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1. General Introduction: Orphanages, or Children’s Houses, have existed in one form or another for hundreds of years. The great social movements created by the Industrial Revolution in Europe, by famines and wars, by enforced migrations and, more recently, by the collapse of the Soviet Union and its European satellites all have resulted in children being dislocated from their families and placed in institutions (Applebaum, 2003; Gudbrandsson, 2004). The reasons for placement have included parental poverty, poor physical or mental health, substance abuse, dysfunctional families and social disintegration, child abuse, disability, abandonment and illegitimacy (Gudbrandsson). Parental death is not a major factor. Gudbrandsson makes the point that the great majority of children in institutions in Russia are “social orphans” who have at least one living parent. The same is probably true in much of the former Soviet bloc, including Georgia.

Institutional placement of babies, infants and children exposes them to significant deficits in nutrition, socialization, education, and at risk of life-long emotional damage through lack of love and nurturance.  There is an extensive body of research evidence which confirms this sad fact (Bowlby, 1969; Gogichadze, Mujiri, Rawls & Parsonson, 2006; Gudbrandsson, 2004; Parsonson & Rawls, 1999). When most of the requirements for normal child development (Bijou, 1993; Hetherington & Parke, 1986) are virtually absent from the life of a child, the developmental consequences are little short of catastrophic. When these are combined with the effects of abuse and neglect that children experience in institutions, especially those who have intellectual or multiple disabilities (Ammerman et al., 1989), it is little wonder that many children who are subjected to institutional care are damaged for life (Gudbrandsson).

There are also deficits in the training of institutional staff, in the management of the institutions and their routines, and in the models of care, typically medical rather than social, that operate in the homes (Gogichadze et al., 2006; Gudbrandsson, 2004; Parsonson & Rawls, 1999). In recent times institutional staff were typically badly paid and had duties that were not child focused, also diagnosis of disabilities was both haphazard and not based on current internationally accepted models or theories (Gogichadze et al., 2006; Parsonson & Rawls). These factors tend to add to the desperate situation of the children.

It is this background of institutional placement, particularly of intellectually and or physically disabled children and adolescents who, in many cases, also experienced abandonment by families and isolation from mainstream society, which stimulated the present research.  The essence of social inclusion is that persons with disabilities should have the right and the opportunity for as full a participation in society as possible, including engagement in family life, education and employment along with integration into their community and wider society.
Institutional placement is contrary to that right, especially when it separates the person from family, education, employment and the broader society.  A common consequence of institutional care is dependence on others through denial of access to learning of essential skills for independent living, denial of access to education and, consequently, failure to acquire essential employment and community participation skills.

The move towards reintegration of institutionalized disabled persons into Georgian Society has been strongly encouraged by UNICEF and a number of NGOs for almost a decade. The current Georgian Government has begun to make deliberate steps to remedy the situation, particularly through the offices of the Ministry of Education and Science, which became primarily responsible for the institutions.  

While change from institutional to community-based care is now universally accepted as the most desirable and appropriate approach to care of disabled children and young persons, it has been recognized by all interested parties that system changes that embrace reintegration must be preceded and informed by research. In addition, any process of deinstitutionalization that follows has to be effectively planned and managed, using appropriate social and psychological evaluations and preparation of both families and children so as to minimize any risk of families merely hiding, abusing or re-abandoning their children or of children running away to live on the streets. Simply closing these institutions without first assessing readiness for inclusion is not an option, since the young residents and inmates could not survive without having first learned appropriate personal, social and life skills enabling them to be reintegrated into families, schools and mainstream society. In addition, they require appropriate family and social supports in place to prevent them from becoming an additional burden on family and society and from being exploited, abused, and/or drawn into criminal activity by unscrupulous adults.

2. Introduction to the Present Study and Assessment Procedures used in the Study: UNICEF contracted Children of Georgia NGO to undertake a study of the readiness for social inclusion of disabled children and adolescents, aged from 4 to 18 years, in 12 State-supported residential facilities and one Cerebral Palsy day-care center which were tasked with providing them with care and health services. The 13 institutions whose residents were the primary focus of the research included two Infant Houses catering for very young children (0-6 years), two institutions for older intellectually disabled children and adolescents, a day care center for young persons with Cerebral Palsy, a hospital for children with joint, bone and lung disorders, and seven “boarding schools” catering for children and adolescents with a variety of conditions.  In addition, a comparison sample of 82 non-institutionalized disabled children and young persons from the Qvemo-Qartli region was assessed in the same way that the children in institutions were. These children were located with the assistance of social workers using lists, provided by regional authorities, of families with disabled children who had sought support of social assistance. 
The project expert team developed a series of specifically designed questionnaires as well as direct observation and recording to determine the following: 
a) Children’s levels of current functional independent living skills 
b) The extent of opportunities for children’s social inclusion;
c) The frequency of contact between the children, their parents, grandparents and wider family;
d) Categories of disability diagnosed;
e) Educational and recreational opportunities and activities available;
f) Children’s relationships with other children and adults;
g) The standard of care received, including caregiver education and skills, diet, personal hygiene, and access to specialist health services;
h) Quality and accessibility of indoor and outdoor living environment, including food preparation, dining, bathing, toileting, sleeping, educational and recreational spaces and equipment;
i) Adequacy of utility services such as electricity, gas and water.

The assessment tools focused on three major areas: Child assessment; Caregiver assessment; and an Environment assessment, and were used within two places of residence, namely, 1) the thirteen institutions for children with disabilities and 2) the home-settings in Qvemo-Qartli where comparison groups of children lived with their families.  The child assessment tools comprised a survey of each child’s personal and medical history, a socio-gram relating to each child’s relationships with both peers and adult caregivers, a survey on the amount and type of social inclusion  opportunities and services available and exposure to education, and the Georgian Adaptive Behavior Screening Instrument – Research Version (GABSI-RV) (Gogichadze & Parsonson, 2005) that was used to assess children’s personal independence, physical competence, social skills, communication skills, and community participation skills.
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The caregiver assessment tools comprised a caregiver assessment interview and a caregiver observation form that allowed records to be taken of the interactions between children and their caregivers. There were two parallel versions of the Caregiver assessment tools: one for use in the institutions and one for use in the Qvemo Qartli home environments.
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Two parallel forms of Environment assessment tools were also used to assess the general environment conditions in which the children live. These allowed researchers to record in a standardized way their observations of the condition and safety of the institution or household, the play and education equipment and amenities available (both indoors and outdoors), the yard, and available water and energy services. Data were gathered, therefore, on the items and resources and services available to children as well as the quality and cleanliness of the buildings and the spaces used by the children.
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The combined aim of these three sets of measures was to obtain information on the functional abilities and inclusion opportunities of each of the children, the nature of current links with their family and the nature of their relationships with others (children and adults) either in the institution if they lived there, or with their family situation if they lived at home. Because the major target group of children in the study currently live in institutions, these measures were especially intended to provide a picture of the readiness of each institutionalized child for inclusion, which areas of independent living skill were already functional and which would require further development, and what family relationships, if any, had been maintained and to what degree were family engaged with their child. Given that these children and young persons would remain in care of some sort in the foreseeable future, it was important to know just what was the standard of physical and emotional care they were receiving, was it actually contributing positively to their development, and just how amenable was the environment in which they were living to maintaining good health, safety and development.

The data were gathered by teams of researchers, trained in the use of the questionnaires and observational methods, who assessed 564 children and adolescents across the 13 institutions and 81 in their homes in the Qvemo-Qartli region (Rustavi and environs). Informed consent was obtained from individuals where possible or otherwise from institutional management or parents (where they were available to consent). The data were transferred into Excel files and subsequently analyzed by the expert team to answer the key individual, care-giving and institutional/home environmental questions which were the target of the project. 
3   Child demographics
All the children who participated in this study, both in institutions and in the QQ homes, were Georgians. Of these, 88.7% were of Georgian ethnicity, 4.6% were of Armenian ethnicity, 1.6% Russian ethnicity, and 2.5% were from other ethnic groups.

For the purpose of information analyses, these children were divided into two age groups, from 4-9 years and from 10-18 years old. These age groups were chosen because they are similar to the age ranges of children outside of institutions who attend primary schools (aged 4- 9 years old) and general school (aged 10-18 years old). This age division was done to assist in analyzing data in ways that link the two populations. This becomes important when making decisions about future school inclusion programs. In addition, it was more likely that children within this age group were able to be interviewed directly rather then have questions of them answered by their caregivers.   
Table 1 Distribution of children participated in the research based on their regional origin.
	Institutions / regions
	Qvemo

Qartli 
	Qvemo

Qartli homes
	shida Qartli
	Mtskheta-

mtianeti
	Kakheti
	Samegrelo

-zemo svaneti
	racha  / lechkhumi

-qvemo svaneTi
	Imereti
	Guria
	Ajara
	samtskhe-

javakheti
	Afkhazeti

	TOTAL
	100
	81
	36
	15
	135
	11
	1
	119
	25
	13
	22
	0


Children participated in the research are spread along 10 regions of Georgia out of 11. The excluded region in Abkhazeti. The highest proportion of children by their regional orgin is  presented in Kakheti region - 24%. Next comes Imereti by – 21% and 3rd position is held by Qvemo-Qartly by 17% which includes Tbilisi too. Overall in 15% cases the demographic data was not presented in the existing official records.
3.1 Institutions
The MoES provided the project researchers with lists of all children living in the 13 selected institutions. However, the actual number of children and young persons resident or available for assessment at the time of visits differed from the lists provided. The chart below compares the proportions of listed children and young persons with the proportion of those eligible to participate in the research (N=564). The difference between the total number of residents and the research target group was determined by the research criterion to include only those children with disabilities aged between 4 and 18 years.  This is the age range before children legally should leave the institutions and is also the age range of ordinary children living with their families who go to kindergarten or school.
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Clearly, as is evident in Figure 1 above, there are residents in some institutions who are outside of the target age band of 4-18 years, these include some (6%) who were above the age of those eligible for assessment.  The group is of concern because they will also need to be evaluated and assisted in development of skills to enhance their transition into the community, since they have probably lived in the institution for a long time and cannot simply be forced to leave without such preparation as this would create further social problems both for them and the community. In addition, some residents (18%) were away from the institution when the research teams visited and a further 18% were, younger on were not diagnosed as disabled (cases of Makhinjauri and Tbilisi Infant houses).
The following graph (Figure 2) shows the gender and age distribution of the total number of children and young persons with disabilities living in institutions who were assessed in this research. The data in Figure 6 illustrate the predominance of boys being taken into care, 365 boys compared with 199 girls, a ratio of 1.8:1.  

Figure 2.  Numbers of assessed males and females in each age group from all

13 State Institutions
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Although boys are, in general, more likely than girls to be diagnosed with some disorders, especially those relating to behavior disorders or mental retardation (DSM-IV), the fact that many institutionalized children in Georgia are either not properly diagnosed or are misdiagnosed (see Figure 10), raises the question of what underlies the gender difference. One possibility is that families may be less reluctant to place boys in “boarding schools” than girls as girls may be considered to be more helpful in the home than boys and thus be more likely to be kept at home to assist with household chores and with childrearing tasks.

The graph presenting data on duration of stay (Figure 3) shows that, apart from the Sanatorium Gazafkhuli which is a short-stay hospital, many children have lived in their institutions for four years or more. They also show that Kaspi and Senaki continue to receive new residents, presumably from the two Infant Houses and also from the community.  
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It is the longer-stay residents in each of the institutional settings who will need to be the initial target of programs aimed at preparing them for family and community integration, since they are the ones closest to the ages at which the State expects them to be leaving the schools or institutions in which they currently reside. 

The following graphs detail the number and gender of assessed children across the four different types of institution according to gender and age groups. Figure 4 indicates the gender and age distributions of children and adolescents in the four residential institutions.  It needs noting that these institutions house children and young persons thought to have more severe forms of disability and that historically these children might start in the two Infant Houses and then go on at the age of 4+ years to live in either the Senaki or Kaspi Institutions. As most residents in the two Infant Houses fell below age 4 years, only a small number (11) are included in the study and all are included in the 4-9 year data.  
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The difference in proportion of boys and girls is not as evident in the children and young persons assessed in these institutions, which is in contrast to the situation in the boarding schools, as seen in Figure 5 below.  As the Infant House admissions are reduced through reorganization and gate-keeping to encourage parents to retain children in their care, the populations in Kaspi and Senaki will be less likely to be replenished from those two sources.  If closure or restructuring of these latter institutions is planned, careful consideration will have to be given to preparing the older residents for social integration, particularly given the data elsewhere in this report (see Figures 18, 19, 20, 21, 22 and 23-25) which show that they have little in the way of independent living or verbal skills, and have had no meaningful access to education or inclusion opportunities).

Figure 5 details age group and gender distribution of the 333 residents assessed in the seven boarding school institutions.  Boys (290) predominate over girls (143) in these schools, particularly in the 10-18 year age group. The overall male:female ratio is 2:1.
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The gender distributions here suggest that “mental retardation” may be less of an issue for many of these children and adolescents than behavior disorders or some other circumstance unrelated to behavior, such as family poverty, may be a factor in placement in these schools.  The age distribution favors older children and adolescents by 3.8 to 1, but this may be misleading because children do not start school until age six years, so the proportion of children eligible for the younger group is smaller than that for the older group, which covers 9 years overall.

Figure 6 below details the age and gender of the 26 children and adolescents attending the Kutaisi Cerebral Palsy Daycare Centre for children and adolescents with Cerebral Palsy.  These persons all live at home with their families, so are probably more like the children assessed in the Qvemo-Qartli home-based sample in that respect, compared with other children and youth in State institutional care.  Girls slightly outnumber boys in both age groups, reflecting the fact that the gender balance for Cerebral Palsy is random, being primarily due to birth trauma rather than to any genetically determined factors, as may be the case for behavior disorders or mental retardation.
 
[image: image10.emf] Figure 6. Age and gender distribution in the Kutaisi CP Daycare Center
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The 22 children and young persons represented in Figure 7 are all living for up to one year in the Tbilisi Child Sanatorium (Gazafkhuli), which treats children with lung and bone disorders. Accordingly, they represent an atypical population compared with residents of the other institutions assessed in this study, since they do not have diagnoses of either neurological or intellectual deficits.  In addition, they are atypical of all of the other children residing away from their homes in that many have their mothers living in the sanatorium with them, providing some of their care.

