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D) TYNNN HANND D90 NI 12D DXNNY DINVI YO .11 PIdN NTON NYINN NTIND

SV NNYIIA DIXIPYD NNMDN DARND NNSW .1PYIV NANN BYY 01N DI, MNPNI) 01
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JONXPN MIYNRIN

DMV OMPIN 11123 797 %993 DY NNN NNTIND NMIZN NN : NINYI YTPNHNN DINN DIPIN
,NY9N MO INNTIND ,T21 PR D, TIDN Y DMWY DIMINN DY DNYAVN NN DN TN

YT ,(MPN2220 IN DOVI)) NYNAN NIYDY DYONMNN DMINNK .PYY NI NI NN TV NNININ
TIION DIV, 01N DY MY MIANND ,NPINN DY WIVNN NNOYN ,DIIN DY MIWINRD NPINN
DNMND DI IN DIN-5Y2 NPNY DTN TN JNIY MDX0IN ,PHN NIYPNND OMNN NIDD A
NN 299 DNINN Y MNTIPN MYINDN 91991 - DPNNIWN DIITNNN D) NYIVIN D NINN
— TTNNNY NP DWDN) N2 DXIMPN DMNYN DXARWNM NNIYNI DIONIN NIIWN D NTPOMN

NP2 OONINPN DIININ DNV HY DMNNDIN ON
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,0°27 DOVIN) TTI2 PN WNINND XD DI DY T2 NTY DY MPIRNY NITY ¥ NONRD MWD 1ayn
D) NIN (MNIXPN OVIN DN ,07191D) DN, NN NNIYI) 1PN DXANYNI , T D NNY 92YN
MONY NYYN NI ,NMINIM O¥I9Y 59151 NN LOPLIIP TINT NON 777 HYDN2 WNINHD NO
172070 S NON’ 1NN 1IN MPIND DY INPN NN : VIR DXIANYNN DI 293P NPIX MNT
09951991 ,0M)  1172NNN DAPD INOT NIN NNDIY MAINY NMDT NNY DTN NIN ONN TPON

(1994 y120

NPYIT MANM MORY NINYNY INIWND SNNINIV YIPN INNN HPMINNINN NID) DY 19> NTHN
NN DY NN TN DY DANY TN IVIND DNN D NNN .NAIPN NNAWHNN M2 2P MYP
NNYN ,NYNINY DN )N INAWND NIMAIND MIANNTN .NNMPN MININNN DY DOVND DVPND)
DY .(1999 ,90V ;1986 ,900V ; 1986 ,%>210719) 191977 ; 2002,.9 , 79NN 9)) )INITY YN, DY)

MZHNOM MNINND ,TPINITN NITN JINN ,INNY NHRD IDIN NPIYNRIN MANNN INND ,NNY

.(Boscheck, Konig, & Kugler, 2004; Schor, 2003; Sullivan, 2002) 28175 nn»on

DD DY DO HNIWI DY TONN DITHON HHON DININN MW M ,NDIY DINDPHTIN DMIPNHN
(1990 oW LMY) NON DI NNPN TPIRVIIIN NINNNN DIDNN NYWN 1) INWDD

9P02 .(Amitai et al., 2004) D151 DM NPV DY MINIAN TIVND MM NDOND 2004 NIva
7Py 15N 2003 ,2002 DWA ’D ON MIT NPV RN NIANNDI 120 OND NPONNN DM PoNY
Y19y (VSD) 25 ' 5w mindaw Mywa n»oyo P NApI 1t DY .OXTN) DN NI

NN DT MTL TTIVD RXNDND .NIN NN NNDOY ,ONITODIDT MNDTN PNINI 2NN VIOV
N A0 PO NNMIN YINIWA MDY MIAPYA NITYN NOYNI DXMND DN NYWA N

