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ABSTRACT

Researcher: Lubna Abd. Shallah
Supervisor: Dr. Sanaa Abou-Dagga & Dr. Yousef Aljeesh

Evaluation of Early Intervention Program Services provided to Down's
Syndrome Children in the Right To Live Society — Gaza Strip:

Family perspective

This study, to the knowledge of the researcher, is considered thevhigation
study about the field of children with Down's Syndrome (DS) in Gaza, 8/hich aims
to perceive families' perspectives about services in Right To Live SORELS).
The general objective of this study is to evaluate the serviogglpd in EIP in
RTLS from families' viewpoint for their Down's Syndrome children.
The problem of the study has identified the following research questions:
Research questions:
1. To what extent EIP services are effective from family perspective?
2. To what extent families are satisfied with EIP services in the RTLS?
3. To what extent does a family participate in implementing thabitation
plan for the D.S child?
4. Is there any relationship between family satisfaction withrthevel of
participation in implementing rehabilitation plan?
5. Is there a relationship between family satisfaction with detdesocio-
demographic variables?
6. What is the family perspective regarding the performance wicseprovider
in EIP in RTLS?
Method:
o Participants:
The sample was estimated 73 mothers of D.S children from total
population, 55 from EIP whose children have continuous care in EIP, 18 from
kindergarten whose care was ended from EIP, aged between 6 months to 72

months.
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0 Baseline measures:

In this study, the researcher developed a structured questionnaire
according to the review of previous literature which consists of 5 iend
general satisfaction, evaluation service provider, effectivenessadbilities
development, effectiveness of physiotherapy services and accessibdérvices
using Likert scale of 5 points (1= strongly disagree, 2= disagreancertain, 4=
agree, 5= extremely agree), in addition to open-ended questions andl gener

information questions.

o Statistical analysis:
Cross tabulation, descriptive statistics, person correlation and non

parametric test "Chi-square”.

Results:

1) Family's perspective with regard to the effectiveness of &dRiices was
positive. This is shown to all available services.

2) The family satisfaction with regard to the services in EIFRRTLS was high
(88.8%), in spite of the critical political situation we live in ahe limited
sources and services we have for disabled children.

3) The level of family's participation in rehabilitation plan was 8B%remely
participated, 15% was participated little.

4) Results showed that there is no statistical significanceiaeship between
family's satisfaction with the level of family participatiam implementing a
rehabilitation plan.

5) Results showed that there are no statistical significantiaieships between
family's satisfaction with selected socio-demographic variables.

6) Family's perspective about the service provider in RTLS was &iveosiThis
result is associated with our Palestinian values and cultudsidres which are

Islamic in nature.

Xl Recommendations:
1. Policy makers and managers of RTLS should be informed with thesregul
this study to take necessary steps to improve the rehabilitatieinesefor D.S

client.
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2. The staff of EIP should be encouraged to increase their knowledgekiiad s
regularly through continuous education.

3. Establish an internal system in the RTLS to evaluate regulbdyservices
provided to clients for all the different programs.
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Chapter 1
Introduction

Justifaction, research questions, and objectives

1.1. Introduction:

Evaluation is the systematic assessment of the worth or oh@oeime objects as
it determines the effectiveness of program in light of thenattant of preset priorities
and goals. Also, it helps document to confirm if the program accoredligh goals or
not. Furthermore, it identifies program weakness and strengths, armdete of the
program that need revision (Joint Committee for evaluation, 1994). Ewaulaés
become increasingly a useful force in improving societies incluiiegyuality of life
who live in it (Worthen et al, 1997).

Quality of life has been used as a scientific concept, but conaepticals
vary with much common domain content embraced by the term. The faettthais
important and needed varies to each person. The life domain may tericat with
six areas:. physical, material, social, productive, emotional anad ewall being.
(Felce, 1997).

At the same time quality of life becomes the most importasueidor all
professional, health administrators, business or others. The child itirssdniVices are
under pressure to evaluate what they provide, which encompasses both daeinesoc

and the outcomes for the client, children and families. (McCondachie, 1999)

The quality of life (QOL) concept is now challenging some of th@em
traditional views and approaching to Intellectual Disability (I&)d these challenges
resulting in modifications and adaptations in current services and sugpang with
the need to evaluate the outcomes from the application of QOL prs¢gie person
with ID. While the family quality of life is a relatively mefield of study and research,
it has primarily concentrated on families of children and young aduits 1D,
moreover to achieve the concept of quality of life. We should emphasitee current
family and services issues that need to be addressed witlbnmdatfunding finances,

staffing and the need to adapt to age related needs. (Jokinen & Brown, 2005).

Introduction 1
Justifaction, Research questions, and Objectives
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(King et al, 2006) reported that raising a child with a disabdég be a life
changing experience that spurs families to examine their kmlgéms. Parents can
come to gain a sense of coherence and control through changes inaiteiviews,
values and priorities that involve different ways of thinking about tbleiid, their
parenting role, and the role of the family. Although parents may grapjth lost
dreams, over time positive adaptations that can occur in the forrhaafyed world
views concerning life and disability, and an appreciation of the positw&ibutions
made by children to family members and society as a whole. RBaexmeriences
indicate the importance of hope and of seeing possibilities thaaHead; this
information used to provide families with an advance understanding oh#mges in
beliefs that might undergo and assist service providers in providingduodlized and
family centered services, and support the families.

In the past, quality of health care was measured principally refience to
provider established norms. More recently, increased attention hapddea patient's
views on care delivery and outcomes. However, in rehabilitation meditiisetrend
has not been established provider assessed outcomes during shorh stpgsific

settings, which are the focus of care. (Adnrew, 1997).

In the past decades, there was growing recognition of the need to involve
clients in decision about the health care they receive. And in ttheatwa of services
offered in health services research, survey and scaling method ltameebenportant
tools for research into consumer views and the perspective of peoeieirrg health

care. (Glogowska et al, 2001).

Down's syndrome (D.S.) considers the most common chromosomal
abnormality of a generalized syndrome. The cause of D.S. exactpti known.
Approximately 95% of all cases of D.S are attributable to araecttromosome 21
(trisomy 21) and the result in cell development is 47 instead of thal u¥
chromosome. This extra chromosome changes the orderly developmenbodyrend
the brain. The most risk factor for D.S is the aging of mother ceslye35 years old
and more, and there is some valuable increasing in the incidence witD iScreasing
in the age of the mother. The diagnosis of D.S basically depends atlirtival
manifestation and the result of chromosome test that administeoeity safter birth.
(Wong, 1993).

Introduction 2
Justifaction, Research questions, and Objectives
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National Down's Syndrome Society reported that D.S is a commonigenet
variation which usually delays in physical, intellectual and langdagelopment, and
it is not related to race, nationality, religion or socioecononatustwith over 50 sign
and symptoms for D.S, but it is rare to find all in one person aame time. On the
other hand, even there is an advancement of the life expectancy fdouD.iSis still

low for general population.

Some evidence suggested that genetic and congenital disorderorare m
common in Arab countries than in industrialized countries. For exanfi@erate of
children with Down's Syndrome in some Arabic countries exceeds the 1.2 per
1000, and this is relatively may be related to aging of mother, up todb@%ildren
with D.S in Arab region which are estimated to be born to mothexs tag35 years old
or over (Al-Gazali et al, 2006).

After reviewing the records of MOH in Gaza Strip, there isamt statistical
data about the incidence rate of DS in Palestine at the saraeotily RTLS(right to
live society) which is the only non governmental institution providing bdikation
care for DS, has estimated the number of DS 2740 —-3000, incidence 2t ¥eas 1
in every 500 live birth each year (RTLS record, 2007).

Comparing the incidence of D.S in Arab countries; for example, Dulpated)
Arab Emirates, one study surveys a total number of 63,398 newborn babiaban D
during 5 years period of 1999-2003. Results showed that a total of 141 cases w
confirmed cytogenetically as Down syndrome, and of this total ¢&88ewere trisomy
21 and of the remaining 2, one was a translocation and the other a.rmbsaaverall
incidence of Down syndrome in Dubai was 1/449 live births (2.2 per 1000), 1/319 live
births (3.13 per 1000) among UAE and 1/602 live births (1.66 per 1000) among non-
UAE national (Murthy et al, 2007).

Statistical information data illustrated that the incidence fatr Down's

Syndromen Saudi Arabia is estimated to be 1 per 554 live births, the asiihtotal
number of D.S is 15,000; average rate to be 2-3 D.S baby each day (Kewatks
clubs, Down's Syndrom&)07).

Internationally, it is recorded that in the United States, thenatd incidence
rate for Down's syndrome is to be 1 in every 800-1000 live birth, ohédiren born in
this country. Approximately there are 1/4 million families in thated States affected
by Down's syndrome (National Down's Syndrome Society, 2007).

Introduction 3

Justifaction, Research questions, and Objectives
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In this study, the researcher evaluated the services provided by earl
intervention program (EIP) through RTLS from families perspectivanly mothers,
This society is the one and only institution in Gaza Strip to prowedéaces for D.S
clients, in this society there are many service programs, itste oine is the early
intervention program which provides comprehensive rehabilitation servaceged
from physiotherapy services to capabilities improvement, languagéearthg skills
and others.

Early intervention programs have grown rapidly over the last 30 .years
Despite the numerous answers to the question of whether or not rdarlyention
works, results to date have been equivocal. This answer suggestsstiqaiestion must
be addressed to evaluation of specific services rather than towahmaten of early
intervention as a whole to get global sense in answering this qué€taroline et al,
1992).

Locally, in our country, with relevance to Down's Syndrome children
receiving rehabilitation services, through RTLS in Gaza Strip, seareh studies have
been found in relation to evaluating any type of services provided, soet@arch
study is considered the first in this field that highlights thetpaesand negative issues

in this program to decision makers in this non-governmental institution.

1.2. Justification of the study:

In Gaza Strip, RTLS is the only professional society that is giuyi
rehabilitation services for Down's syndrome clients. At the timeee is an increase in
the number of DS clients recorded in RTLS. During the period from 2001 —tB606
total number estimated was 650 DS.

Furthermore, no local studies have been conducted to evaluate and document
the services provided in this society for this target group of @idahlour country, so
comes this study to be the first one in Gaza Strip which is awedterith families'
perspectives to improve the quality of RTLS services for DS.

Beside that, this study chose the first program provided to D.S<lirerthe
RTLS, which aimed to beneficiate child form birth up to 4 years oldichvis
considered the important one, and any improvement in child development depends on
the success of EIP services, that is one of the most importartatezations of this

study.

Introduction 4
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1.3. Significance of the study:
0 Theoretical significance:

This study will guide other researchers to conduct further studiated to
evaluation of services provided by EIP, rather via RTLS or othertmsciealing with
DS by using the instrument which the researcher constructed taummdahs family

perspective for such services.
o Practical significance:

By analyzing the study results, the researcher will provide stigge and
recommendations to improve the quality of services in EIP in RTSDIS with

concerns to family perspective.

Furthermore, the researcher will identify the most aspects dffett the
family's satisfaction in order to overcome any problem issudeckl® this field in

future.

1.4. General objective:

The overall aim of this study is to evaluate early interventionrprogervices

in the RTLS for Down's syndrome children in Gaza Strip from the family's view.

1.5. Specific objectives:

1. To assess the effectiveness level of EIP services for Dewmdsome child
from the family' perspective.

2. To assess the satisfaction level of family from EIP sesvig®vided to
Down's syndrome children.

3. To assess the level of the family' participation in implemenghgbilitation
plan for Down's syndrome children through early intervention program.

4. To examine the relationship between family' satisfaction wlibirt
participation in rehabilitation plan.

5. To examine the relationship between family' satisfaction wittectied
socio-demographic characteristics.

6. To evaluate performance of service provider from family' viewpoint in EIP.

Introduction 5
Justifaction, Research questions, and Objectives
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1.6. Research questions:

1.6.1. To what extent EIP services are effective from family perspective?

1.6.2. To what extent families are satisfied with EIP services in the RTLS?

1.6.3. To what extent does a family participate in implementing the
rehabilitation plan for the D.S child?

1.6.4. Is there any relationship between family satisfaction withr tlesiel of
participation in implementing rehabilitation plan?

1.6.5. Is there a relationship between family satisfaction with dedesocio-
demographic variables?

1.6.6. What is the family perspective regarding the performance ofcser
provider in EIP in RTLS?

1.7. Operational definitions of terms:
1.7.1.Evaluation:

The researcher defined it as the process of collecting dataalspatific
objective to verify the achievement of the intended goals.
1.7.2.Early intervention program services (EIP):

Described rehabilitation services started from recording inpgrogram
that included physiotherapy services, capabilities development semieescal
services, psychological services, social services, and hearingrgusirvices
from 1 month up to 4 years old children.
1.7.3.Evaluation of EIP:

It is defined as the process of collecting data about the seivides?
from D.S children families using a specific research instrurdenéloped by the
researcher. It included the following domains: general satisfactiomain,
performance of service provider domain, effectiveness of servicesirdoma
accessibility of services domain and some kinds of open-ended questions.
1.7.4.Right To Live Society (RTLS):

Is the non-governmental society that provides rehabilitation serfoces
Down's Syndrome clients in Gaza Strip, which is the only sogieBaiza Strip to
include many programs; each one deals with specific target groljowh's

Syndrome.

Introduction 6
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1.7.5.Down syndrome child:

A child that is medically diagnosed as Down's Syndrome child and
admitted to the RTLS to receive early intervention services.
1.7.6.Satisfaction level:

In this study the researcher defined satisfaction according tidy faiew
about services as a whole, improvement in a child with Down's Syndrome
development, accessibility of services, duration period of services, dessions
to this program, and finally toward the communication with staff in this program.
1.7.7.Family centered services:

Services that are concerned with family as well as child, diiter, to
which degree the family has a role in implementing the rehatioiit plan in order

to become as normal as possible.

1.8. Context of the study:
1.8.1.Health context in Palestine:
» Health situation in Palestine:

The MOH is the main health care provider in Palestine with ther ot
health care provider, the United Nations Relief and Works AgencyRWA),
Medical Services for Police and General Security (MSP), hesdtvices of
national and international Non Governmental Organizations (NGOs), and
private health sectors for profit. The MOH is the health authoeggonsible for
supervision, regulation, licensure and control of the whole health services
(MOH, 2004)

The health services until now are unable to meet the challengesof
communicable diseases (NCDs) without complete knowledge about preyalenc
incidence and severity of these diseases. No national data dablavi@ward
the incidence of cerebro-vascular accident (CVA), hypertension (Hlidhetes
mellitus (DM), and accidents. Beside that there is no informatictsabilities
that result from any chronic disease. This limitation in heattiason leads to
inability to estimate the cost and resources required. (MOH, 2004)

* Primary health care services in Palestine:

The MOH is working with the other health sectors in providing the

primary health services mainly with UNRWA and NGOs sectotghé end of

Introduction 7
Justifaction, Research questions, and Objectives

www.manaraa.com



2005, there were 645 (PHC) centers in Palestine. These centrf®rcabout
3.7 millions people, (129 centers in Gaza and 525 centers in the West Bank).
Classification of PHC according to providers show that MOH is
considered the main provider with 63.6% from total PHC centers, folltwed
NGOs with 28.3% then UNRWA with 8.1%. (MOH, 2005)
» MOH hospitals and categories:

There are 17 general hospitals with 2,163 bed (1,999 in Gaza, and
964 in WB), two psychiatrics hospitals with 319 beds (280 in WB and 39 in
GS), one ophthalmic hospital in Gaza Strip with 31 beds and two major
pediatric hospitals in Gaza Strip with 222 beds. (MOH, 2004)
= Non MOH Hospitals:

The NGOs hospitals increased in number and beds from 24 hospitals
to 31 NGOs hospitals in 2004. In Gaza Strip NGOs hospitals are 10 with
total capacity of 459 beds. In West Bank the NGOs own and operate 21
hospitals with total capacity of 1,106 beds. (MOH, 2004)

» Non-governmental Organizatio(lNGOs) rehabilitation hospitals:

Non-governmental Organizations Provided services for 2,132
inpatients during 49,800 hospitalization days. The average bed occupancy
rate at four rehabilitation hospitals in Palestine was 86.9%:;ighikie to
increase incidence of disabilities as a result of Al-Agsa Indtifadah.

* Child health in Palestine:

There are 260 health clinics in MOH providing health services for
children included preventative and curative services.

Immunization against infectious disease according to child immiomzat
schedule given free to all Palestinian infants and children, &abtntent is free
without insurance coverage for children until the age 3 years. Onlgds&s of
disabilities among children aged 1-3 years in West Bank wereteepdhese
disabilities were form of movement, hearing and eye sight. Only @58 of
congenital disease among children aged 1-3 years were reported in Palestine.

In 2004, in Gaza Strip it was reported that Infant Mortality REMER)
was 20.5 per 1,000 live birth, and the first leading cause of death fdrerhil
under 5 years are the conditions of prenatal period with proportion of 39.8%,
while the first leading cause of death for children aged 1-4 y&4k9, and 20-
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25 years were accidents with percentage of 22.9%, 56.1% and 29.3% form total
death. Whereas, it is recorded that Infant Mortality Rate (I)ined over the

past two decades from 150/10,000 prior to 1967 to about 22.8/1,000 live birth
since 1996. (MOH, 2004)

» Al-Agsa Intifadah:

No one can deny or forget the Israeli occupation crisis and cduoresy
September and December 2004. Number of Martyrs were 3,665 (1727 in Gaza)
and (1938 in West Bank), while the total number of casualties were 42,650
(14,251 form Gaza) and (28,399 form WB).

The Israeli occupation forced even though ambulance vehicles, medical
staff and facilities.

The Palestinian Ministry of Health reported that 36 death amonthheal
staff and 443 injuries in the period of September 2001 to December 2004.
Moreover, 371 ambulances were attacked, 38 completely destroyed, 351 health

facilities were attacked in the same period (MOH, 2005).

1.8.2.Geographical context:

Palestine constitutes the southwestern part of a huge geographigah
the eastern part of the Arab world, which is Belad ElI-Sham. Thee earea of
Palestine is about 27,000 sg. Km.

Palestine comprises two areas separated geographically: ¢t Bénk
and Gaza Strip. The total area is 6,020 sq. Km with total populatiow likiis
3,762,005 individuals in 2005 with capita per sq. Km 625.

43.8% of the population in West Bank and Gaza Strip is refugees
according to the UNRWA statistic 2005.

Gaza Strip: is very crowded place with area 365 sq. Km and coastitut
6.1% of total areas of Palestine territory land. Total populationamaGstrip in
2005 was 1,389,789 mainly concentrated in the cities.

West Bank: is located west of the river Jordan with total &85 sq.
Km. it is divided into four geographical regions. The total number of population in
itis 2,372,216 individuals in mid year of 2005. (MOH, 2005)
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» Parent's level of education: (Gaza Strip)

About 4.9% of fathers and 3.4% of mothers reached to the level of
primary school.

Xl 9.3% of fathers and 10.3% of mothers reached to the level of
preparatory school.

64.6% of fathers and 74% of mothers reached to the level of secondary
school.

X Only 21% of fathers and 11.5% of mothers completed the first
university degree.

Whereas, illiterate percent among fathers in 0.01% and 0.03% among

mothers.

» Parent's job: (Gaza Strip)
Xl Fathers who are workers constituted 40.9%, employees 31.2%, jobless
5.3% and 3.5% tailors.
On the other hand, most of mothers are housewife 95.6%, only 2% of

mothers are employees and 1.2% teachers.

» Palestinian economy:

During the last five years, high fluctuations in Gross National ptamiuc
observed. It was 5,454 millions US$ in 1999 decreased to 4,169 millions US$ in
2005.

On the other hand, the number of workers in Israel decreased from
135,000 in 1999 to 36,000 in 2005. And the total unemployment rate was 32%,
poverty rate was 32% in 2005. This is as result of Israeli enfoestdction on
Palestinian movement, military operations, land confiscation and ngvahd
the construction of Barrier. In addition to other escalating a@svithposed on
Palestinian people. (MOH, 2005)
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1.9. Research setting:

This study was conducted in the RTLS which is a non-governmentalycharit
organization, was established in 1992 to be first and only one lookingCajten's
syndrome citizens of the Gaza Strip. This society was estatllisy Mrs. Adala Abu
Middain who had an experience of being a mother of child with Down's@yedwho
passed away at early age of one. Since that RTLS began agykimelerfor 7 children
with Down's syndrome providing special care by 3 volunteer teachet998 in a

rented tiny villa in Gaza, EI-Remal.

After that services developed to cover 180 individuals with Down's syndrome
aging from birth to 15 years old receiving comprehensive rehalmhtgiiogram by 23
professionals. In 1998 this society was constructed permanently over 9006tsgin

the east of Gaza, Al-Shjaeia.

By February 1st 2000, RTLS begin serving 650 individuals with Down's

syndrome by 140 staff and volunteers.

The overall aim of this society is rehabilitation of individualshwibown's
syndrome, to deal with this group as any other to ensure their imnbegiato
Palestinian society by giving suitable chances to become more intgpen daily

living

1.9.1.The programs of RTLS:
This society implements its services through the following programs:
1. Early intervention program for Down's syndrome.
Kindergarten program for Down's and normal child.
The special education school for Down's syndrome.

Prevocational program for Down's syndrome.

o bk~ 0N

Vocational program for Down's syndrome.
(Right To Live Society Leaflet, 2007).
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1. Early Intervention Program:
The RTLS aims at providing its comprehensive rehabilitation profpam
Down's syndrome children from birth up to 4 years old. The main tashkiof t
program is to educate mothers how to deal with and raise theuireshil
appropriately and work closely with the specialists in the socigtis achieved
by main activities included (physiotherapy, capability development, Bpeec
therapy and audiology, psychotherapy, social study and counseling). They all

work as a team to serve Down's syndrome children.

2. Kindergarten program:

Children with D.S who graduate from the early intervention prograed ag
from 4-6 years are enrolled within this program where theyvecgpecialized
services. In addition, numbers of same age normal children fromclacahunity
are integrated in this program as a first step of RTLS philosapialy policy

toward mainstreaming and integration.

3. School for special education:

This program provides educational services for 190 children through
different program. Informal education is applied to expand and develop the
educational and living skills by the use of different communicationnmebhe
program provides these services through suitable curriculum preparedhgpon t
society's experience in this field and technical assistanoe dutside the society.
The children have transportation to and from the center and daily headidly
Periodic medical care is provided for them according to their ptisigy.

Health insurance is provided to all beneficiaries

4. Prevocational and vocational program:
This program aimed to create job opportunities for Down's syndrome
people in Gaza Strip. The vocational training program provides prasitita for
60 children in cane work, carpentry, rug making, embroidery, knitting and other
handicrafts. This program also includes other skill training sucheading,

writing and simple math.
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1.9.2.RTLS services and activities:
Social work services:

These services aim to provide counseling to local community regarding
D.S disability and its related problems through home visits and continuous
follow-up. Social workers try to help families to overcome theiriaoc
problems.

Physiotherapy services:

This services mainly served children from birth up to 3 years old, by
having 2 sessions every week. This service aimed to decreaseappysitems
through mother's awareness promotion. Also it provides services forvinase
older than 3 years by counseling and therapy within special sessiogferoto
other organizations for help.