[image: image11.emf] Figure 7. Age and gender distribution of those assessed in the Tbilisi 
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Figure 8 shows the distribution of age groups in each of the institutions and also in the 


[image: image12.emf]Figure 8. Age distribution of all children and adolescents  
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homes in the Qvemo-Qartli region. The data from Qvemo-Qartli have been divided to show, separately, the children who have never been institutionalized (QQ Homes)  and those who have been integrated (Integrated) back into their family after a period of institutional placement.  The number in this group was small (17). What is evident is that the populations in four Boarding Schools (Chiatura School #12, Kokhnari School #2, Tbilisi School #200 and Gurjaani CP School), the Kutaisi CP Daycare Center and Senaki are predominantly adolescent.  Any program of reorganization and community reintegration would, in addition to the Infant House children, appropriately target some of these institutions in the early stages of reform so that the adolescents in them have an opportunity to learn appropriate skills and knowledge to fit them for society, since of all of the residents, they will be among the first to move out into the community.
3.2 Homes
Unlike the institution children and young persons (see Figure 4 above), boys only slightly outnumber girls in the Qvemo-Qartli homes (see Figure 9 below).  
Figure 9.  Age and Gender distribution for children in Qvemo-Qartli homes
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The age distribution of the children kept at home suggests that home care is a relatively recent phenomenon, given that most fall into the younger age group.  Parents in this region do not have ready access to institutional care for their children and, although the Infant House in Tbilisi is not too distant, it is evident that they made the decision to keep their children at home rather than place them in institutions. Obviously, keeping disabled children within the family is beneficial to the interests of the child, but it also requires some sacrifices from the family.  This means that access to social support services, parent training and respite care need to be available if home care for disabled children is to be encouraged by the State as the preferred option.
3.3 Conclusion
The institutional data clearly indicate that there is a predominance of male children and adolescents in these settings, which could be said to reflect the fact that males are more likely to be diagnosed with mental retardation or behavior disorders (APA, 1994).  However, the Georgian diagnostic systems and the competence of diagnosticians is open to question, as are the resulting labels and treatments that children in these institutions receive (see Section 4 of this report). In addition, the data from the Infant Houses, Kaspi and Senaki (Figure 4) show that, in contrast to the Boarding Schools, the more disabled children have a closer gender balance. As suggested above, one possibility is that boys are more likely to be sent away from home to boarding school than girls, since girls may be of more value as providers of home help and childrearing assistance. Boarding schools close for the summer, so boys needed for the harvest or other tasks can be available to help in that season.  Of course, in cases of family poverty, not having to feed additional mouths at home may also be an incentive for placing children into State care.

The children kept at home tend to be generally younger than is the case for those placed in institutions and their parents are often well educated, so are likely to appreciate and apply parent training in care of their children. Keeping children at home may reflect a recent trend, with associated changes in attitude about disabled children.  If more disabled children are to be retained in the care of their family, the need for appropriate and adequate social and professional support and respite care services is going to have to be addressed, along with parent training and the issue of inclusive education in schools and kindergartens so that these children’s care and educational needs can be met.  
4.  Medical diagnoses, “labeling” and irrelevant diagnoses
For the purpose of the project, Children of Georgia researchers obtained official medical records for each child in all settings. Examination of these records indicates that placement of children into institutions is frequently based on unscientific diagnoses, and without a genuine assessment of the level of support which they require. In most cases, medical diagnoses failed to reach modern accepted standards. The reason for this is that diagnoses of children often had been made by local medico-pedagogic commissions before the children were actually subsequently admitted into institutions. Examination of these diagnoses suggests that these medico-pedagogic commissions did not include qualified professionals. By today’s standards, most of the diagnoses are only “labels” for disabled children rather than an internationally recognizable or acceptable diagnosis describing disease or the functional nature of a disability. Once “labeled” the children in these institutions are seldom reassessed. The situation in this system is very similar to that in other developing countries where children are not reassessed in institutions until the age of 16-18 when they qualify for a state disability pension (Amnesty International, Bulgaria 2002). 
4.1 Diagnoses given to children in this study
The following figure (Figure 10) illustrates the types of diagnoses and labels assigned, and the percentage of children and young persons receiving these diagnoses in the 13 institutions reviewed in this study. In most cases, “labeling” identifies “mental retardation”, which comprises 59% of all the diagnoses. It needs to be noted that the diagnosis of “mental retardation” is not based on either an IQ assessment or an assessment of adaptive functioning, as is required by international standards, e.g., DSM-IV (APA, 1994). Another, 16% of diagnoses are represented by different forms of unscientific and/or irrelevant diagnoses such as (to quote some records) “effects after brain infections” or “marginal condition between moronity and normal state”. Clearly, these are neither recognized nor meaningful diagnoses. Recognized diagnostic labels included Cerebral Palsy (13%), and Down Syndrome (2%), Epilepsy (3%) and other diagnosed physical disabilities or diseases (7%) respectively. 
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A comparison was made in this study of those diagnoses given to disabled children living at home in the Qvemo-Qartli region (see Figure 11 below). 
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As can be seen from Figure 11, the majority of children (41%) were diagnosed as having Cerebral Palsy, 13% were thought to have Epilepsy, 1% were diagnosed with Down Syndrome, and physical disabilities and other diseases made up the remaining 22%. Despite the fact that these children are receiving state pension and are diagnosed by state polyclinics, there were still irrelevant diagnoses in 15% of cases and labeling as “Mental retardation” in 8% of cases. Like those in institutions, the latter were not assessed in accordance with international standards.

The data on proportions of children in the homes and, to a lesser extent, the institutions diagnosed with Cerebral Palsy point to a significant problem in standards of perinatal care. Cerebral Palsy is primarily a consequence of anoxia or hypoxia at birth and points directly to bad management of the labor and birth by the attending doctors.  This is an entirely unnecessary situation, evidently related to poor medical education and substandard medical practice, as revealed in the UNICEF study “Assessment of Perinatal Care  Service in Georgia – 2006” 

The next graph (Figure 12) allows comparison of children’s diagnosis and labeling across all 13 institutions as well as those given to children in the Qvemo Qartli region living at home.
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In the majority of the boarding schools “diagnosis” was limited to old fashioned “labeling”, primarily “Mental retardation”, and to irrelevant diagnosing of the children. Also, in comparison with other settings the number of undiagnosed children is higher in five of the seven boarding schools, which raises questions about the reasons for their placement. The situation with diagnostics seems relatively better in the Kutaisi CP Daycare Centre, the Sanatorium Gazafkhuli, and the two Infant Houses, however there is no guarantee that the diagnoses are in all cases accurate or that any prescribed treatments are relevant to them. The Kutaisi CP daycare has a relatively homogenous group of children with Cerebral Palsy which is easy to recognize, so misdiagnosis is rare. The Sanatorium Gazafkhuli is actually a rehabilitation clinic for chronic diseases of the musculoskeletal and respiratory systems, and therefore the majority of children have been medically diagnosed. Even so, a proportion of the diagnoses still were able to be classified as unscientific or irrelevant.  
Two of the institutions, Senaki and Kaspi, were deliberately set up to house children with severe disabilities and, as such, should have had a proper and consistent diagnostic system, especially as these institutions have, until very recently, been under the management and administration of Ministry of Health. Unfortunately, this has not been the case and there remain a number of children who have been labeled rather than properly diagnosed. Some of them will have inherited these labels from their time in the Infant Houses when they were younger. Therefore, once labeled in infancy, these children are limited by those labels right through their institutional lives, giving them no chance of escape through reassessment or of reaching their potential in ordinary areas of life because for many this has meant a denial of access to education. In essence, despite the fact that there are some medical staff in the institutions, these people often lack proper professional training and there are no rules, no procedures, or practices that could allow consistent monitoring and/or any reassessment of diagnoses by teams of specialists.
4.2 Medical care of children
In addition, the medical care of children in the institutions often was found to limited to some medical procedures, regardless of whether their condition was likely to be responsive to medical intervention. Similarly, in some cases medications prescribed for children were also questionable because of improper diagnoses or lack of regular case review (for example: cases of high dosage of antiepileptic drugs without ongoing reassessment of the disorder). Medical care typically was inadequate and qualified medical staff were often far away from the institutional settings. Treatment by specialists inside the settings, including pediatricians and neurologists, was not consistent with standard practice. Even in institutions which for years have been the clinical base for state medical university teaching, such as the Tbilisi Infant House, there was an ancient system of quarantine that was clearly inefficient and further hindered potential socialization of residents of the institution (cf. Gogichadze et al., 2006). 
None of the institutions visited were staffed or attended (even on an irregular basis) by the range of multidisciplinary specialists required to conduct an appropriate developmental and rehabilitation program for children with developmental disorders. Therefore, there was a notable lack of opportunities for education, development and rehabilitation. The lack of adequate assessment, planning and care for children impairs their development and limits the possibility of their leading a more meaningful, independent and useful life.
4.3 Institutional isolation of disabled children 

Traditional attitudes to mental and physical disabilities in Georgia, as in many developing countries, result in the social stigmatization and consequent discriminatory treatment of people with mental and physical disabilities and their families. The placing of many of these institutions in remote and isolated locations appeared to be the result of a deliberate policy of isolating those with disabilities, which presumably will be a significant factor for social inclusion later. By being hidden away from society, these children do not have to serve as an unpleasant reminder of society’s failure to accept the responsibility to treat all human beings as equal and to assist those who are at a disadvantage. 

4.4 Conclusion
The diagnostic data point to significant deficits in medical training, the lack of a standardized diagnostic system and the absence of proper methods of assessment of children’s disabilities.  Many children are simply labeled as “mentally retarded” without the proper IQ and functional behavior assessments required by internationally accepted standards. Others are, by virtue of having another condition, such as epilepsy or cerebral palsy, assumed to also be “mentally retarded”, even though there is no necessary correlation between the former and the latter.  Other children have no diagnosis but are still placed in boarding schools and institutions or have a physical disorder and are placed in institutions for the intellectually disabled when this is not appropriate.  Infant House children are often “diagnosed” at birth or soon after, when in most instances no reliable diagnosis can be made.   

In effect, the current system allows children to be categorized and placed in State care with no proper checks and balances, no provision for systematic review of cases and no requirement that the diagnostician should be competent and able to meet international standards. As a result many children are stigmatized for life by removal from family care, by placement in institutions that offer inadequate care, inadequate or no education and which in some cases severely damage their development. They are further stigmatized by being labeled as “mentally retarded” or by being treated as if they were. As a result, even young children become “institutionally retarded” (Gogichadze et al., 2006; Parsonson & Rawls, 1999).  There is clearly a need for a trans-disciplinary approach to diagnosis and treatment programming for children identified as disabled.  Proper diagnosis of “mental retardation” or “neurological disorders” cannot be left in the hands of poorly trained medical professionals.  They require proper training in diagnostics and need to be part of a team of professionals, including psychologists, social workers and special education teachers who work together to assess children and to plan individual developmental and educational programs for them in consultation with their parents and wider family.  These teams also could provide parent education and child management training. 

The issue of Cerebral Palsy and inadequate standards of perinatal care needs to be addressed as part of the medical education program associated with review and training of obstetricians and gynecologists and other medical personnel attending births.
The MoES is aware of these problems and is currently wilint to contribute to changes, but this is very complex issue related to professional practices and professional standards of high education.
5.  Where the children lived
5.1 The institutions

There are more than 4000 Georgian children who are in State care in approximately 51 institutions but, for this study, the MoES selected 13 institutions that are specifically for those children reported to be either physically and/or neurologically impaired. These institutions were initially developed when Georgia was part of the Soviet Union in order to meet the needs of disabled children and young people and they effectively segregate children with disabilities from typically-developing children - with the exception of the two Infant Houses in which both categories of babies and young children live. The institutions are located throughout Georgia and have a history of affiliation either with what is now known as the Ministry of Health, Labor and Social Assistance, or with the Ministry of Education and Science. Their administration, physical and organizational structure, and personnel reflect the different approaches and functions of the two different Ministries. Those institutions which had, historically, been under the Ministry of Health, for example, were operated as medical institutions with a philosophy that their residents were in need of medical assistance and were either incapable of, or not in need of, any education. Those disabled children who had been placed in Ministry of Education institutions were deemed educable and less emphasis was placed on meeting their medical needs.

The institutions in this study include:
1. Four (4) institutions for permanent residence (Tbilisi Infant House, Makhinjauri Infant House, Senaki, and Kaspi), 

2. Seven (7) institutions referred to as “boarding schools” (Chiatura school #12, Kokhnari school #2, Signagi region Zemo Bodbe school, Kutaisi Gumati #2 public school, Akhaltsikhe School #7, Tbilisi school #200, and Gurjaani School for children with Cerebral Palsy) 

3. One day care centre for those with Cerebral Palsy (Kutaisi pension for children with cerebral palsy, “Tonusi”) 

4. One treatment and rehabilitation sanatorium for children with bone/joint problems and/or respiratory problems (Tbilisi Children’s Sanatorium “Gazafkhuli”).
5.2 Home-Based Children
There are no institutions in the Qvemo-Qartli region and so 81 home-based children with disabilities were chosen from this area for comparison with those children living in the institutions.  Some data were also obtained from a small sample of children from “typical families” during training of researchers and these are presented from time to time on some of the graphs purely for comparison purposes.
5.3 Physical Living Conditions
Given that the conditions under which humans live obviously impacts upon their development and socialization, the 13 institutional environments and their facilities and the Qvemo-Qartli home environments and facilities were generally assessed for

· Buildings condition 

· Ease of access around buildings and grounds

· Condition and amenities such as water supply, soap and towels

· Regularity of water, electricity, and gas supplies (or alternatives)

· Bedrooms and beds – condition, access to toilet, number of children per bed

· Kitchen and Dining – condition and equipment, cleanliness

· Type, availability, and access, to play and entertainment resources

· Educational resources – (e.g., classrooms, teachers, library)

· Yard condition, equipment, safety and access

· Availability and adequacy of support services
5.4 The Institutions 

Inadequate living conditions prevailed across all the institutions visited, to differing degrees. According to some administrators, state-allocated resources were reportedly inadequate for even basic maintenance of the facilities, provision of food, heat and clothing. Any improvements depended on donations and on the work of charitable organizations providing technical assistance. Living environments for children in most of the places were bare and in poor condition, with many lacking any visual stimulation and, at best, very basic entertainment of play materials. Sanitary facilities in some settings also were of an inadequate standard, being either primitive or poorly functioning.
Almost all institutions are divided into living and sleeping areas.  In some cases classrooms and other living areas were in better condition than sleeping areas. For example, in the boarding schools there were instances of some renovation, including heating and furniture in living areas and some of the classrooms had a limited amount of play equipment or educational materials. However, there was usually no heating in dormitories and bedrooms and no furniture, such as drawers or wardrobes, for storing personal items.