INY’NNI

LTPNN 9 NDNN 119N D)2 DOV HEN DN DY DXT2> NTHA NDXON NN IWINY IN YINY 71D
DYMYN DX 2XNIND NITN NPYNN TV VI PNIANI YNNI WIDOWN NN NY ,MTN 92nN0

.DMYN DY DYTONN DITIDY OINMND
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YT DYDY DXONMNN NI IN NDIN D2 DY 5YN D DY DX NNN MANNA DIPOIWN DMIPIN

;Dunst, Trivette & Deal, ) YNNavwnn 91¢102) MITN NN PYIND MW : INOWNIA PNT
NYIND NNYN NPT NYND NPND MNDY WIRND W1 ( Rimmerman & Turkel, 2003 1988
w1 (Sloper & Turner,1993; Stoneman et al., 1989) NP Ny NWINM OMIX 10N ,MNN)

,(Frey, Greenberg & Fewell, 1989) o nxN NNawnn 22y 0XNNN TIiPAN D1V DON MN

12 DIVINND ONNN DY AN DXWNTHN W .ONNN P2 OXTPINTI NPIYNA MY NYITI IWUNRD

NN 22 DNV DXANHD NPNT DMMNNN Y TR L(1989 ,7¥30) DIWIT) MANNDD TY DIYINN N M2
S5¥ MNT NYYaY DON»NN NNIVNN NN .(Kazak, 1984) m71n NN D71 DIWHVN

STIONNAYN MNDXT OY 7N NNAWNIYD ,NTIND NPNNAYNN NIIYNIN

NN NPY DY O1YP 09D DOYP D PNVYID M DY T2 5172 DMVP1AIN DOYP DI

119) 19°5 01N DY NNV Y2 OMNIIN DY NDID INAYNN DY NN

Olshansky, 1962; Rempel, Cender, Lynam, Sandor & Farquharson, 2004 ; Solnit & )
12 NONN TV HOYIDD 8N 1N ,DMINN PNT 29 DXIODNYI DIMINYNN NIN DMWY (Stark, 1961

MVIN NX OPYNA ©>120N NOX O»YP .(Fajardo, 1987) ©y1Ivn MYIN YON? IX INN NNV

.DY9INN M2 YPRYNDY YT9I1PN DY PIdNN NN MNTY DX NNNN PON SN TR

12 51901 VI PIPNNN PIINNY NTON MINK )TYNRIN DY 1215 DXVYPIAN OXNNN )0 D
DYNNN DDAPN MNP DNV » Y v (Harris & McHalle, 1989) pON nyvp nd wwnn
oY HPNY Y792 PNVYRIN 1YW 120 PN NN PRIY MIVAND DN NNAWIN )21 NDMIN) M%)

.(Cheng & Tang, 1995) Twnna pin»n

TN TTHINNND D0Y DMNNN . TAD PNN ¥ NNAWNID INDAP PR DIIND NI PINN DYV
DN .7DPMYNYN DINKRY DY IR DINNND DY NINIYRND MORYI NHYR MW)XT DY DN DD

TPNIN NYPYN DY QDN NN DNYWN INYIVIN NII T2 DN DNPN NTY NN DXPNONN
YOND NN IPRY HNSY 7NN .(Bradley, 2003) 157 %910 1001 Th9Y TYON Dy NNl

PN NAMN NNAYNA INIDOVI IDITN IN1NIAN NN DOYD XN D) DI1DY ,NNOYNN PPN NHvd
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TOIN2HINTO T ,INY NIV D1N MDORY DY DNINIVIAN DY 22910 DINNY 1D NN DIPAIN
D197 HY MNNINNAY NDITHA OV MIRNND NMNOO M2y .(Robinson, 1990) Nt 5702 yno
NN OINN N1 ,OPWNa DX Dy N TN (Musoke & Jitta, 1994) nv ) pom .NOND