Psychotherapy services:

Provide care for Down's syndrome child's family through psychological
and mental standard measures. These services mainly targetedetiproblems
(sexual, shyness and stubbornness) solving with sharing social services.
Speech/language services:

Mainly aimed to solve and detect any early problem with Down's
syndrome children related to communication through family counseling. The
early intervention program focused to explore any medical problemmsdutie
ear by medical or regular check up examination, Other childrerr tiatoe EIP,
have periodic check up for hearing sensitivity, middle ear dysfunction and
speech/ language enhancement.

Medical services:

It offers medical check up for all referred babies with Dowyrgisome
from hospital or by own families to verify the case early. Matiépends on
physical and physiological characteristics of D.S. Other seryo@gde care
for pregnant women whom have history of previous D.S, referred to Al-
Maqgassed Hospital to verify the cause during first trimesteprefnancy.
Comprehensive medical services for all beneficiaries are psgtbthrough this

unit in cooperation with other medical associations.
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Chapter 2

Conceptual framework

2.1. Introduction:

In this chapter the researcher will present the conceptual irarkewvhich
consists of three parts. The first concerns with evaluation [gglyif program
evaluation]; the second will cover early intervention program for Dowyhdrome,

and the third will be about Down's Syndrome.

2.2. Evaluation:
2.2.1. Definition of evaluation:
Program evaluation is carefully collecting information about a prager
some aspect of a program in order to make necessary decisionghabanatgram.
The program evaluation can include many types of evaluation and theftype
evaluation you undertake to improve your programs depends on what do you want

to learn about the program (Carter, 2007).

2.2.2. Types of evaluation
Some major types of evaluation regarding programs. They are follows:
1. Goal-based evaluation:

Which is defined as measuring the extent to which a program orenten
has attained clear and specific objectives; also the focus rHemded services
and outcomes of a program goals.

By other words, goal-based evaluation is evaluating the extent toh whic
programs are meeting predetermined goals or objectives.
2. Goal-free evaluation:

Goal-free evaluation is defined as gathering data on a broadodraayual
effects and evaluating the importance of these effects in mgeg¢monstrated
needs. By other words this type of evaluation concerned with the outcome of
program intervention and this type of evaluation does not need to be pe&forme

with a high degree of involvement. (Patton, 1990).
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3. Criteria-based evaluation:

This type of evaluation depends on criteria such as check listsnoipbes
which are derived from one or more specific perspective theoriedegN,
1994).

4. Process-based evaluations:

This type is fully understanding how a program works, how does it produce

that results. This type is useful in programs that long-standingpamdhanged

over the years (Carter, 2007).

2.2.3. Steps of program evaluation:

» Define program evaluation: Evaluation is defined as a systematic
investigation of the worth or merit of an object. This is a gemefnition
for evaluation, but as step for program evaluation this step is dedsed
systematic collection of information about the activities, charetics, and
outcomes of programs to make judgments about the program, improve
program effectiveness and inform decisions about further program
development. (Patton, 1997).

* Use the framework for program evaluation: tis step emphasizes the
importance of constructing practical evaluation strategies tmablvie
diverse program stakeholders, not just evaluation experts.

» Seek cultural competence: In program evaluation planning,
implementation and use of findings, to achieve this step, program éealuat
must be responsive to the cultural context by using appropriate fakew
and methodology to arrive the results and further findings.

» Identify the purpose of the evaluation: Unfortunately the purpose of
program will completely differ from this; by articulating tipairpose of
evaluation will prevent premature decision making regarding how the
evaluation should be conducted program evaluation may have at least four
general purposes: gain insight, change practice, assess ,etitfets
participants.

Whenever the purpose of the evaluation is being defined, the subsequent

pieces of the study fall into place more easily (e.g.: allosatf resources
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identification of key evaluation questions selection of appropriate sofirce
data).
» ldentify key evaluation questions:
Evaluation questions should be form the heart of the evaluation plan and
pragmatic decision about design and data collection methods.
» Attend to process and outcome evaluation:

0 Process evaluations the systematic collection of information to document
and assess program implementation and operations (e.g.: can be used to
document the allocation and use of resources, quality of the interventon a
the integrity of implementation).

0 Whereas theoutcome evaluationmeasures the quality of achieved goal,
related also to the impact evaluation otherwise it concerned Wwéh t
information about the results, benefits of programs during or after
participation.

* Maximize use of existing surveillance systems for outcome measment:

This is a systematic collection, analysis and interpretatiooutdfome-specific

data for use in planning, implementing and evaluating. (Patton, 1997).

2.3. Framework for program evaluation

Effective program evaluation is a systematic way to improve aedunt for
public health actions by involving procedures that are useful, feasibieale and
accurate. The framework comprises six steps that must be takanyievaluation
(Milstein & Wetterhal, 1999, Worthen et al, 1997). The steps are as follows:

Step 1: Engaging stakeholders
The evaluation cycle begins by engaging stakeholders (i.e., the peopsons
organizations having an investment in what will be learned from aoati@i and what
will be done with the knowledge). There are three principal groupskélsolders that
are critical. They are:
* Those involved in program operations (e.g., sponsors, collaborators, coalition
partners, funding officials, administrators, managers, and staff);
« Those served or affected by the program (e.g., clients, family bersm

neighborhood organizations, academic institutions, elected officials, ayvoca

Conceptual framework 16

www.manaraa.com



groups, professional associations, skeptics, opponents, and staff of oglated
competing organizations);

* Primary users of the evaluation.

Step 2: Describe the program.

Usually program descriptions convey the mission and objectives ofdbeapr
being evaluated. In order program descriptions to be valuable they should be
sufficiently detailed to ensure understanding of program goals ardegés.
Descriptions should discuss the program's capacity to effect chésgstage of

development, and how it fits into the larger organization and community.

Moreover descriptions should set the frame of reference for alleguést
decisions in an evaluation. The description enables comparisons wikar gnograms
and facilitates attempts to connect program components to their effects
There are several aspects to include in a program descriptigrarth@eed, expected

effects, activities, resources, stage of development, context, and logic model.

Step 3: Focus the evaluation design.

The evaluation must be focused to assess the issues of gremtestncto
stakeholders while using time and resources as efficiently aibfgosThere different
design options are not all equally well-suited to meeting the irEtiom needs of

stakeholders.

After data collection begins, changing procedures might be diffioult
impossible, even if better methods become obvious. A thorough plan anticipates
intended uses and creates an evaluation strategy with the grezdese of being
useful, feasible, ethical, and accurate. Among the items to cong#gr focusing an

evaluation are purpose, users, uses, questions, methods, and agreements.

Step 4: Gather credible evidence from different sources

An evaluation should try to collect information that will convey alx@inded

picture of the program so that the information is seen as crdabllee evaluation's
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primary users. Collected information should be perceived by stakehotder

believable and relevant for answering their questions.

Collected data to evaluate services of a program caolkr different areas or
dimensions such as: clients' satisfaction, accessibilityrtices, technical competence

of providers, and interpersonal relations.

Step 5: Justify conclusions.

The evaluation conclusions are justified when they are linked to tderea
gathered and judged against agreed-upon values or standards set thjkehelders.
Stakeholders must agree that conclusions are justified before wileyuse the
evaluation results with confidence. Justifying conclusions on the bastviaddnce
includes standards, analysis and synthesis, interpretation, judgment, and

recommendations.

Step 6: Ensure use and share lessons learned

Lessons learned in the course of an evaluation do not automaticafilateainto
informed decision-making and appropriate action. Deliberate effodeded to ensure
that the evaluation processes and findings are used and disseminabgadiaigdy. Five
elements are critical for ensuring use of an evaluation, includisiggrdepreparation,

feedback, follow-up, and dissemination.

2.4. Evaluation of satisfaction:

As a main domain for evaluation, physicians and health administrators
increasingly incorporate patients' perspectives into healthqoatient satisfaction has
become a significant health care outcome. However, there isedinrkbhowledge
regarding the patient satisfaction instruments being used by leaciugmic medical
centers. Although much attention has been focused on patient satisfactecent
years, there is little standardization of the patient satisfagnstruments currently
being usedat the academic medical centers surveyed, particularly for @ripaare.

This lack of standardization limits opportunities fbenchmarking of patient
satisfaction data among peer institutiansl may limit efforts to improve caf@erlyn
& Dawn, 2003.
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Increasingly, patient satisfaction is viewed as a criteriowlvgh the quality
of healthcare services can be measured. However, most evaluatiopatierit
satisfaction rely on self-administered written questionnairesshwimay lie beyond the
patient's ability to complete. Because patients with low hea#haty report poorer
health status and less use of preventive services3 and may é&ater grarriers to
accessing and navigating the healthcare system, it is e$peacipbrtant to develop

instruments that can reach this population (Janet et al, 2004).

(Richard, 2000) reported that the need for increased consumer involvement in
rehabilitation services has been emphasized in professional uieraGrowing
empowerment among consumer groups who demand informed choice, and changes in
current service intervention strategies, individually and collegtiveelve contributed to
a heightened interest in the opinions of the persons who utilize réduadmliservices.
Furthermore, as empowered consumers continue to voice opinions regarding the
service needs, the effectiveness of current services will be greater interest to
providers, consumer opinions, nonetheless, should be solicited to insure that
knowledgeable consumers are more involved in the assessment of sargces as
well as in the development of more effective services. Findibretis evidence that
consumer involvement is supportive by many researchers. Otherwisgsesymgested
that discussions continue regarding issues surrounding increased comsuairement

in service planning and in how to be more effective and satisfied.

2.5. Early intervention program (EIP):

The decade of the 1990s marks the beginning of actuationly optimistic ye
critical period for the field of early intervention program. Buildiog 20 years of
research, demonstration programs, and the efforts of advocates, wéhentiecade
with an unprecedented commitment to provide comprehensive, coordinated, dgd fami
focused services to children with established disabilities andfdmilies (Guralnick,
1991).

2.5.1. Definition of early intervention program:
Early intervention applied to children of school age or younger who are
discovered to have or be at risk of developing a handicapping condition or other

special need that may affect their development, and this prograry mansisted
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of provision services to children and their families. This servaeesbe remediate
or preventive in nature may focus on child alone or the child and thdéyfami
together, ranged from center-based, home-based, hospital-based, aal referr
services to diagnostic and direct intervention program, furthermaegtbgram
may begin at any time between birth and school age, and thereys@aaons for
it to begin as early as possible.

* To enhance the child's development.

» To provide support and assistance to the family

» To maximize the child's and family's benefit to society.

Furthermore, society will get maximum benefits by increasdd chi
developmental and educational gains so it decreases dependence upon social
institutions, the family's increased ability to cope with excsyati child, increased
child eligibility for employment, all provides economics and socialefies (U.S.
department of education, 1996).

Early intervention (El) refers to provision of services to childtieat
significantly at risk fro developing a problem. El, includes both edumaitiand
therapeutic components, and is conceptualized as a systematiaatiggimethod
of taking action based on the child's needs during the first pivotabydiée. El
encompasses a variety of activities including, but not limited toilffacentered
practices, parent implemented teaching approaches, participation uralnat
learning opportunities, social integration intervention in inclusivengstt goal
identification linked with learning strategies, professional collatimn programs,
and parent education programs, and it is recorded from child developmental
research that learning and development is most rapid in the preselaosland
thus intervention should begin as early as possible to enhance the child's

development_(www.earlyinterventionCanada.¢om

Early intervention is a systematic program of therapy, exscend
activities designed to address development of delays that maybgesxced by
children with Down's Syndrome or other disabilities. These seraiemandated
by a federal low called the Individuals with Disabilities EdumatAct (IDEA).

The most common early intervention services for babies with Downdr@me
are physical therapy, speech and language therapy and occupationgy.thera
(National Down's Syndrome Society, 2007).

Conceptual framework 20

www.manaraa.com



* Physical therapy: Focuses on motor development, so the physical therapist
can illustrate exercises that parents can do with their baby to helprtier to
achieve the milestone of motor development.

» Speech and language therapyit is critical component of early intervention,
because Down's Syndrome baby may not say his/her first words uatishe
is 2 or 3 years of age. There are many pre-speech and pre-lasgusgeat
must be acquired first by learned through games, looking at the spaker
looking at objects, listening to music and listening to speech soundsriegpl
objects in the mouth, using the tongue, moving lips, and understanding object
performance, cause and effect relationship.

e Occupational therapy: Mainly helps children develop and master
independence skills, focus on developing fine motor skills for infant D.S. For
child D.S, occupational therapy can help with abilities such as openthg a
choosing things, picking up and release toys of various size and shapes, al
help child learn to feed and dress themselves and how to play andtintiénac
other children.

Furthermore, early intervention program offers many benefits tmisare
including information, encouragement and support. Therapists can teacls parent
exercises and activities to do alone at home to meet speddits remd enhance
development. Finally El give parents the chance to share their nsneih other
parents.

EIP provides specialized instruction and related services likeclspee
therapy, physical therapy, occupational therapy, often in the context of hom
visiting program (Bialey et al, 1999).

Pediatrician play on important role in the identification and rafeof
children with disabilities to early intervention program and adsqpaaints on the
multidisciplinary team that conducts developmental assessmenmdeisrgoals
for treatment and coordinates services. (American Academy ofatResli
Committee on Children with Disabilities, 1999).

Early intervention services are designed to meet the needsarechiiom
birth to 36 months of age who have delays in 1 or more areas of physical

cognitive, communication, social, emotional or adaptive development. Services
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are also available to children who have a diagnosed condition that tigh a
probability to resulting in delayed development.

The type and extent of services are determined through the develagment
an individualized family service plan in which family plays adleale in the
assessment of resources, priorities and concerns in conjunction vadrea
coordinator (Lipkin & Schertz, 2007).

Slightly more than 200,000 children are identified as having or being at
risk for a disability before 36 months of age are enrolled in eaté§rvention
program internationally (Ramey. CT & Ramey. SL. 1994).

The timing of identification and entry into early intervention program
spans the birth to 36 months age period (Hebbeler et al, 2004).

2.5.2. Rational for early intervention:

There is neuro-cognitive research that has demonstrated thatatieere
optimal periods for all children during which the brain is particulafficient at
specific types of learning, well designed, timely early intetio® can improve
the outcome and the quality of life of young children at risk of developing

cognitive, social or emotional impairment (Share, 1997).

2.5.3. The benefits of early intervention:

Systematic reviews of many literatures conclude that eatgrvention
results in significant benefits for children (Gorey, 2001).

The effect of early intervention services is not only for childrenalso on
the families was helpful to decrease negative effect of ditsadiand learn
families how to deal well with their children (Guralnick et al, 1988).

Otherwise, early intervention could help parents learn to readcthidis
communicative signals and interaction more developmentally faieditavays,
success of EIP services depends on the extent to which parentsechaolaéir
behavior in accordance with their child's needs and whether suchiatteraad
an effect on infant behavior or development.

Alternatively, a child's disability may be associated witmigicant stress
for some family members, interfering with normal family rousineltering life

expectation, and forcing family members to deal with challengihg\wer or the
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frustrations inherent in trying to gaining access to comprehensd/@@propriate
services (Warifield, 1999).

There is growing evidence that early intervention services hpeosiave
influence on the developmental outcome of children with established disabil
as well as those who are considered to be at risk for disabil{fenerican
Academy of Pediatrics, 2007)

Early intervention could help by providing support for family; building
informal and formal support systems and helping families leaategies for
advocating for their children. Indicators of a successful interventatdénclude
the extent to which family members are optimistic about the dutir feel
empowered as agents of change or as advocates for their children. (Dunst, 2002)

Although several studies have investigated for families, all sliters
major limitations. To date studies have typically focused on sidm@ain (e.qg.
parent satisfaction, parent teaching skills, stress) that havenomtporated
representative samples of sufficient size to warrant genatialn, and typically
have failed to assess family outcomes at consistent point in time (Bailey, 2004).

In reality, early intervention should respond to varying family
circumstances through individualized services that are designed to tsthmpor
identified needs of families in ways that are consistent vath gamily's values
and priorities (Turnbull, 2000).

(Goodman et al, 1984) recorded that IQ intelligence rate for mental
retarded children will improved more rapid with early interventiovises that
same mental retarded children without included in this program.

Recent developmental brain suggests the plausible biological lmasis f
early intervention. However, specific intervention practices musutiged on
their efficacy, effectiveness, and cost justification. FurthermBiehas made
important shifts in emphasizing social competence in the child andstential
role of the family and community. (Blackman, 2002)

Recent literature has revealed that these programs may dmtiveffnot
only in improving some individual child cognitive outcomes but also in leading
important improvement in family function. (Guralnick, 1997)

Other study suggested that for children from birth up to 3 years,Igloba
intervention that are focused on positive family interactions gdyexsd more

effective than those that are focused on the child, but services Imeust
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individualized. Otherwise, early intervention services generadlyrasre effective
for children with milder disabilities than for those with sever disabilities.

Result of another study showed that despite the great variabilikilof
and family function and of the types and extent of services offerest young
children in early intervention programs improved in all domains of functioning.

About early intervention services for D.S many study revealed heatt
services may be useful in preventing declines in the 1Q of Dowymsr&me
children. (Shonkoff, 2001)

(Ramey CT and Ramey SL, 1994) Demonstrated positive developmental
outcome as a result of intensive early intervention of children ofircame and
under families intellectual development especially when thesdrehilare not
provided with intensive early intervention. Fortunately, children whose msothe
have low 1Q respond positively to intensive-high-quality early intefeenthich
leads to a dramatic reduction in their rates of mental retandaluring the

intervention program.

2.6. Family-centered services:

As a main domain for this study, the researcher is measurinasipest in relation
to early intervention program. Therefore, it is necessary toifigehis aspect from

literature review.

Family centered care emphasizes interpersonal aspects dhatiaclude skills
or behaviors that service providers use during interaction with &snfKing et al,
1996). To examine the domains of interpersonal aspect in familyregntmany
researchers pointed out that it is composed of three mainly domafosmation
exchange, respectful and supportive care, enabling and partnership.areheréetails

as follows:

Information exchange: Refers to the characteristic of communication
between provider and parents. Where providers solicit as well as offe
information to parents.

Respectful and supportive care:Refers to interpersonal sensitivity on the

part of the provider to ensure that parents feel respected and supported.
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Enabling and partnership: Refers to the provider practices that encourage
collaboration with parents and support their roles as decision makers a
advocates for their children. (Margaret et al, 2001)

Almost all parents experience challenges in learning about thity faentered
services, specially if they have a child or a family membér w disability, or a child
who is a newborn with Down's Syndrome or a second grader with a desgiyosed
learning disability. Parents usually share a need for cometmf tasks, they are as
follows:

* Learning about their child's ability.

» Becoming aware of their child's educational and therapeutic needs.

* |dentifying the range of services which potentially could help supper tand

their child.

» Gaining access to these services.

However, it appears that there is considerable variation existisei extent to
which parents are aware of use, and are satisfied with serMieey factors interact
with each other to cause this variation including the following:

» Characteristics of child (e.g.: severity of disability, specialization of needs for

services or equipment, known features of the disability).

» Characteristics of family (education of parents, knowledge of services,

advocacy efforts).

» Characteristics of the community (e.g.: availability of resources, attitude of

professionals, interagency collaboration) (Bailey et al, 1999).

It is known that the family plays an important role in the chilcstment, and
that parent training and involvement in the services often improvesfadativeness of
particular intervention or treatment. For example, mothers of childreeiving early
intervention services showed significantly more interaction witlr tttald than did
mothers of children not receiving services (Lessenberry, Rehfedt, 2004).

One of most important improvement in early intervention program duhnieg t
past 30 years has been the shift to providing services in collabonatioparents and
families. This emphasis is reflected in family centered agexto care, direct family
support, and the implementation of early intervention based on individuafiraty f

service plans (IFSPs).
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On the other hand term of parent education typically refers tersgst activities
implemented by profession also to assist parents in accomplishingicsg®als or
outcomes with their children. This definition includes the expectaliangarents will
acquire knowledge and skills that allow them to mediate or extendtdreention with
their child, and the typical goals of parent education include teaphmgts strategies
to assist children in attaining developmental skills, helping pareatsage children's
behavior in the course of daily routines, and enhancing parent's slelgaging their
children in play and social interaction (Mahoney et al, 2001).

2.7. Down's Syndrome:
2.7.1. Definition of Down's Syndrome:

Down's Syndrome is a chromosomal disorder that usually resultsaysdel
in physical and mental development. A person with Down's Syndrome has an
extra 24th chromosome, which is why Down's Syndrome is also ekferras
trisomy 21. Down's Syndrome is not related to race, nationalitygioelior
socioeconomic status. While there is a wide variation in mentéfies)i current
research indicates that the majority of people with Down's Syndname mild to
moderate impairments. (National Association for Down's Syndrome, 1991)

Down's Syndrome consider the most common chromosomal abnormality
of a generalized syndrome occurring in 1 in 800 to 1000 live births, igs ds
once common but unacceptable name "Mongolism", to the particular facial
characteristics, which resemble those of the mogole race. (Waate Wong's,
1997)

It is investigated that chromosomal anomalies occur in 0.4% of Iitke bi
and they are an important cause of mental retardation and congeoitadlies, of
these anomalies is Down's Syndrome. The most common abnormalities of
chromosome number are trisomies. These occur when there are three
representatives of a particular chromosome instead of the usual ltomost
frequent and best known trisomy in humans is trisomy 21 or Down's Syndrome,
which was first described in 1866, but it is cause was not known until 1959.
(Nelson, 1996)

Down's Syndrome is relatively common birth defect caused by the

presence of an extra chromosome number 21 (three instead of two number 21
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chromosomes, or trisomy 21). This adversely affects both the phyaichl
intellectual development of the individual. Down's Syndrome cause mental
retardation, a characteristic facial appearance and multipliermation. It is
associated with a major risk for heart malformations, and al dooal still
significant risk of acute leukemia. (The National Information GefaieChildren

and Youth with Disabilities, 2007)

Down's Syndrome is the most common and readily identifiable
chromosomal condition associated with mental retardation. It is cangea
chromosomal abnormality for some unexplained reasons. And accident in cel
development results is 47 instead of the usual 46 chromosomes. This extra
chromosome changes the orderly development of the body and brain. In most
cases, the diagnosis of Down's Syndrome is made according to fesoits
chromosome test administered shortly after birth. (National Dissd¢ion Center
for Children with Disabilities, 2004)

Down's Syndrome is a major cause of mental retardation, congessatdl
disease (CHD), and congenital anomalies of the gastrointestnthffecting the
welfare of > 300,000 individuals and their families in the USA alone. ri2ow
Syndrome is also associated with a characteristic set @l fand physical
features, defects of the immune and endocrine systems and incresksed
leukemia, and an Alzheimer-like dementia. (Yamakawa, et al, 1998)

Where it is recorded that major risk factor for getting Do@ysdrome is
the age of mother, (Sallie et al, 2000) recorded that women who kgartgical
removal of all or part of an ovary or congenital absence of one ovarg w
significantly more likely to have delivered a child with Down'sxé@pme than
were women who did not report a reduced ovarian complement that cadgte le
increase level of Follicle Stimulating Hormones (FSH) simitallmark of
advanced maternal age. This finding suggested that the physiolstgited of the
ovary is a key to maternal-age effect, and that women with rddaecarian

complement should be offered prenatal diagnosis.
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2.7.2. Incidence of Down's Syndrome:

* Around 1 in 800 lives birth each year. Approximately 40,000 children with
Down's Syndrome are born in the USA each year. Although, parents of any
age may have a child with Down's Syndrome. The incidence is higher f
women over 35. Most common forms of the syndrome do not usually occur
more than once in a familyNétional Down's Syndrome society for children
with disabilities, 2004).