5.5 The Homes in Qvemo-Qartli
Conditions for children living at home with their families varied.  On the whole, they were best within the urban areas, such as in Rustavi and Tetri-Tskaro cities, where children were seen to have toys, books, clothes and their own private space. They were generally assessed as having had more social and educational stimulation than other disabled children which was supported by the home environment.  This was not the case for all home-based children however, as in a few families the parents also were disabled which severely limited the ability of those families to provide good levels of care and a stimulating environment.
In the rural areas of the region the living situation was also very bad for most children, as usually only one room was used for sleeping, this typically was heated with an open wood-burning stove. Toilet and bathing facilities were primitive and often outside of the house, in addition many of the houses had water supply problems.

5.6 Conclusion 

Observations indicated that a majority of the children living in an institution experienced living conditions that were of a low standard, particularly in terms of the state of the buildings, the toilet and washing facilities, water supply, heating and the sleeping environments.  While there have been some instances of improvements in a few institutions, often due to donations or technical support from international organizations, many appear to be poorly maintained and in bad condition. Further, many environments lack stimulation and access by residents to play and educational materials is limited, which affects cognitive and social development. These are issues of health and welfare that need to be addressed if children are to be properly housed while in State care.  
For those living at home some have good conditions, particularly in urban areas, but clearly homes in rural communities also present health and welfare risks for the disabled children. This raises questions about the level of support that families receive for continuing to care for their disabled children and the actual levels of support they may actually require to do so in a way that ensures the children are not seen as a burden or put at risk by low standards of housing and hygiene.
When deinstitutionalization is planned, there needs to be a proper evaluation of the living conditions to which children may be required to return, particularly for those with disabilities who may need adapted environments that enhance independence, such as access ramps, or indoor toilet or washing facilities that can be accessed from inside the house.  Given that poverty is one of the major factors behind institutional placement of children it is going to be important for appropriate social support to be available for families who accept their disabled children back into the home. If the environment is unsuitable, or increases the difficulty in providing effective care, families are going to be more likely to reject those children, again passing the burden of care on to the State.

6.  Institutionalized children’s contact with their families:

One very important component of inclusion is ongoing contact with family and inclusion in family activities and in family and community events. For children in institutions these opportunities for inclusion are limited and can only occur if they have opportunities to go home to join their family from time to time and/or if members of their family travel to the institution and visit their children.  Barriers to children’s access to home and visits by family may include isolation of the institution, distance from home, abandonment and family dysfunction and/or poverty and transport and accommodation difficulties. 
6.1 Regions from which children in institutions come and where families may reside:
The majority of the residents in the institutions are recorded as having parents and families, although it was not possible to ascertain which of them had one or both parents living. Of those with known family contact, other than the ones in the Kutaisi CP Daycare Center who all lived at home, the data in Figures 13, 14 and 15 below show that contact with home and parents was mostly both infrequent and irregular. One reason for this may be difficulty of access because of distance from home, so it was decided to put the information on maps. The maps below show the regions from which children originate and the institutions that they now live in. In each map, the institutions are color coded and the numbers indicating the number of children from a given region who live in a particular institution are color coded to match the institution. The numbers are placed in the regions from which the children originate. These are the areas that a resident would most likely have to return to if they were to be reintegrated into their home and if their families still remain there. Equally, these are the regions from which parents and families would probably have to travel to visit their children, and which children would have go to if they were to visit their families at home.  

Table 2.  The regional distribution of residents based on the institutional placement for all the boarding schools. 
	Institutions / regions
	Qvemo

Qartli
	shida Qartli
	Mtskheta-

mtianeti
	Kakheti
	Samegrelo

-zemo svaneti
	racha  / lechkhumi

-qvemo svaneTi
	Imereti
	Guria
	Ajara
	samtskhe-

javakheti
	Afkhazeti

	Chiatura school # 12
	_
	1
	_
	_
	_
	_
	46
	_
	1
	_
	_

	Kokhnari School #2
	_
	_
	_
	_
	_
	_
	2
	18
	5
	_
	_

	Signagi Zemo Bodbe school 
	_
	_
	_
	45
	_
	_
	_
	_
	_
	_
	_

	Gumati school #2 
	_
	_
	_
	_
	_
	_
	29
	_
	_
	_
	_

	Akhaltsikhe school #7
	_
	11
	_
	_
	_
	_
	_
	_
	_
	21
	_

	Tbilisi school #200
	66
	17
	12
	9
	1
	1
	5
	4
	3
	_
	_

	Gurjaani CP school 
	2
	_
	_
	70
	_
	_
	_
	_
	_
	_
	_


This shows that the most diverse group of children is resident in the Tbilisi School #200, which houses children from almost every region of Georgia.  Tbilisi has good access by transport so, despite the wide range of home locations, many of the residents of this school have mothers who visit and those mothers probably have some place to state in the capital (see Figure 15 below). 

The homes of children in Signagi Zemo Bodbi School are 100% in Kakheti region. But,   social and economical circumstances of their families have been referred as “very difficult”,  which may explain why more children from that school are either not visited at all or only occasionally visited by their mothers (see Figure 15 below). The residents of Gurjaani CP School are in a similar situation, with all but 2 coming from Kakheti, although about 45% receive no maternal visits and about 20% only receiving occasional maternal visits (Figure 15), but students of this institution have frequent home visits, unlike Kokhnari.  

The highest visiting rates by mothers were for the Gumati School #2 and table 2 shows that all of these residents are located in the Imereti region, which may well explain why more mothers are able to access their children. 

While the majority of students attending Kokhnari School #2 are from Guria, only about 50% of them have experienced maternal visits (Figure 15). This can be explained by the remote location of this institution. 

Generally boarding schools serve residents from the same region. But access may depend too on the adequacy of transport systems and family circumstances. 
These findings suggest that one way of increasing maternal visits, if not those by fathers or other relatives, might be to provide better access to transport and, in cases of poverty, some financial support for paying for travel to see children, at least in the early stages of any process transition back into family care.

Table 3 .  The regional distribution of residents based on the institutional placement for all the residential institutions.  The data from the small number of children assessed in the Tbilisi Infant House make it clear that they are drawn from five regions.  
	Institutions / regions
	Qvemo

Qartli
	shida Qartli
	Mtskheta-

mtianeti
	Kakheti
	Samegrelo

-zemo svaneti
	racha  / lechkhumi

-qvemo svaneTi
	Imereti
	Guria
	Ajara
	samtskhe-

javakheti
	Afkhazeti

	Makhinjauri IH 
	_
	_
	_
	_
	_
	_
	1
	1
	2
	_
	_

	Tbilisi IH 
	3
	1
	1
	_
	_
	_
	_
	1
	_
	1
	_

	Kaspi 
	13
	1
	_
	4
	_
	_
	3
	_
	_
	_
	_

	Senaki 
	5
	_
	_
	5
	9
	_
	5
	1
	2
	_
	_


This may, in part, explain the low maternal visiting frequency recorded in Figure 15, although it needs to be noted that this institution also has restrictive and discouraging visiting policies which are more likely to be an inhibiting factor (Gogichadze et al., 2006).  Importantly, it also raises issues in respect to efforts at gate-keeping to restrict new admissions to that institution, which are mainly focused on Tbilisi maternity houses and prenatal services.  Clearly, if gate-keeping is to be effective, there will be a need to expand access to gate-keeping services into regions well beyond Tbilisi. The situation for the small number of residents of Makhinjauri Infant House is different, since they are drawn from Adjara itself and adjoining regions. Still, two of these children were never visited, which could be due to institutional policy or to parental poverty or abandonment

Senaki and Kaspi Institutions both had low rates of maternal visiting (Figure 15) and as can be seen from table 3, children in Senaki are from more widely dispersed regions, which probably explains why a slightly larger proportion of them receive no maternal visits than was the case for Kaspi.  Of course, diversity of region of origin represents only one variable, another is the fact that many of these children and young persons were given up into Infant Houses, so they may have been abandoned by their mothers at that stage. There are no systematic procedures allowing institutions or the children and young persons themselves to maintain contact with families and few of these residents ever travel to their homes for visits (see Figure 14). 

Table 4 below shows the regional distribution data for children and adolescents in the Sanatorium Gazafkhuli and the Kutaisi CP Daycare Center (“Tonusi”).  .  

	Institutions / regions
	Qvemo

Qartli
	shida Qartli
	Mtskheta-

mtianeti
	Kakheti
	Samegrelo

-zemo svaneti
	racha  / lechkhumi

-qvemo svaneTi
	Imereti
	Guria
	Ajara
	samtskhe-

javakheti
	Afkhazeti

	Sanatorium Gazafkhuli 
	11
	5
	2
	2
	1
	_
	_
	_
	_
	_
	_

	Kutaisi CP daycare 
	_
	_
	_
	_
	_
	_
	28
	_
	_
	_
	_


As would be expected of the latter, all children and adolescents attending the Daycare Center are located in the region.  The Sanatorium, because of its specialist health services, draws almost half of its patients from a number of regions outside of Qvemo-Qartli, mostly from those adjacent to Tbilisi.  However, because these mothers stay and assist with care of their children, the data on regularity of maternal contact show high levels (see Figure 14).  The presence of mothers there may also explain why Sanatorium residents have the highest proportion of visits from fathers! (see Figure 15).

In essence, these maps show that in many cases children do not live far from their families. However, problems with difficult terrain, poor roads and access to means of transport, as well as any costs of travel and access to, and cost of, accommodation can make visits extremely difficult, especially for the poor.  In addition to these barriers, children in the Infant Houses come from diverse regions and then are moved on to other institutions according to their age, sometimes far from the family’s home, meaning even tenuous contact is lost or made all the more difficult.  Others, such as many those in the boarding schools, may be expected to help with summer harvesting but, because of poverty, family dysfunction or bad living circumstances are sent away from home to school at other times of the year.

6.2 Visits by children to home: 
Figure 13 provides detail of residents’ home visits. It shows the home visit frequency and proportion of residents in each care setting according to four frequency categories. The care settings are 7 boarding schools, the 4 residential institutions, the CP daycare centre and the sanatorium. The data are presented as proportions because the numbers of children and young persons across these four categories of care setting obviously vary.  This graph shows that, as might be expected, the group of children who most frequently visit their families are the children with Cerebral Palsy in the daycare centre. The obvious reason for this is that they stay with their families each night. The next group of children who visit their families most often are the children from the boarding schools.
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The graph shows that just over 60% of the children in the 7 “boarding schools” have visited their families 10 times or more. These visits may only happen in the summer when the school year is finished and, given that many of the children in these institutions are boys, this may be so that they can help with the additional physical work of harvesting. It also may be a time when more food is available to the family. One tenth of the boarding school children never go home, and 25% make only occasional visits, although this may be due more to recent enrolment in the school than to limitation of opportunity.
In sharp contrast to the other groups of children, 75% of the children in the four permanent resident institutions (the two Infant Houses, Senaki, and Kaspi) have never visited their homes. A few of them have been home 1-4 times, one from 5-9 times, and one much more frequently.  Possible reasons for this is that parents of some children are not known, some of the parents have abandoned their children or found it too difficult to get to the institutions to keep up a relationship with their child and/or not found it emotionally easy to visit them. In comparison, about 50% of the Sanatorium children had not visited their home since admission, but almost 35% had visited 5 or more times. This may be because their homes are nearby and they have problems related to respiratory rather than skeletal system.
Data on the relationship between length of stay in institution or boarding school and frequency of home visits were graphed and analyzed (to save space the graphs are not displayed in the text).  These show that children in two boarding schools, Chiatura School #12 and Gurjaani CP School, had a high frequency of home visits regardless of length of time in the school. Of the other boarding schools, frequency of home visits was more evidently related to length of time the children and young persons had been enrolled in the school, with frequency of home visits increasing with duration of enrolment. However, it should be noted that even after 5 years, 20% of those enrolled for that long in the Tbilisi School #200 had never visited their homes.  

By way of contrast, the situation was reversed for Senaki Institution, where 50% of the more recently arrived residents were more likely to have had some occasional contact with family, whereas this fell to between 0 and 20 percent for those who had been there from 1 to 5+ years.  The situation for those in the Kaspi Institution was somewhat better, with about 50% of those who had been there between 0 to 5+ years having had at least occasional home visits.  Equally, it is clear that for most children and young persons in these two institutions, home visits are, at best, rare, and for 50% or more of the residents such visits do not occur at all  Even in the best circumstances it is evident that contacts with family outside of these particular institutional environments do not contribute meaningfully to social integration, opportunities for inclusion or to the  development of  independent living skills and ongoing family involvement in their lives. 
6.3 Visits to institution children by family and others:
Relationships between children and their families can rest not only on opportunity for children to visit their homes but also on families visiting them at the institutions. The following series of graphs (Figures14,15, 16 & 17) show the frequency of visits to the children in the different institutions by their mother (Figure 14), their fathers (Figure15), their other relatives (Figure 16) and any other person including family friends and professionals from outside the institutions (Figure 17).  
When viewed together, these graphs show that most children report they either are never visited or are only occasionally visited, indicating that many children are effectively estranged from their families and from those from the world outside of the institution. Of the contacts children had from families, the data summarized in Figure 15 show that, as might be expected, mothers had most contact with their children when compared with visits from fathers, family relatives or other persons. However, proportionally, children living in the more hospital-like residential institutions for disabled children were even less likely to be visited by their mothers than those living in the boarding school institutions. This was particularly the case for the few infants from the Tbilisi Infant House who participated in this study. In contrast, the children in the Sanatorium and those attending the Kutaisi CP Daycare saw their mothers more regularly than any other groups of children. This obviously is consistent with the children with Cerebral Palsy going home each day after daycare, and the fact that a number of mothers stay at the Sanatorium to help with child care for the comparatively short period of time that their children have to receive their treatment.