.DY2INN N33 MNY INRD DNYAY 1IINY IHIMNNAND M) DY DITIVM HIN AN N2

MNNIND M) DY 7YY NINPN SWIN MAND
251 DNY NIMIND NN 1D, MDIN DN 22X OXNND YTNN NIVNY ININK MNNPNN NNND

NYTN DIPIVI XMIYAYN SNIIN PPN NINPNN IVIND (1987 ,7191N) YOIPRN MWUNRIN 12WNN
M (Krahn et al., 1993) 155 0 1NN P2 NN IWPN DPIN DY NYIWM DINNN 1YY
YMYNYN PPN DN N NNXD YD Hwnd NN (Rimmerman & Hoffer, 1991) 99ym

N NRIN DAY NI2NNN PN NNYRI YRI XIN NIXPHRN WIR.TTOM NIN NHYND MINONN 12D
SV MNNANN NPYA 22D YN D W T DY QDN .12 PN N DY DXNN 21D XN NI

INNAYN 5 1POY 11PMOSVN PINN

MNNRD IR NN NMIYAVIN PN THIMNNAND N2 DY TV 2953 NNNN LWIN HY MYINN

,OORONID T2, MNK X)) TOINWN RIN TIORY THOWNSPNN MINOVPN ONNIWN IAND PNTM

McDonald, Carson, Palmer & Slay, ; 1987 ,9910) m2) DY NNAWN 122 1N ONEPNN POMIN

(1982

Lynch & ) 1955 ynianm 591 1099y mTay Sy Nyavn NN N21D> DOYIRD 1PV D)
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ABSTRACT

The birth of a handicapped child is traumatic questions and strong emotional reactions in the
immediate family. The parents experience a sense of loss and mourning for the healthy infant
that they expected, and have difficulty coming to terms with the new reality. For many years
Israeli hospitals were faced with the phenomenon of abandoned infants with developmental
handicaps, in which cases the infants were often left in the hospital for considerable lengths of
time. In 1992 a guideline was implemented, entitled “Policy for the care of infants with
illnesses or syndromes which indicate mental retardation and/or other handicaps which are
defined among the target population of the Department of Rehabilitation” (Directive of
Hospitalization Services No. 35/92, dated 11/5/1992). The impression is that there has since
been an improvement in the situation, and fewer such infants are being abandoned, and that
the holistic care of the newborn and its family has improved. However, there still some
infants who are not released to the family home, but rather to foster care or Ministry of Labor

and Welfare institutions.

The goal of the present study was to assess the decision-making process of the parents of these

newborns, and to attempt to better understand the factors which influence them during the

initial period of hospitalization.

Methods: This research has two components—retrospective and prospective.

A. Retrospective Study: The study population includes all newborns born in Israel during the
years 2004-2007 who are diagnosed with conditions or syndromes indicating significant
risk of mental retardation (“the defined conditions™). Specific conditions were defined,

and data requested from several sources, including:: (1) the Perinatal Database of the
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Ministry of Health Information and Computer Services, which provided data on
“Newborns with Neurological Malformations” and “Newborns with Chromosomal
Anomalies;” (2) Down’s Syndrome Registry provided by the Department of Community
Genetics of the Ministry of Health; (3) Computer registries of 12 hospitals; (4) Ongoing
registry of infants born with the defined conditions during 2008 from 12 hospitals.

B. Prospective Study: A descriptive study, partially quantitative and partially quasi-qualitative.

The study population included families of newborns who were told during initial
hospitalization that their infant has a manformation or medical condition that carried with
it certainty or considerable likelihood of mental/developmental retardation. Ten hospitals
participated in the study: Sheba, Bnei Tzion, Meir, Laniado, Asaf Harofe, Soroka,
Wolfson, ShaareiTzedek, and Beilinson-Schneider. Questionnaires were prepared for the
various stages of data collection: Information on the family and delivering the notification
of infant’s condition; Completion of information regarding hospitalization stay and
release; semi-structured interviews with parents before release and at 3-months post-

release.