« There is evidence that the incidence rate of Down's Syndrome  will
dramatically increase with the mother age, for example thdence is less
than 1 in 1,000 live births to women under 30 years old, whereas it intoease
1 in 400 to mothers aged 35 years old and 1 in 35 live births to mothers age
44. (Bellenir, 1996)

» Internationally 20% of Down's Syndrome children are born to mothers more
than 35 years old, whereas 80% are born to mothers less than 35 gears ol
(National Down's Syndrome society, 2003)

* Relevant to the incidence of Down's Syndrome, one study was conducted in
County Galway Recorded that the incidence rate of Down's Syndrome
between 1981 and 2000 was 26.8 in 10,000 live births for the full period.
Although there were 5119 fewer births in the 1991-2000 periods the incidence
was 29.8/10,000 compared to 24.1/10,000 in previous decade.

(Dineen & Avalso, 2007)

* Locally the incidence rate for Down's Syndrome in Gaza Stdprdmg to
Right to live society statistics the incidence rate was appaiely 3000 D.S
client in Gaza Strip (RTLS, 2007).

2.7.3. Clinical manifestation of Down's Syndrome:

Several physical problems are associated with Down's Syndromeahany
these children have congenital heart malformation, the most commonsegitad)
defects. Respiratory tract infections are very prevalent and admbined with
cardiac anomalies are the chief causes of death particulamgdhbe first year of
life. Hypotonicity of chest and abdominal muscles and dysfunction ofrtireine

system probably predispose to development of respiratory tractianfeQther
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physical problems include thyroid dysfunction, especially congenital

hypothyroidism and increase incidence of leukemia (Whaley & Wong's, 1997).
There are over 50 clinical signs of Down's Syndrome, but it istoafiad

all or even most of them in one:

* Broad feet with short toes,

Flat bridge of nose,
» Short, low set ears,
» Short neck,
* Small head,
« Small oral cavity, and/or
» Short, high pitched cries in infancy.

Approximately one third of babies born with Down's Syndrome have heart
defect. Some of them are born with gastrointestinal tract proti@mcan be
treated surgically. Some of them may have a condition known as @elaak
Instability, a misalignment of the top two vertebrae of the neclatigNal
dissemination center for children with disabilities, 2004)

Infants with Down's Syndrome are known to have a high frequency of
associated birth defects and some authors have suggested aniasdoeiaieen
Down's Syndrome and esophageal atresia. (Bianca & Ettore, 2000)

A number of congenital malformations are clearly associatdd Datvn's
Syndrome and generally occur with a much higher incidence than iretiezad)
population. (Kallen & Robert, 1996)

Related to clinical manifestation of spine in D.S, the major camditi
associated with the spine in Down's Syndrome is Atlantoaxiabitfistawhich is
the looseness between the first and second vertebra of the neck. Aooitigon
with spine in Down's Syndrome is scoliosis which is the curvatutieeo$pine to
the side. Five to eight percent of children with D.S develop hip digtocat
(sublaxation) that is hardly ever found at birth but instead is masimon
between the age of 3 and 13 years, and instability of the pateleeba®stimated
to occur in close to 20% of people with Down's Syndrome, also vast tmajbri

D.S people has been demonstrated flat foot. (Diamond, 1981)
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2.7.4. Types of Down's Syndrome:

Mainly there are three types of DS described as the following:

* Translocation Down's Syndrome:

All individuals with Down's Syndrome have three copies of chromosome
21 about 1% of individuals are mosaic with some normal cell, 4% have a

translocation involving chromosome 21.

Translocation account for 9% of children with Down's Syndrome born to

mother age of 30 yrs old.

The phenotype in translocation Down's Syndrome is not distinguishable

from regular trisomy 21 Down's Syndrome. (Nelson, 1996)

This type of Down's Syndrome is usually hereditary and it is not

associated with advanced parental age. (Whaley & Wong's, 1993)

This type occurs when a part of the number 21 chromosome breaks off
during cell division and attaches to another chromosome. Whereas the tota
number of chromosomes in the cells remains 46, that the extra p#re of
number 21 chromosome causes of the features of Down's Syndrome. (National

Down's Syndrome society, 1999)

* Mosaic Down's Syndrome:

From 1% to 2% of the affected persons demonstrate mosaicism which
refers to cell with both normal and abnormal chromosome. The degree of
physical and cognitive impairment is related to the percentagellsfwith the
abnormal chromosome makeup. (Whaley & Wong's, 1993)

They have fewer physical problems with higher level of intelléctua
ability than children with the rest of other types of Down's Syndr¢Merlow
and Redding, 1988)

This type occurs only when one representative of a chromosome is
present. They may be complete or partial. Complete monosomies ntag be
result of non-disjunction of anaphase lag. In non-disjunction during cell

division, the two chromosomes in a replicating pair fail to sepacate cell
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ends up with only one copy (monosomic) and the other with three copies

(trisomic) of the specific chromosome. (Nelson, 1996)

e Trisomy:

Approximately 95% of all cases of Down's Syndrome are attributable
an extra chromosome 21, although children with trisomy 21 are born togarent
of all ages, there is statistically greater risk in oldemen, those over 35 yrs of
age. (Whaley & Wong's, 1993)

This is the most common abnormalities of chromosome number occur
when there are three representative of a particular chromosaeteadnof the
usual two. It is associated with a characteristic set of cotaj@nomalies and
mental retardation. It is also result of failure of chromosome tpaseparate.
(Nelson, 1996)

2.7.5. Antenatal screening for Down's Syndrome:

Many pregnant women wish to undergo antenatal testing for Down's
Syndrome, unfortunately, some test are invased which may lead toofloss
pregnancy in about 1% of cases. Therefore the criterion for antescag¢gining
program is to identify mother in whom a risk of D.S is sufficighigh to justify
such an invasive test and to minimize the risk of miscarryingadthyebaby.
(Alfirevic & Neilson, 2004)

The universal screening tests started with the observation than se
concentration obr fetoprotein used to screen for neural tube defects which tended
to be lower when the fetus had Down's Syndrome. Other several bioahtests
were combined with age related risk to calculate an individulalfois Down's
Syndrome.

Other test is Nuchal translucency (fluid filled space behindets heck)
and this is useful in earlier detection for fetus with Down's Symdy especially
in the period in between 10 and 13 weeks of pregnancy. (Snijder et al, 1998)

According to (The National Down's Syndrome society, 1999) there were 3
procedures to screen Down's Syndrome child, one of these tests ccamesis,
chroioic villous sampling (CVS) and precutaneus umbilical blood sampling

(PUBS), with consideration that each of this test has risk for miscarriagtusn fe
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Researchers have developed a DNA test that might allow doctoesetct
Down's Syndrome in embryos during infertility treatment. This nest tises a
single cell to detect Down's Syndrome during invitro fertiliza(iiM¥) treatment
before the embryo is implanted in the women uterus. In this tese$learchers
identified six areas on chromosome 21 that could be used as markerdiohdev
many copies of chromosome 21 are in a single cell. They used the tesnpare
cells taken from healthy people with those taken from people with Bown'
Syndrome, as well as with individual cells from embryos. The abovetesws
available only to women in high risk groups such as those aged over 3Hh @ w
family history of the D.S condition. (Scott Gottlieb, 2001)

Screening of maternal serum to identify fetus with Down's Syndrisme
now routinely offered during the second trimester of pregnancy. Plarenta
screening by means of serum assays or ultrasonographic meassaresitber
alone or in combination, may also be possible in the first trimgstaddow et al,
1998)

2.7.6. Treatment for Down's Syndrome:

The 28" century witnessed great advanced in the diagnosis, treatment and
prevention of birth defects and development disabilities and in the qaalifg
and life expectancy in people living with disabilities. The developroéntew
surgical techniques and clinical management of selected birtstslefeich as
congenital heart disease, spina bifida and Down's Syndrome has desulte
marked increase in survival of children and adults with these condif©okeen
et al, 2005)

As treatment no cure exists for Down's Syndrome. On the other hand,
number of therapies are advocated which deals with correction of ymainl
malformation, for example surgical treatment for CHD, esophagéasia,
evaluation for hearing and sight to treat ottits media to preventoaydoss.
Periodic testing for thyroid function is recommended, participatingpecial
sports to correct atlantoxial instability which include neck paiakness and risk

for spinal cord compression. (Whaley & Wong's, 1997)
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2.7.7. Prognosis of Down's Syndrome:

The prognosis for individuals with D.S varies depending on the severity of
their physical and cognitive limitation. Some may be able to hdependently
and others may need more support throughout their life. D.S client ewtr s
medical conditions may need to take drugs regularly or have s@gdoeever,
there is advanced in medicine, rendered most health problems treatable
majority of people born with D.S today have a life expectancy of appabely
55 years. For young children, parents should be encouraged to enroll thakein chi
an infant development/early intervention program. These programspaifents
special instruction in teaching their child language, cognitive;nsdf, and social
skills, and specific exercises for gross and fine motor developrreraly the
researchers, shown that stimulation during early developmentak stageoves
the child's chances of developing to his or her fullest potentialiofNé&tDown's
Syndrome Society, 2007)

2.8. Islamic view on disability:

In Islam the body is seen as a gift from God and needs to be lodkedrad
not abused. Thus keeping the body healthy is a part of one's religionllfesg iis to
be received with patience and prayers and Muslims are stronghyraged to seek
treatment and care. On the other hand, Death is seen as pdduwhay to meet the
creator. However, assisted suicide and euthanasia are not perf@tests Muslims

Women's Support Project, 2006)

The word disability can not be found within the Quran's but the concept of
Muslims having inabilities or special needs and how they interaatedciety can be
found throughout the history of Islam, in particular is the examplébahlbin Malik a

religious leader who was blind.

Disability is seen as neither a blessing nor a curse in Idtamthe belief of
Muslims that everyone was created with different abilities disdbilities with the
objectives for a Muslim to focus on their abilities and show grltess rather than
focus on the disability. According to this Islamic view Muslim s right to improve
the situation of their disability through prayer, medical, educatianal advocacy

resources.
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Within the Islam and every Muslim regardless of their abdlitie inabilities
human life should be regarded as valued members of the communityic Ibliatory
highlights many examples of people whom while having some form obilga

excelled to very high positions and prominent status in society.

Islamic community as a whole is enjoined to be accepting all people
regardless of their disability and Muslims are required to suppenh in addressing
their needs as well as creating an inclusive environment and enogurkadi
participation of all members of community. (Carers Muslims Wosn8apport Project,
2008)

Within Islamic community, caring for a family member with @ability is
viewed as being highly rewarding. Generally speaking, Muslim prefer to remain
with the care recipient at all times and prefer to have #esvihat involve the whole

family. Respite care is often avoided unless absolutely necessary.

No one can forget that, this is shine view to Islam who respectrmasa
whole one, respect her/his own rights in the community and it isgheaf disabled
one to receive all best activities to improve their care inciremunity, and it is the
responsibility of the service provider that Islam obligated it wvide the qualified

services for disabled one.

A few studies have been conducted in order to analyze the contenthaiiyhe
Quran on the subject of disability. In the Islamic teaching histeyfound that the
concept of disability in the conventional sense, dose not exist in ttean Qather than
concentrates on the notion of disadvantages that is created by soaetyposed on
individuals who might not possess the social, economic, or physicddutgsi that

people happen to value at a certain time and place.

It is seen disability as neither blessing nor a curse andiyckdiaability is
accepted as being an inevitable part of the human condition. It isysarfptt of life

which has to be addressed appropriately by the society of the day. (Mosse, 2002)
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The researcher tried the best to covered most of the availaégure which
investigated any relationship between family satisfaction amapyi determinant in

evaluating early intervention program.

The researcher concluded the next model to identify that therairdynd
determinants that is mainly effect on the family satisfecctis major part in evaluation
EIP services. Furthermore, the instrument of the research studydeseloped
depending on these 4 parts, which the researcher chosen it accordiegpteuious
literature that investigated more than this, but the researchghasize on the most
important parts in evaluating EIP. The first is the accedsilddi the early intervention
services for all disabled family members and there is strelagian between family
satisfaction with availability of such services, and one of leeareview that
investigated this relation is, (Bailey et al, 2004).

The second determinant is the improvement in their child outcome bither
development in cognitive, motor or other aspects for example study. ¢fMalgoney et
al, 2001), (Virji et al, 2006) investigated this relation.

The third determinant is the communication with service provider argd it
documented that there is strong relation between family saiisfacegarding

communication with service provider, e.g. (Arnkjotsdotti et al, 1993).

Finally was more investigated through literature review and tisesgnificant relation
between family satisfaction with more family centered sesjie.g. (Law et al, 2003)

study.
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Figure (2-1): Evaluating Model for EIP services.
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2.9. Commentary on conceptual framework:

The researcher came to a conclusion from the previous review thah D
Syndrome is a very old syndrome in the world. It is defined to be orleeomost
genetic syndromes which affect mental and developmental growth.calise of this
syndrome exactly unknown, but literature shows a strong relation betwetner age
and the probability of getting it. No cure for this syndrome wasodered, however,
there is evidence that rehabilitation management could have anaeffedoy enrolling

children in early intervention programs.

With regards to the EIP's, literature shows that they argrisid to serve
disabled children or whom at risk of having disabilities (e.g.: D@ firth up to pre-
school age. Moreover EIP's do not only serve children but also fasrélyndnole, either
in a formal or informal way through a support system. There is mséd¢hat the
effectiveness of EIP's are increased with the involvement afyfgrarticipation early

in the program.

Evaluation of programs were mentioned in the literature involvesctolie
information that conveys a well-rounded picture of the program soht@anfiormation
is seen as credible by the evaluation's primary users. Diomsnfar evaluating the
programs includes elements such as: clients' satisfactioassftmdity to services,

technical competence of providers in addition to outcomes of the program.

Related to the evaluation of EIP is carefully collecting datauathe outcome
of this program, in order to highlight the strongest and weakness pothis outcome

of EIP to manager of society.

Also, the researcher defined family centered service andagaitsf as main

domain in evaluating EIP from family perspective.
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Chapter 3

Literature Review

3.1. Introduction:

In this chapter the researcher presents related previous studies field of
early intervention program, studies related to Down's Syndrome, strelegsd to
satisfaction from parent perspective and studies related toyfaeritered services,

finally the researcher will present her own comments on the all previousulieevagw.

3.2. Evaluative early intervention program studies:

3.2.1Parent participation in pediatric rehabilitation treatment centers in the
Netherlands: a parents' viewpoint (Siebes et al, 2007):
The aim of this study was to describe how and to what extent paents
involved in pediatric rehabilitation treatment process, to deterrhmdevel of
parents' satisfaction about the services the child received, anddabdewhat
ideas parents have to enhance their involvement in the treatmentsprokes
random sample of 75 parents was interviewed within 4 weeks aftgrietoon
of the measure of processes of care and the client satisfqagstionnaire. The
result showed that average level of parent satisfaction aboutetiees
received was high according to the interviewed parents. The comnomicat
between professionals and parents’ involvement in goal setting, andsparent
involvement in treatment could be improved upon.

3.2.2Children with Down syndrome improved in motor functioning and muscle
tone following massage therapy (Maria et al, 2006):
This study evaluated twenty-one moderate to high functioning young children
(mean age, two years) with Down syndrome receiving early intBore
(physical therapy, occupational therapy and speech therapy) were rgndoml
assigned to additionally receive two 0.5-hour massage therapy ongeadi
sessions (control group) per week for two months. On the first anddasif
the study, the children's functioning levels were assessed using the
Developmental Programming for Infants and Young Children scale, andemusc

tone was assessed using a new preliminary scale (the Args,abel Trunk
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Muscle Tone Score). Results showed that children in the massageyteoup
revealed greater gains in fine and gross motor functioning anddesse limb
hypo-tonicity when compared with the children in the reading/control group.
These findings suggest that the addition of massage therapy tarign e
intervention program may enhance motor functioning and increase musele t
for children with Down syndrome.

3.2.3Parent's perceptions and children's experiences of earlyntervention —
inclusive practice (Smith & Rix, 2006)
This study explored the experiences of early intervention for flaredies in
England as case research study. The result showed that the paesntand
experiences enable a conceptualization of the implementation of @oigty
practice, in relation to the opportunities provided and the difficulties
encountered. The tensions identified raise questions about whether paeents
receiving the kinds of support they need and expect, and in particuldrewhet
suitable consideration has been given to the models being applied throygh ea
intervention programs.

3.2.4Perceptual motor deficits in children with Down's Syndrone: implications
for intervention (Virji et al, 2006):
This study aimed to evaluate the nature and extent of perceptual motor
impairments presents in children with Down's Syndrome. 12 child withn3ow
Syndrome between the ages of 8-15 years with adaptive ages b8tWeears
and a group of 12 typically developing children between the age 4-8weges
tested on their ability to make increasingly complex perceptsaridiinations
of motor behaviors. The result showed that children with Down's Syndn@me a
able to make basic perceptual discriminations but show impairmensei
perceptions of complex visual motion cues. The study recommends of the
implications of these results for early intervention program services.

3.2.5Cephalometric evaluation of children with Down syndrome afterearly
intervention with the stimulating plate (Korbmacher et al, 2005)
The aim of stimulating plate therapy in patients with trisomyi2io correct
orofacial dysfunctions and prevent the establishment of subsequent
morphological characteristics such as protrusion of the incisors and
pseudoprognathia. This study investigated the effectiveness of thisofype

therapy in improving skeletal traits of patients with Down syndrdrhe.lateral
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cephalograms of 22 consecutive juveniles with Down syndrome, whose
orofacial dysfunctions had been successfully treated with a stingulplate
according to Castillo Morales in infancy (17 months +/- 24 months)e wer
examined 136 months on average (minimum of 78 months, maximum of 231
months) after initiation of treatment. In 16 of the 22 patients, the algom
typical bialveolar protrusion of the anterior teeth was diagnosed. The
cephalometric results indicated larger values of cephalometriameters
concerning cranial base and maxilla, and markedly larger mandibular
cephalometric values when compared to untreated children with Down
syndrome. These results show that a stimulating plate may natysaline
indicated in patients with Down syndrome with a skeletal Clagsattern and
minor orofacial findings.

3.2.6The Brookline Early Education Project: a 25-year follow-up study ofa
family-centered early health and development intervention (P#ley et al,
2005):
The goal of this follow-up study was to test the hypotheses that Bredkarly
Education Project (BEEP) participants, in comparison with theirspeesuld
have higher levels of educational attainment, higher incomes, and madreepos
health behaviors, mental health, and health efficacy during the young adult
period. The sample consists of young adults who were enrolled in the BEE
project from 1973 to 1978. Comparison subjects were young adults in Boston
and Brookline who did not participate in BEEP but were matched to tE# BE
group with respect to age, ethnicity, mother's educational level, and
neighborhood (during youth). The study used a quasi-experimental causal-
comparative design involving quantitative analyses of differencesebatthe
BEEP program and comparison groups, stratified according to community.
Results showed that young adults from the suburban community had higher
levels of educational attainment than did those in the urban group, ttieh li
difference between the suburban BEEP and comparison groups, suburban
participants reported more positive health behaviors, more perceived
competence, and less depression. Among the urban samples; however,
participation in BEEP was associated with higher levels oftheéficacy, more

positive health behaviors, and less depression than their peers.
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3.2.7First Experiences With Early Intervention: A National Perspective (Bailey
et al, 2004)
This study was designed to determine familig@sitial experiences in
determining their child’s eligibility,interactions with medical professionals,
effort required toobtain services, participation in planning for services,
satisfactionwith services, and interactions with professionals. The researcher
interviewed a nationally representative sample 3888 parents of young
children with or at risk for disabilityAll the children had recently entered an
early interventionprogram operated under the auspices of Part C of the
Individualswith Disabilities Education Act. The average age at which lfemi
reported a concermbout their child was 7.4 months. A diagnosis was made, on
average,1.4 months later, the child was referred for early intervension
average of 5.2 months after the diagnosis, and the individuddizely service
plan was developed 1.7 months later or a\arage age of 15.7 months. Result
of the study showed that most families were very posibat their entry into
early intervention programs. They reportéidcussing their concerns with a
medical professional and finditigat person helpful. Families reported relative
ease in accessimggrvices, felt that services were related to their perceived
needs, rated positively the professionals working in early interveminahfelt
that they had a role in making key decisions alehiltt and family goals. A
small percentage of families experiensgghificant delays in getting services,
wanted more involvemenin service planning, or felt that services were
inadequateand nearly 20% were unaware of the existence of a writterfgrlan
services. Minority families, families with limited inconad families with less-
educated mothers were more likelyéport negative experiences.

3.2.80rofacial development in children with Down's syndrome 12 yearsfter
early intervention with a stimulating plate (Limbrock et al, 2004)
In this study, 20 children with trisomy 21 were examined more than &2 ye
after starting treatment in infancy with a Castillo Moradémulating plate. The
follow-up examination showed that the improved orofacial appearancéngsul
from the early treatment had remained stable in most cas#®ugh the
mechanical stimulus of the stimulating plate was absent duringpliogv-up
period, some patients revealed a lip and tongue posture superior tectirdied

at baseline.
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3.2.9Creating a family centered approach to early intervention servicg
Perceptions of parents and professionals (lversen et al, 2003):
This study compared the attitudes of parents and early interventiordgn®vi
concerning the effectiveness of family centered services, idehtfhctors
associated with parental satisfaction, and described providers pancept
obstacles in forming collaborative relationships with familiexrdss sectional
design used to assess 11 providers and 18 parents perceptions of Ekservic
Completed questionnaire including basic demographics, service received, a
perceived effectiveness in the delivery of services. Result shthaed7% of
parents were satisfied with their EI programs, with lessegnpal satisfaction
noted in learning how to develop strategies and set goals, and available
community resources. Providers overall satisfaction was 99%. Prov&lers
they need more development in building parent networks and helping parents
value the time their child spends with children without delays.

3.2.10.Factors affecting family-centred service delivery for childr&@ with
disabilities (Law et al, 2003):
The purpose of this study was to examine factors that are mpsettant in
determining parent perceptions of the family centeredness ofacargarent
satisfaction with service. A cross-sectional survey was coatplély 494
parents, 324 service providers, and 15 cases from 16 organizations delivering
children's rehabilitation services. Analyses were completed w@sisgjuctural
equation modeling approach. Results Survey return rates ranged from 77 to
94%. Findings indicated that the principal determinants of parentastits
with services are the family-centered culture at the orgamizand parent
perceptions of FCS. Parent satisfaction with services wasndlisenced by the
number of places where services were received and the number tbf dorecl
development problems experienced by their child. Parent satisfactitn wi
services is strongly influenced by the perception that servieesare family
centred, fewer places where services were received and fevadth and

development problems for their child.
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3.2.11 Parental perspectives on inclusion: Effects of Autism andDown's
Syndrome (Kasari et al, 2002):
This study examined the effects of the child's diagnosis (aut@omn's
Syndrome), age, and current educational placement on parental perspective
toward inclusion for their child with disabilities. Parents of clafdwith autism
and with Down's Syndrome completed surveys regarding their opinionsirof the
child's current educational placement, their desire for changingcuhent
placement, and their view on inclusive education. Result showed that ds&agnos
age and current placement influenced parental opinion on the ideal edatati
placement for their child. Parents of children with Down's Syndroraee w
significantly more likely endorse inclusion (full-time placement general
education) whereas parents of autism were more likely to endorse
mainstreaming (consistent part-time placement with general educationtsjude

3.2.12 Parent's perceptions of motor interventions for infants and ¢ddlers with
Down Syndrome (Sayers et al, 2002):
The purpose of this study was to analyze parents perceptions of their
participation in a university, directed, parent implemented, home-badedrjme
strength intervention program as (1) one approach to evaluating the
effectiveness of a program conducted over 4 years period withdaroflinfant
and toddlers with Down's Syndrome and (2) a mean of deriving guidetines f
future early intervention program. Participants were 22 parentsXiofamilies
of children with Down's Syndrome where their age ranged between 6-24
months. Participatory evaluation research, semi-structured audial reoore
interview and qualitative content analysis were used. The resulteghtivat
parents perceived themselves as being empowered to implement thaprog
was worth-wile. The parents’ perceptions provided meaningful evaluattan da
that enabled the development of guidelines for future pediatric direngt
intervention program.