What is very evident in Figure 14 is the fact that children living in institutions (Makhinjauri and Tbilisi Infant Houses and in Kaspi and Senaki) were the least likely to be visited by their mothers, which raises questions about visiting policies, methods of maintaining family contacts by children, and ease of access to institutions by family due to institutional policy, family poverty or transport difficulties.
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If family contacts are to be encouraged and increased as part of any policy of reintegration of these children and young persons, barriers to contact need to be evaluated and addressed.

As is demonstrated in Figures 15 and 16 below, few children in any setting were visited by their fathers or by other family members, with the exception of those children in the Sanatorium, who were more likely to be visited by a father or family member than were children in other settings.
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It is probable that fathers and other family members may have visited boarding school and institution children along with mothers at times, perhaps in the role of providers of transport. The two Infant Houses stand out as places where children were unlikely ever to be visited by their father or other relatives. Despite this a few fathers do visit some children. The reason for this needs further exploration as it may help future efforts to maintain family contacts and/or may highlight separate issues such as parental divorce or separation or child custody issues that would need specific attention. 
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In general, however, economic factors, such as work demands or poverty, or social factors, for instance family breakdown or gender roles, as well as institutional policies may contribute to lack of involvement of fathers and wider family in contact with these children and adolescents when they are residing away from home.  

Figure 17 shows that, generally, children were very rarely visited by other, non-family, persons, such as family friends or outside professionals.  
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6.4 Conclusion
In essence, children with the more severe disabilities are unlikely to be visited by anybody. The reasons why children in some institutions were likely to be visited more often than those in others probably relate to whether institutions have systems in place that facilitate or hinder visits, their proximity to the family home, the ease of access by transport, the level of the child’s functioning and/or the nature and consistency of the child’s relationships with their family since being placed in State care.

On-going family contact often is lost, especially when children are moved from Infant Houses to other settings, such as Kaspi or Senaki or to one of the boarding schools. In addition, there are barriers in the Infant House context to families who might want to visit their children or take them home for brief periods, which increases the likelihood of abandonment for those children.

There are no evident social support mechanisms or established institutional policy requirements that either provide for or actively encourage the ongoing maintenance of contacts between children taken into State care and their families.  The data on home visits and visits by parents and family reveal that, even in some of the so-called boarding schools, there are children who never go home to their families or who never are visited by them. The data also show that those considered more disabled and who are placed in the institutions are the most deprived of family contact, for both home-visits and visits from their family. Not only does this have serious consequences for their personal psycho-social development, in terms of isolation from family and society, but it also deepens their sense of loss and abandonment.  For example, one young woman in Senaki institution asked a researcher if she had a mother, the answer was “yes”.  She then asked if the researcher had seen her mother, the answer was “yes”. The young woman then said, “I have a mother, but I have never seen her. I would just like to see her once before I die, even if it is just for a minute”. This young woman was labeled “Mentally retarded”. Her pain and sense of loss were clearly evident. 

In addition to child trauma, by isolation from family contact, the family also loses any sense of “inclusion” of that child, which enhances the complexity of reintegration. In effect, both parents and children will need psychological assistance in any program of reintegration.  In the writers’ experience some institutional children have been told by staff that their parents are dead, even when this is not the case, which also creates potentially traumatic situations if reintegration is subsequently attempted.  As a result, these factors combine to increase the complexity and difficulty of any program of familial and social reintegration of such children and adolescents.  

Any planned deinstitutionalization process has to give due regard to the need to prepare families and their children for reintegration and the fact that this has to be given time and the necessary support systems and services so that prior to any integration the child and family have been given opportunities to try to re-establish relationships. This should include social and psychological assessment and support, assistance with transport to encourage meetings between children and parent(s) and a planned and staged process of reintegration.  There certainly should be no sudden institutional closures or attempts to move children or young persons into the community or different settings.

Due regard also needs to be given to the provision of adequate ongoing family support and monitoring of the process of integration, otherwise neither families nor children will cope, with the resultant risk of rejection or abuse which could lead to abandonment, increases in homelessness, mental illness and crime.  
7.  Independent Living Skills


Independent living skills are essential to family and community integration.  Children need to learn core skills in self-care, including self-feeding, dressing, hygiene, along with communication skills, competence in using money wisely, purchasing and preparing food, buying clothing and other essential living and work skills. These skills have to be effectively taught and should be part of their everyday learning and living, regardless of their disability, so that they can take a place in society and function to the best of their ability within it.

The data in the two graphs (Figures 18 & 19) below show, proportionally, the percentages of children who were identified by the Georgian Adaptive Behavior 
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 Screening Instrument (GABSI) as dependent, semi-independent or independent. 

The graphs separately represent data from all children aged 4-9 years (Figure 18) 

and 10-18 years (Figure 19), respectively, living in the 13 institutions and those living in family homes in the Qvemo-Qartli region.  It needs to be noted that in some institutions (e.g., Tbilisi and Makhinjauri Infant Houses and Kaspi) the numbers of children in the 4-9 age group were small, which suggests caution is needed in interpreting the findings).

As expected, the 4-9 year-old children (Figure 18) in most settings are identified as either dependent or semi-dependent and the highest levels of dependency are to be found in the institutions for young children (Tbilisi and Makhinjauri Infant Houses) and those for the children identified as more severely intellectually and/or physically disabled (Kaspi, Senaki and Kutaisi Cerebral Palsy Daycare).  Small proportions of young children in some Boarding Schools are dependent, most are semi-independent and there are small numbers who are identified as independent in three schools (Kokhinari School #2, Signagi Zemo Bodbe School and Gurjaani Cerebral Palsy School) and in the Sanitorium Gazafkhuli. 
The latter children have lung and bone disorders and are not institutionalized on the same long term basis as children in the other institutions, they also have high levels of contact with family, which may explain their status on this measure.  Fifty-five percent of the younger children in the Qvemo-Qartli home-based sample are semi-independent and 5% are identified as independent, which shows them to be very different from their counterparts in the Infant Houses, Kaspi and Senaki, most of whom were rated dependent.  The comparison group of non-disabled children from “ordinary homes” in Tbilisi were the most independent (25%), but not significantly different from the children from two of the boarding schools (Kokhnari and Signagi) and the Sanatorium.

The dependence-independence data from the older children and young persons (Figure 19) show that moderate proportions (over 40%) are independent in five boarding schools (Chiatura School #12, Kokhnari School #2, Signagi Zemo Bodbe School, Tbilisi School #200 and Gurjaani Cerebral Palsy School) and in the Sanitorium Gazafkhuli.  In two boarding schools, Gumati School #2 and Akhalsikhe School #7, there are higher levels of semi-independence than in other boarding 
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schools and 20% or fewer of those in this age group are identified as independent. The highest levels of dependence are to be found in children and adolescents in Kaspi and Senaki institutions, the Kutaisi Cerebral Palsy Daycare Center. While it would be expected that higher proportions of those in the older age group across all settings would be independent, the data point to significant proportions in five institutional settings who have not been in any way assisted in obtaining independent living and educational skills that prepare them for either inclusion in family or school or, if older, for self-sustained living beyond an institution.
For those living at home, whether disabled (Qvemo-Qartli) or not (Ordinary Homes), the biggest proportion are only semi-independent, which probably reflects more the fact that these children were mostly younger than those in the institutional settings.  Still, it is evident that many boarding school children in this age group achieve higher levels of independence than their equivalents who are raised in ordinary homes, which suggests there is either more opportunity or more pressure to behave independently in those settings.
7.1 Conclusion
Of course, some of the differences between settings can be accounted for by differences in ability and age of the children in them. However, experience in working in Georgian institutions for the more disabled children and young persons also indicates that there are no systematic programs to develop social, educational or independent living skills, so that Infant House children aged 3 or more years do not necessarily get taught beginning skills in how to feed, toilet or dress themselves, and those in institutions for older disabled children, like Kaspi, are also often fed, dressed or toileted, regardless of ability level. 

Since these skills can typically be quite quickly taught to children with disabilities (Ward & Parsonson, 1982), there are at least three explanations for these children’s lack of skill. First, the staff do not think the children are capable of learning these skills. Second, it is likely that the staff in these institutions have no knowledge of, or skill in, teaching the children basic self-care behaviours. Third, feeding, dressing and toileting of the children probably is more convenient and less time-consuming from the perspective of staff. It is clear from the data in Figures 18 and 19 that earlier abandonment into state care, such as to an Infant House (and thence to an Institution) results in a much lower probability of developing independent living skills. There is no reason to believe that early abandonment is primarily correlated with severity of disability, since even those who are not disabled at birth and who are abandoned in Infant Houses fail to learn essential beginning self care and language skills (Parsonson & Rawls, 1999).
Boarding school children tend to have more mobility and freedom, as well as higher levels of contact with family (see Figures 13 -16), and some who make forays into the community tend to develop degrees of independent living skill in a haphazard fashion. The situation for those in the Kutaisi Cerebral Palsy Daycare Center may be different because, despite high levels of family contact, only one of the older age group reached the independent living criterion on the GABSI. This is, in part, explained by degree of CP disability and, for some, absence of verbal communication (see Figure 20) and, in part, by the absence of any education program for all of the others in that setting (see Figure 21). 
Given that verbal communication is important both in terms of independent living and in access to education, it is clearly likely to be a major factor for the children and adolescents  who lack  this vital skill.  As the data in Figure 20 clearly demonstrate, it 
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is those in the Kutaisi CP Daycare Center, the two Infant Houses and Kaspi and Senaki Instiututions who are most affected, as are 30% of the home-based children in Qvemo-Qartli While limitations of verbal communication are to be expected for some persons with Cerebral Palsy, the absence or limitation of verbal behaviour in the Infant House children and the Kaspi and Senaki children and young persons is more likely to be due to a lack of verbal stimulation in early childhood than to be caused by neurological abnormalities. This lack of stimulation  was noted in Tbilisi Infant House children in two reports (Parsonson & Rawls, 1999; Gogichadze et al., 2006) and since most of those assessed in Kaspi and Senaki Institutions would have previously been held in one or other of the Infant Houses, this is the most likely cause, especially since very few of these inmates have neurological or physiological causes which would explain their limited communication ability or mutism. 

These communication difficulties have to be effectively addressed if these children and adolescents are to be effectively transitioned back into community life. For those with CP who have major communication problems alternatives, such as symbol boards, might offer assistance, speech-language therapy may also assist many to communicate more effectively.  Children in institutions such as the Infant Houses need more verbal stimulation and adult interactions aimed at developing and extending their vocabularies.  Although there are some logotherapists in Infant Houses, their effectiveness in encouraging language development is limited by the general lack of caregiver staff communication and conversation with children because of poor staff:child ratios and lack of training (Gogichadze et al., 2006).  Changes in these areas will both benefit children’s development and their ability to move towards independence in later life.
8.  Involvement in formal education

Formal education is an essential preparation for social inclusion, since one cannot easily find a place in society without the essential, functional life skills that education provides. For the purpose of the study, formal education was defined as attending school, receiving some form of tuition from a teacher in an institution or working in a workshop learning a skill. As a very small number of children was recorded as receiving some education in one or more of the above it was decided to collapse the data to indicate what proportion of children in each setting participated in some form of formal educational activity. 
8.1 Access to some type of formal education


The data are shown below in Figure 21. As might be expected, all of the boarding school children participate in some form of education, including either attending classes in the institution or having some brief lessons from a visiting teacher or, in a few instances, engaging in workshop activity.
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The number of hours engaged in any of these educational activities daily varies from child to child and may range from several hours to just one hour on a given day by a visiting teacher. Only one child attending the Kutaisi Cerebral Palsy Daycare Center received any formal education, she did so because she left the Center to spend periods of time in a nearby school. The other children and young persons attending received no formal education despite the fact that CP is not necessarily associated with intellectual disability. Similarly, for some reason, only about half of the children in the Sanatorium received any lessons from the visiting teachers, which means that while hospitalized half of these children miss out on critical educational opportunities, as do those in Kaspi, almost half  of the children in Senaki and the ones living at home in Qvemo-Qartli.  Of the latter, most of those receiving an education did so through attending a school in their home locality, which points to a degree of acceptance of inclusive education in some sections of that region. 

Some children missing out on education may be excluded because of verbal communication deficits (see Figure 21 above), since there seems to be a correlation between lower access to formal education and children in the relevant settings with those deficits.  This points to a need for an emphasis on development of communication in the Infant Houses, Kaspi and Senaki and for those with Cerebral Palsy.  Alternative modes of communication and appropriate therapeutic interventions could contribute positively to the children’s development and opportunities for inclusion and social reintegration.
8.2 Evidence of functional learning
Of course, exposure to some form of formal education, as assessed in the above graphs, does not  provide any  guarantee that  such  exposure was to either a skilled 
teacher or to an appropriate curriculum. In addition, the availability and quality of educational resources and materials for learning or access to an appropriate learning environment needs to be evaluated. Figure 22 presents the GABSI data.
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In an effort to try to assess the levels of learning of basic self-awareness, arithmetic, reading, written communication, money handling and time awareness skills of the children and young persons, we examined the GABSI data from the relevant domains (see Figure 22 above). This assessed such knowledge as whether they knew their name, where they lived, whether they could recognize numbers, count or add, whether they showed any interest in a book, could name items in pictures or read, and whether they could hold a pencil, write their name or write a paragraph. It also assessed their ability to identify coins and count money as well as their knowledge of time, such as days of the week, calendar months, and telling the time of day. 

The data in Figure 22 are averaged and inclusive of all age groups and also because the GABSI only measures functional skills, these data provide only a very general indication of how children in any given setting performed academically. Given those caveats, what is evident, but hardly surprising, is that the children who attend the boarding schools and the Sanatorium consistently performed better than children and adolescents in institutions such as Senaki and Kaspi and those attending the Kutaisi CP Daycare Center, who are effectively denied access to any meaningful education despite the fact that many may be able to learn if given an adapted curriculum and skilled teachers of those identified as having special educational needs. 