Findings:

A. Retrospective Study: Possible sources of information were investigated within the

Ministry of Health and the Ministry of Labor and Welfare. Based on the data received
from the Perinatal Database, it was estimated that the number of infants born with the
defined conditions during 2004-2007 was approximately 250 per year (range 231-264).
The data from the Department of Community Genetics includes only Down’s Syndrome,
and there is some disparity between these two files, even when considering this condition
alone. In addition to these sources we received data directly from 12 hospitals. The

differences between hospitals are considerable, and this is likely due to their different case-
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mixes. Most of the infants were released to the parents’ home. From reports of 540
newborns, 443 were released to the home (82.0%). Nine infants were not released to the
home: six were transferred to an institution or foster care, and three remained in hospital
for longer periods before being transferred to out-of-home care. Most of the remaining 88

infants were transferred to other hospitals or other hospital departments.

B. Prospective Study: Fifty-seven cases were reported to the study. Among these 14 parents

agreed to be interviewed before release from the hospital and three of these agreed to the
follow-up interview. The infants of all of those interviewed were released to the family
home. It is not possible to estimate the degree to which these parents represent other

parents in the study group.

» Infant characteristics: Some of the infants in these cases were hospitalized for only a

matter of days, while others for lenghtly periods (range 3-315 days). They included 28
boys and 29 girls. Their gestational ages at birth ranged from 25 to 42 weeks, and
included 14 premature infants (<37 weeks). Their birthweights ranged from 806-4555
grams, included five of very-low-birthweight (<1500 grams).

» Family characteristics: Most of the parents were married couples (52), with mothers’

ages ranging from 19-42 and fathers’ ages ranging from 22-60. Ten families were
from the Arab sector, and among the Jews, 21 defined themselves as Haredi (ultra-
Orthodox), and ten as religious or traditional. For 15 families, this was the first child.
Of the 57 families, 20 had some knowledge during the pregnancy of a risk of
malformation or medical problem in the fetus, but nevertheless decided to continue the

pregnancy.
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» Diagnosis: According to the letters of release from hospitalization, 43 infants (75.4%)

had Down’s Syndrome (Trisomy 21), and the remainders had congenital or acquired
conditions of the neurological system.

Notification: In half of the cases (28) notification of the infant’s condition was
delivered in the presence of the physician, nurse and social worker, and in every case
the actual information was delivered by the physician. This was usually within several
hours following delivery (<24 hours). It should be noed that this procedure was
maintained even in cases where the parents had pre-knowledge of the problem or the
risk.

First reaction of the parents: According to the social workers’ reports, among the

parents who had no indication during pregnancy of the risk, many responded with
shock and tears. However, there were among them also those who responded with
denial, or expressing preference for waiting until final results of genetic testing.
Among those who know during pregnancy that the fetus was at risk of Down’s
Syndrome, there were more expressions of acceptance, although three of these
families also responded with shock, despite the early ‘warning.’

Attitude regarding release from hospital: In the early stages of hospitalization, most of

the parents expressed their plan to release the infant to the family home (n = 32), or
deliberation of the issue did not even arise during discussions with hospital staff (n =
14). In six cases the parents expressed the desire to find out-of-home placement for the
infant.

Topics of discussion between parents and social worker: Discussions generally

revolved around several main topics: parents’ emotions; responses of other family

members and the social environment; deliberation about release to the home or
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elsewhere; getting organized for hospital release; practical information and
technical/bureaucratic issues.

Relations between parents and infant: During hospitalization, the social workers

described the contact between parents and infant as positive, with many expressions of
warmth and love alongside the concerns, and in most cases with regular visits to the
hospital and even requests to breastfeed the infant. This was true, as well, in two cases
of infants who were eventually released to institutions due to complex medical
problems. However in seven cases it was noted that while the mother expressed a
positive attitude, the father was more reticent.

Relations between parents and staff: In most of the cases good relations were reported

between parents and staff members (n=43). In six cases, however, tense relations were
reported with at least one parent, and in another six cases there was minimal contact,
partly due to language difficulties.