3.2.13.The effects of early motor intervention on children with Dowm syndrome
or cerebral palsy: a field-based study (Mahoney et al, 2001)
This study reports the results of a field-based investigation aéffeets of two
motor intervention approaches, neuro-developmental treatment and
developmental skills-on children with two different diagnoses. The sampl

included 50 children, of whom 27 were diagnosed as having Down syndrome
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and 23 as having cerebral palsy. Children had a mean chronological &ge of
months at the beginning of the study. Children's motor functioning was
examined at entry into the study and after they received 1 yeanotdr
intervention services. By using dependent Gross Motor Function Clasisific
System for Cerebral Palsy, measures included children's getesmelbpment,
rate of motor development, and quality of movement. Pre-post comparisons
indicated that children made significant changes in their motor @aweint age
and quality of movement over the course of intervention. However, the oésult
this comparison showed that there was no evidence that motor intervention
accelerated development or improved quality of movement beyond what could
be expected on the basis of maturation. Furthermore, no differentialantion
effects were associated either with children's diagnosiseatntient model.
Regression analyses indicated that the rate of motor developmdahterchi
attained after 1 year of intervention was highly related to thaie of
development at the onset of intervention and, to a lesser degree niantber
of sessions of intervention that children received. The results szasded in
terms of the need for the field of motor intervention to develop neatntent
paradigms.

3.2.14 Longitudinal effects of an early family intervention programme onthe
adaptation of parents of children with a disability (Bouchard & al, 1999)
This study assesses the longitudinal effects of an original gddrvention
program on the adaptation of parents of children with a disability (Dow
syndrome and cleft lip/palate; i.e., DS and CLP). Variations iretieets of the
program according to the time of measurement, the type of digahild
parent's gender are also examined. The results showed a bettatian@mbong
parents who participated in the intervention program compared to thosdidvho
not participated in the program. These parents had lower levels efitgar
stress, they had more positive perceptions and attitudes concernmghtluks
disability and their parental situation, they were more confiderheir own
resources and the help they could receive from others, they had émsbr of
emotional distress, anxiety and depression and they perceived morenaiot
support from the spouse.
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3.2.15.A longitudinal study of children with Down syndrome who experenced
early intervention programming (Morgan et al, 1993)
The purpose of this study was to examine long motor, cognitive and adaptive
functioning of a sample of adolescents with Down Syndrome who expetience
early intervention program. Sample consists of ten children with Down
syndrome (7 girls, 3 boys) who had participated in an early intervention
program constituted the early intervention (EI) group. An age-matpioegh of
children with Down syndrome (6 girls, 4 boys) who had not experienced an
early intervention program served as a comparison group. The El gnip's
functioning was compared with that of a normative sample used in the
development of the Bruininks-Oseretsky Test of Motor Proficiency. The
cognitive and adaptive skills of the EI group were compared with thiotes
comparison group. The children were assessed using the Stanford-Binet
Intelligence Scale, the Vineland Social Maturity Scale, and Bheninks-
Oseretsky Test of Motor Proficiency. The Result of this study sbatvat El
group subjects fell below their chronological age levels in grddiae motor
skills; however, their mean gross motor skill levels exceeded ithedn fine
motor skill levels. The EI group subjects had significantly higloeres on
measures of intellectual and adaptive functioning than did the childrémei
comparison group. The EI group subjects did not show the decline typically
seen with age in adaptive functioning in individuals with Down syndrome.

3.2.16.Infants with Down syndrome: description of an early intervenion
approach (Louw & Kritzinger, 1991)
Children with Down syndrome are particularly at risk for languksgening
problems for reasons beyond the associated cognitive deficits. An earl
intervention program had applied on three Down syndrome infants who dre age
10 months at the initiation of the program. The subjects were indiwduall
assessed prior to the treatment program and again at the compiétit.
Comparison of pre and post treatment levels of functioning indicatedalthat
three subjects made satisfactory progress, although developmgataidee still
evident. The intervention program was found to be clinically succeasfill
verifies that the language development of Down syndrome infants can be

facilitated by early intervention.

Literature Review 45

www.manaraa.com



3.2.17.The school achievement of children with Down's syndrome (lvin, 1989)
In this study the academic achievement of nine children with Doym&s@ame
who had participated in a systematic early intervention programebatthe
ages of two and five years was compared with the achievemerit ather
children with Down's syndrome of the same age in Auckland schoolsl®). =
The children were between nine years six months and eleven iyearsrghs at
the time of assessment. Results showed the first group to becaigity more
advanced in reading and moderately more advanced in reading and moderately
more advanced in numerical skills than the others.

3.2.18.Early Intervention for Disabled Infants and their Families: A
Quantitative Analysis (Shonkoff & Hauser, 1987)
This study evaluated 31 selected studies by using meta-analysssdss the
effects of early intervention services for a disabled child youtiger 3 years
and their families. Results indicate that early interventioreffective in
promoting developmental progress in infants and toddlers with biologically
based disabilities, programs that served a heterogeneous group oérchildr
provided a structured curriculum, and targeted their efforts on paaguits
children together appeared to be the most effective. Results shiaed t
definitive evaluation of the efficacy of early intervention prograsntempered
by the restricted range of outcomes measured and by a paucitypwhatibn
about the children and families enrolled in such programs, as walicag the
specific nature of the services received. Despite their limits, available data
provide the basis for a rational pediatric approach to early intéoment
programs, while highlighting specific directions for further investigation.

3.2.19.Developmental profile of Down's syndrome infants receiving eayl
intervention (Gendron et al, 1986)
The aim of this study was to follow-up thirty-two infants with Dasvn'
syndrome, who were enrolled in an early intervention program duringrshe f
years of life. Progress in five developmental domains was monitored
prospectively by evaluating the children at 6, 12, 18 and 24 months. The Result
of this study revealed that the largest degree of retardatigsncesmsistently
exhibited in the hearing and speech subscale. The loco-motor subscale
experienced the most severe decline over the 24 months and wasahé sec

most retarded domain at 2 years of age. The remaining three lsgbsca
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personal-social, hand-eye and performance, demonstrated less seliees dec
over time as well as actual increases in developmental quotiersigecified
points in time. The overall performance of female infants at 18 momiss
significantly better than that of male infants (P = 0.05). The edegf
retardation of Down's syndrome infants receiving early interventsmices
differs according to chronological age, developmental domain and sex.
3.2.20.Performance of retarded children, with and without Down syndome, on
the Bruininks Oseretsky Test of Motor Proficiency (Connolly& Michael,
1986)
The purpose of this study was to examine the gross motor and fine motor
abilities of children with mental retardation using the Bruininkerésky Test
of Motor Proficiency. They compared the motor skills of 24 mentaiisrded
children, 12 with Down syndrome and 12 without Down syndrome. The
children ranged in chronological age from 7.6 years to 11 years amdofver
comparable mental age. Within each group, there were no signiteant
differences, nor were there differences between the two groupsoiar m
performance for the male subjects. Result of comparison showeti¢Hatale
subjects with Down syndrome, however, scored significantly lower graalé
subjects without Down syndrome on running speed, strength, visual motor
ability, speed, and dexterity and fine motor composite scores. Asu@,ghe
children with Down syndrome scored significantly lower than the amldr
without Down syndrome in the areas of running speed, balance, strength, and
visual motor control. The gross motor and fine motor skill compositeescor
were also significantly lower for the children with Down syndrdhen for the
children without Down syndrome.
3.2.21.The effect of intensity of training on sensori-motor developmd in infants
with Down's syndrome (Cunningham et al, 1986)
Twenty-four children with Down's syndrome involved in an early intereenti
program were divided into matched intensive training group (ITG) andotont
groups (CG), at a mean age of 42 weeks. Parents of children imGhedre
given exercises to be carried out daily to train object permanenitation and
span of attention. Parents of children on the CG were given gedered aAll

children were assessed on checklists in the three areas and noardta
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developmental tests. Results showed small short-term effefetgoinof the ITG
during the training but no long-term effects on development.

3.2.22.Parental reactions to early intervention with their Down's symlrome
infants (Arnljotsdottir et al, 1983)
Results of early intervention programs with Down's syndrome infmetsvell
documented in terms of the effects on the infants' development, but less
attention has been given to the reactions of parents who are requiaadytout
the programs. A small scale interview study of three groups ehfsareceiving
different 'intensities’ of intervention is described. The resuhisfstudy showed
that parents' view of the intervention programs are positive, but ffiwulties
experienced by some parents pointed to the need for interveners twshiree
to family situations and feelings and for programs to be flexdahtaugh to meet
these needs.

3.2.23.Early intervention for infants with Down syndrome: a controlled trial
(Piper & Pless, 1980)
In this study, the mental development of 37 infants with Down syndrome,
allocated either to an experimental or control group, was asse¢se@ Six-
month period by an independent evaluator. The experimental group participated
in biweekly therapy sessions designed to stimulate normal developnielat,
the control group received no intervention. The Griffiths Mental Develafahe
Scales were used to assess changes in the developmental rstttastwo
groups, which were shown to be equal initially on a variety of vadgalie
statistically significant differences in mental developmentwbeh the
experimental and control groups were found. The result of this study dhowe
that the early intervention program investigated in this studynassfficacious
in altering the pattern of mental development in those Down syndromugtsnf
participating in the program.

3.2.24 Early intervention with Down syndrome children: follow-up report
(Richardson et al, 1980)
This study compared developmental milestones and current intellexidal
adaptive functioning of 20 children with Down Syndrome who participated in
an early intervention program with those of 53 non-institutionalized emildr
with Down syndrome who did not experience such a program. The children in

the former group generally showed earlier acquisition of motor afithedp
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skills and significantly higher intelligence quotients and socialigntst at three
to six years of age. Because of certain variables that couldenagorously
controlled in this type of program, the higher functioning cannot belylear
attributed to early intervention. Nevertheless, these findingsoagstent with
the hypothesis that early intervention has a beneficial effecsfamad provide
encouragement for further studies.

3.2.25.The effect of early intervention and preschool stimulus on he
development of the Down's Syndrome child (Ludlow & Allen, 1979):
This study described the effect on a group of D.S children of eady a
continuous parental counseling together with intensive preschool stiomuiati
which parents were fully involved. This group was compared with sigitaup
who developed unaided in their own homes, with third group who were
institutionalized before their second birthday. The instrument usediffghs
developmental and Stanford-Binet scales, and the school placemeet\adis
was studied. The result showed that the stimulated group scored argh@r
and DQ tests and particularly on personal and speech development. School
placement acts as an unbiased measurement of progress, and shgyésty
are more easily integrated into the normal community.

3.2.26.Interdisciplinary early intervention program (Connolly & Russell, 1976)
This study examined the effect of early intervention program proviged
interdisciplinary team on developmental characteristics of DdBymisirome by
comparison of 40 children who received this interdisciplinary of early
intervention and with 40 children with Down's Syndrome who didn't receive
this program. The result showed that early intervention helps tleeinteharlier
attainment of many developmental tasks and enhances functioning ofihe fa

unit.
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3.3. Studies of Down's Syndrome:

3.3.1Study on the social adaptation of Chinese children with dowmsyndrome
(Wang et al, 2007):
The purpose of this study was to evaluate social adjustment aretiridators
among Chinese children with Down syndrome (DS). A structured intenelv
Peabody Picture Vocabulary Test (PPVT) were conducted with a gfo8@
DS children with a mean age of 106.28 months, a group of 30 normally-
developing children matched for mental age (MA) and a group of 40 ngrmall
developing children matched for chronological age (CA). Mean scorsscia
adjustment were compared between the three groups, and partishtoorsel
and stepwise multiple regression models were used to further explated
factors. Results showed that there was no difference betweerSthgeoDp and
the MA group in terms of communication skills. However, the DS groagedc
much better than the MA group in self-dependence, locomotion, work skills,
socialization and self-management. Children in the CA group achieved
significantly higher scores in all aspects of social adjustntieah the DS
children. Partial correlations indicate a relationship betweeralsadjustment
and the PPVT raw score and between social adjustment and agécésig
ranging between 0.24 and 0.92). A stepwise linear regression analygisds
that family structure was the main predictor of social adjustmdewborn
history was also a predictor of work skills, communication, soct&izaand
self-management. Parental education was found to account for 8%f-of sel
dependence. Maternal education explained 6% of the variation in locomotion.

3.3.2Congenital heart diseases and other major anomalies in patientgth Down
syndrome (Abbag, 2006):
The aim of this study was to determine the frequency and typesngéwital
heart diseases (CHDs) and other congenital anomalies among Do#rmorag
(DS) patients, and the short-term survival rate. By retrospeewwew of 98 DS
patients seen in Aseer Central Hospital from July 1994 to June 2005. The
clinicians' notes, echocardiography reports and operative notes veanines.
The result showed that the mean follow up period was 30 +/- 40.1 months.
Ninety-three patients had echocardiography; CHDs were found in 5htpatie
(61.3%). Ventricular septal defect (VSD) was the most common (33.3%)
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followed by atrioventricular septal defect (22.8%), atrial septédati€21.1%),
patent ductus arteriosus (14%) and tetralogy of Fallot (5.3%). Thtentsa
(5.3%) developed inoperable obstructive pulmonary vascular disease (OPVD)
and 3 were deemed inoperable for other reasons. The CHD was lglinical
suspected in 96%. The most common non-cardiac anomalies were
gastrointestinal, affecting 22 patients (22.4%): duodenal atresia i@ntgsat
imperforate anus 7 patients and Hirschsprung disease 4 patientsniatents
(16.3%) died at a mean age of 19 months, 15 of them (93.8%) had anomalies.
3.3.3Experiences of mothers of children with Down syndrome (Tuan et al,
2006):
This qualitative study explored the experiences and lifestyleroilies in
Turkey with children with Down syndrome, including the impact on family
members. Twelve mothers with a Down syndrome child (three from afabe
age groups 1-3 years, 4-6 years, 7-12 years and 13-18 years of aggaped
in the study. The data were collected during in-depth interviews amd we
evaluated using qualitative data analysis methods. Result of g sthowed
that families were affected socially, physically, economycathd emotionally
by having a child with Down syndrome.
3.3.4Down's Syndrome, paternal age and education: comparison of Califorai
and the Czech Republic (Dzurova and Pikhart, 2005):
This study aimed to evaluate the epidemiological characterisfiddown's
Syndrome in two culturally and socially contrasting population settimgs
California and the Czech Republic by using Birth Defects Monitoiffrggram
to observe live birth prevalence of Down's Syndrome. The result showeal tha
total of 516,745 (California) and 475,834 (the Czech Republic) were included in
analysis. The mean maternal age of children with D.S was 32.% year
California and 26.9 years in the Czech Republic. Children born to oldernsiothe
were at greater risk of Down's Syndrome in both population. The associa
between maternal education D.S was stronger in California thdrei€zech
Republic, but parental age influences higher occurrence of Down's Sy:mdrom

both in California and in the Czech Republic.
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3.3.5What do the Parents Think?: A Pilot Survey on the Health Senge for
Children With Down Syndrome in Hong Kong (Yam et al, 2005):
This survey aimed to reflect the health service for childrern vidbwn
Syndrome in Hong Kong from the parents' perspective. Ninety-eight
guestionnaires were collected from families with children agé&8 @ears old
during the Annual Meeting of the Hong Kong Down Syndrome Association in
1999. The instrument was used contain all of the following domains (rhedica
and allied health services, educational provisions, surveillance arstassd
programs were analyzed, the utilization pattern, referral tifokows up
frequency and satisfaction ratings were reported, the necesditycaessibility
of the services were ranked). The result of the study showed thatpltests
of Down Syndrome children were satisfied with the current sepiceisions.
Educational assistance and assessment service were regardeihbys
necessary. Services provided by Physiotherapy, Occupational Therapgh Spee
Therapy were perceived as necessary but difficult to access.

3.3.6Evaluation of oral health and access to care in Senegalese chddrwith
Down syndrome: preliminary study (Faye et al, 2004):
The aims of this study are:-to evaluate the general and orah hefla
Senegalese group of children with Down syndrome and their siblingogest
in age,--to assess their access to care. It was used thA€Sessment Down
Syndrome (OADS) questionnaire in 25 Senegalese children with Down
syndrome living in Dakar and 17 old their siblings the closest inTdggr ages
range from 4 to 20 years old in both groups. Results revealed thatafeseeg
children with Down syndrome have more general and oral health problems
compared to their siblings, the closest in age, but they werelikelseto have
difficulty finding both medical and dental services. The study pointedhaut
need for special care services with trained people for a bet#eagement of
these specific patients.

3.3.7Cancer incidence in persons with Down's Syndrome in IsrdgBoker and
Merrick, 2002):
The purpose of this study was to assess the incidence rates ahikeuked
other malignancies in person with Down's Syndrome in Israel. Tpogedation
of this study consisted of all persons with Down's Syndrome in thedpefi

1948-1995. The study population was linked to the cancer registry and cases
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that had been diagnosed through December 1995 were subsequently identified.
The observed incidence rates were compared to expected ratesgentral
population. The result of analysis in the registry group showed et sancer
cases were observed as compared to 1.5 expected all of whichewlezenia
cases; whereas 17 cancer cases observed in institution group wiplaredm
12.8 expected, four cases of leukemia, other result showed increalssn aecof
gastric cancer in males.

3.3.8Association of Down's Syndrome and water fluoride level: a systaatic
review of evidence (Kleijen et al, 2001):
The aim of this study was to examine the evidence for an assndgtween
water fluoride level and Down's Syndrome. By reviewing six rebestudies
which investigated the incidence of Down's Syndrome in areas witretit
levels of fluoride in their water supplies. The result showed thatudies
showed no significant associations between the incidence of Down'so8yndr
and water fluoride level, whereas the two studies showed that icagnif
(p<0.05) positive association (increased Down's Syndrome incidence with
increased water fluoride level).

3.3.9Children with disabilities: a longitudinal study of child development and
parent well-being (Warfield et al, 2001):
This Monograph presented the results of the Early Intervention Coltaleora
Study, a longitudinal investigation of the cognitive and adaptive behavior
development of children with developmental disabilities and the adapttion
their parents, extending from infancy through middle childhood. The study was
designed to generate and test conceptual models of child and family
development and contribute to the knowledge base that informs social policy
and practice. The sample for the investigation consisted of 183 childiten
Down syndrome, motor impairment, developmental delay and their families
who were recruited at the time of their enrollment in an eiatgrvention
program in Massachusetts or New Hampshire. Data were cdllatfive time
points between entry to early intervention and the child's 10th birthadayeH
visits were conducted at each time point and included child assessment
maternal interview, and questionnaires completed independently by both
parents. Trajectories in children's development and parental wetj-lvegre

analyzed using hierarchical linear modeling. Predictor variabées wmeasured
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at age 3 years when children were exiting early intervention raorey
Children's type of disability predicted trajectories of developrresbgnition,
social skills, and daily living skills. Children's type of disabilitiso predicted
changes in maternal (but not paternal) child-related and paretgeredaess.
Beyond type of disability, child self-regulatory processes (nothlelyavior
problems and mastery motivation) and one aspect of the familytelimetably
mother-child interaction) were key predictors of change in both chiltcbmés
and parent well-being.

3.3.10.Parental reports of spoken language skills in children withDown
syndrome (Berglund et al, 2001):
Spoken language in children with Down syndrome and in children in a
normative group was compared. Growth trends, individual variation, sex
differences, and performance on vocabulary, pragmatic, and gramnes asa
well as maximum length of utterance (MaxLU) were explored. &bjwere
330 children with Down syndrome (age range: 1-5 years) and 336 childaen in
normative group (1;4-2;4 years; months). The Swedish Early Communicative
Development Inventory-words and sentences (SECDI-w&s) were employed.
Performance of children with Down syndrome at ages 3;0 and 4;0 was
comparable with that of children in the normative group at ages 1;41;8nd
respectively. In comparison with children in the normative group oflaimi
vocabulary size; the result indicated that children with Down syndtagged
slightly on pragmatic and grammar scales. The early develogmeacgeded in
most cases with exponential or logistic growth. This stre$segreat potential
of early intervention.

3.3.11.Effect of parity, gravidity, previous miscarriage, and age on risk of
Down’s syndrome: population based study (Chan et al, 1998):
This study investigated whether the risk of Down's Syndrome is aisede
independently of maternal age by maternal parity, gravidity or quevi
miscarriage in South Australia for 20,000 births annually. The eftdéqisrity,
gravidity, number of previous miscarriages, and mother’s age (ghesiear of
age) on risk of having a fetus with Down’s syndrome were modeledaselya
using person regression; then the effects of parity, gravidity, aexiops
miscarriage were modeled separately after adjustment faffibet of mother’s

age. Over-dispersion was detected in all the Poisson models catstiarmat an
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over-dispersion factor was estimated using the square root ofoR'say2
divided by the number of degrees of freedom. After analysis usirts kartd
terminations of pregnancy, the result showed no significant incneagsk for
increase in parity or gravidity. When only births were analyzed 986-95, the
increased risks with increase in parity (P<0.001) and gravidit@.(R¥x were
not significant after adjustment for age (P=0.46 and P=0.75 respgktivel
similar results were obtained for 1986-90 for increase in parityri$kevas not
increased with the number of previous miscarriages, but the inéneasle with
age was constant (P<0.001).
3.3.12.Time demands and experienced stress in Greek mothers difildren with
Down's syndrome (Padeliadu, 1998):
The purpose of this study was to asses the time demands placed orsrabthe
children with Down's syndrome, and the possible relationship between those
demands and the stress which the mothers experience. The study sample
consisted of 41 mothers of children with Down's syndrome living in Narther
Greece and a comparison group of 41 mothers of non-disabled children. Three
instruments were used for the data collection: (1) a questionoaibgofyraphic
information; (2) a self-report form assessing the time demarat®glon the
mothers; and (3) an adaptation of the Clark Questionnaire on Resonttes a
Stress (QRS) for the evaluation of the stress experienced.eshksrof this
study revealed increased time demands on the mothers of childreDawttis
syndrome in comparison to the mothers of non-disabled children in terms of
recreational/educational activities and total time demands. Fortiher the
mothers of children with Down's syndrome perceived the time they spiémd
their children less positively than the mothers of the comparison group.
3.3.13.Expressive pragmatic skills in pre-school children with andwithout
Down's Syndrome: parental perception (Johnston, stansfield, 1997):
Parental perceptions of the pragmatic skills of six-preschoodrehil with
Down's Syndrome were compared to six-children without cognitive impeair.
Children were matched for language comprehension age on the Reynell
Developmental Language scale and parents were interviewed by thging
pragmatic Profile of Early communication skill. Data from pasentterview
were analyzed by taking qualitative approach using content analiigge$ult

of this study showed that the children with and without Down's Syndrome had
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many similarities in reported behaviors and responses in additiooutvef the
six children with Down's Syndrome had some skills which were nawareed
than their matched pairs. Researchers suggested that childterDextn's
Syndrome have a normal range of pragmatic skills and communicative
intentions compared with children of similar levels of comprehension
functioning at an early pre-school level.