Most of the Infant House children are below school age, and thus have not had any formal education, but it is obvious that they perform almost as well as those in Kaspi, Senaki and the formerly institutionalized Qvemo-Qartli children and young persons who have been reintegrated into families.  This result further emphasizes the very devastating effects of institutionalization and the lack of adequate educational programs in both Kaspi and Senaki. This failure to educate is of especial concern given that many of these residents are likely to have been misclassified and may well have been able to benefit from some organized educational activities, even if they did have some form of disability and/or verbal communication deficits.
Of the children in family homes in Qvemo-Qartli, it is clear that those who have never been in institutions perform better than those who have been reintegrated into their families after time in institutions. These home-based children, and those from “typical homes” were, in general, younger than the children in boarding schools but, despite having had less exposure to formal education than their boarding school counterparts, still performed well by comparison.

Comparing across the boarding schools, it is evident that, on average, the residents of Gumati School #2 and Alkhaltsikhe School #7 performed the most poorly academically and those from Gurjaani CP School and Signagi Zemo Bodbe School performed the best. In fact the latter were, on average, close to the levels achieved by the average child in a “typical family”. In the two poorest performing schools, the average resident did not score on more than half of the items in any of the identified academic categories and even in the best of the schools the average was only marginally better. 

Although no specific attempt was made to evaluate the quality of classrooms or the quality and availability of educational materials, observations noted by researchers during visits to various settings indicated a general absence of books, especially of modern books and library facilities, even in the boarding schools. Some institutions had been donated money to renovate classrooms, but there was a distinct absence of stimulating pictures or posters in most settings.

8.3 Conclusion
These educational data show that denial or strict limitation of access to education is a significant factor for most of the disabled children in institutional environments, those in the Sanitarium and those in the Kutaisi CP Daycare Center. It appears that even when there is no intellectual deficit, as for example in the Sanitarium children and, most likely, for a proportion of those in the CP Daycare Center and the Infant Houses, access to educational activities is not universal. The distinction between universal access by children to some formal education and by others to little or no education lies in whether the placement is defined as a “school” or as an institution or Center which houses children or adolescents with a disease or disability. This distinction creates a false dichotomy which clearly discriminates against children identified as being in some way disabled by assigning them as uneducable and is particularly harmful, given the early age at which many children are “diagnosed” and when those “diagnoses” are of questionable validity.  The consequence of such a policy is to further enhance the levels of disability of such children by institutionalization and to consign them to an even more limited participation in society than that which is consequential solely on being identified as disabled.  Efforts to enhance verbal communication skills would also contribute to many more children being able to access formal education, even if adapted curricula were necessary.
Since the GABSI is only designed as a screening instrument, it does not accurately assess academic performance and as the data have been averaged, these findings have to be interpreted carefully.  However, they raise questions about the adequacy of educational programs in all of these settings and point to a need for careful educational assessment of all of the children and adolescents in State care before any attempt is made to close institutions and to integrate them into the regular school system. To fail to do this will simply set these children and young persons up for failure, community ridicule and a deep sense of inferiority from their inability to function in society. A likely consequence of such a situation is consignment to a life on the margins of society and a descent into mental illness or criminal activity.  

Another issue that needs to be addressed is the training of teachers with a knowledge of teaching children with special educational needs and the skills to transfer this into effective classroom programs. This training  needs to be backed up with appropriate training for existing classroom teachers and for the training of teams of psychologists, social workers, physiotherapists, occupational therapists and paraprofessionals to provide support services for inclusive education, wocational training and placement at regional and rayon levels.

9.  Opportunities for Social Inclusion

Opportunities for social inclusion are important because they allow children to experience normal patterns of social interaction and to develop appropriate social skills.  Children with disabilities need these opportunities to develop basic social competence and to allow them to learn how to be a part of their family and community.  Isolation from society prevents the essential learning and experiences necessary for living effectively within the normal social milieu. Institutionalization or isolation at home hampers social and personal development and makes subsequent social integration all the more difficult.

9.1 Evaluating opportunities for inclusion
These opportunities were identified by a questionnaire which contained 17 items covering a range of normal inclusion experiences or activities with family, neighbors and peers. The frequency of engaging in the experiences was rated from 0 to 4, the overall scores were converted to an index to derived from the total number of items scored and the frequency score obtained on those items. A total score of 17 or less was classified on the index as “Very Low”, scores in the range 18-34 were identified as “Low”, those in the range 35-51 were classified as “Moderate” and those ranging between 52 and 68 were assigned as “High”.  The data in the three graphs below (Figures 23-25) show, respectively, the proportions of children and adolescents in each setting who fell into the various index categories of social inclusion opportunity overall (Figure 23), for ages 4-9 years (Figure 24) and for ages 10-18 years (Figure 25).  The data on each graph show that no disabled children, whether living in a boarding school, institution or at home, were identified as having high levels of inclusion opportunities.  
Looking first at the overall graph (Figure 23), it is evident that in only three settings are there 50% or more of the children whose inclusion opportunities can be classified as, at best, low or moderate (Gurjaani CP School, Kutaisi CP Daycare Center and home-based children in Qvemo-Qartli).

The data for the Daycare Center and the home-based children, whether disabled (Kutaisi CP Daycare Center and Qvemo-Qartli Home-based children) or not (Typical Family Children) clearly indicate that there are benefits to not being in an institution when it comes to inclusion opportunities.  The Gurjaani CP School data are likely to be explained in part by the higher independence levels of the children in this particular school (see Figures 18 and 19 above) and, possibly, to a degree by the pattern of home visitation which, as noted, was consistently high for many residents over their stay in the school.  
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Looking at the graphs below which separate the children into two age groups, it is obvious that, for the 4-9 years age group (Figure 24), children in only four institutional settings have any meaningful proportion receiving inclusion opportunities, and then mostly at a low level, namely Signagi Zemo Bodbe School, Akhalzikhe School #7, Gurjaani CP School and the Kutaisi CP Center.  
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The remaining four boarding schools and the three institutions offer their young children virtually no such opportunities.  The Qvemo-Qartli children are mostly better off than all of those in institutions and most of those in boarding schools when it comes to inclusion opportunities, while those from typical families in Tbilisi were clearly given more opportunities than any of the others in this age group. The Sanatorium data probably reflect opportunities being limited by medical requirements, since many children there spend most of their days in bed. 

Data in Figure 25 from the older age group (10-18 years) show that while in most cases the opportunities are still extremely limited, a higher proportion in this age group, than was the case for the 4-9 age group, experience low to moderate levels of inclusion opportunity. The two institutions for more severely disabled children and young persons (Kaspi and Senaki) stand out as the most limited when compared with the other settings apart from the Sanatorium Gazafkhuli  which,  again, probably reflects limitations solely due to medical condition in that case.
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Given that the older children and adolescents in the Sanitarium were shown to be among the most highly independent (see Figure 25 above), the probability is high that the “Opportunities for Inclusion” data reflect their current situation, rather than reflecting their lifetime experience. The situation for the Qvemo-Qartli home-based children and young persons is much better than for those in institutions, such as Kaspi and Senaki, and is similar to that for those attending the Kutaisi CP Daycare Center.  A surprising finding is that although the “typical family” children and adolescents in Tbilisi had the highest proportions with moderate levels of inclusion opportunity, none achieved a high level. This may be because the criteria for achieving that were too difficult to achieve or because they were generally at the younger end of the distribution and had less opportunity to reach the standard.   

Among the children and adolescents of all ages experiencing low levels of inclusion opportunity, those in the Sanatorium are likely to be a special case, in that they are temporarily prevented by their health condition from having current inclusion opportunities.  Given they have high levels of maternal contact and generally higher independence skills, it is likely they will return to normal community participation once their medical condition has improved enough for them to return home.

When comparing the 4-9 year-olds’ graphs for levels of dependence-independence and inclusion opportunities (Figures 18 and 24), there is no evidently consistent correlation between these two variables, possibly as a function of age. However, there does appear to be a positive correlation, particularly for the Boarding Schools the Kutaisi CP Daycare Center and the Qvemo-Qartli children and young persons, when comparing these two variables for the 10-18 year olds (see Figures 19 and 25).  
9.2 Conclusion
Lack of access to social inclusion opportunities at a young age is likely to limit the development of social competence and to increase difficulty in coping with life outside of the institutional environment because it is both unfamiliar and potentially threatening, which suggests that many of the institutions need to develop programs which enhance opportunities for social inclusion. Some initiatives that have been successful internationally include participation in community events, increased family contacts, integration of institutional children with children and families in local communities, and arranging sporting and cultural activities which bring residents and non-resident children in the community together.

What stands out in respect of opportunities for inclusion for the children and young persons in other settings is that very few of them, other than a small fraction of the older group who live at home or in four of the seven boarding schools, have even “moderate” levels of inclusion experience.  This is surprising since some, such as over 80% of the boarding school residents, make occasional home visits at weekends or in the school summer vacation (see Figure 14). This suggests that these children, even when living at home, visiting home or placed in a school within a community, are essentially invisible, isolated or hidden away, thus being denied access to normal social interactions with extended family, peers and neighbors and participation in community activities. 

10.  Children’s relationships with peers and adults
Each child’s relationships with other children and with adults in their environment were determined through the use of socio-grams which identified number and nature (positive or negative) of relationships between them and others.  The findings are shown below in Figures 26-29.  
10.1 Positive peer relationships
What is evident when the peer-peer positive relationships shown in Figure 26 below are analyzed is that children in institutions (Infant Houses, Kaspi and Senaki) have the lowest proportion of peer relationships.  Lower numbers of peer to peer relationships are to be expected in the Infant Houses, since young children normally have smaller numbers of peers as friends.  Despite this, normal four to six year-olds (the age range of children evaluated in these settings) could be expected to identify at least one friend, which is not the case for almost all of these children.  Kaspi and Senaki both have a majority of residents aged 10-18 years, but approximately 60% of those in Kaspi and 45% of those in Senaki have no one they or, if they did not speak, their caregivers could identify as a friend with whom they have a positive relationship.  Most of the Kaspi and Senaki residents would have come from an Infant House, where other research (Gogichadze et al., 2006; Parsonson & Rawls, 1999) has established, at least in the case of Tbilisi Infant House, that children do not develop social relationships with peers or adults. The findings in the present research point to an absence of ability to form positive peer attachments which probably stems from earlier childhood deficits in social development. About one fifth of the young persons attending the Kutaisi CP Daycare Center and 15% of those at home in Qvemo-Qartli have no peer relationships. The latter group may be homebound for some reason, such as severe cerebral palsy, since 41% of those at home in this sample were diagnosed with CP, which may explain their lack of peer relations. However, the children and adolescents attending the CP daycare center are regularly in each other’s company and should, by any standard, be able to form some sort of relationship with others attending on a daily basis.
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Their situation may need addressing with the introduction of programs that enhance social interaction and mutual activities, so as to build social relationships for those missing out.
10.2 Negative peer relationships
The data on negative peer relations in Figure 27 show that in four of the boarding schools most of the residents report no such relations.  In three schools (Signagi Zemo 
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Bodbe School, Tbilisi School #200 and Gurjaani CP School), some 40% of residents report negative relations with one or two others. This also the case in the Sanatorium Gazafkhuli, which has the highest proportion of reports of 1-2 negative peer relations.  These data raise the question of whether or not there is a degree of bullying, teasing or harassment of some kind occurring in these settings.  They also raise issues in the event of institutional reorganization, especially in the case of the boarding schools. If, for example, young persons unable to be reintegrated with families or placed in alternative family care were moved from the schools into smaller residential units, the nature of their relationships with other residents would need to be evaluated and taken into account in order to avoid continuing and major conflict or harassment.
Maukhinjauri and Tbilisi Infant House children could not identify social relations because of their low age, mental or speech problems, and the nurses were not well informed about the children’s social contacts. This latter point may reflect the recent appointments of some staff, at least in the Tbilisi Infant House, who may not yet have had enough time to know their charges. 
About one fourth of the children and adolescents living at home in Qvemo-Qartli have negative relations with one or two peers. This may point to harassment at school or home by peers or siblings. Children with disabilities who are integrated into family and/or community are not immune from harassment, they may find themselves stared at, called names or being teased on account of their being different.  Part of the process of community integration includes community education and protection of the disabled from various forms of harassment or exploitation by others.  

10.3 Positive relationships with caregivers
As is evident in Figure 28 below, most of the children and young persons assessed indicated that they had positive relationships with one or more caregivers, particularly those in four of the boarding schools (Chiatura School #2; Kokhnari School #2; Signaki Zeno Bodbe; Tbilisi School #200; and Gurjani CP School), the Sanatorium Gazafkhuli and those living at home in Qvemo-Qartli. Two boarding schools (Gumati School #2 and Akhalziki #1) and the Kutaisi CP Daycare Center had approximately one fifth of their residents who reported no such relationships, which is a concern, given that residents in these settings are dependent on adults for their continuing care and individual development.
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For the Boarding School children who, unlike those at the Daycare Center, are isolated from family, this situation is of particular concern, since friendship, support and nurturance from a caring adult are very important in a child’s development. This finding raises issues of standards of care in those settings. 

Of course, this also is an issue in the two Infant Houses and in Kaspi and Senaki institutions where 40% or more of the children have no relationship with an adult caregiver.  Earlier research in the Tbilisi Infant House (Gogichadze et al., 2006; Parsonson & Rawls, 1999) showed that lack of development of attachment was a major problem for these children. As most children from the Infant Houses eventually progress to Kaspi and Senaki, it is clear that a significant proportion of them continue to have attachment difficulties and that there is little effort by the institutions or their staff to develop programs to change the situation or to enhance the lives of these children and young persons.  For them, this must magnify their isolation from family and society and help to further disable and damage already disabled and damaged persons.  

