N 2OENNWRY 92877 NNY PIT NINSS aRT .

K
NN TIWRA 3007 QTR 219°0R NART MW T NP WP ?@.:

1102 QAR NYRIT TV N7 NNV N

oPN5W DTSN /201N AW BI9OY /918571 / NTID MOBATR 970 DIDENN WP AN
20HRITIVTINR DODNNWAT 923D 0T/ P
NITI0 N 01V DY AN 22INIT TP MAMYAT NIPLITIVO (rnw@.s

7TAR? a2

/233301 9239 B9 IIT PIWTA Paph ,T92 ANEN AN LIRS 2T 2IDNNWRD 0N BNT
29100/ pman B 2vINIT 21907 Yapnw TR
.8

TN MP W MIIYNI MINANAT NOORIVPILIR MNP OY N7 17 NMoNNwH ?
MMM A972vA

QY RO7W 92 NMPRR MWD KD 077P 22101 TI0Y 9910 MM 1190057 13RI e

10

A1

A2

13

o°p7

42



DNI20WAINP NMPR 2V 2MIND NIYR nRow — 4 nees

DITIAN DY

nv2/°97%0 oPd 11990 na1n> v phlelal
PO 2R | 09-7962194 | 09-7961912 | 40650 7110 70 w2 6 7"n 0>l N7an 1
09-7961911
09-7967858
772991 | 08-6550151 | 08-6820666 86104 7111>7 588 "N )
1 o9 | 09-7718015 | 09-7701500 43100 71331 69 7"n 7M1 990 (.3
09-7701501
09-7701510
539K v | 09-9578697 | 09-9615300 46100 7>%17 37 7'n v | 4
09-9615301 9% 26 713
09-9501518
73 99K | 04-6274011 | 04-6378029 38814 nwin ww paii7ataln i hhll )
04-6379384
04-6379386
04-6378099
wan x| 04-6727300 | 04-6727301 | 14115 702w 1529 1"n o011 |.6
04-6727306
AR wnaw | 04-9811926 | 04-9017500 24101 »y 173 7"n mny (.7
04-9017501
04-9017502
DOTR X017 | 09-7657054 | 09-7634624 | 44102 X20 195 348 7" om0 (.8
09-7634600

09-7634627

20 90 119 ovo»un 'mn

43




09-7634611

70 ann

09-7463561

09-7757400
09-7757401
09-7757430

43000 m1y1 76 7"n

P |.

44




"I iIuN

n>2/°971%0 oPd 190 nan> v plale}al
VPR | 02-6424111 1 02-6411212 | 0%y 20 7980 70717 11 TIOR 10
02- 96502
641154602-
6415675
w0y | 04-6597585 | 04-6522720 770 NYaa IR N2 11
04-6590419 18700 7910y
04-6527760
"o n | 02-5795846 | 02-5341127 5 oaxnn 77 N2 12
02-5795846 90805 '3 1% TN
PaM Ry | 03-9130079 | 03-9390710 21 HRPI° 11302 Y "1 13
PN 1N
T3 7poD 0 | 04-8664805 | 04-8673890 31020 75°11 2106 7"n YITP 277 14
o pawn | 046516443 | 04-6517531 | 16930 X1d 990,177 2 NX X12 792 15
04-6516448
97 02X 8-6418102 |  08-6438157 84103 yaw Ix2425 7"n D857 193 16
08-6438156
ovumnawn | 04-9838602 |  04-9838666 36100 pyav np 17 7"n mPN 9 17
04-9838603
04-9838604
v°apTo mnva | 08-8511660 | 08-8511666 70700 7772 127 7"n I 18
OP1® NP 0 | 02-6438160 | 02-6413280 91190 o°%w17° 9209 7"n 0101 VI 19
97771 0917 0 02-6254596 94182 0-> 3 Tona nnbw V1017 VIO 20
210-177

45



RN M| 03-6711880 | 03-6711888 51105 p2°124359"n 2"2 7% 21
by | 02-5011001 | 02-5011000 91360 o-> 61023 7"n 0-> 7oy 22
5D 02-5011002 0-> 9 AP
02-5011003
™7°nR | 07-32360556 | 07-32360555 80300 02X 771 7"n 23107y 23