3.3.14.Immediate and long-term effects of developmental training inchildren
with Down's Syndrome (Aronson & Fallstrom, 1997):
The aim of this experimental study was to determine whethenattee of
development of a group of mentally retarded children could be improved by
early systematic mental training. 8 children with Down's Syndragesl from
21-69 months, were trained systematically following a pattern of adorm
development, over a period of 1.5 years. The mental age of trained child
compared with eight matched control group before, during and afteathmdy
period. The result showed that training had a significant effedteomeéental age
of the trained children. One year after the completion of trainiggood effect
was reduced in trained group, but still higher-over all than the cagrioab.
This finally suggested that continuous training process to achievetdong
benefit.

3.3.15.Fathers' views of the effects on their families of childgn with Down
syndrome (Hornby, 1995):
This study examined fathers' views about the effects of childitn Down
syndrome on themselves and their families. Taped interviews wesaeedbt
from 90 fathers of children aged from 7 to 14 years. Qualitativgysinaif the
interview data revealed 28 categories of comments made by faResslt
showed that the most frequent comment, made by 46% of fathers, washabout
cheerful personality of their child with Down syndrome. About 42% of fathe
talked about the initial trauma they experienced following the diagi 3% of
them bemoaned the restrictions imposed on the family, and 30% commented
that the child had minimal effects on family life. The grelatesicern expressed
by fathers was the long-term provision for their children. More fathe
commented on the positive effects on their marriage than on negative effects.
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3.3.16.Parents' evaluations of pre-school services for children withDown
syndrome in two Scottish regions (Rowan et al, 1993):
This study evaluates services provided for children with Down's syndimme
two Scottish regions. Two methods were used: postal questionnaires and
telephone interviews. Services covered were those provided by general
practitioners, hospital specialists, health visitors, speech thes,apisupational
therapists, physiotherapists, educational psychologists, home teadwes, s
workers and voluntary organizations. The result showed that regional
differences were found in provision and in parental satisfaction wittertly
available services, with some of these differences being dependemtdage.
Overall, parents felt they were being given insufficient profesdi support,
with contradictory advice not uncommon. Findings indicate that if lamite
resources are to be used to the maximum benefit of family andl, dath
subjective and objective measures of the relative values of diffeneds of
support at different ages are urgently needed.

3.3.17.Health problems in children with Down's Syndrome (Turner et al, 1990):
The aim of this study is to identify health problems of 117 childréh own's
Syndrome through questionnaire to their mothers. The child age of udig st
school aged with mean age 2 years 2 months, range 6 to 14 yearssulhefr
this study showed that vision and hearing problems and respiratoryidngect
were identified as the most common health problems, affectingrge la
percentage of the children.

3.3.18.Evaluation of preschool children with Down's Syndrome in Capélown
using the Griffiths scale of Mental Development (Neser eal, 1989):
This study aimed to evaluate 55 children with Down's Syndrome by using
Griffiths scale of Mental Development to evaluate developmenttoile. The
result showed a significant decrease in developmental quotientinerdase age
child, and the hearing and speech sub-score was lower than the otheorash-s
No significant associations were found between maternal agess®al class
or race of the child and mental development. There was signifisaatiation
between developmental quotient and the number of siblings. Finally the
developmental functioning was improved with preschool stimulation when

comparing children cared at home during the day.
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3.3.19.Effect of maternal education on prognosis of development in ddren
with Down's Syndrome (Sharav et al, 1985):
Longitudinal development data from 40 home-reared children with Down's
Syndrome who had been enrolled in an infant stimulation program were
analyzed by the level of maternal education: high, medium or low. dhétr
showed that high level of maternal education was significantheleded with
higher mental development scores (P less than 0.001), and signifidiffetigd
from scores of those with medium and low maternal educational (Bvigss
than 0.001). In the same study analysis of longitudinal data of a subgratp of
children with Down's Syndrome showed remarkable intra-subject cargiste
and inter-subject variability. This suggested that the intelleétnationing of
the population with Down's Syndrome is not a uniform one but is subjdu to t
same genetic and environmental influences as the rest of population.
3.3.20.Counseling about Down's Syndrome: the parents' viewpoint (Gihore &
Oates, 1977):
The aim of this study was to study the viewpoint of child Down's Synelrom
parents about what sort of information they were given at thedirdeagnosis
and what arrangements were made for the child's future. By mteng 50
parents of Down's Syndrome children aged ranged between 3 months and 8
years at the time of survey. The result during the first wa#dk an increasing
proportion being dissatisfied with the timing the longer the delaglling what
was wrong with children. The mother has been told first in 48% ofcasel
both parents have been told together in only 20% of cases, 84% had medical
follow up, community follow up, whereas 10% had no such arrangements.
Parents were suggested to give chance to meet other pareihitdancwith

Down's Syndrome.
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3.4. Studies of satisfaction:

3.4.10utpatients' satisfaction with physiotherapy services at Al-Bifa Hospital
and Al-Wafa Medical Rehabilitation Hospital in Gaza (Hillis, 2008):
The aim of this study was to evaluate the level of clientgfaation with
physiotherapy services in both major hospitals in this field, Al-Séifd Al-
Wafa Medical Rehabilitation Hospitals. The researcher used sedsonal
design to select representative convenience sampling consists otildje6ts
from Al-Shifa Hospital and 51 from Al-Wafa Medical RehabilitatiHospital.
A standardized structured questionnaire was developed to cover seven domains
of satisfaction (appointments registration, environment comfort and
convenience, approach of care, physiotherapy staff skills and courtesy,
communication and information, privacy and loyalty). The result of thidys
showed that the overall satisfaction with physiotherapy serviceboth
hospitals was 88.7%, whereas it is extremely high in Al-Wafadidéé
Rehabilitation Hospital 100% than 83% in Al-Shifa Hospital. On the dthed,
there was no significant relationship between demographic (age, rgende
residency), socioeconomic variables (marital status, educatioed) Bnd the
level of clients satisfaction. But there was a significatatienship between
organizational variables (e.g. hospital knowledge, first experiertbehaspital,
physiotherapy session duration, session number) and level of cliefdciatis
This study recommended encouraging educational training program for
physiotherapy staff, to establish monitoring system for policy nsalcedetect
problems and solve it. Finally the manager of physiotherapy should inform
about this study result in order to take action toward improvement ygoélit
physiotherapy services which will influence clients' satisfaction.

3.4.2Evaluation of integrated mental health counseling into primary halth care
from the point view of clients (Abu Seedo, 2007):
The study aimed to examine the effectiveness of integrated Imesaith
counseling into primary health care from point view of the cliente Jample
of this study consisted of 40 women who attending to psychological departme
of Ard El-Insan clinics (Gaza, Khanyounis). The study tools were Jirgtene
is symptoms checklist 90. This scale consists of 90 mental sympttimch

may women experience during her life. The second is a checklstitnfde
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toward mental services into primary health care which was devtlopdhe
researcher. The third one is a checklist of satisfaction withtahéealth
services which was developed by the researcher. The result sfuittysshowed
that the level of client satisfaction about mental health sevim® primary
health care was 87.4%. Otherwise, there were significant diffesebetween
average scores of women in pre-test and post-test on mental $ygafitoms.
There were statistical differences between average sobrége pre-test and
post-test on checklist of attitude toward mental health servigesprimary
health care clinics. This study recommend to integrate menthh hesavices
into primary health clinics as in Ard El-Insan clinics, providéniray courses to
all medical team on mental health issues. Finally to encouesgancher to
study subjects related to integration medical health with mental health.

3.4.3Parental satisfaction with health services provided to childen with Down's
Syndrome in north west England: an ENT Perspective (Hans etl, 2007):
This study aimed to evaluate parents satisfaction with medidahllied health
services provided to children with Down's Syndrome in north west England
compared ENT and its services with other areas of health semagesion. A
guestionnaire survey of parents attending a north west England Down's
Syndrome association conference. Demographic data, departments visited,
satisfaction with each service, waiting time for each sengeevice need and
accessibility were recorded. The result showed that otolaryngdladybeen
used by 50% of children with satisfaction of 2.63 (second worst scorecispe
and language therapy was used by 90% of children with a satisfatt®a6
(the worst score). The service felt to be most needed and thalifficsit to
access was speech and language.

3.4.4Parent-Therapist Communication and Satisfaction with the Sendes of a
Child Development Center: A Comparison Between Israeli Pants—Jews
and Bedouins (Carmel et al, 2006):
This study evaluates the level of general satisfaction witlsehgces of a child
development center in 2 groups of Israeli parents, Jews and Bedowiso It
assesses 3 dimensions of therapist-parent communication signyfieaptain
general satisfaction with the center's services. A total ofpd®&nts of children
ranging from 6 months to 6 years of age participated in the studyr@®6nse

rate). Parents' attitudes regarding their communication with cérger's
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therapists were evaluated by 15 items that were clustered gitoehsions of
communication: caring, collaboration, and interest. The result showed that
general satisfaction with the center's services was high ih Qobups.
Relatively high average scores were also given to the studieehsiioms of
communication. Jews were more satisfied with the center'scesrthian were
Bedouins and ranked caring and collaboration significantly higher than did
Bedouins. Caring and collaboration best explained the variability inragene
satisfaction in a multivariate analysis. Being a Jew ordoB@& parent was not
found to be a significant explanatory variable of general sdiisfawith the
center's services. Therapists' expressions of care and coliabavéth parents
seem to be key factors in explaining parents' general s#bsfagvith
rehabilitation services in the 2 different cultural groups.

3.4.5Satisfaction with care and ease of using health care servicasong parents
of children with special health care needs: the roles oface/ethnicity,
insurance, language, and adequacy of family-centered care (Ngui &8dfes,
2006):
The purpose of this study was to examine whether racial/ethniaitepaxist
in parental reports of satisfaction with care and ease of usialjh heare
services among children with special health care need (CSH@Npddentify
factors associated independently with satisfaction with care asel & use of
health care services among CSHCN. By analyzing data for 38,886 ICSHE
years of age in the National Survey of CSHCN, conducted from 2000 to 2002.
Outcome variables included perceived satisfaction with care artéasrvice
use. Covariates included socio-demographic factors, insurance, interview
language, condition severity and stability, adequacy of family-ashteare
measures, and having a personal doctor/nurse. The result of this studydshow
that the prevalence of reported dissatisfaction with care and p®@émease
of using services among parents of CSHCN were 8% and 25%, reslyective
Black and Hispanic parents were significantly more likely thaitexparents to
be dissatisfied with care (13% and 16% vs. 7%) and to report probldims wi

ease of service use (35% and 34% vs. 23%).
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3.4.6Clients satisfaction with nursing care provided at selectetiospitals in Gaza
Strip (Abu Saileek, 2004):
The aim of this study was to assess levels of clientsfaszien with nursing
care in two major governmental hospitals in south Gaza. By using cros
sectional design, the researcher selected his own sample ranidomlyoth
hospitals; 159 subjects form European Gaza Hospital and 268 from Nasser
Hospital, the response rate was 93.6%. Standardized structured quesionnair
was developed containing six domain of satisfaction with nursing care
(information and interaction, availability/ attentiveness and opennestpit
and environment, nursing skills and professionalism, organizational culture,
counseling and advising). Result of this study revealed that thersigvafscant
relationship between clients' satisfaction and the service provitemverall
satisfaction was 70.1% in both hospitals, whereas satisfactionielzalopean
Gaza Hospital was 61.7%. Finally this study showed that thereigracant
relationship between the level of clients' satisfaction and socmgi@phics.
This study recommended some information in order to improve quality of
nursing services in hospitals that will influence the level of client's aetiish.
3.4.7Parental satisfaction with an early family intervention program (Reidy et
al, 2004):
The objective of this study was to evaluate parental satisfasitbna family
intervention program. The program provides help and support for parents with
newborns who have specific health problems (e.g., cleft palate and/DBolivn
syndrome). Four-family subscales, personal (emotional and cognitive)alma
parental, and extended family and others, were examined. The Resahted
that the majority of parents were satisfied with the intereanéind significant
differences in satisfaction levels (depending on the sex of thetpate child's
diagnosis, and annual income. Mothers of newborns with Down syndrome were
more satisfied than fathers with the personal-emotional supportreébeied.
Low-income families were more satisfied than those with higieames for all
subscales. On the parental subscale, those whose child had a cletitepimak

more satisfied than those whose child had Down syndrome.
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3.4.8Parents’ satisfaction with medical and social assistance provided tbifdren
with Down's Syndrome: experience in Estonia (Reimand et al2003):
The main aim of this study was to investigate the extent ohfgmatisfaction
with medical and social services in Estonia provided for the D.S thails and
their families. 59 Down's Syndrome parents from 1999 to 2001, answered
guestionnaires in which their satisfaction to medical and soaigices were
assessed. The result showed that satisfaction with the quatlitg offormation
about D.S is low; most parents were not satisfied with the saodl
rehabilitation benefits. This study suggested that D.S familiesd maore
medical information about this syndrome. More work need to be done in the
area of rehabilitation and social assistance.

3.4.9Clients’ satisfaction with radiology services in Gaza Strip (AHindi, 2002):
The aim of this study was to identify the clients' satisbacfrom radiology
services in both centers in Al-Shifa Hospital radiology departraedt Gaza
Diagnostic Center, by using cross sectional design to seletenstc
randomized sampled was 410 clients from both centers. The respons@&sate
78.4%. A standardized structured questionnaire was developed contain seven
dimensions of satisfaction (organizational culture, continuity anddaiifality,
availability, interaction and communication, attitude and perception, cbomfor
and privacy and approach of care). The result of this study showedéehat t
was high level of satisfaction with radiology services 82.5%, othsultr
showed that there was significant relationship between finantalss
educational level and level of satisfaction, the number of visitsingdgime and
client satisfaction. On the other hand, there was no significaatiomship
between age, gender, residency place, occupation and the level of satisfaction.

3.4.10.Impact of child health centre organization on parental satisfadbn
(Sundelin et al, 2000):
The aim of this study is to describe differences in parentafaetion with child
health services under different organizational arrangements. Uitlg lsad a
cross-sectional design and was based on 3 largely identical sumnsylsing
60 questions, performed in 1970, 1988 and 1993. The original questionnaire was
developed by one of the authors in 1970. This study analyzes responses to 5
demographic questions and 12 questions regarding the content of child health

services, evaluating parental satisfaction with these servithks. study
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population in 1970 consisted of 443 parents (93% of those invited to participate)
with children 6-18 months old, 1008 (82%) in 1988 and 1071 (80%) in 1993. the
result showed that parents expressed more satisfaction witmehilth services
in 1970 and 1993 compared to 1988. The results highlighted the vital question
of how child health care should be organized in order to satisfy parents.

3.4.11 How satisfied parents are of pre-school children who have spal needs
with the services they have received? A consumer survey (Staed &
Lenton 1992):
This survey summarizes the parents’ perceptions of 41 pre-schookohiith
special needs to ascertain their satisfaction with the serthey had received
and how these could be improved. The result showed that there is an overall
high level of satisfaction, although parent's felt they had notweteis much
information as they wanted on their child's condition (29%) available foel
family recorded was (44%) of participants, (61%) were financiadipefited,
information about their child's future 61%, also families felt thay had not
received enough family support 43%, and that professionals regularly did not
understand their concerns 32%.

3.4.12 Life satisfaction and activity preferences in parents of Dows syndrome
children (Branholm & Degerman, 1992):
In this study the impact of parenting a child with Down's syndromeifen |
satisfaction and non-work activities was investigated in 37 coupleg osiiled
checklists. The results were compared with those found in all 89 pdremt a
randomly selected population. Only for 7 of the 41 non-work activities were
different between the two groups of parents. The vast majority ofdrotips
were satisfied or very satisfied with life as a whole anth vgartnership
relations, sexual life and family life. The 8 domains of lifassaction formed 3
factors. In congruence with previous findings in a non-selected sarmpss t
factors were significant classifiers for satisfactionhwiife as a whole, an
expressive (emotion related) factor being the major classifibe close
similarities in non-work activities and life satisfaction areerpreted as a result
of adequate adaptive resources within the majority of familiehitddren with

Down's syndrome.

Literature Review 64

www.manaraa.com



3.5. Summary of Literature Review:
3.5.1. Early intervention program studies:
After reviewing the literatures, the researcher found that therealifferent
studies that evaluated the early intervention program for Down's @wedr
children, most of the available studies are new studies. Theakesesends to high

light on these studies in the following points:

* Objectives of the studies:Most of them were assessing similar goals. for
example the study of (Maria et al 2006), evaluated functioning of ehildr
whom receiving early intervention program That study was simidh
(Shonkoff and Hauser, 1987) study, which was to evaluate effects of early

intervention servieces in disabled child less than 3 years and their families.

» Population of studies:Most of literature reviewed was focused on children e.g.
(Richardson et al, 1980) study, some samples consisted from 50 childinen wi
Down's Syndrome e.g. (Mahoney et al, 2001) study. On the other hand, there are
some studies that allocated sample that differs from that stigdy(Donald
Bailey et al, 2004) study; the sample consists of 3338 parents of ybilthgc
with or of risk for having disabilities. Other studies like (LouwKgitzinger,

1991) used 3 infants with Down's Syndrome sample for studies.

* Instrument of studies: Most of the studies, which evaluated the effectiveness
of early intervention program on motor, cognitive, intellectual, adapéwd,
social skills, showed little similarities in the instrumentedyse.g. (Maria et al,
2006) study used Muscle Tone Scale; whereas (Morgan et al, 1993) stddy us
Stanford-Binet Intelligence Scale and Bruininks-Test, although thle ssed
was different in each study. Literature showed that different tgefte used to
evaluate effectiveness of different intervention program. Instruntegkdight
the following dimension: satisfaction, performance of service provider,

effectiveness of program services and the accessibility of services.

* The result of the evaluative studiesresults were slightly similar to each other
like (Maria, 2006) study, which showed grater gains in fine and grassrm
function and less sever limb hypo-tonicity that slightly simita¢3honkoff and
Hauser, 1987) study, resulted that the early intervention prograrfecsivef in

promoting developmental progress.
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* On the other hand, there were few studies showed that no differexnses e
between D.S group who participated in early intervention program and who
didn't participate like (Wang et al, 2007) study and (Piper & P1&)) study.
Relevant to this point these studies suggested improving the waytandga
pattern of early intervention programs with development and modification.
Moreover, the studies suggested and stressed out that great pateegaly
intervention will be achieved when facilitating early interventioagpam for

each field.

* From the previous review of literature, the researcher canteeta tonclusion
that there is a need to conduct this study which aimed to evaluate the
effectiveness of early intervention program for Down's Syndrome atibur
community from parent's point of view. This will be considered tts §itep in

this field in Gaza Strip.

3.5.2. Satisfaction studies on services for Down's Syndrome child:

The researcher found that all of studies were newly applied stdidiethe
objective of these studies was mainly to evaluate the level ehfmisatisfaction
with the services for a child with disabilities like (Evans 20@6§y and (KL Yam
2005) study. The samples of the satisfaction studies were mainlarsas they
focused on parents of a child of Down's Syndrome with little variatiototal
number of sample, e.g. (Evan, 2006) study was 193 parent, whereas (KL Yam,
2005) study was 98 parent.

With regard to tools that were used to evaluate level of saimfia
researcher shows that they are many tools. One of the studiea gsedtionnaire,
another used more than one tool, other collected data by telephone irgetview
others like (Reidy et al, 2004) study used four family subscales.

Results showed some similarities but most of them revealedoénants
were generally satisfied with the services provided for theidien. Little attention
was paid for that have the factors effect on the satisficagoal Ifor services.
(Rowan et al, 1993) study, showed that regional differences were fopnovision
and in parental satisfaction with currently available servicgls some of these

differences being dependent on child age.
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3.5.3.General comments:

From the previous review, the researcher considers studying caisfan
important objective of this study, as almost all of the studies deres it to be the
main domain to explore the strengths and weakness in the healtresgmowgided
for Down's Syndrome.

Finally, the researcher have gained a valuable experience gérdre the
topic by reviewing the literature review her knowledge about theblas of the
study has increased, in addition to that, the researcher was atdeeiop a well
design instrument to evaluate EIP services. Furthermore, reviprmewibus studies
assessed the researcher in knowing about the sampling techniquesr tisisckind

of research and also the statistical analysis tools.

Literature Review 67

www.manaraa.com



www.manaraa.com



Chapter 4
Methodology

4.1. Introduction:

In this chapter the researcher presents the study methodology wtliatiess:
study design, study population, study setting, period of study, sample auplirg
process, inclusion criteria, exclusion criteria, data collectionditsaland reliability of

instrument and finally limitation of study and ethical consideration.

4.2. Study design:
The design of this study is descriptive cross-sectional desigrhéas the

researcher to have a sample once at fixed time.

4.3. Study population:
The target population of this study consists of all Down's Syndrontarexni
and their mothers who are recorded in the early intervention prodr&igle to Live

Society, the total number was 135 child.

4.4. Period of study:

The study was conducted in December 2007 after the researcher has an
approval from the director of RTLS to apply this study. Pilot study cdedum
January 2008.

Data collection started in February 2008 and continues to the end ofi Marc
2008.

Data entry, data clearing and analysis, and writing of the riépart continued
till the beginning of April 2008.

4.5. Study Sample:
In this study the researcher conveys all the study population 135 arig final

come with 73 subjects according to inclusion criteria.
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4.6. Eligibility criteria:
4.6.1. Inclusion criteria:

e All children of Down's Syndrome who were receiving early interoenti
services since 6 months and more, aged from 1-4 years in the RiBl&s and
females; all of them were included in this study by filling tlesearcher
guestionnaire with their mothers.

* In addition to that, the researcher chose 18 cases from the baséisished
receiving the early intervention services in the RTLS, and entemagher
program (kindergarten).

4.6.2. Exclusion criteria:
* Mother's of a child who refuses to participate

» Children who are not related to previous criteria.

4.7. Reasons for selecting the sample:

As the researcher mentioned before that the total population was 485 ca
recorded in the Right to Live Society at early intervention progdamng a certain
period, but according to the researcher criteria 25 cases wdtgled, 20 cases pilot
subjects were excluded, 23 cases were recorded in program but rohilaitheeview
the program services. The researcher tried her best to coittachie number of cases
by phone, reaching their home and phone numbers via RTLS to attend the plmgram
it was so difficult. Finally the researcher conducted 73 subjg8tajere newly finished

from EIP and enrolled in another program (kindergarten), and 55 cases from EIP.

4.8. Sampling process:
The researcher chosed the study sample according to her incluseoia cry

covering all the study population conveniently.