10.4 Negative relationships with adults
As with peer relations, most of the  children and young  persons assessed  reported no 
negative relations with adults (see Figure 29 below). Two settings stand out, namely the   
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Sanatorium Gazafkhuli and Gurjaani CP School where, respectively, approximately 40% and 30% of the residents reported negative relations with one or more adults. Since no reasons were sought one can only speculate but, as Figure 34 below shows, the average of negative interactions directed at children by caregivers was highest in the Sanatorium and this may explain why children there have negative relations with caregivers. Another factor here for some children may have been that caregivers carried out treatment procedures to assist lung or bone recovery that included physical restraint or were painful, leading to dislike.

In the case of both of these settings it also was notable that they had the highest proportions of residents reporting negative peer relations, so there may be some other common link in terms of the culture of the institutions or the attitudes of the residents.  Children in the Infant Houses were too young to be able to report for themselves, so one has to be cautious in interpreting these data which were provided by staff.

10.5 Conclusion


It is evident that an unacceptably high proportion of children in institutions such as the Infant Houses, Kaspi and, to a lesser extent, Senaki failed to develop social relationships with either peers or adults. Given the findings of earlier research by Parsonson and Rawls (1999) and more recently by Gogichadze et al. (2006) in the Tbilisi Infant House which showed significant systemic barriers to social development and attachment, these results are not surprising, since Infant House children with disabilities typically proceed to Kaspi or Senaki once they reach age 4 years.  Clearly, deficit established in that early developmental period are, for most, not ameliorated after transfer to different institutions.


Even in the boarding schools and the CP Daycare Center there were some children and young persons with no identified friends or, at best, only one or two with whom they had a positive relationship.  What is more evident in most of the boarding schools is that there were higher proportions of children with negative peer relationships than was the case in other settings, except for the children at home in Qvemo-Qartli.  This may be due to bullying, teasing or other forms of abuse. There is a need for the causes of these negative relationships to be further investigated since, as noted, they may represent problems in institutional or school culture and could be factors that need to be taken into account, particularly for any children not able to return to families who were to be placed in small family group homes as part of a reintegration program.


The proportion of boarding school residents with positive relationships with adults was generally better than was the case in other settings and in most schools there were only small proportions of children reporting negative relations with adults. The situation was most different in the Sanatorium, where the highest proportion of children reported more than one negative peer or adult relationship. This raises the question of the existence of a negative culture in that setting or, possibly, resentment over aversive treatment regimes. Only a closer investigation would reveal the causes.

11.   Caregiver Demographics

The age, experience, training, competence and commitment of caregivers and teachers is important in the development of children’s knowledge, skills and social capabilities. One of the most important roles of families and schools is the socialization of children and preparation of them to take a meaningful role in their society.
11.1 Institutional Caregivers
Children living in the institutions are cared for by staff employed by the State for the purpose. In practice, the children are looked after by three categories of caregivers: Basic caregivers and senior caregivers (usually referred to as caregivers and tutors) and, at least in the boarding schools, teachers. The institutions are managed by a group of administrative staff, while caregivers have more direct, day-to-day contact with the residents by providing physical care and supervision. Tutors are, theoretically, assigned to fill the children’s free time with educative and leisure activities, such as homework preparation, reading, board games and so on.  Teachers’ responsibilities focus on provision of formal education in the classrooms, including mathematics, language, music and arts and crafts. Figure 31 (below) also indicates that there are some medical personnel in many of the institutions, with proportionally more in those which have historically had a “medical” focus, such as the Cerebral Palsy School and Daycare Centers, the Sanatorium and the four institutions housing children identified as more disabled (the two Infant Houses, Kaspi and Senaki).  Some of these staff are identified as “nurses” (not always qualified) and others as doctors.
11.2 Institutional Caregivers’ Education, Work Experience and Working Conditions:

In all, 103 institutional caregivers were interviewed in the study, these were the people on duty at the time of our research teams visits to the various institutional settings, so they do not represent all of the care staff working in any one of the 13 settings. In terms of their educational qualifications, 59 (57%) reported having attended university. Most of these persons (83%) were working in the boarding schools, so presumably many had teaching qualifications. Fifteen (15%) said they had had some special training for working with children and the remaining 29 (28%) had had no specific training, although most of these staff had completed their schooling. 
Figure 30 below shows that the caregivers in most of the settings had been in the role 
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for 10 years or more. This is especially evident in five of the Boarding Schools (Kokhnari School #2, Gumati School #2, Akhaltsikhe School #7, Tbilisi School #200, and Gurjaani CP School) and the Sanatorium Gazafkhuli and Kaspi Institution.

Given this duration in the care-giving role, many of the longer term staff themselves are likely to be “institutionalized”, which raises questions about their adaptability and trainability if in the future changes are to be made in models of care and institutional routines. Certainly, international experience suggests that older, more long-term staff in institutions often resist change, particularly if that involves retraining without improvements in pay and working conditions. 
In contrast, the Tbilisi Infant House, Senaki Institution and the Kutaisi CP Day-care Center stand out as having the higher proportion of more recently appointed staff, which may mean that retraining of staff in those settings could be more easily accepted, especially for the younger ones although, again, this would need to be supported by better pay and working conditions, such as more sensible rosters and working hours, to reward them for the effort required by retraining and adapting to changes in systems.
The data in Figure 30 are supported by those obtained on the age of staff interviewed in the institutions, which reveal that the age range of staff interviewed in Kaspi and Senaki institutions is from 49-65 years (average 58 years) and 44-68 years (average 58 years) respectively.  In six of the institutions the oldest staff member interviewed was aged 65 years or more, with 71 years being the oldest. Also, in six institutions the average age of caregivers interviewed by the researchers was 50 years or more, with 58 years being the highest average age. It was also found that for six of the institutions the youngest staff member interviewed was under 30 years, but given the high average ages in these settings it is evident that most staff are aged over 30 years.
The data on experience and age raise issues of a lack of newly appointed personnel with a different approach to care in some schools and institutions. There also are questions of the extent to which staff in the more senior age groups are open to new learning and change if the institutions are to be transformed and new approaches to care are to be introduced. However, it must be noted that the present study only sampled those staff on duty at the time research teams came to assess the children and their care.  As a consequence, the data in Figure 30 have to be read with some caution as they may not be truly representative of the actual staff profiles of these institutions.
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As Figure 31 shows, six of the seven boarding schools and Makhinjauri Infant House have staff:child ratios of about 1:2  The exception among the boarding schools is Gurjaani CP School which has about 1:1, which is similar to the ratios for the Tbilisi Infant House and Kaspi and Senaki Institutions. As might be expected, medical personnel are more often present in the Sanatorium Gazafkhuli, the Gurjaani CP School and the Kutaisi CP Daycare Center, as well as in the two Infant Houses and the two institutions (Kaspi and Senaki).  Similarly, teachers are more evident in the boarding schools.  Although there are some personnel identified as teachers and tutors in the Kutaisi CP Daycare Center, the Sanatorium and the Infant Houses and Kaspi and Senaki Institutions, the educational data (Figures 35 and 36) suggest that many children in these settings miss out on effective education.
These staff:child ratios can give a false impression because they do not include just caregivers. Also, when considering data on staff:child ratios, it has to be remembered that care-giving staff are rostered on and off duty through the week, some have day shifts and some cover the night shift and some staff (such as teachers or medical staff) may only spend part of the day working in the institution, particularly in the boarding schools.  From these data it is not possible to assess whether or not staff resources are being used effectively and efficiently. Observations suggested that caregivers had to look after between 6 to12 children each which, given the above staff:child ratios, raises the question of how appropriate the various institutions’ staff profiles are in terms of direct childcare staff and how realistic the administration’s expectations are of care-giving staff in some of these institutional settings. 
Figure 32 represents the average number of working hours for which care staff are rostered on duty in a working day.  As is evident, the hours are much higher for staff in the two Infant Houses and at Kaspi and Senaki Institutions.  Gogichadze et al. (2006) found that staff at the Tbilisi Infant House were often rostered on duty for up to 24 hours, with no proper rest opportunities or facilities, so the impression given in Figure 3 is probably accurate.  These high hours may account for the high staff:child ratios in these settings, since staff may be rostered on duty for long hours but then only work on two or three days of the week. There may well be issues of safety and standards of care for children whose caregivers have long periods of duty and large numbers of children to look after, since alertness, tolerance, and concentration are more likely to be affected by fatigue. This has to be of particular concern where the care of young children is involved, such as in the two Infant Houses. The way rosters and duties are assigned also has implications for patterns and standards of care.  The studies in the Tbilisi Infant
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House (e.g., Gogichadze et al., 2006) showed staff had no time to interact with or educate children because of the demands of the routines which left no time for this.

The average number of days per week worked by caregivers is shown in Figure 33 below. Most work between four and six days on average, although Kaspi and Senaki care-giving staff typically work only 2-3 days on average, which may account for their high average roster time (see Figure 32 above).
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These two graphs (Figures 32 and 33) do not fully reflect the demanding and stressful working conditions that some of these settings involve. The poor working conditions and low and often irregular pay, as well as the demands of working with children who, especially in the Infant Houses and Kaspi and Senaki, place considerable demands on care staff who are poorly trained for working with children with special needs and who often have up to 12 children to attend to when on duty.  
11.3 Home-Based Caregivers
The caregiving experience of the Qvemo-Qartli families is most often related to the ages of the children in their families rather than solely to time caring for disabled children as most of the latter were less than 10 years old.  Most of the primary caregivers were mothers, either birth mothers or foster mothers (17 of the 71 families were foster parents of the disabled child living in their home), and in 5 instances grandmothers were providing primary care.  In a few cases a father (4) or older brother (1) were providing the care of the disabled child.  This meant that the ages of the caregivers interviewed ranged from 14 to 73 years.  Overall, home-based caregivers were quite well educated, with most having completed schooling and one third having completed a university education.
Caring for disabled children at home is both demanding and stressful, there may be little relief from a 24 hour/7days a week responsibility unless there is another person to take over the role from time to time, unlike the institutional environment where care-giving staff usually are rostered on day and night shifts and work between 4 and 6 days a week.
11.4 Conclusion


In respect of the Institutional staff, these data raise questions about the extent to which institutions have appropriate or effective staff profiles, whether the existing staff in some institutions are, themselves, likely to be institutionalized and less able to change if new systems and models of care were to be introduced, and of the effects on staff, particularly those in higher age groups, of the high demands and stressful conditions under which they currently are expected to work. The present research was not intended to answer these questions, so that any future consideration of transformation or reorganization of the institutions needs to include research that more fully examines the staff working conditions and routines and determines their ability to contribute more effectively, through retraining, to the lives of the children for whom they care. In some cases new, specially trained and younger staff may need to be added to improve care.
The issues for children in home-based care relate to finding ways to enhance the ability of families who keep their disabled children at home to provide good quality care. Having continual responsibility on a 24/7 basis is not conducive to this, since the demands are high and stressful.  Three potentially valuable contributions would be access to respite care through short-term foster care, enabling a caregiver to have an occasional weekend or two week “holiday” break, parent education in working with children with special care needs and access to paraprofessional support.  In addition, providing the children with access to education allows a caregiver to get some respite during those days, allowing them to get on with other household responsibilities, to leave the house for shopping or to receive visitors.
12.  Standards of Care
Before describing standards of care, it needs to be emphasized that appropriate care in any setting should focus on helping children develop their individual skills and that to do this with children with disabilities is very challenging and extremely stressful for the caregiver. This is especially so if a caregiver has numerous children to look after, if she or he is uninformed or unsupported by specific training, if there is no respite care system or network of respite providers, and if there are insufficient supportive services from relevant trans-disciplinary teams of professionals. In reality, there is no funding or professional capacity to provide these sorts of supports in Georgia and they therefore remain chronically under-developed. This effectively puts a major burden on those responsible for special needs children and, in many cases, will continue to trap the institutionalized and special needs children and their families into living apart from life as ordinary citizens.  
12.1 Records of caregivers’ styles of interacting with children
In obtaining the data below, caregivers were interviewed about their methods of care-giving and were invited to choose how they would interact with two of their charges for direct observations of five minutes spent with each child they chose. The data in Figure 34 below represent the average number of positive and negative interactions caregivers in each setting had with children during observations made by the researchers.  The records made by caregivers were weighted according to the proportions of positive or negative responses present in the record, with a maximum of 20 index points able to be awarded. As the data in Figure 34 reveal, caregivers in only one setting (Gurjaani CP School) averaged 8/20 for positive interactions and most achieved averages of only 4 or 5/20.  While it is pleasing to see that in all but one instance (Sanatorium Gazafkhuli) positive interactions exceeded negative ones, the amount of positive interactions with children by caregivers is generally very low and likely to be insufficient to maintain high levels of desired behavior or to provide encouragement to the children and young people or to make their lives more interesting or enjoyable. It also needs to be recalled that these were observed 5 minute interactions, so that caregivers knew they were being watched and were likely to have been motivated to perform well. Consequently these data are likely to represent “best effort” by carers. Thus, it is evident that there is room for training of caregivers and (in Qvemo-Qartli) parents to more effectively and more frequently attend positively to the children and adolescents in their care.
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The data in Figure 35 below show the proportional distribution of observed positive and negative interactions across the various settings. Again, it has to be remembered that the carers knew they were being observed. In addition it needs to be kept in mind that, as can be seen in Figure 34, the actual numbers from which the percentages were derived are small. However, five settings stand out as having 40% or more negative interactions, namely Kokhnari School #12, Gumati School #2, Sanatorium Gazafkhuli, and the two institutions Kaspi and Senaki.  
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Three settings (Signagi Zemo Bodbe School, Akhalzikhe School #7 and Tbilisi School #200) have proportions of negative interactions of approximately 30%. In all, these eight settings show a need for a change in caregiver management of children, to increase positive interactions to a higher proportion.  This requires changes in the institutional philosophy and in the model of care, so that staff can be trained to offer more positive, nurturing environments for the children and young persons for whom they care. This would enhance the lives of these residents and contribute to caring and harmonious relationships. In addition, using good caregiving practices also makes life easier for the caregivers themselves.
12.2 Children’s responses to caregiver interactions
Another way to evaluate the quality of care is to assess the reactions of the children and young persons being cared for to caregiver interactions. These data are shown in Figures 36 and 37 below. Figure 36 represents the proportions of positive and negative reactions of children and adolescents to the positive interactions toward them by caregivers. This graph shows that in most settings responses to caregiver positive interactions were reacted to positively by a majority of children. However reactions in some settings stand out, particularly in the two Infant Houses, where children universally reacted negatively to caregiver efforts at positive interactions. This suggests that either the children did not perceive caregiver interactions as positive and responded by moving away, crying, or showing some other form of distress, or that they were unaccustomed to the attempts at positive interactions and did not know how to cope with them.  Data from other research in the Tbilisi Infant House (Gogichadze et al., 2006; Parsonson & Rawls, 1999) revealed that staff interactions with children mostly related to routines like toileting, feeding, or dressing, and that few were positive or related to play or entertainment. It may have been that under observation for the present study caregivers tried to interact with the children in a way in which they were unaccustomed or which they anticipated to be prior to some routine, thus causing the observed distress. Proportions of negative reaction of over 20% were noted in nine of the other settings, with only Kokhnari School #7 and Senaki Institution having all positive reactions and less than 20% negative in Akhaltsikhe School #7. 
These data suggest that in some settings a proportion of children and young persons do not know how to respond to positive staff attention or are, at worst, suspicious of it when it occurs.
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This supports the finding of low average rates of positive interaction reported in Figure 34 and may suggest that some staff in some institutions were “faking good” for the observers and surprising their charges as a result.  Again, the data in Figure 36 support the need for changes in caregiver child management procedures and for the training required to bring about such changes.
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Figure 37 above shows how children responded to negative caregiver interactions when they received these. The most common reaction in all of the settings in which negative caregiver interactions were recorded was to show some sort of negative response, such as crying, emotional distress, moving away or ignoring. However, in contrast, twenty percent or more of children receiving negative attention in five of the institutional settings and from Qvemo-Qartli homes responded positively to it (i.e., they smiled, looked at, or talked to the caregiver). The most unusual example is the Kutaisi CP Daycare Center, where all of the, admittedly small, number of negative interactions were responded to positively by the children receiving them. This sort of response can often be observed in children who are accustomed to negative attention from adults, by children who are used to being ignored for long periods of time and by children who cannot discriminate between positive and negative adult attention. 
Institutional abuse was not specifically examined in the present study, but the international literature (e.g., Ammerman et al., 1989) records such abuse and comments on the vulnerability of disabled persons, so it would be unusual for it to not occur in Georgian institutions.  Although reports of physical or sexual abuse of children are rare, it has been observed in Georgian institutions under other circumstances by the authors of this report. Given the relative isolation of the institutions and the vulnerability of the residents, along with the likely absence of effective investigative and reporting systems, it is a concern that abuse may occur and that when it does that it is unlikely to be investigated promptly and impartially. The experts who participated in the present study are also concerned that the State authorities responsible for these institutions for children do not have an efficient monitoring, inspection and reporting system necessary for effective supervision of these institutions and those who care for the children.