46



0"0N9 Minyn

n>2/°971%0 oPd 1190 N2> v plaje}al

2722070 TnoR | 08-9221407 | 08-9220167 72104 7511 635 7"n 1IN | .24

72 R | 09-8330042 | 09-8626182 | 42170 77an1 7100 7"n MR | .25
09-8626183 | 09-8825260
09-8626183

MW 01 | 04-6370838 | 04-6378760 | 37100 737 0770 80 7" IR | .26
04-6378761

X7 XN | 04-9940241 | 04-9943954 24930 77nv 86 7"n () TIRMIOR | .27

aRI0 20 | 04-9500407 | 04-9862685 20200 oy ow 4 7"n | (QvOw) nwabx | .28

O30 yaw na | 04-9531542 | 04-9530583 30500 f1m2 78 7"n 7owK | .29

112 17°R | 08-9256740 | 08-9256588 | 72402 7911 8 o "17 'MN 179 N2 | .30

XN 7R | 04-9967145 | 04-9967251 | 24967 &37° 190 24 7"'n W17y |31
- 04-9967163

q¥1 9o | 03-5025410 | 03-5025401 | 58220 1 45 onmon 7197 N2 | .32

2127 9> | 03-9381201 | 03-9380741 | 48017 pya w1 yann % 01233
03-9380742

17 ony | 09-7665054 | 09-7655345 | 44209 X210 193 24 PO 1772 |34
09-7657169

217 217710 | 04-6224014 | 04-6339880 | 38243 7771 25 R7M Ty [ .35

287 9Rn' | 04-9966927 | 04-9961274 827 97937 ovn 17 X27> 1117 | .36

04-9961445 4967
090 7 | 04-8512999 | 04-8515850 | 31465 115°m 46565 7'"n a1 37

47




1702 OR™OR | 08-9965668 | 08-9965667 prtiralplirde] Y 1P “wows | 38
85128 23177 .1.7

X720 11 | 09-7935376 | 09-7937175 | 44915 770 4006 7"n " (.39

PowPY 07 | 02-5790058 | 02-5342123 | 1% nwan 40144 7'"n T .40
02-5343511 90805

Tuw now | 03-9472940 | 03-9461882 X"owx1 2033 7"n n°1%o | .41
75120

TIMR 12X | 04-6271524 | 04-6376957 7an 07 1562 7"'n D05 | .42
04-6270928 37114

q%wy N7 | 04-6288807 | 04-6380181 30500 71°m°1222 7"n om0 | .43

23 ow2on 'm

2PV 10T

48




0"0N9 Miniyn

n>2/°71%0 oPd 1950 nan> v plale}al
oM 7y | 08-9377410 08-9377401 1 nmy 22w ' IR M |44
railamialahileiiv
76507 M2
W77 om0 | 04-6306199 04-6306166 | 38000 1771 9460 7"'n TANR M | .45
vaw rp | 04- 04-8438054 29 nw awn 'mn T2 M | .46
8438054 _ XDR PP
772751 | 08-9400805 08-9403047 | 70450 mvx 0128 7"n| ORI M | .47
(2rMw10)
7m2 9RY | 04-6735843 04-6733844 | 14130 72w 3086 7"n no1o Ml | .48
04-6733842
04-6733843
079 Y0 | 03-5194210 03-5194200 65150 ®"n 37 *raw PT7Y M | .49
772 PPoaw | 04-9040008 04-9846465 D 7°0n 13 41 "N o1 | .50
04-9846448 20450
1172°8 "2 | 04-6330434 04-6332555 38100 777193 "N vl | .51
04-6338565
ORI ORNR | 04-6454211 04-6556781 16000 n7x%1 1566 7"n | (1an"2) nax1|.52
TIARNY Tvann | 08-9974726 08-9974736 | 1068 7.n 2 n>2 31 mnow 231 09X0 | .53
84923 19705
YR 737Y | 04-6289097 04-6389848 30500 om012 22 7"n 120 | .54
"o 11 | 08-9292319 08-9215225 N2 7 POR T9-nny | .55

72425 73517 5 1R7TM

49




"W RN | 04-6383920 04-6383737 30100 72273 58 77P2 25w 1o | .56
DR Y0 | 08-9917256 08-9917235 85357 v 622 7"n | (1n) van | .57
N2 PoXoR | 02-9968888 02-9919538 ,2R2" 71 2w o |58
02-9919537 99685 7o Py
2o 7R | 04-6271817 04-6373914 | 37101 i 0779 146 7"'n oM |.59
7217 19X | 04-8510086 04-8510621 79°17 7 017 V10 M 791 N7 | .60
04-8510622