Release destination: Of the 57 cases only five were not released to the family home:

three infants with Down’s Syndrome were released to foster families, and two infants
with complex neurological problems were transferred to institutions. Among 32
families who, immediately upon being informed of the infant’s condition, had asserted
their intention to take the infant home, all did so.

Contact with community services prior to release: For most families, contact was

made with a number of community services or resources, such as Social Service
Offices, Community Social Worker for the Handicapped, Public Health (“Tipat
Chalav”) nurse, National Insurance Institute, as well as families with children with
similar conditions, and “Yated,” an organization for the welfare of persons with

Down’s Syndrome.
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» Interviews with parents: The current report presents transcription of parents’ responses
from nine interviews prior to release, as well as three follow-up interviews. The
material is organized according to topics covered in the interviews. Each case is
different, with its own aspects, and are not necessarily representative. We felt that they

speak for themselves.

Conclusions and Recommendations

The present study indicates that there is professional preparedness in the hospitals for
intervention incases of newborns with likelihood of mental retardation. Parents are
accompanied during the hospitalization period, from early notification of the condition,
support and assistance by the social worker and the medical staff. Most families take the
infant home, however even in those cases that deliberate or decide not take the infant home,
the staff is involved with the family. Nevertheless, the findings of this study point to
variations in the scope and quality of this intervention, and on the need for refreshing
awareness of the guidelines set forth by the Ministry of Health, and adapting them to the

hospital reality and the needs of the families under care.

» Emphasis should focus not only on preventing abandonment of these infants, but
primarily on intervention which will foster the parents’ ability to cope with the bitter
news and difficult situations which they face, and with the process of getting organized
for receiving and caring for the infant following release to the home.

» All elements of the intervention staff are crucial in this process, since all staff members
meet the parents during the hospitalization. Thus it is important that all be equipped

and skilled in dealing with these cases, particularly during the initial crisis period.
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» Since there is a lack of uniformity in dealing with families in this population, it is
recommended that a protocol for multi-disciplinary intervention be developed.

» In light of the fact that there is currently no centralized recording and follow-up cases,
estimation of the scope and properties of the treatment process (beginning with the
moment of childbirth, or even during pregnancy if the information is available). Thus,
it is recommended that the existing databases of the Ministry of Health and the
Ministry of Labor and Welfare should include details regarding placement after release
from hospital, and the services which are caring for the child and family in the
community.

» Training: Staff members, including senior physicians, head nurses and social workers
should receive special training in the issues involved in the care of these families
during hospitalization. From inspections by the Ministry of Health in the hospitals it is
reported that all have appointed staff for notifying families, as required, but the
findings of the current study indicate uneven compliance with the directives. This
includes social workers who do not Ongoing efforts are necessary to work with staff
members to refresh skills and guidelines for work, including the notification of painful
information, and the care of families at the various stages of this process.

» National Level: It is recommended that a joint national steering commission be re-

convened, with members of the health and welfare systems. This commission would
consider the need for clarifications, re-evaluation and dissemination of the guidelines.

» Regional Level: It would be advisable that joint deliberations be conducted on a

regional level, for assessment of procedures and for training of staff in the various
systems.

» Quality Assurance: Establishment of inter-ministerial protocols for quality assurance

which, pursuant to quality inspection which was recently conducted in delivery rooms
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and premature nurseries, will inquire regarding the continuity of care and interface

between hospitalization and community, and between health and welfare systems.

» Future Research: It is recommended that future research inquire in a more in-depth
manner regarding the following aspects: parents’ coping in the period immediately
following hospital release; coping of parents whose infant is placed in out-of-home
setting; attitudes of rabbinical authorities regarding placement of infants with
likelihood of mental retardation; inquiry into the aspects under study comparing cases
with risk of mental retardation and cases of syndromes/malformations that do not carry

risk of mental retardation.
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