The observed rate of non-response by children to either positive or negative caregiver interactions was extremely low and occurred only with a very small number of children in Gazafkhouli Sanatorium and in the Qvemo-Qartli Homes, so these data have not been graphed. 
12.3 Conclusion

The findings reveal that, while in most cases the caregivers were observed to have more often interacted positively with the children and young persons for whom they cared, the rates of positive interaction were generally very low.  In addition, in some of the boarding school and institutional settings, as well as in the Sanatorium, the proportions of negative caregiver interactions with residents were disproportionately high, exceeding 30% of observed interactions.  These data indicate a need for changes in the institutional philosophy and model of care practiced in these settings and for retraining of care-giving staff (including tutors and teachers) to provide them with more effective and positive behavior management skills, which would have the effect of improving the lives of the children and young persons and the ability of staff to manage behavior, to teach and to relate positively to the children and adolescents with whom they work.

The responses of the children to positive and negative caregiver attention are instructive. It was evident that a proportion of children in all but two settings (Figure 28) did not know how to respond positively to positive caregiver interactions. This may reflect the fact that under normal (unobserved) conditions most caregiver interactions are negative, so that these children and young persons responded as if the interactions were aversive rather than positive.  The negative responses were especially evident from the small samples of Infant House children, who all reacted negatively to positive attention.  Data from earlier studies in Tbilisi Infant House (Gogichadze et al., 2006; Parsonson & Rawls, 1999) showed that most of these children did not receive adult attention other than instructions relating to care. This may explain why they did not know how to respond positively to the observed positive interactions from caregivers. 

Negative child reactions to negative caregiver interactions were almost universal, except for those in the Kutaisi CP Daycare Center and 20 to 40% of children in five of the other settings (see Figure 37).  These positive reactions raise the question of whether the recipients understood the nature of the caregiver interaction, whether there were such low levels of interaction in some settings that any interaction from carers, regardless of whether positive or negative, was interpreted as positive, or whether the recipient children were trying to fend off negative caregiver attention or potential punishment by making a positive response. 

In effect, caregiving and teaching models that apply positive reinforcement have a long history of effectiveness and beneficial outcomes for carers and children (e.g., Patterson & Gullion, 1968). This approach emphasizes positive, rewarding adult-child interactions that focus on desired behavior as the most appropriate way to introduce, maintain and extend appropriate behavioral repertoires of children. There is a need to review current caregiving models in all of the institutions and, where necessary, to replace them with ones that are child-focused and built around positive reinforcement and encouragement so that behaviors compatible with return to family and community living can be developed and enhanced. Parents and teachers would also benefit from being taught how to use this approach so that those children living at home or returning home from institutions could be assured of a nurturing environment both in the home and at school.
13.   Summary of Conclusions

This research evaluated the living circumstances, standards of care and opportunities for inclusion and education of 564 children and young persons aged between 4 and 18 years in 13 State institutions for children with disabilities and compared these with those of 82 disabled children from the Qvemo-Qartli region who were living at home with parents or foster parents.

13.1 Child demographics


The institutions have, overall, a predominance of male residents, although this predominance varies when individual institutions are considered. The boarding schools have a male:female ratio of just under 2:1 and boys predominate over girls 2.7:1 in the Sanatorium Gazafkhuli. Other settings, such as the Infant Houses, Kaspi and Senaki have male:female ratios of 1.5:1 and, as a contrast, the Kutaisi Cerebral Palsy Daycare Center has a slight predominance of females.  The gender distribution of disabled children kept at home was almost equal, with a male:female ratio of 1.1 to 1. 


Age distributions showed that adolescents aged 13 years or more predominated in most of the boarding schools and at Senaki Institution, whereas children aged 12 years or less were more predominant in the Sanatorium Gazafkhuli, Kaspi Institution and in the Qvemo-Qartli homes. 


It is necessary to develop transition programs for the Infant House children as it is best that these be applied to young children as soon as possible to enhance development and to increase the likelihood of return to family before they are abandoned or family contact is lost as they move into the State care system. While this priority is imperative, the situation for the older children and adolescents in boarding schools and institutions cannot be ignored.


The duration of stay data point to the burgeoning problem of transition that faces older residents in most of the boarding schools and institutions, with most having 25-40% of residents who have been living there for 5 years or more. A number of institutions and boarding schools housed persons aged over 18 years as well. This, and the predominance of adolescents in most of the boarding schools and some institutions, points to a need for the development of transition programs in these settings so that residents are given more of a chance to move effectively and safely into community life.  The fact that some aged over 18 years remain in care indicates that such programs are not in place, at least in those settings.

13.2 Medical diagnosis and care


The data on diagnosis are a concern. In the first place, it is evident that many children have been given “labels” or misdiagnosed, which points to incompetence and poor training on the part of the medical specialists who performed the assessments.  Many children were labelled “mentally retarded” without being evaluated according to internationally recognized criteria, some were given labels that were not consistent with any known diagnostic system and some had no diagnosis at all. Other children were given initial “diagnoses” at a very young age, and these were never subsequently reviewed or revised. All of these children were consigned to boarding schools or institutions, they are stigmatised by the labels and by institutional placement, have been  abandoned by or had only limited contact with families and have, in many cases, received  little or no education as a result of institutionalization. Thus, diagnosis has, for most of these children, been a critical element in their removal from society and in their loss of opportunities for inclusion in family and society.


Because the “diagnostic” process is purely medical, there has been neither functional assessment of children nor any consequent process of developing individual developmental or educational plans following assessment.  Given that in most cases intellectual disability, when it does occur, is not a disease and usually requires no specific medical treatment, there is no call for the continuing involvement of neurologists or pediatricians in the ongoing care of most of these children.  Further, children with autism, epilepsy or cerebral palsy do not necessarily have intellectual deficits and, beyond standard medical interventions such as prescriptions, are more in need of psycho-social interventions and, in the case of CP, physiotherapy.


The findings in respect of Cerebral Palsy, which identified a large proportion of such children and youth in family care, point to the need for a higher standard of medical training and practice in the area of perinatal care, a factor also noted in other UNICEF sponsored research.


The data clearly indicate that efforts need to be made to improve standards of assessment and diagnosis. One important development should be the training of professionals from a range of disciplines to work in teams to assess and plan interventions and educational programs for these children.  This will be essential for all stages of the gate-keeping and deinstitutionalization processes.

13.3 Living conditions

In general, the living conditions of children in institutions were assessed as inadequate, in terms of the condition of many of the buildings, the standard of maintenance, the sleeping and hygiene facilities and the quality of heating and water supply, which raised issues over the health and safety for the residents and staff. In addition, these environments typically lacked stimulation and access to modern educational and play materials or equipment. 

By way of contrast, children who lived at home had more access to books and toys and lived in more diverse and stimulating environments. However, while some homes were in good condition, those in rural areas were more likely to be of a poor standard, some with outdoor toilets and bathrooms, some with poor water supply and some with family crowded into one heated room for sleeping in the winter. These poor standard homes also represent health, safety and independent living concerns for disabled children living there. In addition, there is the question of the additional difficulties these conditions impose on the families trying to care for their disabled children at home and which may provide disincentives for keeping the child in the family.  They also point to a need for proper assessment of living conditions before children are transitioned back into families and to the need for social welfare support to help poor families improve or adapt their homes if they are going to have their disabled children living with them.

13.4 Contact with Families


Many institutionalized children, particularly those labelled with more severe disabilities, had little or no contact with their families. Boarding school residents were more likely than others to maintain some family contact through home visits or visits from family, primarily their mothers, although there were some who never visited home and some who never had family visit them.  


There are a number of identifiable barriers to maintaining family contact. These include the relative isolation of many institutions, some of which are in rural villages that are not easy to access by road or public transport; family poverty which inhibits travel, limits ability to meet accommodation costs that may be associated with visiting children and which creates difficulties for supporting them at home; and family dysfunction, separation and divorce and the child’s level of disability or dysfunction.  Institutional factors also play a role, for example, systems and procedures that are not parent friendly, discourage visiting or removal of children to home, movement of children from one institution to another, and staff denigration of family members in front of children.  Some children lose contact with siblings, even when placed in the same institution and others lose family names once left or abandoned (Gogichadze et al., 2006).

These factors all need to be evaluated and taken into account in any transition planning for deinstitutionalisation, as well as in planning organizational and system changes in the institutions themselves.

13.5 Independent living skills


The most competent 4 to 9-year-old children in this aspect of living were those resident in boarding schools, the Sanatorium and those at home in Qvemo-Qartli.  The most dependent were the children in Kaspi, followed by the Infant House children who were, as might be expected on the basis of age alone, mostly dependent too.  A high proportion of younger children with Cerebral Palsy, although living at home, were also dependent, possibly due to limitations in movement and communication restricting their ability to achieve more independent living. 


Among the older, 10-18-year old, children and adolescents, a high proportion of the boarding school children achieved independence, as did those in the Sanatorium.  Non-disabled children in “ordinary homes” did little better than those with disabilities living at home in Qvemo-Qartli, which partly reflects the younger age of the children in these two groups compared with those resident in boarding schools.  Of those living at home, the CP Daycare group included the greater proportion of dependent individuals, probably reflecting their lack of mobility and their verbal communication difficulties as factors inhibiting independence for a proportion of them.


The boarding school children and young persons probably had the least restrictive environments and, by virtue of their living environment and more frequent contacts with family, probably had more motivation to develop independent living skills.  Most of the skills these children develop are probably more functionally related to survival in the school than being directly related to social competence in the community.  If this is the case, some of these behaviours may not be adaptive for normal family and community living and may need to be changed as part of any program of reintegration for these children and teenagers.

There appear to be no systematic programs in any of the institutions to develop and encourage use of such skills, and the general level of education provided, even in the best instances, is unlikely to adequately prepare any of the children and young people for full and effective participation in society.

13.6 Education


The exposure to formal education was, as might be expected, greatest for those in the boarding schools, and this was reflected in their performance on the GABSI domains with some academic relevance. Children in institutions such as the Kutaisi Cerebral Palsy Daycare Center, the two Infant Houses, Kaspi, and Senaki and, surprisingly, some in the Sanatorium, were the ones most likely to not receive regular formal education. Scores on the GABSI domains showed the cost of this neglect for all of these children, apart from the Sanatorium Gazafkhuli group who obviously had had exposure to normal education prior to hospitalisation.


Lack of formal education severely inhibits the ability of any person to take advantage of opportunities for inclusion or to participate fully, or even marginally, in social and community affairs, so is a major handicapping factor. When this is then added to the social stigmatisation of disability, it further reduces the ability of the person to integrate and to become an accepted and useful member of their society.  It is disturbing to see that so many children and young persons are denied more than a minimal standard of education and that some are denied it altogether. 


This can only be rectified by the development of effective teacher training programs for those with special educational needs, the development of individual educational plans for these children and adolescents and systems of support for teachers. Schooling needs to focus on provision of functional life skills and enhancing students’ ability to live effectively in mainstream society.  

If social integration is planned as part of any program of deinstitutionalisation, there have to be pre-established programs for transition to public schooling, services to train and support teachers and community acceptance of the reintegration of these children into families, schools and community.

13.7 Opportunities for social inclusion


In order to learn how to live in a family and a community, children need exposure to, and participation in, normal family and community life.  Isolation from family and community, especially through institutional placement, deny children and young persons access to normal inclusion opportunities, stunting or distorting their ability to be included in the broader society.  The data from this study show that, overall, 50% or more of children in all but one boarding school (Gurjaani CP School) and almost all of those in institutions such as the Infant Houses, Kaspi and Senaki had extremely low levels of opportunity for social inclusion.  This was also the case for the Sanatorium children, but as they are often confined to bed they represent an exception.