4.9. Instrumentation:
The researcher used self-report structured questionnaire to atdkactrom
73 mothers after they receive session at EIP, timing for ddtecton was 10-15

minutes.
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4.10. Questionnaire design:

The researcher developed her own questionnaire depending on literature
review by using 5 Likert scales. The constructed questionnaire cows$ishainly 3
parts (domains) (see annex 10 for more details).

The first part: consists of 19 questions which related mainly to socio-
demographic data (age — sex — education — and duration of receiving services).

The second part:consists of four domains of mother satisfaction perspective,
performance of services provider, effectiveness of program seaickaccessibility of
services.

The third part: consists of five questions related to mother' perspective
toward other services in EIP. Mothers were asked to use the cdctde, little, no
benefit and not needed, and then elaborate more on their answers.

Finally, there are three open-ended questions about the best beneficial
services, disadvantages of services available and the necesggegtons to improve
the services in this program from family perspective.

The following table shows the domains and items of fAparts.

Table (4-1): Domains and numbers of items included in thpa2t of questionnaire

. Total number .
No. Domains . Number of items
of items

1. | General satisfaction 9 1,2,3,4,5,6,7,8,9
5 Services provider 18 10, 11, 12, 13, 14, 15, 16, 17, 18,

" | families perspective 19, 20, 21, 22, 23, 24, 25, 26, 27
3 Effectiveness of early 14 28, 29, 30, 31, 32, 33, 34, 35, 36,

intervention services 37, 38, 39, 40, 41

4. | Accessibility to society 6 42,43, 44, 45, 46, 47

4.11. Pilot study:

The pilot study was conducted on 20 mothers whom their children receive
early intervention services in the RTLS; at least 6 months and .aPieestudy is used
to examine the clarity and ambiguity, length and suitability of tipres before the data

collection process starts (Pilot, 2004).
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4.12. Data collection:

The researcher prepared 73 questionnaires, organized and numbered seriall
in addition to, a consent form attached with each questionnaire encounagfingr to
participate in the study for research benefits only with commetdidentiality. The
answer period for the questionnaire was estimated to be 10-15 minlgesesEarcher

checked all questionnaires before data entry process.

4.13. Data entry and analysis:

The researcher completed entering all 73 questionnaires using\@PRs®
13 under supervision of the academic supervisors.

Steps of data entry process consist of:

1. Reviewing the filled questionnaires.

Coding of questionnaires.
Identifying data entry model.
Identifying variables.
Coding variables.
Cleaning data.
Correlation coefficients for testing validity.
Cornbach's Alpha for testing reliability.

© 0 N o 0 bk DN

Running frequency tables for study variables.

|_\
o

Running descriptive statistics.

H
=

Running Chi-quire (non parametric statistic).

4.14. Psychometric properties of the instrument:
4.14.1 . Validity of the instrument:

X Validity: It means that the degree to which an instrument messuhat is
supposed to measure (Polit, 2004).

Content validity: It is necessarily based on judgment, concerned théth
sampling adequacy of the content area being measured (Polit, 2084)lslb i
defined as the extent to which a test reflects the variabsseks to measure
(Holm & Liwelly, 1986).

Face validity: Refers to whether the instrument looks as thougimiéasuring

the appropriate construct (Polit, 2004).
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Content validity was conducted before pilot study and actual datatamilec

by experts to ensure appropriateness, relevancy, clarity, and camepketef

the questionnaire.

Face and content validity evidences have been gathered for thechesear

instrument through submitting the instrument to seven experts' patiel wi

different backgrounds (see annex 4). The researcher modified themastr

according to 85% of experts' panel recommendation. The questionnaire was

then prepared in both languages: Arabic and English with a covering letter.
Internal consistency validity evidence: To measure construct yafwlitthe

instrument, the researcher used the correlation coefficient ¢or damain of

guestionnaire with the total score of items in the questionnaire.

Table (4-2): Correlation coefficient between instrument domains and totel aftor

instrument
. ) ) Pearson o
No. Evaluation EIP services domains . Significant level
correlation
_ . significant at the
1. | General satisfaction 0.80
0.01 (**)
, ) . ] significant at the
2. Services provider from families perspective 0.90
0.01 (**)
. _ _ significant at the
3. Effectiveness of physiotherapy services 0.88
0.01 (**)
) L significant at the
4. Effectiveness of capabilities development 0.86
0.01 (**)
5. | Accessibility of services 0.51 significant at the
0.05 (*)

(*) Correlation is significant at 0.05 level.

(**)Correlation is significant at 0.01 level.

Table (4-2) shows the correlation coefficients between the taie $or every
domain and total the score of the instrument. All correlationsigmdisant at the level
0.01, and all coefficients ranged between (0.51 — 0.90).
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Table (4-3): Correlation coefficient between general satisfaceomsiand total score of

domain

) ) . Pearson o
No. Items of general satisfaction domain . Significant level
correlation

1. | You are satisfied with the services receiyed g g2 significant at the 0.0

by your child in the Society (**)

If you have the opportunity of finding other o
options, you will continue your interaction 0.4 not significant
with this Society

3. | You are satisfied with the way your childjis g significant at the 0.01
treated by the crew of the Society (**)

4. | You are satisfied with the performance leyel g gg significant at the 0.01
of the service providers in the Society (**)

5. | You are satisfied with the period of time (gg significant at the 0.01
you wait in before receiving the service (**)

6. | You are satisfied with the time spent wjth g g significant at the 0.01
your child during receiving the service (**)

7. | You feel that your child benefits from the (g gg significant at the 0.01
early intervention services (**)

You are satisfied with the number of visjts

8- Ifor your child in the early intervention 0-57 5|gn|f|carl£at the 0.03
program of the Society (**)
9 You are satisfied with the improvement ;8 0.58 significant at the 0.0

the development of your child since joini (*¥)
the Society to receive the service

(*) Correlation is significant at 0.01 level.

Table (4-3) illustrates the correlation coefficient for eaemitof the general
satisfaction domain with total score of the domain. All correlatiams significant at

0.01 level and the correlations ranged between (0.4 — 0.92) except the item 2.
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Table (4-4): Correlation coefficient between each item of service prefadely

perspective domain and total score of domain

No. Items of service provider domain Pearspn Significant level
correlation

1. | The workers present the remedial plan that 073 significant at the
suites your child ' 0.01 (**)

2 | All workers explain the plan's therapeutic 0.73 significant at the
options clearly ' 0.01 (**)

3. | The workers discuss with you all the potential 058 significant at the
expectations of the state of your child ' 0.01 (**)

4. | Workers are keep that the capabilities of ypur 058 significant at the
child will be known to all ' 0.01 (**)

5. | Workers receive you and your child with 0.80 significant at the
respect ) 0.01 (**)

6. | Workers answer your questions truthfully 0.75 ggrgﬁ(;:ia r(lf*‘;‘t the

7. | The workers tell you about the reason for g, significant at the
selecting specific plan for your child ' 0.01 (**)

Employees encourage you to ask questjons
8. | about everything you do not understand of [the 0.81
plan

significant at the
0.01 (**)

The workers give you the opportunity at the

9. | appropriate time and place to recejve 0.81 significant at the

_ _ 0.01 (**)
information
10. | The workers ask about your point of view of the significant at the
: : : 0.57
service provided 0.01 (**)
11. | The workers provide the right atmosphere |for 0.89 significant at the
you and your child during receiving the servige ' 0.01 (**)
12. | Workers are keen to meet the needs of your N
. ) . 0.41 not significant
child as he/she progress in age
13. | You Do not feel the confidentiality during the 031 not significant
work with your child
14. | Workers take strict confidentiality in dealing 023 not significant
with your child
15. | Respect your own feeling and your child 0.50 S|gng|8§n(t*;at the
16. | You feel that the workers respect you and your 0.65 significant at the

child 0.01 (**)

17. | You feel that you suffer hardship in order|to L

. . : . . -.07 not significant
obtain the services required for your child

18. | All workers present all their efforts in helping 0.63 significant at the

you to obtain a service 0.01 (**)

Workers are keen to participate in the
19. | implementation of the rehabilitative plan for 0.68
your child

significant at the
0.01 (**)

(*) Correlation is significant at 0.05 level
(**)Correlation is significant at 0.01 level.
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Table (4-4) shows the correlation coefficient for each item vicse provider
domain and total score of domain. Correlations are significant aéwbeof 0.01 and
0.05. The correlations ranged between (-0.07 — 0.89), except items no. 12, 13, 14, 17.

Table (4-5): Correlation coefficients between each item of effectigasfes

physiotherapy services domain with the total score of domain

Items of effectiveness of physiotherapy | Pearson

No. . ' . Significant level
services domain correlation
L. Physiotherapy is suitable for your child 0.73 S|gn|f|ca(rl£)at the 0.01
2. | Your child is in continuous improvement (g4 significant at the 0.01
with the physiotherapy provided (**)
3. |You have an understanding of the (gg significant at the 0.01
therapeutic exercises for your child (**)

The physiotherapy Specialist is keen |to

4. | assess the status of your child from time to 0-84 S|gn|f|car’1£at the 0.01
time (**)

5. The time of the physiotherapy session is g3 significant at the 0.01
appropriate for your child. (**)

6. | The duration of the therapeutic meeting is (g3 significant at the 0.01
sufficient (**)

7. | You feel that your child benefits from (g9 significant at the 0.01
exercises that he/she has at home (**)

8. |You feel that the meeting place |is (74 significant at the 0.01
comfortable for you and your child (**)

(**)Correlation is significant at 0.01 level.

Table (4-5) shows the correlations coefficient for each itenffec¢terzeness of
physiotherapy services and total score of the domain. Correlatiosgyaifecant at the

level of 0.01. All correlations ranged between (0.6 — 0.8).
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Table (4-6): Correlation coefficients between each item of effectigesfesapabilities

development domain and total score of domain

Items of effectiveness capabilities Pearson o
No. . . Significant level
development domain correlation
1. | You are able to solve the educational and g gg significant at the 0.01
behavioral problems of your child's (**)

You feel that the service of capacjty

2. | development is basic to the success in|the 0.92 &gmﬂcag%at the 0.01
rehabilitation plan for your child

3. | The specialist explained in detail the status g 71 significant at the 0.01
of your child (**)

4. | The specialist tells you the rehabilitative 79 significant at the 0.01
plan to be implemented with your child (**)

5. | You participate in the rehabilitation plan for g g6 significant at the 0.01
your child (*9)

6. The specialist follows the implementation 0.76 significant at the 0.01

of instructions that she/he gives you wijth ()
your child

(**)Correlation is significant at 0.01 level.

Table (4-6) illustrates the correlation coefficients for eatbmi of
effectiveness of capabilities development and total score of the mlo@arelations are
significant at level of 0.01. The correlations ranged between (0.6 — 0.9.

Table (4-7): Correlation coefficients between each item of accesdfikervices

domain and total score of domain

- . _| Pearson _—
No. | Items of accessibility of services domain _ Significant level
correlation
L. You access to the Society easily 0.98 S|gn|f|ca(rl£)at the 0.01
2. | The working hours in the Society allow you (52 significant at the 0.05
to visit appropriately *

(*) Correlation is significant at 0.05 level.
(**)Correlation is significant at 0.01 level.

Table (4-7) illustrates the correlation coefficients for eseimiof accessibility
of services and total score of domain. Correlations are signifatatite level of 0.05

and 0.01. Correlation ranged between (0.5 — 0.9).
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4.14.2 Reliability:
The reliability of an instrument is the degree of consistently which the

instrument measures the attribute. The less variation an instriprzshices in

repeated measurements of an attribute, the higher is its reliability, @0dal4).

Another way to define reliability is in terms of accuracy;iastrument is

reliable to the extent that errors of measurement are absemtobtained scores,

that maximize true score and minimize error component.

Researchers generally used reliability coefficient whichuiseric value of

reliability of instrument.

how reliable the instrument is. It is ranged from a low of 0.00Higa of 1.00. The
higher the value, the more reliable is the instrument for this sittly researcher

used Cornbachs' Alpha coefficient, and it was 0.83 that is the highs¥edef

The following table shows Cronbach's Alpha value for instrument domains.

Table (4-8): Cronbach's Alpha for instrument domains

No. Domains Total -number Cronbach’s
of items Alpha O
1. | General satisfaction 9 0.77
2. Services provider families perspective 19 0.74
3. Effectiveness of physiotherapy services 8 0.78
4. Effectiveness of capabilities development 6 0.79
3. Accessibility of services 2 0.80
Total 44 0.83

From the above evidences for validity and reliability, the reseaadreluded

that, the developed instrument has been high degree of reliability and validity.
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4.15. Ethical consideration and procedures:

For completing this study smoothly, the researcher has conducteethicse
approvals letters. The first one is to the director of the RTo.get agreement to
conduct this study in their society mainly EIP (See Annex 3).

The second letter was the explanatory letter for the mother dfild to
explain for her the purpose and objective of the study.

The third letter was for maintaining participants rights, aklspects their
anonymity and confidentiality which will be maintained by a consent ftor each
participant, and it explains that withdrawal at any stage ddtti@y is discretionary (see
Annex 8).

4.16. Difficulties that faced the researcher:
Xl Very bad weather condition was a big obstacle for the reseatahag data
collection period because D.S children are so sensitive to cold conditions.
Hard and unstable political situation was a major limitation dudata
collection, especially with the geographical place of the RTLS.
Xl The lack of references related to the effectiveness of eatdyvention

program in developing countries, especially family perspective.
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Chapter 5

Results and Discussion

5.1. Introduction:

In this chapter the researcher presented and discussed theakstatsstical
analysis of the data, including a descriptive analysis for demogrammables
including: socio-economic, service duration, knowledge about services, amd chil
arrangement. In addition to that, the relationship between famtilyfaction with
socio-demographic variables, and the differences between overafasain with
family centered services were presented and discussed. Fihallyesearcher

discussed the results in the light of study literature review.

5.2. Descriptive analysis for the study variables:
5.2.1.Demographic characteristics:

The following graphics describe the main socioeconomic and demographic
characteristics of the study participants which consisted from ubfects. The
variables include: gender — governorate — age child — rank of the—clsialvice
duration — mother education level — mother employment status— number of hdusehol
family members — father job.

5.2.1.1.Gender of child:
Figure (5-1) shows that the highest percentage of Down's Syndrome
children in this study was male with percent 60.3%, while femaleeptage

39.7%.
sex
female
39.70% male
60.30%
O male
0O female
. Figure (5-1): Distribution of the study population by gender
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5.2.1.2. Governorate:

Figure (5-2) shows that most of the study participants were frapa G
with percentage of 38.3%, then Mid-zone and North with percentage of 23.3%,
whereas the little percentage was from Kanyounis & Rafahs avgth
percentage of 5.5% & 9.6%.

Governate Distribution

38&%

%

40%
35%
30%. 23,
25%-
20%
15% -
10% -
5% v
0%

23,

percent

Governate

Figure (5-2): Distribution of the study population by governorate

5.2.1.3.Mother's age:

Figure (5-3) shows that the high percentage of mother age wasup g
of 31-40 years old with percentage of 52.1%, then age group of 20-30 with
percentage of 27.4%, while the lowest percentage was for the gredplagi8
years old with percentage of 20.5%.

This result is goes with the reviewed literature and the condeptua
framework that shows that the risk for giving Down's Syndrome talremilis

increasing when the mother's age is 35 years old and above.
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Mother Age

52.10%

60%0-
50%- 27.40%
40%-
30%:
20%
10%-

0%

20.50%

Percent

20-30 31-40 41-48
Age Group

Figure (5-3): Distribution of the study population by age

5.2.1.4.Mother's education level:

With regard to child's mother education level, results showed thdt mos
of children's mothers were at the secondary level (39.7%), then bosewith
preparatory education (23.3%), while the lowest percentages weaho$erwho
had a diploma certificate or illiterate as in figure (5-4).

Mother Educational Level

39.70%
40%-
35%-
30%-| 23.40%
= 25%-
g 20%- 13.70% 12.30%
o 15%-
o 10% 6.80% 4.10%
5% m
0% * ‘ ‘ ‘ ‘
4. A, A .
By n, oy %, O*’/% %,
2 /’){9{} Oé.’k 4 /O/v

Education Level

Figure (5-4): Distribution of the study population by mother education level
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5.2.1.5.Mother's employment:
According to figure (5-5), the highest percentage with regard tbenot
employment status showed that mothers were not employed. Thisisesult

the Palestinian culture and tradition where most of women are housewives.

Mother Employment

Unemployed
91.80%

Employed
8.20%

0O Employed
O Unemployed

Figure (5-5): Distribution of the study population by mother employment status

5.2.1.6. Father's employment status:
As shown in figure (5-6), more than half of the fathers of the D.S
children were shown to be employed. This result is connected withstiadble

difficult political Palestinian situation that increased the unemploymeat rat

Father Job

Unemployed

45.20% Employ ed

54.80%

0O Employed
O Unemployed

Figure (5-6): Distribution of the study population by father's employmanisst
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5.2.1.7.Other disabilities:
When mothers were asked the following question: "Is there any other
disabled child in your home?" Result showed that most familids Datvn's
Syndrome children in RTLS did not have another disabled child in their home.

See figure (5-7) for more details.

Other Disability

N Yes
0 6.80%
93.20%

OYes
O No

Figure (5-7): Distribution of the study population by another disabled child
with Down’s Syndrom at home

5.2.1.8. Other rehabilitative institution:

Relevant to the question: "Do you have to attend another rehabilitative
institution rather than RTLS society?". Results showed that Th& Rociety is
considered by most of the participants to be the only institution céoing
Down's Syndrome in Gaza. Those who seem to attend other institugoas w

about (14%) as shown in figure (5-8).

No Yes

86.30% 13.70%

O Yes
O No

Figure (5-8): Distribution of the study population by “attending other re etk

institution”
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5.2.1.9. Admitted to hospital:
To answer the question: "During receiving the early interventioncesr
in the RTLS society, have you admitted your child to a hospital?"nBuhe
data collection period, results showed that about (61%) of children were

admitted to hospital as in figure (5-9).

Admitted to Hospital

Not
Admitted
38.40%

Admitted
61.60%

0O Admitted
O Not Admitted

Figure (5-9): Distribution by admittion to hospital

From the total subjects who were admitted to a hospital, about (60%)
reported that the cause for admitting a hospital was due to tespiteact
infection, whereas (27%) reported that the cause was due to condpeaittl
malformation, (13%) reported that was due to other diseases lie gfid
gastrointestinal infection). This result is consistent with (Tumteal, 1990)
study that concluded respiratory infection affecting large perocéridown's

Syndrome children then congenital heart disease.

5.2.1.10. Knowing about the RTLS:

Concerning the question: "How do you know about the RTLS?". Results
showed that the highest percentage was for those with refevral rhedical
doctors; whereas the lowest percentage was for those with prexpesence
with RTLS; whilst (18%) reported knowing about the RTLS from thermete

and web page. See figure (5-10) for more details.
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Knowing About RTLS
60%-

48%
50% —
40% - 30%
o 30%-
o 18%
g 20%-
10%- 4%
0% —
% 2 % %
s, % % S
% %
..
/’)o@
Means

Figure (5-10): Distribution of the study population by knowing about the RTLS

5.2.1.11. Getting any help from RTLS:
As shown in Figure (5-11), 92% reported receiving help from RTLS in

the forms of (milk package, medical insurance and transportation)S RS'a
non-governmental charity and had been supported from foreign volunteers to

provide help for Down's Syndrome children.

Getting Help From RTLS

Figure (5-11): Distribution of the study population by getting any help frtnSR
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5.2.1.12. Advised others to be admitted to RTLS:

In Gaza Strip there is only one institution caring for Down's Syndrom

clients which is RTLS, so the result of the study showed that Ithetualy

participants (100%) reported advising others with Down's Syndrome ohglek t

care from RTLS. This is congruous with the result of gener#faetion for

participants of this study.

5.2.1.13. Child age, duration service, child rank, number of family

household:

The following table shows the mean, standard deviation for duration of

service, in addition to socio-demographic variables (child age, chkl aad

number of family household).

Table (5-1): Distribution of the study population by child age,

child rank and number of family household

Variable Minimum Maximum Mean Std. deviation
Duration of service 6 monthg 70 months 28.19 16.96
Child age 9 months| 81 months  37.09 18.19
Child rank 1 First 13.00 6.63 3.09
Number of family
5.00 15.00 8.57 2.72
household

For service duration, the minimum period was 6 months whereas thenomaxi

was 70 months (about 5 years). While the mean was 28 months (about 8)5wtmar

std. (16.96). This means that most of the selected subjects recelgagt® months to

2.5 years, while little percentage received more than 2.5 years.

For child age, the minimum age of a child was 9 months with meaar3 pld

and std. (18.188), which means most of all selected children were agedt8s — 3

years, while little percentage was for those who are more than 3 years.

For child rank only one was the first for his/her family, while thean was the

sixth one for family up to thirteen one with std. (3.088).

For the variable of “the number of family household”, results showedtikat
lowest numbers was (5) while the highest was (15) with mean ain(8¥td. of (2.72).

Results are meaningful in the Palestinian culture and community.
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5.3. Results and interpretations:

5.3.1.1. Result of the first research question:

First question: To what extent EIP services are effectivdrom family

perspective? To answer this question the researcher studied each service in

EIP and measured the family benefits of it by using descriptatestics and

frequency distributions as followed in the following tables:

* The effectiveness of capabilities development:

Table (5-2): Result of the effectiveness of capability development

in early intervention program

Item Min. |Max. | Mean S.td:
deviation
Having abilities to solve child behavioral
2 5 4.14 0.484
problems
Capabilities Development. Services is the
o 3 5 4.26 0.472
reason for child improvement
Capabilities staff explain child condition 5 4.14 0.384
Staff told the rehabilitation Plan for you 5 411 0.427
Sharing in implementation the
4 5 4.21 0.407
rehabilitation Plan
Staff evaluate the implementation for plan ) 4,21 0.407

Weighted mean (overall meanpP-mean/6 = 4.18

This domain was measured by 6 items starting with the item rigavi

ability to solve your child behavioral problems” up to the item “did stedf

evaluate the implementation of rehabilitative plan”. Results shomethiilies

benefited highly in all aspects of this domain with a mean scodearfd Std

between (0.38-0.48).
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5.3.1.2. Interpretation the result of the first question:
Interpretation of the result of effectiveness of capabilities develaopent:

As a general to this domain of first question there was a higtemteof
families who benefited from this type of service in EIP. Furtloeemn the
qualitative open questions assured this result when most of thegzartisiaid
about capability development is one of the best services received darince
duration.

Congruous with study result of (Connolley & Russell, 1976) that
examined the effectiveness of early intervention program on develaggdment
tasks performed by 40 Down's Syndrome children when compared with 40 D.S
children who didn't receive this program. The result of their studg wa
congruous with the result of the researcher study by showing esith@rment
of many developmental tasks and enhances functioning of the family.

On the other hand, the study of (Richdardson et al, 1980) compared the
developmental milestones and current intellectual and adaptive functiohing
20 children with D.S who participated in EIP with 53 children with DI wid
not experience such EIP explained that the improvement in thgringp with
EIP in intelligence and social adaptation was not exactlyecat the services
of EIP in the aspect.