50




D"OND My W

n>2/°71%0 oPd 1950 nan> v plale}al
727 19X | 04-6731003 04-6731002 | 14130 77720 3057 7"n 772w N0 | .61
04-6731241
RO | 04- 04-6561411 nax1 2289 7"n HROPR DROPXR 717 | .62
6561670 1612
LR W [ 02- 02-5839112 oo 49072 7.0 | 0TIPRR 710 |.63
5839114 02-5839113

X" 02 91490

51




TINN

NITA2R NI NN PR WK 293N HIOOR N9aY - 5 oo:

b N ow 70 PR
3ap PR b.n
nmyn 2ORERN 1N | 9pon
X197 PN m1vhp Mmbonon
o7 Myun 1
NPOIRIVD
WY WK A2 TV 2
0037 DX O3 2737
13°%7 oY MUY 10 3

72°97 271 002 9y
Dvoh 0»ha nwpni
mep 9y nooon
MV

NOORNIIIR W3

Bloating

71123 I8/1 NPy

Q>IW DPn
Bruxism

o 9| onun|r

mvR 20731 NI19d
Mmoo 5" .1
[akhir g}

TR TP AN 9

v |10

~ovmarw nwen | 1
AW Jara aman

mrey |12

7PN MnonNa 13

18 79 6-2 77RO
> wTIn
IR

nva PR w1 9P 14
N9 732 ORI
39 P2 wRIT AP0

oW 4 7Y DwNn

T°097°0R 15

71123 1R/ Ny .16

0N ArY MYI57 17
T1W a1 AmIn

mxy 18

DOIWRY 732997

52




Best practice —
Detecting a specific undiagnosed population, implementing an initial clinical
education program and evaluating results —

A test population - individuals with Rett syndrome
Abstract

In order to implement appropriate intervention programs one must perform an initial
diagnosis, detect specific population within the general group of individuals with IDD,
specify the specific therapeutic needs of those clients, build appropriate intervention
programs, instruct the staff caring for this group of clients on proper intervention ways
and techniques, and evaluate the change that has been achieved by service providers after
suggesting appropriate intervention programs. One such group of clients, which has

known needs, are individuals with Rett syndrome (RTT).

Rett syndrome

RTT is a complex neurological disorder resulting from a genetic fault that occurs mostly
in females and affects them throughout their lives. Due to the fact that RTT became first
known 28 years ago with the publication of an article by Hagberg et al., (1983), most
individuals diagnosed with Rett syndrome are usually under that age. Since the accepted
incidence of individuals with RTT is 1:10,000 across all races, world wide, there should
be approximately 375 adults diagnosed with this disorder in Israel. So far, only 140
children were diagnosed with the syndrome, and it is believed that many more adults are
residing undiagnosed in residential centers across Israel. Due to the complex needs of
this population (Scoliosis, Epilepsy, Osteoporosis, Constipation), the fact that an
organized and specialized intervention and follow up can be provided free of charge by
the expert RTT clinic at Sheba Hospital, and the need to apply appropriate intervention
programs, it is crucial to diagnose those individuals so they can receive appropriate

knowledgeable interventions.
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Procedure
The suggested research proposal included a national survey across all 64 facilities caring
for individuals with IDD to detect (out of the 7,200 woman residing within those

facilities) suspected candidates for further evaluation, and intervention.

Results

After a physical examination, an interview with caregivers, and assessing past history
from medical files, 174 individuals have been suspected with RTT according to clinical
features. This group of clients represents 6% of all women residing in residential centers
across Israel. From the residents re-evaluated by the RTT clinic experts in Sheba
Hospital 75% were approved by a second observer (Inter-rater agreement) as having RTT
according to clinical features.

After the detection stage, 3 one-day workshop regarding RTT and the clinical
intervention appropriate for this group of clients have been conducted across Israel
(Carmiel, Sheba hosipital, Ofakim). Initial evaluation suggests a significant improvement
(p<0.05) in knowledge regarding RTT among participants in those workshops. Despite
initial intention to evaluate change in therapeutic or medical intervention for this group
of clients, the participation of staff from residential centers was minimal and therefore

did not enable the intended evaluation.

Conclusions

It was found possible to detect specific undiagnosed populations residing in residential
settings across the country with considerable agreement across different expert
evaluators. The findings suggest that it is important that the initial evaluator will have
considerable knowledge regarding the examined population.

It was also found possible to enhance existing knowledge held by caregivers in regards to
specific groups of clients, trough conferences or workshops.

The final findings however suggest that change in present therapeutic and medical
intervention for individuals with IDD will only be achieved through official involvement,

and enhanced motivation by local care providers.
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