Children and young persons living at home, including those from Kutaisi CP Daycare Center clearly had an advantage over those in boarding schools and institutions but despite this many, including non-disabled children in “typical families”, had only low levels of social inclusion opportunities.  One factor that made a difference was age, as higher proportions of younger (4-9 years) children were typically less likely to experience the same level of inclusion opportunity as their older (10-18 years) peers. The exceptions were the older children and adolescents in Kaspi and Senaki institutions, who were no more likely to experience inclusion opportunities than their younger counterparts.


Except for some of the older age group in the boarding schools, higher independent living skills did not correlate highly with opportunities for inclusion, so it appears the former are often learned independently of the latter.  As noted in Section 14.5, these independent living skills are probably more functionally related to institutional survival than to community integration, being less likely to have resulted from participation in inclusion opportunities. 


For reintegration, educational programs and planned social inclusion activities need to be developed and participation in them encouraged. This should include activities that develop and support competence in engaging with family and community in ways that bring people together and enable the practice and application of social and adaptive skills that have specifically been taught.

13.8 Relationships with peers and adults


An essential component of social inclusion is the ability to form and maintain social relationships with ones peers and elders, particularly caregivers, who are in a quasi-parental role.  

Child participants in the study were asked, with the help of a sociogram, to identify their positive and negative relationships with peers and adults.  These data revealed that higher proportions (40% or more) of  children in the two Infant Houses, Kaspi and Senaki failed to identify (even with caregiver assistance) any positive relationships with the peers and adults with whom they lived. This most likely reflects the systemic and organizational barriers to development of normal peer and adult relationships in the Infant House environments in which most of these children and adolescents have lived, as outlined elsewhere by Gogichadze et al. (2006) and by Parsonson and Rawls (1999).

Higher proportions of children and adolescents in all of the other settings reported positive peer and adult relationships.  They also were more likely to report negative peer and adult relationships, although these tended to be in the minority, except for Gurjaani CP School and the Sanatorium Gazafkhuli where for some reason, there were relatively high proportions of children identifying negative relationships.  In the boarding schools, some of the negative feeling may have been generated by teasing, bullying or abuse from peers and/or caregivers. In the Sanatorium, residents may have been distressed by treatments staff had to administer.  Even some of the home-based children had problems with relations with peers and caregivers.

The data point to a need for caregiver and parent training in effective, non-punitive child management techniques and to the need for investigation of the causes of  disaffection with peers in the boarding schools, in case there is a culture in some of bullying, teasing or abuse. Also there is very evidently a need for changes in the models of care in the Infant Houses, Kaspi and Senaki so that residents have opportunities to develop social skills and attachments that promote normal social development.

13.9 Caregiver demographics and working conditions


Those who provide direct care and education to the children need to have appropriate skills and a good level of motivation, as well as opportunities to apply those skills in the context of their working day.  In order to achieve this to a good standard they need a good working environment, satisfactory conditions of service and pay, supportive systems and requirements and the energy to perform their tasks well.


Historically, institutional staff have been poorly trained, poorly paid, and have worked under very difficult conditions in run down facilities, often with few well-functioning services, demanding rosters and restrictive roles, especially those in the Infant Houses and Kaspi and Senaki institutions. In some institutions staff have left in the face of threatened systemic changes and in others they currently fear for their jobs in the face of concerns about closure or transformation.  While the MOES has made some efforts to improve aspects of this situation, this has not resolved many of the concerns that staff voice “off-the record”.  


The data on institutional caregivers demonstrate that many are long-term employees and that their ranges in age and average age indicate little recruitment of younger staff. A few staff are in their early seventies and, judging from average ages, many are aged in the fifties and sixties.  This raises questions of the extent to which some are themselves institutionalized and the extent to which they are ready or able to learn new models of care and adapt to new philosophies and systems if institutions are transformed.  While some staff, probably mainly teachers, have some higher education, most staff will have had this training many years ago, so their knowledge is likely to be out of date and incompatible with modern approaches to care and education. Staff profiles and skills need to be separately evaluated as part of any process of change


Data on rosters and working schedules suggest that in some cases, especially the Infant Houses, Kaspi and Senaki, staff are expected to be on duty for long hours on any one working day. Some have only short spans of duty in any one week but may work shifts of up to 24 hours when on duty. This seems a dangerous practice, especially as in some situations there are no proper provisions for rest or meals. In other institutions, such as the boarding schools, staff on average work fewer hours but are present on more days of the week. Obviously there is a need to rationalize duties and staff rosters, especially as some caregivers have responsibility for 6-12 children when on duty which, in some instances, represents an unreasonable load, especially with children requiring significant levels of assistance or care, as is the case in the Infant Houses, Kaspi and Senaki.  These staff are often so busy with routine care that they have no opportunities for socially meaningful, educational, or playful interactions with the children, thus children who are already deprived of love and attention are even less able to be provided with it, even if staff wished to do so. Consequently, their work has to be seen as stressful and demanding, with little reward for their efforts.


Home-based caregivers in Qvemo-Qartli were often mothers or foster mothers, about half had either higher education qualifications or exposure to some form of training that was related to working with children.  Some of these caregivers, especially in rural areas, had to cope with difficult living conditions and poor services. In addition, they were typically on duty 24/7, with no access to reliable respite services or social support agencies.   Home care can thus be more stressful and demanding than institutional care, with little relief from the demands that caring for a disabled child or adolescent make. Clearly, if parents are going to make the sacrifices necessary for effective and continuing home care, they need access to support services, respite care and help from trained professionals and paraprofessionals.

13.10 Standards of care


Caring for children with special needs and disabilities is, as noted above, both demanding and stressful.  Caregivers need to have and use effective child management and educational techniques that allow positive relationships to be maintained and the children to learn and prosper as a result of the care that they receive. 


Data from direct observations of caregivers relating with children and young persons and of the recipients’ responses to those interactions were obtained in the study.  These revealed that for institutional caregivers, while staff more often interacted positively than negatively with the children, the average number of positive interactions was low.  In addition, in some settings more than 30% of adult interactions were identified as negative.  These findings clearly point to the need for changes in current institutional care philosophies and models of care, along with staff training in encouraging and maintaining children’s behaviour using positively rewarding methods. The situation in home-care settings was somewhat better than that in the institutional settings, but still pointed to a need for parent training to enhance positive caring and educational skills.


The data from children’s reactions to adult interactions showed that Infant House children in particular, but some in the other home, school and institutional settings, were unable to respond positively to positive adult attention. This suggests that these children are either unaccustomed to adult attention, do not discriminate positive from negative adult attention, or did not understand what the adult was trying to do.  Similarly, while many children responded negatively to negative adult attention, some responded positively to it, as if any attention was valued, regardless of its content.  


In all, the data were interpreted as indicating a need for the introduction of positive and rewarding models of childcare in both the institutions and the home-care settings. These have the effect of making adult-child interactions more pleasant and more educative, making life easier for the adult by evoking positive child responses and enhanced learning and skills, and it becomes more pleasant for the child because they learn how to attract and maintain positive adult attention.

14 . Recommendations
14.1  Support services: A fundamental change needs to occur in administrative and diagnostic philosophy by governmental and professional decision-makers, away from diagnosing children as mentally retarded, viewing them as a burden to both society and family, placing them away from society and into institutions, and funding those rather than community-based supports. Gate-keeping is very necessary to stop the flow of admissions to institutions but so too is the transition into the home and the community of those thousands of children already in the institutions. But international experience illustrates that the necessary alternative to institutional placement requires practicable formulation and adequate funding in order to avert the likelihood of children merely going from the institutions – to family – and then either being hidden at home, or displaced onto the streets and thus becoming a more noticeable burden on the State.

14.2 Programatic approach: Institutional policies on referrals and government approved standards of care would therefore require proper discussion and development which should involve Ministry and Directors of institutions along withy professionals working in the institutions and staff of those NGO’s who have pre-requisite skills and/or expertise. Institutions will require some time and outside assistance to restructure in order to facilitate improvements in their standards of care. The standards of care themselves need to be translated into functional and applicable terms and then initially trialled in a small number of institutions before being applied more widely in a graduated fashion and in accordance with the differing needs of the children across those institutions. The application of standards should be based on a thorough evaluation and understanding of the needs of individual children rather than based on the blanket labeling of children as “mentally retarded”.  To do this will require re-training of medical and allied caregiving and administrative staff as well as the formation of trans-disciplinary teams of childcare specialists (social workers, behaviourally-based psychologists, special education teachers, and specialist pediatricians). This approach is consistent with that used in other countries which have successfully achieved deinstitutionalization and social integration.
14.3 Individual approach in education: The instutionalized children’s dependence on adults, their social isolation and their ignorance of the outside world and its complex systems, their emotional loneliness and feelings of abandonment by family, and their sometimes negative peer loyalties and relationships with adults, all need addressing in sustainable ways. These children require skills across several domains to bring them up to a level at which they can start to be transitioned to the outside world and adapt to and cope with its complexities and demands. The assistance they require will vary according to their individual needs. Older boarding school children, for example, may require skills in managing their more negative behavior as well as those which extend their basic numeracy, literacy and work skills. Those children with low levels of independent living skills will need to be taught basic self-care including feeding, hygiene, and verbal or other communication skills. All children will need socialization through educative play and increased opportunities to participate in community activities such as schooling, sport, and recreational activities with family and peers.
14.4 Development of vision and skills of care providers: To facilitate the above, staff in the institutions will need to understand the rationale for, and then participate in, “parent-training” that will help the children reach relevant goals before transition and help the staff to form more positive relationships with their charges. It will also teach them how to teach the children relevant educational and social skills and how to manage the sometime challenging behaviour of the children in socially appropriate and effective ways. This may require re-hiring some staff and selecting other new staff and may require changes in staff rosters and work conditions to assist in creating a more family based model of childcare within the institutions. These newly trained staff could then be available much later, after the numbers of children in the institutions have reduced, for selection into a registered pool of respite carers and/or short-term foster parents available to support families that the State would need to hire as is the case in many other countries. Standards of care by these persons, therefore, subsequently would need to be monitored and approved for continued selection of those personnel into such a pool.

14.5 Family participation: To maximize effective transition of children to families, a needs assessment to determine family requirements for them to retain their children and methods of enhancing family relations will need to be explored. This can be begun by contacting families to facilitate their involvement, through making family visits to institutions easier and more amenable, by preparing mothers and families for children’s transition, by providing psychological and social work support and emotional assistance where needed, by teaching parents about child stimulation and child management (especially with high demand children such as infants and older children and adolescents), and education on proper diet and hygiene and on following proper professional assistance for the more disabled children. Support should also be given to the formation of parent networks in the regions, and to positive relations between children and parents and access to the institution caregivers who may become respite carers and with networks of competent professionals to assist families (see also paragraphs 7 and 8).

14.6 Alternative care services: Standards of care by families who are caring for or will care for disabled children also need assessing and addressing before any transition of children occurs back to families and communities. In addition, emotional, financial and employment supports for families deciding to keep their children need to be established as do alternative forms of placement such as foster families, respite carers, small group homes and day care services.  To assist this, small teams of professionals with expertise in working with social deprived and special needs need to be formed. These professionals would ideally have some experience in working within the institutions, either as part of a trans-disciplinary team, or having been trained by such a team (see paragraph 2 above). They, in turn, could be supervised as they themselves train groups of para-professionals within the rural and regional communities. These para-professionals would provide outreach home support to families and advocate the children’s social inclusion into schools and other aspects of community life.
14.7 Applyed trans-disciplinary approach: To achieve these minimal and necessary standards of care, the capacity of relevant professionals also needs building. These professionals are, and in future could be, instrumental in reducing abandonment, stemming re-abandonment (as a result of the financial and emotional stresses that many families might feel at having disabled children living with them) and increasing the institutional-child’s chances of becoming a participating citizen rather than a lonely and/or asocial outcast. These professionals are needed both within the institutions and subsequently within the community to provide community-based services in social work, psychology, education and medicine. There is an urgent need to build the capacity of these professionals in ways that focus on identifying a child’s needs, increasing his/her abilities and socialization and working in professionally co-operative and practical ways that recognize and address the realities of family life with a child from and institution and/or with disabilities. 
14.8 Developing up to standards high and professional education: To achieve this, educational reforms need to be put in place so that University courses for medical students, trainee teachers and psychologists and social workers incorporate international standard education in child development, children’s disabilities, and functional assessment and assistance for children with emotional and social deprivation and with disabilities. In addition, NGO’s competent in working in these areas will need similar training for their staff, albeit at a different level. Finally, given the high rate of children with cerebral palsy and its relationship to peri-natal care and also the problems with early diagnosis of childhood disabilities, there is an evident need for proper training of medical personnel including obstetricians, pediatricians and neurologists.
14.9 Education of the society: To maximize effective transition of children to the community, education and socialization programs within the institutions as well as programs preparing for inclusive education involving teachers, school children and communities, need to be formulated. Fear and discrimination by parents of normally developing children need to be overcome through a variety of initiatives including parent discussion groups, shared sporting and recreational activities involving both groups of children, and positive media exposure and community education programs.
14.10 Prepared transition: Finally, a plea for any transition of children from the institution to the home and community to be undertaken in a carefully planned and gradual manner over a number of years. These children have been raised in very atypical environments and will require both time and education to adapt to the change, as will those who will be looking after them. Closing the institutions is a process that many other countries have undertaken. Some of these made the mistake of trying to close institutions too quickly, with resultant harm to the former residents and at significant cost to the government, to sponsors and to society. Other more successful countries are now willing to assist Georgia in remedying the human rights issues evident in many of the institutions. Progress will best be made through the application of skilled professionals and adequate government support.

14.11 Starting point: It is suggested that the above recommendations are applied first to those institutions that have Directors who are motivated to implement change, which are located in accessible centers easily accessible by transport by families and professionals, and which currently house either very young children who are more likely to respond positively to change and/or those older residents who are close to the age of leaving their institution and/or those who will respond more easily to educational programs. The steps are made towards this direction and there should be intensive and cooperative work of Social, Education and medical systems to meet the challenging needs of disabled children. 
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