At the same field, another study of (Piper and Pless, 1980) wasedse
developmental status of D.S infant group who received biweekly therapy
sessions designed to stimulate normal development. Follow up over sikR-mont
period, they found no statistical significant differences in medgaklopment.
This result showed that El in this study was not efficaciousténiiad) pattern of
mental development status of D.S infant participation in EIP services.

For this research study, the result showed that EIP services ther

main cause of D.S child improvement in all services.
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* The effectiveness of physiotherapy services

Results showed that most of all participants in the research study
benefited from physiotherapy services provided by RTLS. There average

was (4) and more out of (5) for all items.

Table (5-3): Result of the effectiveness of physiotherapy services

in early intervention program

Item Min | Max | Mean | Std. d.

Physiotherapy services were satisfied 4 5 4,31 0.468
Continuous improvement with PT services a 5 4.44 0.%00
Doing physiotherapy exercises in home well 4 5 414 0.352
PT staff concerned to evaluate child prognasis |4 5 4.09 0,282
PT session schedule satisfied for you 2 5 4100 0.341
PT session duration satisfied 2 5 4.03 0.380
Feeling child more improvement with home

. 4 5 4.23 0.423
exercises
Place for PT session is comfortable 3 5 4.11 0.363

Weighted mean (overall meank-mean/8 = 4.17

Interpretation of the result of effectiveness of PT services:

To measure the effectiveness of physiotherapy services in EIB.%or
from the family point of view, the researcher developed 8 iterafisfigd with
PT services, there was a continuous improvement in child condition Wwith P
services, following up exercise in home for child, PT staff concetmevaluate
child condition periodically, sessions of PT services duration of R3i®se
feeling your child improved more with PT exercise home, place dtagsof
session comfortable).

Results showed that participants of this study highly benefited Bom
services as items’ means were more than 4 with std. ranged(@r@6y0.50).
This result is completely in agreement with the result of fiblklowing
gualitative open-ended question "which is the best services you redeived
EIP". Most of the participants responded to the question sayingan@T

capabilities development.
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This result is in agreement with the finding of (Hernandei, &006),
who evaluated 21 young D.S children receiving physical therapy in B#?, af
1/2 hour massage therapy per week for two months. (Hernande22@0@),
results showed that children in massage therapy revealed gyaisan fine and
gross motor functioning and less sever limb hypotonicity, when compated wi
control children group. Moreover, it is founded that families benefitad PT
services, and it is illustrated by high mean with improvement im dgld's
condition with PT services. Concerning satisfaction about PT sertieesotal
participants were highly satisfied with mean 4.3 with std. 0.468. Owottier
hand, participants were little satisfied with PT servicesddiles and sessions
mean 4.00 with std. 0.341.

Other study of (Connolly & Michael, 1986) that examined the gross
motor and fine motor abilities of D.S compared with group of childrehowt
D.S. Result showed that female subjects with D.S scored signtifidawer
than female subjects without D.S. As a group of children with D.Sedcor
significantly lower than the children without D.S in area of runnimpged,
balance, strength and visual motor control. Also, gross motor and fine motor
skill were significant lower for children with Down's Syndrome.

On the other hand, the study of Mahoney et al, 2001 on the effect of
early motor intervention on children with Down's Syndrome and children
having cerebral palsy. The children's motor functioning was examinewaitrg
into study and after they received 1 year of motor intervention sstvithe
result showed that there was no evidence that motor interventiorerated!
development or improved quality of movement beyond what could be expected
on the basis of maturation. Furthermore, no differential interventientsfivere
associated with children's diagnosis or treatment model.

Consistent with Mahoney study, there was another study Morgan et al,
1998 that examined long motor cognitive, and adaptive functioning of a sample
of adolescents with D.S who experienced early intervention progranresak
of this study showed that EI group subjects fell below their chronabgige
levels in gross and fine motor skills, while the EI group subjectt ha
significantly higher scores on measures of intellectual and a&ddpinctioning
than did the children in the control group, that is incongruous with rémssarc

study result.
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» Effectiveness of medical services in EIRitem. Q 48)

Effectiveness of Medical Services
44.40%

o

45% - 34.70%

40% ‘

35% -
30% -

25% 12.50%
20% 8.40%
f o
10% |
g S VA )

Percent

0%

Many Little No benefit Not need

Benefit

Figure (5-12): Distribution of the study population by effectiveness of meskcalces

This type of service is not a scheduled service for children ily ear
intervention program, by other words, when the staff confirmed thahilkis
in-need for a medical consultant in RTLS, then he/she was trastsféor
medical services. The researcher used 4- likert scale tsuneethe extent of
effectiveness. Results showed that (44%) of the participants leeh&tim it,
while 35% benefited little or got no benefit. Fifty six of theatosubjects
recommended finding specialist doctors in Down's Syndrome, 41% suggested
having treatment in the society when her/his child needs with payr@&nt
suggested that one medical doctor was not enough for all society programs.

Interpretation of the result of medical services effectiveness:

The researcher interpreted this result consistent with thet resul
qualitative open questions when families were asked about their 8agges
improve the quality of service provided in RTLS mainly in the EIP,tnobs
study subjects agreed with necessity of availability of a nakdimctor in RTLS
to take care in consultation for their child. Furthermore, mostydggested the
need of specialists with health problems commonly with Down's Syndrome

Otherwise, the bad political and social situation in our country faesve
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could only be found with extremely difficulties who are specialistthe field

of congenital or genetic health problem. According to the resedtobededge,
there is only one Dr. who could be consultant for genetic disease za Ga
"Mohamood Dulla".

On the other hand, the researcher couldn't find separated studies
consistent with effectiveness of medical services of eargniahtion program
through literature review. Most of previous studies were focused on
physiotherapy, intellectual, adaptive, developmental improvement and school
achievement.

Otherwise, most of available literatures measured the familie
satisfaction with medical services provided for D.S children, liané et al,
2007) study, the result showed that otolaryngology had been used by 50% of
children with satisfaction of 2.63% (second worst score) (in north-west

England).

+ Effectiveness of social services

Effectiveness of Socical Services

100% E4.30%
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Benefit

Figure (5-13): Distribution of the study population by effectiveness of seetaices

With regard to effectiveness of social services program, seshtiwed
that most of participants benefited from it, while little of thdid not benefit
form it, on the other hand, about 8% reported that they did not need these

services.
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Interpretation of the result of effectiveness of social services:

Relevant to social services which available in RTLS included cangsel
and meeting with families, workshops, provide some helps from other
volunteered institution, and get papers or formal record from RTLS rmeds
own families of D.S children to another governmental institution.

The researcher found that most of families were benefit form thi
service, especially when child of D.S newly record to EIP, with esom
recommendation of some families there was a need to encouragey sraa
exchange experiences of other's families to get best benefit meeting
workshop or counseling conferences.

Throughout literature view which consistent with the effectiveness of
early intervention program by social services. The researchett thahstudy of
(Reimand et al, 2003) about families' satisfaction with medioal social
services provided to children with D.S in Estonia, the result wasfdm8ies
were not satisfied with social rehabilitation services whemast of D.S
families were highly satisfied with medical health services low level of

quality services recorded with medical services.

+ Effectiveness of psychotherapy services

Effectiveness of Psychotherapy Services

0
20%- 64.40%
60% |
50% |
o 40% 32.80%
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o 30% |
()
o 20%
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Figure (5-14): Distribution of the study population by
effectiveness of psychotherapy services
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Almost two thirds of all participants (64.4%) reported being benefited
from psychological support services and family support program; on liee ot
hand, about (33%) of the participants reported not needing these sertiees. T
researcher attributes this result to the fact that childobays an important role
in this variation as it's logically accepted that child aged than 2 years old do
not need the service.

On the other hand, the longitudinal study of (Bouchard et al, 1999) about
the effects of an early family intervention program on the adaptat families
of children with a disability, showed better social adaptation amangliés
who patrticipated in early intervention program when compared to thosdidho
not participate in the program. These groups of families had levels| of
familial stress, they had more positive perceptions and attitashegiming their
child disability and their familial situation; they had lower lsvef emotional
distress, anxiety and depression; and they perceived more emotiopattsup

from their spouse.

o Effectiveness of hearing and speech services

Effectiveness of Hearing & Speech Services

78.10%
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Figure (5-15): Distribution of the study population by effectiveness of

hearing and speech services

Concerning getting the benefits of hearing and speech servicess resul
showed (78%) of the participants reported getting the benefits , (@il6%)
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reported that the benefits were little. The explains why (76%)l gfarticipants
suggested having a specialized doctor for hearing and auditory distease

facilitate services that are needed.

Interpretation of the result of effectiveness of hearing andspeech
services:

This result is in agreement with the results of the qualitatpen ended
question, which reflected that most of D.S families benefited tfwerhearing
servicesand to be best service Most of study participants suggested getting
specialists for hearing problems "audiologist” to minimize diffies that might
occur when the D.S child is transferred to a governmental hospitgétto
treatment or investigation.

Throughout the literature review that dealt with effectivenes&lBf
services to improve speech hearing and spelling service, thecresefound
that study of (Berglund et al, 2001) about familial reports of spokenudaeg
skills in children with Down's Syndrome. The study suggested that there
necessary needs and great potential for early intervention be@ahisdildren
were lagged slightly on pragmatic, and grammar scales, andedhg
development proceeded in most cases with exponential or logistic growth.

Johnston and stansfield, 1997 study found that children with D.S and
without D.S had similarities in reported behavior and response. In addivien,
out of six children with D.S had some skills which were more advatized
their matched group.

Study of Louw & Kritzinger, 1991, which described an early
intervention approach for application on 3 D.S infant aged 10 months at the
initiation of the program, then reassessment was made afteotmgetion of
this program. The result found satisfactory progress in the levieinotioning
with language development.

On the other hand, the study of Gendron et al, 1986 on the
developmental profile of Down's Syndrome infant receiving earlyviatgion,
when following up 32 infants with D.S, who were enrolled in an early
intervention program during the first 2 years of life, the resulthed study
reveled that the largest degree of retardation was consisexttilgited in the

hearing and speech subscale.
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5.3.2.1. Result of the second research question:

Second question: To what extent families are satisfied witleIP
services in the RTLS?

The researcher divided this domain to mainly two aspects; thevis
general satisfaction about services as a whole, second wdacsatisabout

accessibility to services.

Table (5-4): Result to second question

First aspect: General satisfaction

Min. Max. Mean Std. deviation
28 45 37.06 2.61581
Relative weight = (37/45)*100% = 82.2%

Second aspect: Satisfaction with accessibility

Min. Max. Mean Std. deviation
10 24 18.8 2.40694
Relative weight = (19/24)*100% = 79%

For both aspects: General satisfaction fro both domains

Min. Max. Mean Std. deviation
46 63 55.9 3.37243
Relative weight = (56/63)*100% = 88.8%89%

From the above table, results shows that general satisfactiomegdrd
to EIP services was (82.2%), compared with satisfaction aboutsdutsto
service was (79%). Whereas the total level of satisfaction aBtitwas
(88.8%).

5.3.2.2. Interpretation of the result of second question:
From the previous table, it was showed that highly percent of family

satisfaction with EIP services was reported during the application of this study.
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This result was consistent with the result of qualitative dathey said
in their own words: "we extremely appreciate this program wiscte only
one to look after our children" and "absolutely, we can't take careuof
children without this program. Moreover, if there is another progratdewls
with D.S clients, we will not leave this Society".

Throughout literature review this result is consisted with thaltres
(Abo Sedio, 2007) study while evaluating integration of mental healthioar
primary care form clients' viewpoints; the result showed thantckatisfaction
of integration of this program was 87%.

Another study which is congruous with the result of the study wals (Hil
2008) when she measured outpatients satisfaction with physiotheraggseénvi
two major hospitals "Al-Shifa & Al-Wafa Medical Rehabilitati Hospital", the
result showed the satisfaction was 88.7%.

The study of (Al-Hindi, 2002) measured client satisfaction with
radiology services in Al-Shifa Hospital and Gaza Diagnostic €¢tite result
revealed high level of client satisfaction 82.5%. This result isist@ms with the
result of the research.

Relevant to the satisfaction with EIP services the study ofs@veet al,
2003) is consistent with the researcher study that showed 87% attamére
satisfied with El programs, while less familial satisifac was noted in learning
how to develop strategies and set goals, whereas provider satisfaas 99%
with EIP services.

On the other hand, the result of the study of (Abu Hashem, 2007)
disagrees with the research result. His result revealedi¢n¢ satisfaction from
the services that offered by Abroad Unit of MOH was 52.9% satisfigh

medical doctors performance at local hospital.
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5.3.3. Result of the third research question:

Third question: To what extent does a family participate in
implementing the rehabilitation plan for the D.S child?

Figure (5-16) shows that most of all participants (85%) partidipiate

rehabilitation plan through the early intervention program. This peiceaally
high.

Family Participation Level

85%

100% -
80%

60% 4

40% 4

Percent

-

More Little

20%+

0%
Participation Level

Figure (5-16): Distribution of the study population by family participationlleve

5.3.4.1. Result of the fourth research question:

Fourth question: Is there any relationship between family
satisfactions with level of family participation in implemening
rehabilitation plan?

To answer this question, the researcher used Chi-square Tesiioexa
if there is a significant relationship between the two varial®esults showed
that there is association between the level of participation &isthstion, many
participate have higher level (62.9%) then little satisfied (54.5%iis T

association did not reach statistical significant level. Sad#eT(5-5) for more
details.
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Table (5-5): Chi-Square for the relation between family participation

with general family satisfaction level

Satisfaction group

Family participation : . . _ . Total
Low satisfaction|High satisfaction
- 23 39 62
Many participate
37.1% 62.9% 100.0%
_ 5 6 11
Little
45.5% 54.5% 100.0%
28 45 73
Total
38.4% 61.6% 100.0%

Chi-Square = .276, P value = .599

5.3.4.2. Interpretation of the result of third and fourth questions:

The researcher interpretative this result of both question withstensi
of literature review which mainly reported that family-centeservices is one
of most determinate of families satisfaction, while the me$ea found that
there is no statistical significant relationship between thvel lef families'
satisfaction about EIP services and the level of families'icgation in
rehabilitation plan for their children.

Otherwise, the result of qualitative open question reveled that most of
when the families "family" participated in a rehabilitationrptar their children,
the succeed in their child's rehabilitation was higher, accordinfanlies
viewpoint.

This result of the researcher study differed from the resulawf et al,
2003 study, who were concerned to examine the factors affectingyfamil
centered services delivery for children with disabilities, found tthefprinciple
determinants of family satisfaction was family-centered ucelt at the
organization and families perceptions of family centered se(#C&), and the
families satisfaction was strongly influenced by the percepliahdervices are
more family centered, fewer places where services wemdvest and fewer
health and development problems for their child.

Concerning the relationship between families' satisfaction \aitfhilies'

participation in rehabilitation plan. The researcher interpretedothdtrst, this
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is the only institution that provides rehabilitation services for Eh8dren.
Second, the level of general satisfaction about EIP serviceshiglas38.8%,
consistent with this result the researcher found no statistgrafisant relation
between satisfaction and participation from families view, eafigdn our bad
political and social situation in Gaza.

Furthermore, qualitative data were extremely congruous with e¢bigdtr
when most of families were "disagree when they were askéeérié is another
rehabilitation society for D.S, did you left RTLS and go to another mostly

were say NO".

5.3.5. Results and interpretations of the fifth research question:

Fifth question: Is there a relationship between family sasfaction
with socio-demographic variables?

The socio-demographic characteristics include the following vasable
(age — gender — governorate — duration services — mother educatiohal leve
child rank — mother employment status — father employment status —mambe

household family members).

1. Relationship between general satisfaction and child age

To answer this question the researcher used Chi-square testrimexa

the relationship between the variables.

Table (5-6): Chi-Square for the relation between general
satisfaction and child age

Satisfaction group
Baby age group - . . - : Total
Low satisfaction | High satisfaction
14 24 38
Less or equal 3 years
36.8% 63.2% 100.0%
14 21 35
More than 3 years
40.0% 60.0% 100.0%
28 45 73
Total
38.4% 61.6% 100.0%

Chi-Square = 0.077, P value = 0.782
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Table (5-6) illustrated the relationship between child age and mother
satisfaction. It showed that there was association between ¢hef apild and
satisfaction. Those ages where less than 3 years were hagislyesl (63.2%),
while those more than 3 years were little satisfied (60%).tldatassociation

did not reach statistical significant level..

5.3.5.1. Interpretation of the result of relation between general sasfaction
and child age:

The researcher interpreted this result according to her own knowledge
that this program was the only one providing care for D.S in Gagg 8om
early age after birth up to 4 years old. The qualitative coledsta by the
researcher by interviewing some participants of whom their clgéti anore
than 1 year showed that participants wanted this service. Tlikey\8& wish if
we knew about this program earlier than attending its serviastiadn't know
that there was a program like this dealing with D.S children from earliex"stag

Literature focused on the relation between the effects of early
intervention program with entry age. The study of (Shondoff and Penny, 1987)
showed no significant differences relationship between the outcoméaadd
of enrollment. Whereas, results showed that there was a sighifedationship
between the degree of disability and the outcomes of enrollment to EIP.

2. The Relationship between general satisfaction and child Gender

To answer this question the researcher used Chi-square testhimexa
the relationship between the variables.

Table (5-7): Chi-Square for the relation between general
satisfaction and child Gender

Satisfaction gro
Sex _ I - ! .g up- _ Total
Low satisfaction | High satisfaction

Male 18 26 44
40.9% 59.1% 100.0%

Female 10 19 29
34.5% 65.5% 100.0%

28 45 73
Total 38.4% 61.6% 100.0%

Chi-Square = .305, P value =.581
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Table (5-7) revealed that there is no statistical significalationship
exists between mother satisfaction about EIP services withjethéer of their
children, except whom child female were highly satisfied (65.5%)ewtiiom

child male were little satisfied (59%).

5.3.5.2. Interpretation the result of relation between general satifaction
and child Gender:

Regarding to the relation between family's satisfaction wieghgender
of D.S child, the researcher interpreted that according to ourit¢starture in
Palestinian community were parents dealing same with theidrehileither
male or female, otherwise, Palestinian families don’t disciate between male
or female especially when they are disabled, and throughout thatureer
review there was no available study to investigate the relatidwebp
satisfaction with EIP services and gender of D.S child. On the btret, the
available study examined the relation of family gender wittsfeation about
early intervention program services. The study of (Reid et al, 200®#)esl that
the majority of families were satisfied with the interventiemd significant
differences in satisfaction levels depending on the sex of faMibhers of
newborns with Down's Syndrome were more satisfied than fathehs thet
personal-emotional support they received, and low-income families mere

satisfied than those with higher income for all subscales.
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3. The Relationship between general satisfaction and governorate

To answer this question the researcher used Chi-square testhimexa

the relationship between the variables.

Table (5-8): Chi-Square for the relation between general
satisfaction and governorate

Satisfaction group

Governorate . . . . . Total
Low satisfaction|High satisfaction
1 10 11
South area
9.1% 90.9% 100.0%
_ 7 8 15
Mid-zone
46.7% 53.3% 100.0%
20 27 47
Gaza & North
42.6% 57.4% 100.0%
28 45 73
Total
38.4% 61.6% 100.0%

Chi-Square = 4.77, P value = .09

Table (5-8) showed that there is no statistical significaratioglship
between governorate and mother satisfaction about EIP servicept thase
mothers from south area were highly satisfied (90.9%), where as Wwhonthe

mid-zone area were the lowest level of satisfaction (53.3%).

5.3.5.3. Interpretation of the result of relation between general sasfaction
and governorate:

There is no statistical significant between family satisfm and
governorate, the researcher interpreted that we are living it area Gaza
Strip and approximately there is similarity in thinking wheneverlwe in any
governorate.

Also the outcome of the interview which conducted with mothers during
data collection, especially for mothers from South and North argakeB own
words they said: "we feel that the service provider is exisepadite and better
than our sisters, and family”, that means families perceivettesrprovider as

much as possible with a positive attitude.
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Through the literature review, the researcher's result differgdmost
of the available local study; for example the study of (Al-Hindi, 200 the
study for (Hillis, 2008), both reported that there was no significatisstal
relationship between client satisfaction and place (governorate), nand

statistical relationship between satisfaction and residency.

4. Relationship between general satisfaction and duration services:
To answer this question the researcher used Chi-square testhtmexhe

relationship between the variables.

Table (5-9): Chi-Square for the relation between general
satisfaction and duration services

Service duration Satisfaction group Total
group Low satisfaction|High satisfaction
14 24 38
Less than 2 years
36.8% 63.2% 100.0%
9 14 23
2-4 years
39.1% 60.9% 100.0%
5 7 12
More than 4 years
41.7% 58.3% 100.0%
28 45 73
Total
38.4% 61.6% 100.0%

Chi-Square = .098, P value =.952

Table (5-9) illustrated the relationship between mother saiisfaeith
duration of services in the EIP. It showed that there is no signtfistatistical
relationship between service duration and mother satisfaction, even though,
there is association between the two variables, the group whonvimgcei
services less than 2 years were highly satisfied (63.2%), thdowiest group
whom receiving services more than 4 years were little satisfied (58.3%) .
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5.3.5.4. Interpretation of the result of relation between general sasfaction
and duration services:

With regarding to the relation between satisfaction and duration of
services, the researcher concluded that, this is the only soargtyg ¢or D.S
children, at the time, the satisfaction level was very high betlexplained the
negative relation between the family satisfaction and duratiovicesr and
through the literature review which mainly concerned with avaitgbibif
services it self rather than the duration of service, for exarsgidy of (Yam et
al, 2005) who made a survey for families of children with Down's Synglrom
revealed that accessibility of the service were ranked withiymsatisfaction
relationship of families.

Whereas (Hillis, 2008) study found that there is significant celahip
between client satisfaction and duration of session.

Otherwise, some of literature review of early intervention prageaund
that there is a significant relation between services of eadrvention program
and the intensity of the services.

5. Relationship between general satisfaction and child rank:
To answer this question the researcher used Chi-square testitmexhe

relationship between the variables.

Table (5-10): Chi-Square for the relation between general
satisfaction and child rank

Rank group Satisfaction group Total
Low satisfaction|High satisfaction
18 22 40
1-6
45.0% 55.0% 100.0%
10 23 33
More than 6
30.3% 69.7% 100.0%
28 45 73
Total
38.4% 61.6% 100.0%

Chi-Square = 1.652, P value = .199
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Table (5-10) showed the percentage of high satisfaction and low
satisfaction with EIP services according to the rank of D.S child in their family
There is no statistical relationship between child D.S rank and mothe
satisfaction about early intervention program services, excepthtte rank
more than 6, their family were highly satisfied (69.7%), then whobetween
1-6 were little satisfied (55%).

5.3.5.5. Interpretation the result of relation between general satifaction
and child rank:

The researcher interpreted this result which is consistentowiélitative
data obtained throughout researcher interview with mother of D.S childnW
the child rank was the first of the thirteen, mother perceptions'Wwakhe is a
lovely child in the family, we want to provide all things to our child we can
not find resources. This society is the only one that provides rehtbilitcare
for D.S; if we know another one even though in another country we wilhdo a
take care of our child".

On the other hand, no available relevant literature was found to iriterpre
the researcher's result, all of the available studies exanotiesl socio-
demographic variables and it's relation with client satisfacttimer than child

rank or family member household.
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6. Relationship between general satisfaction and mother's age:
To answer this question the researcher used Chi-square testhimexa
the relationship between the variables.
Table (5-11): Chi-Square for the relation between

general satisfaction and mother's age

Satisfaction group

Mother age group . _ _ . _ Total
Low satisfaction|High satisfaction
12 11 23
24-34
52.2% 47.8% 100.0%
13 28 41
35-45
31.7% 68.3% 100.0%
3 6 9
More than 45
33.3% 66.7% 100.0%
28 45 73
Total
38.4% 61.6% 100.0%

Chi-Square = 2.720, P value = .257

Table (5-11) demonstrated the relationship between mother's age and
mother satisfaction with EIP services.
It showed that there is no significant statistical relationbeigveen age
of mother and her satisfaction with EIP services rather than magjeel group
35 — 45 years old were more highly satisfied (68.3%) rather thagragp 24 —
34 years old little satisfied (47.8%).

5.3.5.6. Interpretation of the result of relation between general sasfaction
and mother age:

The researcher's result is consistent with result of rdssaudy for both
(Al-Hindi, 2002) and (Hillis, 2008), both reported that there was no signific
relationship between age of client and satisfaction level. \@&éhe result of
(Abu Saileak, 2004) study was incongruent with the researcher regult, A
Saileak founded that there was a significant relationship betwafiastion

and age of client and other socio-demographic variables.
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7. Relationship between general satisfaction and mother educational level:
To answer this question the researcher used Chi-square testhimexa

the relationship between the variables.

Table (5-12): Chi-Square for the relation between
general satisfaction and mother educational level

Mother Satisfaction group Total
education group| | ow satisfaction |High satisfaction
less than or 5 10 15
equal 6
(illiterate and
primary) 33.3% 66.7% 100.0%
7.12 16 30 46
(preparatory) 34.8% 65.2% 100.0%
More than 12 7 5 12
(secondary an
above) 58.3% 41.7% 100.0%
28 45 73
Total
38.4% 61.6% 100.0%

Chi-Square = 2.434, P value = .296

Table (5-12) explained the relationship between mother's educational
level and level of satisfaction about EIP services.

It is showed that there is no significant statistical refeghip between
educational level of mother and the level of satisfaction rather mhather
educated primary or illiteracy highly satisfied (66.7%), then ittle katisfied

mothers where whom high level educated (41.7%).

5.3.5.7. Interpretation of the result of relation between general sasfaction
and mother's educational level:

This result does not agree with the results of (Al-Hindi, 2002) stuaty
showed there was a significant statistical relationship betvexe| of education
and level of satisfaction. However, the research result wasstemisiwith
(Hillis, 2008) study that showed that there was no significant sstati

relationship between level of education of mothers and satisfaction level.
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These results could be attributed in relation with the existingegbnt

Most of study participants are educated mothers finished eithearmgrior

preparatory schooling levels. Usually, people with lower levelsloagion get

easily satisfied with regard to services as their knowlesljmited compared to

people with higher levels of education.

is by itself is something that they value.

The availability of theices to them

8. Relationship between general satisfaction and mother employment status

To answer this question the researcher used Chi-square testhimexa

the relationship between the variables.

Table (5-13): Chi-Square for the relation between general
satisfaction and mother's employment status

. Satisfaction group
Mother job . - - . - Total
Low satisfaction|High satisfaction
_ 26 41 67
Housewife
38.8% 61.2% 100.0%
2 4 6
Employee
33.3% 66.7% 100.0%
28 45 73
Total
38.4% 61.6% 100.0%

Chi-Square = .070, P value =.792

9. Relationship between general satisfaction and father employment status

To answer this question the researcher used Chi-square testrimexa

the relationship between the variables.

Table (5-14): Chi-Square for the relation between general satisfaction

and father's employment status

. Satisfaction grou
Father job . _ _ d p _ Total
Low satisfaction|High satisfaction
Emploved 19 21 40
PIoy 47.5% 52.5% 100.0%
9 24 33
Unemployed
27.3% 72.7% 100.0%
28 45 73
Total
38.4% 61.6% 100.0%

Chi-Square = 3.129, P value = .077
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Table (5-13) and table (5-14) demonstrated the relationship between the
mother employment, father employment and the level of satisfactioth B
showed that there is no significant statistical relationshipemxashom their
father where unemployed were highly satisfied (72.7%), while thoskensot
housewife were little satisfied (61.2%).

Otherwise, the researcher found foreign studies which examined the
relationship between level of income with satisfaction rather thather's or
father's job.

(Study from Reidy et al, 2004) showed that low-income families were
more satisfied than those with higher income.

Whereas, local studies of client satisfaction found that there avas
significant relationship between financial status and level a$faation like

(Al-Hindi, 2002) study, which is incongruent with researcher study result.

5.3.5.8. Interpretation of the result of relation between general sasfaction
and mother's & father's employment status:

The researcher interpreted this result with framework of tlseltse
collected from the interviews with mothers of D.S children, whose plaetners
were unemployed, were significantly satisfied more than those who a
employed. At the time we live in very critical political sitioa that increasing
unemployment ratio and decreasing level of family income for most of

Palestinian families due to siege.

10.Relationship between general satisfaction and the number ofamily
household members:
To answer this question the researcher used Chi-square testnimexae
relationship between the variables.
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Table (5-15): Chi-Square for the relation between general satisfactiacheandmber
of family household members

. Satisfaction group
Family number group - _ _ - _ Total
Low satisfaction|High satisfaction

18 23 41

Less than or equal 43.9% 56.1% 100.0%
10 22 32

More than 8 31.3% 68.8% 100.0%
Total 28 45 73

38.4% 61.6% 100.0%

Chi-Square = 1.21, P value = .27

Table (5-15) illustrated the relationship between family member
household and mother satisfaction level. It showed that, there is msticsht
relationship between the number of family household members and thefievel
satisfaction of mothers, except those families having more thaan&aers were
highly satisfied (68.8%), whereas whom having less 8 members ittze |
satisfied (56.1%).

5.3.5.9. Interpretation of the result of relation between general sasfaction
and the number of family household members:

With regarding to the relation between family satisfaction andoeurof
family household member, result showed that no statistical sigmnific
relationship and the researcher interpret this throughout ordinargtiRize
family household members which in nature is highly and the parentshewe
kids and providing all facilities and services needed especially ey are
handicapped or disabled. Otherwise, no local or foreign studies exarhised t
variable in relationship with the level of satisfaction. And it cdaddnterpreted
to; that is consistent with the relation between level of inconte lavel of
satisfaction in our culture. To the researcher, it is an accejg#atution that
when there is a family with a big number of members, they neéerhigcome,
and require more responsibilities, and so on, which is logical tchisegroup

highly satisfied with our bad political situation in Gaza Strip.
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5.3.6.1. The result of the sixth research question:

Sixth question: What is the family perspective regarding theservice
provider in EIP in RTLS?

To answer this question the researcher calculated some descriptive
statistics including means and standard deviations for all related items.

Table (5-16): Family perspective regarding the service provider in EIP iSRTL

_ Std.
No. ltem Min. | Max. | Mean o
Deviation
1 The workers present the remedial plan that syiteg 5 4.10 0.296
your child
5 gléa\{\:lc;/rkers explain the plan's therapeutic optionsg 5 4.04 0.260
3 The workers discuss with you all the potentialo 5 3.75 0.727

expectations of the state of your child

4 \é\r/]cl)l(rjk\?vrlﬁ baer(?(nlg?;:r[l)téh;tl the capabilities of ybur 5 4.06 0.371
5. | Workers receive you and your child with respect 4 S 4.53 0.502
6. | Workers answer your questions truthfully 3 5 | 415 0430
v The workers tell you about the reason [forg 5 4.04 0.311

selecting specific plan for your child

Employees encourage you to ask questions gbout 5 4.01 0.456

8. everything you do not understand of the plan
9 | The workers give you the opportunity at theg 5 4.08 0.323
" | appropriate time and place to receive information

10. | The workers ask about your point of view of the 5 4.16 0.472
service provided

11, | The workers provide the right atmosphere for youy 5 4.12 0.331
and your child during receiving the service

1o | Workers are keen to meet the needs of your chilg 5 4.10 0.379
as he/she progress in age

13, | You Do not feel the confidentiality during the 3 5 4.72 0.587
work with your child

14. | Workers take strict confidentiality in dealing with 3 5 4.22 0.562
your child

15. Zl’?illjd feel that the workers respect you and youy 5 4.19 0.396

16. | You feel that you suffer hardship in order to3 5 4.29 0.485
obtain the services required for your child

17 | All workers present all their efforts in helping 4 5 4.18 0.385

you to obtain a service

Workers are keen to participate in the
18. | implementation of the rehabilitative plan for yqur 4 5 | 426| 0.442
child

Weighted mean (overall meanE-mean/18 = 4.17
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Table (5-4) shows that most of the participants have positive vigs w
regard to service provider performance, especially with relev@ancenfirming
privacy while dealing with mother child, and acceptance with humiditftle
acceptance was shown towards encouragement of child's mother todasika

about future expectations of their child condition.

5.3.6.2. Interpretation of the result of the sixth research question:

The researcher interpreted the result of this question focusinigein t
Palestinian context and which is Islamic in general. All providadices were
sincerely dealing with all family members approximately e tsame way.
Furthermore, this result agrees with the result of the restiltise qualitative
open question, where most of the participants were extremeljieshtbout
communication with service provider who deals with them. Some parttsipa
reflected their experience with the service provider saying, faethem as a
family unit, our sisters and brothers".

This result is consistent with the results of (Bailey et2@4) study
which found that most of families, who were into early intervention rarog,
rated positively the professionals working in early intervention andiaale
professionals.

On the other hand, the study of (Arnkjotsdottir et al, 1993) reported that
families' view of the intervention programs are positive, but tffecuiies
experienced by some families pointed to the need for intervenerssenbitive
to family situations and feelings, and for programs to be flexdbtaigh to meet

these needs.

5.4. Commentary on the research study results:

To the knowledge of the researcher, this study is considered the firs
evaluation rehabilitation study in Gaza Strip; therefore it isortant to inform the
decision makers [RTLS manger, mangers in the governmental heatthr &ind
non-governmental organizations] with the results of the study in avdeake the

required actions. Results could be summarized as follows:
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First, the family satisfaction with regard to the services iniBIRTLS was
high, in spite of the critical political situation we live in aheé timited sources and
services we have for disabled children.

Secondfamily's perspective with regard to the effectiveness ofdelices
was positive. This is shown to all available services.

Third, family's perspective about the service provider in RTLS was a
positive. This result is associated with our Palestinian vahetswatural traditions
which are Islamic in nature.

Fourth results showed that there are no statistical significaatioekhips
between family's satisfaction with selected socio-demographic variables

Finally, results showed that there no statistical significance oakttip
between family's satisfaction with the level of family papation in implementing
a rehabilitation plan.

Results were interpreted within the research theoreticaleframk and the

reviewed literature.
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Chapter 6

Recommendations and Suggestions

6.1. Introduction:

In this chapter, the researcher recommends and suggests some
recommendations that could help the policy maker and service providemptove
services for D.S children in the RTLS to reach qualified level of services awifui:

6.2. Recommendations:

After analyzing the result of this study, the researcher re@mded some
points to the manager of RTLS in order to provide the best qualifrettseanother
recommendation is to the manager of health sectors in order tocaad&eof this
category of disabled group in Gaza Strip; at the same time ither success story in

non-governmental institution which in the RTLS.
First — Recommendations to RTLS:

1. Policy maker of RTLS should be informed with the result of this stady
make decisions regarding the negative aspects that need more developm
to improve services.

2. Service provider should be integrated with highly graduated external
training skills program to improve their abilities and to keep updatitigy
new challenges and skills.

3. To work hard in order to open another centers for RTLS; more than one
center in Gaza, and in South and Middle zone area to minimize
transportation difficulties.

4. According to study result, most of families with Down's Syndromiiem
were satisfied with all services provided by RTLS becausetita only one
to take care for D.S children, with some exception that could be overcom
by availability of specialist doctors, mainly for D.S.

5. Try to motivate social and psychological workers role in the prograin
RTLS, by working seriously as a team in all service provider, gvemgh
the child may not need it.
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6. Try to get specialists for auditory and hearing problems doctorjrionme
difficulties when the child needs transfer to audiologist in Al<&hibspital
or other hospitals.

7. Relevant to medical service, the need for availability of maditatven
with payment was very important recommendation from D.S families.

8. Knowing about EIP in the RTLS, from local community still below than
expected that need to motivate the role of local media with coapeit
social workers in RTLS to increase the knowledge of families attmut
availability of this programs in RTLS or the society as a whole.

9. This society is the only one to provide researcher with statiabout D.S
clients in Gaza Strip, so it is recommended to increase coapenatih
MOH organization, centers, clinics and other governmental institution t
build up a data base for D.S client incidence in Gaza Strip.

10.To be the best society for D.S, it is recommended to make a chulpank
and a nursery for D.S whom their parents are employed. Moreover, the
availability of a special school for D.S. children should be in theeCerit

Gaza.

Second — Recommendations to Managers of Health Sector:

1. The researcher recommends to the manager of Health Sectodyoasid
discus the availability of other institution caring for D.S in G&tap like
the RTLS institution.

2. The researcher recommends increasing the cooperation between
governmental and non-governmental organization to highlight the quality for
caring D.S children.

3. The researcher recommends increasing the awareness of peoptettmsa

services in this institution.
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6.3. Suggestions:
The researcher found this category of disability needs to makesuggested
research study as following:

1. The researcher suggests conducting a comparative study betweSrchil®
who integrated in the EIP in RTLS with control group who did not receive
these services.

2. The researcher suggests conducting a research study for otheanpogr
provide services for D.S clients in RTLS.

3. The researcher suggests conducting a study to evaluate théveffess of
integration of a normal child with a D.S child in the kindergarten in the RTLS.

4. The researcher suggests conducting a study to evaluate D.S elieots
integrated in governmental schools in Gaza.

5. The researcher suggests conducting a study to perceive serviceeprovi
perceptions about the services of programs in RTLS.

6. The researcher suggests conducting a study to measure thacsatisbf
service provider and it's effectiveness on the quality of seryicmsded to
D.S client.

7. The researcher suggests conducting a survey to identify the iegatgnce
number of D.S in our country.

8. The researcher suggests conducting a study to describe thenréletiveen
risk factors of getting D.S and prevalence of D.S in our country.

9. Follow up longitudinal study for each service in the EIP in RTLS.

10.The researcher advises conducting a satisfaction study about tisedemiice
after conducting the result of the research study.

11.The researcher suggested conducting a study about family perspeittive
rehabilitation services in stable political situation in our courttyget the
differences.

12.The researcher suggested conducting evaluative study for EIP bylargieg
and probability random sample among Downs’ Syndrome Children who have

completed this program for at least one year.
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Annex 4

Panel Committee Names

No. Member Collogue University

1. | Atef EI-Agha Education/ Psychology Islamic University

2. | Jamil Al-Tahrawi Education/ Psycholog Islamic University

3. Fuaad Alagez Education/ Psycholo Islamic University

4. | Ashraf Al-Jedia Nursing Islamic University

5. Hesham Gurab Academic Departme tcoggggéggﬁga?eecggﬁggyed
6. Bassam Abu Hamad Public Health Al Quds University

7. | Aalyan Al-Huwly Education Islamic University
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Annex 8

Dear Dr. /

May God's peace and mercy be upon you,,,

Subject: The guestionnaire of the evaluation of the program of early inteention
for children with Down syndrome from the perspective of the familkes in the Right
to Live Society in Gaza

Referring to the above subject, | am glad to put in your hands theogneste
entitled:
"Evaluation of the program of early intervention for children with Deymdrome from
the perspective of the families in the Right to Live Society in Gaza."

The mentioned questionnaire, which is attached to this lettene teal used by
the researcher in the preparation for the Master's degrexaiese (the Rehabilitation
Science) of the Department of Community Mental Health in themisl University
/College of Education, which is entitled: "Evaluation of the programeafly
intervention for children with Down syndrome from the perspective ofaimlies in
the Right to Live Society in Gaza", under the supervision of AssoBiaifessor in the
Department of Psychology in the Islamic University, Dr. Sana'a Abu Dakka.

The researcher prepared this questionnaire to be applied to a saEnipke
beneficiaries of the rehabilitation services provided to children wn syndrome in
the Right to Live Society in Gaza.

Thus, | ask you kindly to give your opinion and guidance about this
guestionnaire regarding: the phrases and paragraphs, language, and atlakieg
suitable amendments, or deleting certain words or paragraphs, whidielexe need
to be modified or deleted.

| highly appreciate your cooperation, and hope to hear from you soon.

With my best regards.
Yours sincerely,
Researcher: Lubna Shallah
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Annex 9

Dear Mother,
May God's peace and mercy be upon you...

| highly appreciate your sincere and honest participation in fillinig
guestionnaire, which is part of the study for obtaining a Mastere@agrRehabilitation
Science form the Islamic University-Gaza.

The objective of this study is to assess the early intervergivicss provided
to children with Down syndrome in the Right to Live Society in GaYaur
participation in this study will have a valuable role to learn ftifiec&veness of this
program, as well as, in the development of policies and programs fuattine plans of
this Society, noting that the participation in filling this questionnaire is optional.

It is noteworthy that the information in this questionnaire is confialeand
will not affect the service you receive from the society.

Researcher / Lubna Abdull&hallah
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A Questionnaire for the Evaluation of the Program of Early Intervention for
Children with Down Syndrome from the Perspective of Familiesn the Right
to Live Society in Gaza." — Final Version

Sex:o maleo female
. Governoratea Rafah,0 Khan Younisa Central Governorates Gaza City
oNorthern Gaza

wnN e

O~ U N
<
o)
S
=0
@
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wn
Q
«Q
@
s
>
)
>
Q
<
>
«QQ
O
=2
=y
—
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-
=0
@
(@)
>
=

. Educational level of the mothet:illiterate o Elementary education Preparatory
Educatioro Secondary Educatiam Bachelor Degree above
9. Mother's work:o housewifeoworking
Identify the type of work:
10. The number of family members, including families:
11. Father's worko workso unemployed.
Mention the type of work
12.Why did the Child come to the Society for the first time (the complaint)?

13. Are there any other children with disability in the famity¥eso No.

If yes, select the type of disability
14.Has your child gone to any other society before following up with the Right to

Live Societys Yeso No

If yes, why did he/she

left?
15.Has your child been admitted to a hospital during the follow-up with the Right to

Live Society?s Yesa No.

If yes, why?
16.How do you know about the Right to Live Society?

o people's advice a doctor's transfer prior knowledgeo Other
17.Would you recommend your acquaintances of this society@so No
18.Do you get help from this Society?Yeso No

If yes, identify the type of assistance:
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Strongly

Statement disagree

disagree

Don't
know

Strongly

"
agree | agree

First: General Satisfaction:

19.You are satisfied with th
services received by your
child in the Society.

[}

20.If you have the
opportunity of finding
other options, you wil
continue your interactio
with this Society.

=)

21.You are satisfied with th
way your child is treate
by the crew of the
Society.

LA S ¢ )]

22.You are satisfied with th
performance level of th
service providers in th
Society.

23.You are satisfied with th
period of time you wai
in before receiving the
service.

24.You are satisfied with th
time spent with your
child during receiving the
service

25.You feel that your child
benefits from the earl
intervention services

26.You are satisfied with th
number of visits for your
child in the early
intervention program of
the Society.

[

27.You are satisfied with the
improvement in  the
development of your
child since joining the

e

Society to receive th

service.

Second: Assessing the performance of

the service

providers

in the pragr:

28.The workers present th
remedial plan that suite
your child.

e
S

29.All workers explain the

plan's therapeutic options

149

www.manaraa.com



clearly

30.The workers discuss with
you all the potential
expectations of the state
of your child.

31.Workers are keeping that
the capabilities of your
child will be known to
all.

32.Workers receive you and
your child with respect.

33.Workers answer your
guestions truthfully.

34.The workers tell yoy
about the reason fc
selecting specific plan fg
your child.

= =

0]

35.Employees encourag
you to ask questions
about everything you dp
not understand of the
plan.

@D

36.The workers give you th
opportunity at the
appropriate time an
place to receive
information.

j®N

37.The workers ask about
your point of view of the
service provided.

(4%

38.The workers provide th
right atmosphere for yo
and your child during
receiving the service.

[y

39.Workers are keen to megt
the needs of your child as
he/she progress in age.

40.You do not feel the
confidentiality during the
work with your child.

41.Workers  take  strict
confidentiality in dealing
with your child.

42.You feel that the workers
respect you and your
child.

43.You feel that you suffer
hardship in order to
obtain the  services
required for your child.
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44.All workers present all
their efforts in helping
you to obtain a service.

45 . Workers are keen tp

participate in the

implementation of the

rehabilitative plan for
your child.

Third: the use of the services of early intervention:

A — The service of capability development:

46.You are able to solve the
educational and

behavioral problems Q@
your child's.

—h

47.You feel that the service
of capacity development

is basic to the success
the rehabilitation plan fo
your child.

=

in

48.The specialist explaine
in detail the status Qq
your child.

-~ O

49.The specialist tells yo
the rehabilitative plan t

be implemented with

your child.

L -

50.You participate in the

rehabilitation plan for
your child.

51.The Specialist follows
the implementation of

instructions that she/h
gives you with your
child.

e

B. The physiotherapy service:

52.Physiotherapy is suitab
for your child.

e

53.Your child is in
continuous improvemer

—

with the physiotherapy
provided.
54.You have arn

understanding of th
therapeutic exercises f(
your child.

()

55.The physiotherap}
Specialist is keen t
assess the status of yq
child from time to time.

~

ur
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56.The time of the
physiotherapy session |is
appropriate  for  your
child.

57.The duration of the
therapeutic meeting i
sufficient.

[72)

58.You feel that your child
benefits from exercises
that he/she has at home|

59.You feel that the meeting
place is comfortable f
you and your child. 1

=

Forth: The access for the service:

60.You access to the Society
easily.

61.The working hours in th
Society allow you to visit
appropriately.

11°}

62.The presence of one
branch of the Societ
makes it difficult to
access for its service.

<

63.The location of the
Society allows you to
receive the service at a
times.

64. Transportation difficulty
is the most difficult
obstacle to access to the
Society.

65.The place of the Society
is far away and difficult
to access to.

66.Does your child benefit from the medical services in the Society?
o a loto very little o not benefitingo not needed
If your answer is slightly or not benefiting, what are your suggestions foouimgy
the service?

67.Does your child benefit from the social service in the Society?
o a loto very little o not benefitingo not needed
If your answer is slightly or not the benefiting, what are your suggestions f
improving the service?

68.Does your child benefit from the service of psychological counseling andngeitla
o a loto very little o not benefitingo not needed
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If your answer is slightly or not benefiting, what are your suggestions foouimgy
the service?

69. Does your child benefit from the services of audio services and communication?
o a loto very little o not benefiting
If your answer is slightly or not benefiting, what are your suggestions foouimgy
the service?

70.Do you participate in implementing the rehabilitation plan for your child?
o a loto very little
If your answer is slightly or not participating, what are the reasons?

71.What is the best type of service received by your child in the past?

72.What are the negatives that you have encountered of the services provided in the last
period?

73.What suggestions do you think need to be implemented in order to improve the type
of service?
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